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PREFACE

Writing, completing and producing a book often is a long-term project. The
first ideas to develop this book were discussed at a time (1991) when the
Department of Ethics, Philosophy and History of Medicine was established at
the Faculty of Medical Sciences of the University of Nijmegen, the
Netherlands. Like in other universities, the department has emerged because
three separate units have been combined. Willing to explore the potentials of
all three disciplines, plans have been made to concentrate on ethics in health
care but with a major emphasis on the philosophical background and
historical development of moral notions and ethical problems. Staff and
faculty of the department collaborated in this effort to create and elaborate
such a broader approach to bioethics. This textbook is the result of this
ongoing effort.

In 1992, the Department initiated an annual European Bioethics
Seminar. This five days intensive programme aimed at providing an
encompassing introduction into the major approaches and topics of bioethics.
However, the focus also was on typically European issues and perspectives in
present-day bioethics. Over the years, many colleagues have contributed as
teachers in these seminars, lecturing on important topics, and as moderators
in small group sessions, discussing clinical cases and analysing practical
problems. Approximately two hundred students have participated, from
different countries. Teachers as well as students have benefitted from the
exchange of cultural experiences and moral views. Reading materials have
been developed in these seminars, and these have been perfected during years
of educational use. These materials finally have been brought together in this
book. The annual seminar, initiated through the organisational talents of Jos
Welie, have since 2000 been incorporated into a more extensive educational
programme, the European Master in Bioethics. This programme offers 16
courses on all major subjects of bioethics. It is a cooperative endeavour of
the universities of Nijmegen, Leuven, Padova, Madrid and Basel.

I am of course indebted to many colleagues who have contributed to the
annual seminars and are now cooperating in the Masters programme. Most of
them have graciously contributed to this textbook. I would also like to
acknowledge the assistance of several colleagues who provided information
about bioethics resources in their countries, in particular Bela Blasszauer
(Hungary), Pierre Boite (France), Eugenijus Gefenas (Lithuania), Jozef Glasa
(Slovak Republic), Sefik Gorkey (Turkey), Lennart Nordenfelt (Sweden),
Renzo Pegoraro (Italy), Zbigniew Szawarski (Poland), Pavel Tischenko

vii



viii PREFACE

(Russia), Lora Vidic (Slovenia), Joachim Widder (Austria), Henrik Wulff
(Denmark). The finishing touch of the materials included in this book was
possible because the Center for Health Policy and Ethics, Creighton
University, Omaha (USA) awarded me a senior visiting fellowship. The
academic atmosphere and tranquillity, as well as the superb infrastructure of
one of the most beautiful ethics buildings in the world, provided the
opportunity to complete the whole manuscript. I am particularly grateful to
Ruth Purtilo, Director of the Center for Health Policy and Ethics, for
hospitality, encouragement and friendship. Writing of a book is impossible
without adequate secretarial and administrative support within the enterprise
as whole. I want to thank Valesca Hulsman for the editing and revision of
the language, and in particular Marian Poulissen for her unstinting supply of
assistance throughout this and numerous other pieces of work.

Nijmegen Henk ten Have
July 2001



CONTRIBUTORS

BELA BLASSZAUER
Lawyer and bioethicist. He worked as a teacher of medical ethics
at the Medical University of Pecs, Pecs, Hungary. He is President
of the Central and East European Association for Bioethics.

RUTH CHADWICK
Philosopher, and Professor of Bioethics. Institute for Environ-
ment, Philosophy and Public Policy, Fumess College, Lancaster
University, Lancaster, UK

WIM DEKKERS
Physician and Philosopher, Department of Ethics, Philosophy and
History of Medicine, University Medical Centre, Nijmegen, the
Netherlands

WILLIAM ELLOS
Bioethicist, Clinical Professor, Department of Medicine,
University of Texas Health Science Center, San Antonio, Texas,
U.S.A.

MARTYN EVANS
Philosopher, and Director of Centre for Philosophy and Health
Care, School of Health Science, University of Wales Swansea,
Swansea, Wales, United Kingdom

EUGENIJUS GEFENAS
Psychiatrist and Philosopher, and Associate Professor, Medical
Faculty, Institute of Philosophy and Sociology, University of
Vilnius, Vilnius, Lithuania

BERT GORDIIN
Philosopher and Clinical Ethicist, Department of Ethics,
Philosophy and History of Medicine, University Medical Centre,
Nijmegen, the Netherlands



X CONTRIBUTORS

DIEGO GRACIA
Psychiatrist and Philosopher, and Professor and Director,
Department of Public Health and History of Science,
Complutense University, Madrid, Spain; he is also Director of the
Institute of Bioethics, Health Sciences Foundation, Madrid,
Spain.

HENK TEN HAVE
Physician and Philosopher, and Professor and Head of
Department, Department of Ethics, Philosophy and History of
Medicine, University Medical Center, Nijmegen, the Netherlands

FRANZ JOSEF ILLHARDT
Theologian and Bioethicist, Executive Manager of the Research
Ethics Committee in the Centre of Ethics and Law, University
Hospital Freiburg, Freiburg, Germany

RIEN JANSSENS
Moral theologian, Department of Ethics, Philosophy and History
of Medicine, University Medical Center, Nijmegen, the Nether-
lands

RITA KIELSTEIN
Nephrologist, Department of Renal Diseases, Medical Faculty,
Otto von Guericke University, Magdeburg, Germany

CHRISTOPHER MELLEY
Philosopher, University of Maryland, European Division,
Heidelberg, Germany

ROBERTO MORDACCI
Philosopher, and Associate Professor of Philosophical
Anthropology and Bioethics, University Vita-Salute San Raffaele,
Milan, Italy

LINDA SCHEIRTON
Assistant Dean for Academic Affairs, School of Pharmacy and
Allied Health Professions; Faculty Associate, Centre for Health
Policy and Ethics; Associate Professor of Occupational Therapy;
Associate Clinical Professor, School of Dentistry, Department of
Periodontology, Creighton University, Omaha, Nebraska, U.S.A.



CONTRIBUTORS xi

PAUL SCHOTSMANS
Moral theologian, and Professor and Director of Department,
Centre of Biomedical Ethics and Law, School of Medicine,
Catholic University of Louvain, Louvain, Belgium. He is
President of the European Association of Centres of Medical
Ethics.

ZBIGNIEW SZAWARSKI
Philosopher, Professor of Philosophy, Department of Philosophy,
Warsaw University, Warszawa, Poland

MARCEL VERWEID
Philosopher, Centre for Bioethics and Health Law, University of
Utrecht, Utrecht, the Netherlands

HUB ZWART
Philosopher and Psychologist, and Professor and Head of
Department, Department of Philosophy and History, Faculty of
Science, Mathematics and Informatics, Nijmegen, the Netherlands



HENK A.M.J. TEN HAVE

INTRODUCTION

Bioethics and European Traditions

1. THE EMERGENCE OF BIOETHICS

The evolution of bioethics into an autonomous discipline is an unprecedented
story of success. Not only the moral problems of medicine and health care
have burgeoned over the last three decades, but also the preferred methods
and concepts to scientifically approach these problems have been moulded
into a separate discipline. Two developments are usually regarded as
determinative for the rise of bioethics. First, the enormous advances in
biotechnology, molecular biochemistry and pharmacology have led to drastic
changes in medical knowledge and practice. Many people are not aware how
relatively novel many benefits of present-day medicine actually are. Medical
students, for example, are surprised to find out that it was only from 1960
onwards that the major medical journals began to describe experiences with
fibre-glass endoscopy, coronary contrast radiology, artificial lens implantation,
cardioresuscitation technique, and oral contraceptives. New and more
effective diagnostic and therapeutic interventions have increasingly called into
question the usual goals of medicine. The second development that has
transformed the traditional notion of medical ethics is the changing socio-
cultural context of medical practice. Not only a plurality of values has
emerged, but also a non-religiously, secularly-grounded normative view of
human life has become more influential. This view emphasizes personal
autonomy and each patient’s right to make his or her own health care
decisions.

Whatever the precise determinants, traditional medical ethics has evolved
rapidly into bioethics. ‘Medical ethics’ used to refer to the deontology of the
medical profession. In this perspective, it is a system of moral rules, rules of
etiquette and rules for professional conduct. This system is immediately
intelligible to the medical practitioner, since it emerges from the internal
morality of medicine, those values, norms and rules intrinsic to the actual
practice of health care. This system is also endorsed with the entrance of new

1
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2 HENK TEN HAVE

practitioners into the medical profession. Being a physician implies the
acceptance of particular moral views. Medicine is not considered a merely
technical enterprise that can be morally evaluated from some exogenous
standpoint. Rather, the professional practice of medicine always presumes
and implies a moral perspective or point of view; good clinical practice is
determined by the shared rules and standard procedures of the profession.

The emergence of modern bioethics and the concomitant atrophy of
medical ethics in the traditional sense, is visible in at least three ways. It has
first of all, produced a new expert, the ‘bioethicist’ or the health care ethicist.
This professional has a specific body of knowledge and particular cognitive
skills; he or she publishes in specialized journals, participates in new
societies, and teaches in special centres, institutes, and departments. Second,
it has produced an ever growing public interest in moral issues in health care;
it has also promoted a lively public debate on all sorts of problems, cases,
dilemmas that arise from new developments in medical science and medical
technology. Whenever issues of reproduction, education, relationships,
sexuality, suffering, handicaps lead to public concerns, ethicists are public
spokespersons to analyze, explain and resolve these matters. But also the
public itself are increasingly engaged in re-thinking the bioethical dimensions
of present-day health care. Third, it has led to certain institutional changes:
bioethics laws, regulations, statutes, review boards, codes of conduct, practice
guidelines. Most prominent has been the establishment of ethics committees;
these are institutional platforms for moral debate, involving more profes-
sionals than only medical ones, and sometimes also lay-persons. Such
committees at least transform the formerly private character of moral
deliberation from the context of the doctor-patient relationship into an inter-
professional and inter-personal debate over moral matters, with the intention
to reach consensus. ‘Bioethics’ has come to be regarded as the major public
vehicle to address, explicate and give meaning to a broad range of problems
generated by science and technology.

The above phenomena are obviously not specifically linked to the
European or North-American context. They point to developments and
characteristics of Western culture in general. In his recent study of the birth
of bioethics, Jonsen (1998) interprets bioethics as a quintessential American
phenomenon. Although much can be said about peculiar features of present-
day ethical debate in relation to American cultures and traditions, this view
neglects the more fundamental background of bioethics. At the same time, it
would be a mistake not to recognize the particular cultural articulation of
bioethics. The dominant conception of present-day bioethics has evolved from
a North-American context. Inasmuch as it makes sense to reflect on the
specific cultural dimensions of bioethics, it is also worthwhile to examine the
question: What is typically European about bioethics?
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2. EUROPEAN TRADITIONS

The concept of Europe has a long and diversified tradition. It is first of all a
geographical term, first used in classical Greek civilisation around 700 BC.
‘Europe’ is the name of a Phoenician princess, abducted and raped by the
father of the gods, Zeus, and taken to Crete. Perhaps with this mythical story
the Greeks wanted to recognize their many cultural debts to Asia. At the
same time, the Greeks wanted to explain how their civilisation had been
shaped and why it was different. Europe then is not merely a distinct
geographical entity, but rather a political and cultural concept. In historical
perspective, Europe has become an idea. As a concept, an idea, Europe is
difficult to define. Cultural studies aiming at elucidating the idea of Europe
are necessarily broad (Rietbergen, 1998). In some cases, they simply identify
core components of the idea, such as freedom, Christianity and civilisation
(den Boer, 1997). These studies illustrate that the concept of Europe has
shifting contours and varying characteristics in a long historical tradition.
Nevertheless, the concept refers to an area with a relative unity because of
similar ways of life and thinking. Although there are a number of traditions,
together they constitute a coherent culture, a specific cultural sphere.

‘Europe’ is manifested outwardly as a relative unity. It partly legitimizes itself
by pointing to certain economic and political choices and achievements that
are said to imply moral choices as well. More importantly, it tries to defend
certain values, the results of a rich cultural tradition (Rietbergen, 1998, p.
461).

This cultural sphere has been strongly influenced by the development of
Christianity, by political changes as the French Revolution, by philosophical
ideas about humanism and Enlightenment, by scientific and technological
progress. Various catalogues of ‘European’ values have been proposed:
freedom, tolerance, equal opportunity, social justice, human dignity,
solidarity.

Indeed, there seems to be a consensus in Europe that looks at man in society
under a threefold aspect: each man is unique, each person has to make his
own choices for good and evil but, first and foremost, being human means
taking responsibility for others, that means, protection of others to preserve
the quality of society at large (Rietbergen, 1998, p. 465).

However, even if it is possible to identify a common set of values, a
continuous effort will be required in order to critically assess the actual
meaning of these values as articulated and codified in the past, and to
evaluate and rephrase the underlying traditions. The challenge is to
constantly reaffirm the values which are deemed crucial for a European

perspective.
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3. BIOETHICS AND EUROPE

The search for specifically European perspectives in bioethics has started not
long ago (Welie and ten Have, 1992). A series of developments have
motivated the attempts to articulate these perspectives. At a political and
economical level, the need to articulate the specific European identity vis &
vis North America, Russia and Asian countries, intensified after 1989 when
the political changes in Central and Eastern European countries started a
period of transition and transformations all over the continent. Now that
ideological barriers have fallen, new nations have come into existence, and
the map of Europe has been changed. In a short timespan, the Council of
Europe has almost doubled in size, with its membership growing from 23
states in 1989 to 40 in 1996. Along with the outbreak of nationalism, there
were many efforts to reassert the common cultural values and to stress
human rights and fundamental freedoms. Since 1989, the European
Community, for example, has started intensive cooperation programmes with
other countries in Europe, not only to support transition in economic and
scientific terms, but also to enhance the protection of human rights and
democracy, as well as to endorse particular values.

A significant development has been the gradual expansion of the
European Union (EU). The EU will further expand in the near future and at
the same time will move towards greater internal unity. The members of the
European Union no longer exclusively focus on economical issues, aiming at
harmonisation of their respective national legislations to achieve the common
market. Since the Maastricht Treaty on the European Union (1992) public
health has become an object of EU policy. It is explicitly stated that the EU
will contribute to a high level of health protection, by promoting cooperation
between member states, supporting and complementing their efforts where
necessary but stopping short of harmonisation. This statement has
consequences for example in the area of research. Whereas previous research
programmes were primarily intended to strengthen the competitive position
of the European industry, the Treaty calls for research that meets the public
health needs of the European citizen. Since 1991 the European Union has
also funded research in the area of biomedical ethics, creating networks of
researchers in bioethics. In the period between 1994-1998, an amount of 27
million ECU was spent to fund research projects in bioethical matters.

Bioethics also moved into the foreground within Europe as an
unavoidable consequence of the introduction of the single European Market
in 1993 (Gillon, 1993). It has become clear that the increased economic and
political unity has opened up new possibilities, some of which cannot simply
be left to be dealt with by the separate member states. Pharmaceutical
companies and research institutions nowadays have established themselves in
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many countries and if some project meets ethical concern in one state, it can
simply be moved to another. Health insurance companies are operating as
multinationals; the rules and regulations for health benefits are increasingly
harmonized. With the intensive travel of people and emigration to other
European countries due to increased freedom of employment, new questions
have arisen, for example about the ownership of donor organs. Are organs
donated by a Dutch national the property of Dutch people only? Or do they
have at any rate more of a right to the organs? Should it be possible to do
research on human embryos in one country when it is forbidden across the
border? Should a woman over 50 years of age who does not qualify for IVF
at home, be able to have it elsewhere in Europe? The question arises what
concerning these ethical matters should be left to individual member states,
and what should be dealt with at the supranational European level (Riis,
1993).

As a result of the above developments many ethical bodies have come
into existence at a supranational level. In 1985, the Committee of Ministers
of the Council of Europe decided that bioethical issues should be dealt with
by a single specialized committee (Quintana, 1993). This committee obtained
a permanent status in 1992 as the Steering Committee on Bioethics (Comité
Directeur de Bioéthique, or CDBI). The purpose of the documents of the
Committee is to reaffirm the major principles and values which must guide
any regulation on bioethics and also indicate which limits must at all costs be
respected. Since 1990, the Council of Europe has issued several important
documents in the area of bioethics, for example on medical research on
human beings, prenatal diagnosis, genetic screening, autopsy rules, DNA
analysis for forensic purposes, and biotechnology (Rogers and Durand de
Bousingen, 1995).

In 1991, the Commission of the European Union set up a Group of
Advisers on the Ethical Implications of Biotechnology (GAEIB). This group
of experts from various member states should help to identify and define
ethical issues raised by biotechnology. It should also appraise the ethical
aspects of the Union’s activities in the field of biotechnology and their
potential impact on society and the individual. It should finally advise the
Commission on ethical aspects of biotechnology with a view to improving
public understanding and acceptance of it. Recently, the GAEIB issued an
Opinion on the ethical consequences of cloning (Advisers, 1997). In 1999, the
name of the group was changed into ‘European Group on Ethics in Science
and New Technologies’.

A landmark in this process of articulating European perspectives in
bioethics is the Convention on Human Rights and Biomedicine, developed by
the Council of Europe and signed in 1997 by 21 member states in Oviedo,
Spain (Dommel and Alexander, 1997). The objective of the Convention is to
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establish a number of general principles which will protect human rights in
the changing context of medical practice (Council of Europe, 1996).

The Convention identifies basic principles, necessary for the application
of medicine and the life sciences. It sets out to protect the dignity and
identity of all human beings: "The interests and welfare of the human being
shall prevail over the sole interest of society or science” (art. 2). It also
requests that appropriate measures be taken to provide equitable access to
health care of appropriate quality. The principle of respecting the free and
informed consent of the person is clearly stressed. The issue of interventions
on persons unable to provide an informed consent has been controversial for
a long time. It has now been stated that interventions may be carried out on
persons with impaired decision-making capacities, but only for their benefit,
and only if minimal risks and minimal burdens are imposed. Consensus
apparently exists over a broad range of issues. Privacy and free access to
information are defined as rights. Discrimination against a person on the
basis of his or her genetic heritage is prohibited. Sex selection in medically
assisted procreation is prohibited (except to avoid serious hereditary, sex-
related diseases). Financial gain from using the human body and its parts is
explicitly prohibited.

The more controversial issues in bioethics are not addressed in this
Convention, however. An exception is research on embryos in vitro. Article
18 states that "The creation of human embryos for research purposes is
prohibited". Specific problems can be elaborated in special protocols,
supplementing the Convention. Recently, nineteen countries signed a
protocol to forbid any attempt to clone human beings (News, 1998).

The European Convention on Human Rights and Biomedicine is a well-
intended and carefully prepared document that may stand as a landmark in
the evolution of bioethics in Europe. It builds on the earlier foundations of
the Universal Declaration of Human Rights as well as on the European
Treaty for the Protection of Human Rights and Fundamental Freedoms. It
identifies basic moral principles and moral procedures. For ethicists from
North-western Europe the Convention could be disappointing, due to the
general character of its formulations. But given the status of bioethics
throughout Europe, in particular the wide variety of theories and practices,
the lack of bioethics education in many countries, the embryonic state of
many procedures and committees in hospitals, as well as the poor quality of
public debate, this Convention could lead to more concerted approaches to
enhance the sophistication of bioethics in all European nations.

At the same time, the Convention raises questions and problems (ten
Have and Sass, 1998). Because its focus is on building a general frame of
reference for public policy and international cooperation, it must be regarded
primarily as a legal document, and therefore a milestone in health care law,
rather than bioethics. However, it is undeniable that the text is clearly
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informed by ethical principles (de Wachter, 1997). A more fundamental
question is whether it really is desirable that so many different ethical
approaches are brought together in very general statements, suggesting some
kind of European consensus on health care issues. The validity and truth of
moral views cannot be decided by general agreement. Even if all European
nations would agree on some set of ethical principles, these principles could
still be all morally wrong.

Codification of moral principles also implies a specific view on ethics as a
product of reflection. Ethics, and philosophy in general, is usually valued as a
process of reflection, leading to various and specific products over time. What
is most important is the continuous, critical thinking; the specific results of
thought are themselves perpetuous occasions to re-start thinking and to
develop new ideas and systems of thought. Although the products of philo-
sophical thought (mainly in the form of books and other publications) catch
our attention, philosophy itself is not the reproduction of such products, but
the process of thinking and rethinking the notions, views and ideas that are
precipitated in the works and products of other philosophers.

4. EUROPEAN APPROACHES TO BIOETHICS

If this interpretation of philosophy makes sense, then we should again ask the
question whether there are specific European approaches to bioethics, not as
specific products, but rather as typical processes. Also here, it is problematic
to identify typically European perspectives. Continental philosophy is typified
as an amazing variety of philosophical theories and methods without any
major and dominating school. The same is true for ethics. Here, many
schools and approaches flourish in practice and literature: applied ethics,
hermeneutical ethics, casuistry, clinical ethics, narrative ethics, care ethics.
But this situation seems not too different from North America. There, also a
variety of approaches exists. Although there are many similarities, there is,
nonetheless, truth in the proposition that American bioethics has
predominantly been developed around a common methodological structure
and a particular set of ethical principles. In European approaches the spectre
of conceptions in medical ethics seems broader than in the U.S. On the one
hand, in many European countries, ethics is very much under the influence of
philosophical and theological traditions, and multifaceted in philosophical
substance, - not dominated by analytical philosophy. On the other hand, only
in a very few countries, such as the United Kingdom, the Netherlands and the
Nordic countries, medical ethics in particular is the specialized enterprise of a
new profession; most often it is the recognized business of medical
practitioners or lawyers, who therefore dominate public debate. This is,
presumably, also one of the reasons why the term °‘bioethics’ is not as
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frequently used as ‘medical ethics’ or ‘health care ethics’. Sometimes, there
even is reluctance to use the term ‘bioethics’ at all. One reason is that
‘bioethics’ often is identified not with a discipline of moral philosophy or
moral theology, but with a specific approach of moral problems. Sometimes,
such identification leads to negative responses, accusing ‘bioethicists’ of
facilitating medical technologies and attempting to soften moral resistance
against innovations. It is also argued that bioethics, as a typically American
approach, is onesidedly emphasizing individual autonomy, implying an
underdevelopment of beneficence and justice which are concepts more
characteristic of European approaches (Holm, 1995).

When we try to identify what is typical of European approaches to
bioethics, we will notice that European literature in the area of bioethics
tends to put more emphasis on (1) the historical background of ethical issues,
(2) the sociocultural context, and (3) substantive normative viewpoints.

European authors tend to locate present-day moral problems within the
context of historical developments. They emphasize that better understanding
of the current problems will follow from a thorough analysis of their
evolution. In their view, the present-day interest in medical ethics should not
be regarded as completely new, creating a really new situation for humankind.
Bioethics today should be regarded as the latest phase in a tradition of
theoretical reflection upon medicine. Without, for example, a long phase of
anthropological reflection within medicine itself, it would have been
impossible to become aware of a new kind of subjectivity of the patient as
well as the health care professional. Many scholarly studies on the doctor-
patient relationship pointed out the basic human nature of this relationship
(see, for example: Lain, 1969). They more or less disclosed the moral
dimension of medicine for public reflection, because they showed that
medicine itself is a normative science of life. They also introduced a secular,
‘humanistic’ discourse to clarify and debate the moral dimensions of health
care.

Secondly, European authors tend to emphasize the social and cultural
context of many ethical debates. They are focusing attention on the structure
and organisation of the health care system, as well as the network of social
values in which the moral problems are presented. They criticize the
individualistic focus of dominant bioethical discourses and the relative
negligence of community values, interpersonal relationships and solidarity.
Individualist ethics in their view should be complemented with social ethics.
In his analysis of the differences between the European and American
tradition, Wulff (1998) criticizes the latter because of its emphasis on
personal autonomy and individual rights. When rights are given priority,
primary ethical concerns have been neglected; a medical ethics that is
discussing the respective rights of patients and doctors, has already missed the
point because discussing these rights implies that the basic qualities of the
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doctor-patient relationship such as mutual trust and the doctor’s concern for
his patient as a fellow human being, have been lost. Relations analyzed in
terms of rights have lost core qualities like cooperation, friendship and
kindness. Instead of dealing with medical ethical issues in a quasi-legalistic
manner, Wulff wants the moral debate to focus on ideas of reciprocity,
mutual obligations, social justice, relationships between individuals:

Human beings ... depend both on each other and on their environment, and
a realistic appraisal of the present predicament of mankind may yet force us
to emphasize more strongly the acceptance of mutual obligations for the
common good (Wulff, 1998, p. 71)

The sociocultural context is also considered important for both the
perception and management of moral issues in medicine. Certain issues do
not seem to be located on the bioethical agenda. From an individualistic
perspective, focusing on individual choice and respect for autonomy, issues
such as homelessness, drug addiction or insurability do not seem to raise
basic moral questions. However, from a social perspective, they call into
question fundamental assumptions concerning the moral quality of
communities and social responsibility.

Third, European approaches are at least as pluralistic as North American
approaches. However, it seems that they are less directed at developing a
procedural ethics as the privileged solution to moral controversies. One
dimension is that there exists a rather broad consensus regarding fundamental
principles of ‘European bioethics’: respect for human dignity, protection of
individual integrity, public responsibility regarding the application of
biomedical sciences, prohibition of all commercial agreements concerning the
human body and its organs (Byk, 1993), but also universal availability and
equal accessibility of health care for every citizen (Holm, 1992). Such
principles are not well-ordered within a coherent hierarchical framework and
application rules.

Another dimension is that diversity of opinion in moral matters is not
taken as a problem that must be resolved, but as a source of inspiration to
further articulate the perennial tension between universality and particularity.
Diversity of opinion and method does not mean discrediting bioethics; it is a
stimulus to involve more and more participants in the debate about the
moral dimensions of health care. The more heterogeneity, the more motive to
attempt to define some grounds of common understanding.

Both dimensions encourage the affirmation of substantive moral
positions.
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5. THIS VOLUME

The contributions to this volume have developed from a common educational
experience. Since 1992, many authors have been cooperating in the designing
and teaching of an intensive bioethics course. This course, taught annually in
Nijmegen, the Netherlands, offered a week-long introduction into the major
issues of contemporary bioethics. It also aimed at explicitly developing
European perspectives on bioethics. Over the years, many scholars from
various professional, religious and national backgrounds have attended this
course. Especially the diversity and plurality of viewpoints have been
instructive for teachers as well as students. The interest in articulating
European perspectives, in analyzing various theoretical arguments, and
comparing different health care practices and professional experiences have
stimulated the production of written materials.

The contents of this book follow the format of our teaching experiences.
The authors are from different (although not exclusively) European countries.
They have made two types of contributions: chapters and case analyses. The
first are scholarly expositions of the state of the art in bioethical thinking on
particular subjects. The second are examples of practical applications to
specific problems and cases from health care. The book comprises five major
parts, focusing respectively on the foundations and history of bioethics, on
issues relating to the human person and his or her body, on the relationship
of person and community, on moral issues regarding the beginning of human
life, and finally on moral problems related to the end of human life. The
closing section presents practical information about the discipline of
bioethics, such as journals, textbooks and learned societies. All contributions
together hope to provide reflective and critical expositions and interesting
information concerning European perspectives in present-day bioethics.
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FOUNDATIONS AND HISTORY OF BIOETHICS

Introductory Comments

In Danubio (1986), a cultural history of Central Europe, the Italian writer
Claudio Magris explains how he started the research for the book. His idea
was to follow the course of the Danube, one of the longest rivers in Europe,
and then narrate the history and culture of all civilisations and peoples along
the stream. However, this task turned out to be more difficult than expected.
One of the puzzles was at the beginning: where exactly was the source of the
river? When you follow the river upstream, somewhere somehow the first
signs of water, however minimal they may be, indicate that you have found
the river’s source. This assumption, however, was too simple. For centuries
two small towns in the Black Forest have both claimed to be the location
where the Danube originates. Is the starting-point of what we call ‘the
Danube’ the confluence of two brooklets or is one of these the original
stream?

The story of Magris exemplifies that ambiguity is a significant dimension
of our world. We used to have particular expectations and assumptions
concerning the world around us, but upon further reflection, only few issues
are immediately clear and self-evident. More often than not, reality requires
interpretation.

Humankind has developed diverse strategies to deal with the ambiguity of
the world. Through tradition, custom, and routine we try to reduce and
manage the possible uncertainties and ambivalences that can confront us in
daily life. Scientific research, legal arrangements, social agreements are other
ways to master reality’s ambiguity. Likewise, literature, poetry, music, and arts
in general, provide possible interpretations of our world that can yield clarity
and certainty. Last but not least, ethics is one of our cultural instruments to
attenuate the above ambiguity. Unlike the arts, the approach of ethics is
more rational, scientific, methodical. Unlike the sciences, the modus operandi
of ethics is more evaluative, qualitative, engaged.

The history and theoretical models of bioethics are the central concern of
the first part of this book.

15
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Diego Gracia (Spain) examines the roots of bioethics as a present-day
phenomenon. At first sight, bioethics does not have a long history, but ethical
concerns have always been part of medical practice. Gracia explores the
reasons for the current interest in bioethics, showing how in fact the ethical
principles of beneficence, autonomy, and justice have a long tradition in the
history of health care, law and politics. The convergence of the three
principles created the arena in which new moral conflicts could arise and a
new discipline could emerge.

In his contribution, Henk ten Have (the Netherlands) analyzes the
various theoretical approaches to ethics. Currently, bioethics is dominated by
the applied ethics approach or principlism. The principles discussed in
Gracia’s historical exposition have been elaborated into a coherent model
that is extremely useful to clarify and resolve practical problems in the health
care setting. Nonetheless, the dominance of this model is criticized and
alternative models and approaches are now fashionable in bioethical
discourse. Ten Have also explores the question whether there are typically
European approaches or issues in bioethics. He finally suggests that bioethics
should primarily be regarded as an interpretive discipline.

Two case analyses follow the above chapters. The objective of these
analyses is to illustrate and elaborate some of the core notions discussed in
the chapters within the context of practical health care. Usually, they will
apply some of the theoretical ideas and argumentation to particular cases or
specific problems. The first case, presented by Martyn Evans (United
Kingdom), addresses the difficulties of respecting the autonomy of the
patient. The question is discussed whether and how a person with high blood
pressure can freely consent to long-term medication with potential side-
effects. Evans scrutinizes the conditions for an autonomous choice: is it
informed, free and intended? Evans shows that in practical circumstances
these conditions are easily compromised, and therefore in need of continuous
re-evaluation.

The second case calls attention to the health care professional. As a
counterpart of patient’s autonomy, it is often argued that it is inherent in the
internal morality of health care that the health care provider has professional
autonomy. But what does this autonomy imply? Linda Scheirton (U.S.A.)
uses the example of advertising to examine two perspectives on the physician-
patient relationship: it can be viewed as a commercial or as a professional
interaction. Considered superficially, advertising is a way of providing
information to patients and the general public. Upon further consideration,
advertisements are easily misleading and biased because their primary
intention is to promote business rather than to increase patient autonomy.
Most European codes of ethics endorse a restrictive policy as regards
advertisements by health care professionals.
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HISTORY OF MEDICAL ETHICS

1. THE WORD AND ITS MEANING

The term ‘bioethics’ was used for the first time by Potter in 1970 and has
completed its first twenty-eight years of existence (Potter, 1970, 1971). This
term is coming of age, which explains why it is beginning to have a sufficient-
ly mature and systematic doctrine behind it.

Warren Reich has recently analyzed the history of the term ‘bioethics’
and the beginning of this movement (Reich, 1993, 1994, 1995b). His thesis is
that bioethics had a ‘bilocated birth’. One of the birthplaces was Madison,
Wisconsin, where Van Rensselaer Potter, the person who coined the word,
was living and working, and the other Washington, D.C., where André
Hellegers used this word for the first time in an institutional way to designate
the focused area of inquiry that became an academic field of learning and a
movement regarding public policy and the life sciences. The different back-
grounds of these two pioneers, biology in the case of Potter, and medicine in
Hellegers, caused the content of this new discipline to be oriented differently.
Hellegers understood bioethics as a new way of approaching and resolving
the moral conflicts raised by the new medicine, whilst Potter’s view was much
more comprehensive and global, as the moral analysis of the equilibrium of
life over the earth, and the present and future of life and quality of life.
Reich has shown that Hellegers in fact proposed a global approach to
bioethics, bringing his vision much closer to Potter’s evolving view than what
previously was acknowledged. In any case, immediately after its beginning,
bioethics became little by little a medical discipline, specially focused on the
ethical problems raised at the beginning and at the end of human life. Today,
the dominant model is widely professionalised and medicalized, and Potter’s
approach remains clearly marginalized. This is the reason why bioethics is
today used to designate the ethical problems raised by medicine and health
care professions. This permits understanding why the discipline Bioethics is
also called today ‘Biomedical Ethics’ (Beauchamp and Childress, 1979) and
‘Medical Ethics’.

17
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This means that bioethics has had in its short history at least two
different meanings, and one wider than the other. The first and wide sense of
bioethics understands it as a general approach analyzing all kinds of ethical
problems. We are in a moment of the history of mankind in which life, the
present and the future of life in general, and of human life in particular, is at
stake. This is perhaps the most important characteristic of the ethical
situation of our societies at the end of this second millennium. All other
ethical problems are finally reduced in our ethical debates to the problem of
the sustainability of life and the quality of life. If in the sixties the great
ethical debate was always the confrontation between East and West, the
liberalism of the First World and the socialism of the Second, today the great
confrontation is between North and South, the unsustainable
overdevelopment of the First World and the also unsustainable underdevel-
opment of the Third World. Therefore, the need for a real convergence
around a third model, the so-called sustainable development, in order to
preserve life, quality of life, now and in the future. Bioethics is, therefore, a
new mentality, a new sensibility of respecting things, either natural or human.
Human beings are ends in themselves, as Kant said, but natural things are
also ends in some way, and not only means, because nature is the necessary
context for humanity. Human beings are not angels but animals, and only in
the interior of the ecological equilibrium of nature and life can they develop
their own lives. This is the new mentality promoted by the bioethical
movement. It is a new way of thinking and working, a new form of living, re-
sacralizing reality and therefore promoting a new ethics of respect not only
for human beings but also for life in general, and for nature. This was the
original idea of Potter. Therefore, bioethics cannot be identified with or
mistaken for some kind of professional ethics, like for example the ethics of
the health care professionals, but instead it must be considered to be the
general or civil ethics of our societies at the end of our century and
millennium. There is not a particular chapter of ethics but a particular
perspective or a new approach when analyzing all ethical problems. There
are, therefore, many kinds of bioethics. There is an ecological bioethics, a
biological bioethics, a medical bioethics, etc. A good convention could be
using the substantive ‘bioethics’ always beside a determinative adjective, as
‘global’, ‘ecological’, ‘medical’, ‘clinical’, etc. In his last book, Potter proposes
the title ‘Global Bioethics’ to designate the entire field of bioethics,
distinguishing in its structure different parts, which he calls ‘Medical Ethics’,
‘Ecological Ethics’, etc. (Potter, 1988, 1990, 1995, 1998). In the following, I
will restrict my analysis to the history of ‘clinical or medical bioethics’,
focusing, therefore, the analysis on the historical development of bioethics as
a health care discipline.
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2. REASONS FOR THE BIRTH OF CLINICAL BIOETHICS AS A
DISCIPLINE

The practice of medicine has always raised ethical issues and required that
the doctor possess high moral standards. The uninterrupted series of
deontological documents that sprinkle the history of Western medicine from
the Hippocratic oath to today demonstrate this point. Without question, no
other epoch in medicine has faced such moral issues as does ours today. Now
more than ever, health professionals require adequate ethical training. This
explains why publications on medical and clinical ethics have grown
exponentially in recent years. Such growth has given rise to the elaboration of
a large body of doctrines, which today are indispensable to the training of
good doctors. There are three different reasons for this change.

2.1. The Emancipation of the Patient

The first reason has to do with the changes that have occurred in recent years
in the physician-patient relationship. Classical medical ethics was based on
the principle that disease not only altered the individual’s physical
equilibrium, it altered mental and moral equilibrium as well. Pain alters a
man’s capacity of judgement to such a point, as Aristotle has already said,
that it prevents him from making wise decisions (Aristotle, 1960b, 1104b13-
28; 1140b13-19). For this reason, the primary virtue (and almost the only one
required) of the patient is obedience. The physician-patient relationship is by
its very nature asymmetric and vertical since a physician’s function is to
command, and a patient’s function is to obey. According to the classical
stereotype, a good patient was always passive, neither asked questions nor
protested, and established a relationship with the physician that was
extremely similar to that of a boy and his father. Classical medical
relationships were thus paternalistic. In the physician-patient relationship, the
physician assumed the role of a father seeking what was best for the patient,
without, however, taking the patient’s own will and desires into account. This
explains why for a long time in the history of medicine it was possible to find
a vast output of ethical codes for physicians, but not for patients (Gracia,
1989a, p. 23-120). Ethical codes for patients only came into existence twenty-
eight years ago. It was only at the beginning of the 1970s that the physician-
patient relationship began to be interpreted as a process of relations between
adults, each one autonomous and responsible. In this manner, the patient
ceased to be treated like an infant, as was previously the norm in the classical
model. Today it is said that the more medical relations are conducted as
adults the more mature they will become. To achieve this goal, it was
necessary to stop treating the patient as a child. The patients themselves who
wanted this type of relation, demanded also that a body of rights be respected
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(which starting from 1972 gave rise to codes of patients’ rights). The most
important of these rights was that of informed consent. In the physician-
patient relationship, the physician has the technical information and the
patient has the capacity to consent or decide; neither can operate without the
other and each is necessary. Every medical act is a negotiation and
explanation process between the two parts, just as occurs in other aspects of
human life, such as in marriage, in the family, in social and political life, etc.
In all these areas of human life, relations went from vertical and compulsory
to horizontal and participatory. Medicine was no exception to this trend.

This process made relations more mature, but also increased conflict
within them. It is however a phenomenon that has occurred in all other areas
of human relations. Such relations were made unstable, but at the same time
they gained in maturity. Indeed, it is not even necessary that these relations
be stable in order to be human or ethical. On the contrary, what very often
occurs is that the human equilibrium is always unstable and requires a
continuous process of adjustment (Gracia, 1989a, p. 121-198).

2.2. The Coming of New Biotechnologies

Another factor that caused a multitude of problems and ethical conflicts is
the enormous progress of medical technology in the last forty years. Starting
from the 1960s, the development of various substitution procedures for
organic functions considered vital (dialysis and kidney transplant in the case
of kidney function, artificial respiration, resuscitation techniques,
defibrillation, parenteral nutrition, etc.) has allowed the medicalisation of the
last phase of human life (unthinkable until a short time ago) and even a
revision of the definition of death. The concept of brain death today allows
people whose heart still beats and who, according to classical definition, are
alive, to be diagnosed of death. On the other hand, the concentration of new,
life-saving technologies in some hospital services (known since the 1970s as
Intensive Care Units) raises a new group of ethical issues: who will and who
will not be allowed this intensive care? When can the respirator be
withdrawn? Which patients should be resuscitated and which should not? In
all of these issues, should medical criteria alone be taken into account, or
should the patients’ desires be taken into account as well? What role in
decision-making do the following actors have: the relatives, the insurance
companies, and the state?

Even more extraordinary than technologies at the end of life are those
that permit the manipulation of the beginning of life. These technologies
include genetic engineering, artificial insemination, in vitro fertilisation,
embryo transfer, prenatal diagnosis, and so on. What ethical principles should
guide medical practice in these areas? How can we determine what is moral
and what is immoral in a pluralist society such as ours in which it is not easy



HISTORY OF MEDICAL ETHICS 21

for people to agree on concepts of good and evil? The list of questions could
easily be added to.

2.3. Medicine as Social Organisation

The third area of ethical issues regards equal access to health services and
equitable distribution of limited and scarce economic resources. In our era,
and for the first time in history, every citizen’s access to health care has been
promoted. It seems that the very idea of justice demands that all individuals
satisfy necessities that are as fundamental as medical care. Well, what are
medical needs? How can we differentiate in health matters between the
necessary and the superfluous? Economics assure us that in the health field,
supply creates its own demand and thus the consumption of health goods is
practically unlimited. Is there a moral obligation to satisfy these growing
needs in light of the principle of justice? How can rational limits be
established? Given that in the realm of health the needs will always be
greater than the available resources, what criteria should be used for the
distribution of scarce resources?

The convergence of these three types of factors has meant that current
medicine is completely distinct from that of any previous period. It can be
confirmed without question that the physician-patient relationship has
changed more in the past thirty years than in the past thirty centuries, that is,
from the beginnings of Western medicine up to the 1960s. This has meant
that medical ethics is now more important than it has been at any other time.
A new discipline had to be created that no longer identifies with traditional
professional deontology. For this reason, the previous name was discarded
and the term bioethics appeared (Gracia, 1989b).

The discovery of these problems led in the mid seventies to the identifi-
cation of three basic ethical principles, namely respect for persons, benefi-
cence, and equity. This identification was made in the U.S.A. by the National
Commission for the Protection of Human Subjects of Biomedical and
Behavioural Sciences between 1974 and 1978. Its final report, known as the
Belmont Report, established the system of three principles, which have been
the common language of bioethics from its beginning until now (Jonsen,
1998, p. 103f). These principles were defined in the following terms:

1. Respect for Persons.

An autonomous person is an individual capable of deliberation about
personal goals and of acting under the direction of such deliberation. To
respect autonomy is to give weight to autonomous persons’ considered
opinions and choices while refraining from obstructing their actions unless
they are clearly detrimental to others. To show lack of respect for an
autonomous agent is to repudiate that person’s considered judgements, to
deny an individual the freedom to act on those considered judgements, or to
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The Belmont Report not only defined the three ethical principles implied in
modern biology and medicine, but also the most important ways to apply
each one of them. The main application of the principle of respect for
persons is informed consent, that of the principle of beneficence, the
assessment of risks and benefits, and the practical consequence of the ethical
principle of equity is the equitable selection of subjects. The Belmont Report
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withhold information necessary to make a considered judgement, when there
are no compelling reasons to do so.

2. Beneficence.

Persons are treated in an ethical manner not only by respecting their
decisions and protecting them from harm, but also by making efforts to
secure their well-being. Such treatment falls under the principle of
beneficence. The term ‘beneficence’ is often understood to cover acts of
kindness or charity that go beyond strict obligation. In this document,
beneficence is understood in a stronger sense, as an obligation. Two general
rules have been formulated as complementary expressions of beneficent
actions in this sense: (1) do not harm and (2) maximise possible benefits and
minimise possible harms.

3. Justice.

Who ought to receive the benefits of research and bear its burdens? This is a
question of justice, in the sense of ‘fairness in distribution’ or ‘what is
deserved’. An injustice occurs when some benefit to which a person is
entitled is denied without a good reason or when some burden is imposed
unduly. Another way of conceiving the principle of justice is that equals
ought to be treated equally (Jonsen, Veatch, and Walters, 1998, p. 23f).

describes them in the following terms.

1. Informed consent.

Respect for persons requires that subjects, to the degree that they are
capable, be given the opportunity to choose what shall or shall not happen to
them. This opportunity is provided when adequate standards for informed
consent are satisfied.

While the importance of informed consent is unquestioned, controversy
prevails over the nature and possibility of an informed consent. Nonetheless,
there is widespread agreement that the consent process can be analyzed as
containing three elements: information, comprehension and voluntariness.

2. Assessment of Risks and Benefits.

The assessment of risks and benefits requires a careful array of relevant data,
including, in some cases, alternative ways of obtaining the benefits sought in
the research. Thus, the assessment presents both an opportunity and a
responsibility to gather systematic and comprehensive information about
proposed research.

3. Selection of Subjects.
Justice is relevant to the selection of subjects of research at two levels: the
social and the individual. Individual justice in the selection of subjects would
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require that researchers exhibit fairness: thus, they should not offer
potentially beneficial research only to some patients who are in their favour
or select only ‘undesirable’ persons for risky research. Social justice requires
that distinction be drawn between classes of subjects that ought, and ought
not, to participate in any particular kind of research, based on the ability of
members of that class to bear burdens and on the appropriateness of placing
further burdens on already burdened persons. Thus, it can be considered a
matter of social justice that there is an order of preference in the selection
of classes of subjects (e.g., adults before children) and that some classes of
potential subjects (e.g., the institutionalised mentally infirm or prisoners)
may be involved as research subjects, if at all, only on certain conditions
(Jonsen, Veatch, and Walters, 1998, p. 25-27).

The three ethical principles identified and described by the Belmont Report
have evolved in a very different manner, and they can be used to structure
the historical evolution of medical ethics. There are other ways of analyzing
the history of medical ethics (Reich, 1995a, vol. 3, p. 1439-1646; Jonsen,
1997a; 1997b; 1998; Jonsen, Veatch and Walters, 1998), more concerned on
concrete events and particular data, but at the same time less comprehensive
(Wear, Geyer-Kordesch and French, 1993; Dell’Oro and Viafora, 1996).
Other times, the history of medical ethics has been more story than actual
history (Rothman, 1991). The latter must necessarily overpass concrete data,
looking for the interpretation of the global tendencies and the structural
changes. Only very recently this kind of hermeneutic approach has become
possible (Chambers, 1998). No doubt, the near future will introduce
important novelties in the historical understanding of this complex
phenomenon, which is bioethics.

My hypothesis in this chapter is that the analysis of the origin and
evolution of the three bioethical principles can be a good way of
understanding the paradigms and revolutions that have taken place in
medical ethics throughout history. In the following, I will describe this history
by studying the origin and evolution of each ethical principle, and in the
conclusion, I would like to explain the reason why these three principles have
converged today, defining a substantially new and conflicting situation.
Bioethics is incomprehensible without the understanding of this historical
evolution.

3. THE MEDICAL TRADITION AND THE ETHICAL PRINCIPLE OF
NON-MALEFICENCE/BENEFICENCE: MEDICAL PATERNALISM

Since the beginnings of Western medicine, which is to say from the time of
the writings which tradition has ascribed to the Greek physician Hippocrates
of Cos, medical ethics has made use of a ‘naturalistic’ criterion to distinguish
good from bad. This criterion, irrespective of whether it has involved what
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has been known since the start of this century as the ‘naturalistic fallacy’
(Moore, 1994, p. 89-110), has customarily identified good with the ‘natural’
order, while considering any departure from that order to be bad. Nature is
the work of God, said the Christian theologians of the Middle Ages, and so
the natural order is essentially good.

This explains why medieval culture revolved around the idea of ‘order,
which embraced not only those things we customarily call natural but also
men, society, and history. In the area of medicine, any disordered or
unnatural use of the body or any of its organs was considered bad; and it was
also felt that the physician-patient relationship, like other social and human
relations, had to conform to a certain order.

This order was not univocal, since within it the physician was considered
to be the subject agent and the sick the subject patient. The physician’s duty
was to ‘do good’ for the patient, and that of the patient was to accept this.
The morality of the physician-patient relationship thus had to be a
characteristic ‘morality of beneficence.’

What the physician was attempting to achieve was an ‘objective’ good, viz.
the restitution of the natural ‘order,” for which reason he had to impose this
order on the patient, even against the patient’s own wishes. It is true that the
patient might not consider what the physician was advocating to be good, but
this was due to a ‘subjective’ error which, obviously, could not be expected to
possess the same merits as the objective truth.

As a result, within the bounds of the physician-patient relationship the
physician was not only a technical agent but also a moral one, while the sick
person was a patient in need of both technical and ethical help. The one
possessing knowledge of the natural order, in the case of disease, was the
physician, who was both able and obliged to proceed on the basis of this
knowledge, even in opposition to the patient’s desires. It was the essence of
‘paternalism,’ a constant in all medical ethics of the natural ‘order.’

Few literary documents show this as clearly as Plato’s Republic, which has
shaped Western political thought for more than a millennium. According to
Plato, any well-constituted political society must consist of several types of
people, as follows:

One type includes those within the city who dedicate themselves to the
cultivation of the so-called servile or mechanical arts (agriculture,
manufacturing, carpentry, blacksmithing, masonry, etc.) As a consequence of
their work, Plato says, such people are deformed in body and ignoble of
spirit. In them there is no possible health or morality. For this reason their
political status cannot be that of free persons, but instead must be that of
serfs or slaves. They are thus without political or civil liberties.

The opposite is true for other men who dedicate themselves to the
cultivation of the liberal or scholarly arts (grammar, rhetoric, poetry,
arithmetic, geometry, music, astronomy), upon whom Plato confers the estate
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of guardians. They must fulfil two functions within the city, that of defending
the city from external threats (for which purpose they must be healthy and
strong of body), and that of imposing order and peace upon internal disputes
(something that cannot be accomplished except through a good moral
education coupled with an exquisite sense of the four cardinal virtues:
prudence, justice, fortitude, and temperance). If the artisans are considered to
be of diseased and low moral condition, the guardians, in contrast, are
considered healthy in body and soul. They can thus be free men and they can
enjoy liberties.

From the best of the guardians come the governors, who Plato feels
represent the category of perfect men. From this derives the fact that the
rank of philosopher, together with mastery of the highest science, dialectics,
is inherent to the Governor of the Republic.

Through dialectics the philosopher is able to differentiate the true from
the false, the good from the bad, the just from the unjust, and to convey it,
inasmuch as he is the monarch, to the community. In this manner the
platonic governor ‘imposes’ values on the other members of the social body.
He is an absolute and absolutist sovereign, the polar opposite of a democratic
governor. Human beings, the inhabitants of the city, are not the prime
holders of rights and political liberties, some of which they delegate to the
sovereign; on the contrary, the governor by nature is the prime holder of
these things, and the liberties enjoyed by the citizens are imposed upon them
from above.

In concrete terms, the moral order seen by Plato is derived from the
privileged view that the monarch has of the world of ideas, above all the idea
of goodness. And the governor’s function is none other than that of
mediating between the world of ideas and the world of men. However strange
it may appear, then, the moral order does not derive from free acceptance
but from imposition. It is well known that in the Socratic tradition such
imposition does not conflict with freedom, since whoever sees the good
cannot fail to yearn for it. What is free is not in opposition to what is
necessary. Compelling his subjects to comply with the imposed moral order,
the platonic governor in fact promotes the freedom of each and every
individual.

Such is the moral justification of political absolutism. And if the term
‘monarch’ or ‘governor’ is substituted for ‘physician’, and the term ‘subject’
for ‘patient, one arrives at a strictly faithful image of the traditional
enlightened despotism of the physician. The physician has always been to the
body what the monarch has been to the republic, an absolute and absolutist
sovereign until the democratic revolutions of modern times, one perpetually
oscillating between the paternalism of family relations and the despotism of
slave relations. Aristotle described this oscillation between paternalism and
despotism in the following terms:
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The rule of a master, although the slave by nature and the master by nature
have in reality the same interests, is nevertheless exercised primarily with a
view to the interest of the master, but accidentally considers the slave, since,
if the slave perishes, the rule of the master perishes with him. On the other
hand, the government of a wife and children and of a household, which we
have called household management, is exercised in the first instance for the
good of the governed or for the common good of both parties, but
essentially for the good of the governed, as we see to be the case in
medicine, gymnastic, and the arts in general, which are only accidentally
concerned with the good of the artists themselves (Aristotle, 1960a, 1278b32-
1279al).

This mixture of paternalism and despotism permits understanding of the
Hippocratic attitude towards the disclosure of information to patients. For
instance, in the book entitled Decorurn we can read the following:

Perform all this calmly and adroitly, concealing most things from the patient
while you are attending to him. Give necessary orders with cheerfulness and
serenity, turning his attention away from what is being done to him;
sometimes reprove sharply and emphatically, and sometimes comfort with
solicitude and attention, revealing nothing of the patient’s future or present
condition. For many patients through this cause have taken a turn for the
worse, I mean by the declaration I have mentioned of what is present, or by
a forecast of what is to come (Hippocrates, 1981, p. 297-299).

In the Hippocratic tradition, this has been the classic formulation of the
principle of non-maleficence/beneficence: my duty as a physician is to help, or
at least to do no harm to patients instead of informing or respecting their
decision. Traditionally the principle of non-maleficence/beneficence has been
interpreted as absolute and independent from the feeling and opinion of the
patient. This is the meaning of the famous sentence written in the
Hippocratic book entitled Epidemics:

As to diseases, make a habit of two things: to help, or at least to do no
harm. The art has three factors, the disease, the patient, the physician. The
physician is the servant of the art. The patient must co-operate with the
physician in combating the disease (Hippocrates, 1972, p. 165).

The physician has a duty to fight against the disease. This duty is not primary
and unconditioned, but the consequence of the legal order of nature. Ancient
philosophy grounded the idea of duty on that of law and right. This was the
consequence of its naturalism, the belief that there are natural laws and
natural rights, and that these form the background of duties, at least of the
so-called negative duties or precepts, directly derived from the legal order or
nature. These duties may be compelled by force, because in any other case
natural law would be submitted to continuous transgressions. Negative pre-
cepts were conceived as absolute and therefore compulsory for all. They have
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not only moral but also legal status. In fact, they are primarily laws, laws with
universal validity, prior to and independent from the willingness of
individuals. That is the reason why in order for them to be fulfilled coercion
could be used.

In ancient ethics, negative precept was the name given to those duties we
call today duties of non-maleficence. The idea of a natural order permitted an
objective and universal definition of its content, equal for all and obtained
with coercion, if necessary. This was the difference with other duties called
positive, which did not have the form of prohibitions or mandates but of
promotions or counsels. An example of the first is: "do not kill others!" and
an example of the second: "love your neighbour!" This last is not in the field
proper of precepts but of counsels, the old expression of defining what we
think now as covered by the principle of beneficence. Traditionally non-
maleficence was identified with the so-called negative duties, whilst beneficen-
ce with the positive. The first were also called duties of prohibition, and the
second duties of promotion or virtue. Human beings were considered
autonomous to manage the second, but not the first, which were established
by God and nature throughout natural laws. This was the classical distinction
between non-maleficence and beneficence. The old idea was that the first
should be expressed legally, and the second by ethics, etiquette, and ascetics.
Therefore, the opinion of old philosophy was that law is prior to ethics,
rights to duties, and non-maleficence to beneficence. Duty is always the
consequence of a right. If I have a right, then another person must have a
duty. This is the idea about rights and duties proper of the natural law
theory.

With these ideas in mind, we must return to the analysis of the
Hippocratic text. It could be thought that the sentence: "to help, or at least
to do no harm!" means the same as: "be beneficent, or at least be non-
maleficent!” Physicians should be beneficent, but in every case they must not
be maleficent. This interpretation seems correct, because it is coherent with
our modern mentality, but it is completely strange to the Hippocratic mind.
Generally, Hippocratic texts do not use both expressions, ‘to help’ and ‘to do
no harm’, but only the positive one, ‘to help’ or ‘to benefit’ (ophélein). This is
the main word in Hippocratic ethics. It does not make distinctions between
to benefit and not to harm, because it identifies both, it considers that both
are the same. The reason is that disease is always and necessarily a disorder,
an alteration of the natural order, and therefore a transgression of the
natural law. In the ancient culture, there was something illegal and immoral
about disease. Consequently, it is always maleficent, and the duty of helping
or curing proper of the physician is a precept of non-maleficence. In medical
practice there was no distinction in ancient times between non-maleficence
and beneficence. To benefit the patient, to restore his natural order, was a
duty of non-maleficence. That is why the patient had no place in these kinds
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of decisions, he could not intervene or decide about his health, because the
duties of non-maleficence were out of his capability.

The lack of distinction between the duties of non-maleficence and those
of beneficence, has traditionally been used to define the specificity of
professions as opposed to occupations. Occupations were all the social roles
whose members were legally obliged to be non-maleficent, avoiding
ignorance, incompetence or negligence, but with no special duties of benefi-
cence; beneficence was for them only a sign of virtue and excellence. On the
other hand, social roles such as priesthood, political government, and
medicine, in which, due to the importance of the things they were taking care
of, not only was non-maleficence morally and legally compelling but also
beneficence; in other words, professions were these occupations in which the
duties of beneficence were conceived exactly as duties of non-maleficence.
This is the reason why professionals have been thought of traditionally as
strongly differentiated from the common morality, and therefore with special
norms and principles (Goldman, 1980). Professionals were thought of as
binded with specific duties throughout public covenants or oaths. The
Hippocratic Oath is not the only example, but it is without doubt the most
famous, important and well known one.

Now medical paternalism can be defined in a new way, saying that it was
the consequence of the lack of distinction between non-maleficence and
beneficence in the care of patients. When beneficence is confused with non-
maleficence, and all health care duties are thought of as maleficent or non-
maleficent, then paternalism is unavoidable. Hippocratic writings generally
use the verb ophéllo to define the moral duties of physicians, but they
understand them as duties of non-maleficence, that is, duties which are
objective, universal and absolute, equal for all, and required if necessary by
coercion or force. That is why we have translated ophélein as non-
maleficence/beneficence, as it appears in the text of Epidemics quoted before.

The physician has a moral duty of non-maleficence/beneficence that is
absolute and must be realised also against the willingness of the patient. This
is what has sometimes been called ‘hard’ paternalism, to be distinguished
from ‘soft’ paternalism, which was most frequent after the 18th century. As
Gerald Dworkin has written, "it is useful to distinguish between ‘hard’ and
‘soft’ paternalism. By soft paternalism, I mean ... that the person for whom
we are acting paternalistically is in some way not competent .. By hard
paternalism, I mean the view that paternalism is sometimes justified even if
the action is fully voluntary" (Dworkin, 1983, p. 107).

The paternalism proper of the history of medicine has always been hard.
The patient has been treated not only as corporally ill, but also as morally ill,
or incompetent. Therefore, all through its history, medicine has been mainly
paternalistic. For many centuries, from the Hippocratics to the 18th century,
this hard paternalism was complete, and applied to all patients in all
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circumstances. As opposed to this, hard paternalism, from the 18th century
until now, has been incomplete, because medicine has applied this hard
paternalism only to grave and hopeless cases, like cancer patients. Perhaps it
can be said that until the 18th century patients were treated as infants or
completely incompetent boys and from the 18th century onwards as
adolescents.

Some authors have studied the lack of information for cancer patients.
All the studies in general reach the main conclusion, namely that there is a
strong and general tendency to withhold from the patient the information
that he has cancer. Almost ninety percent of the internists, surgeons, and
generalists reported, assumed that their usual policy is not to tell the patient
that he has cancer. In general, hospitals do not have written policies of
informing every patient. And some physicians avoid even the slightest
suggestion of neoplasm and quite specifically substitute another diagnosis.
Almost everyone reported resorting to such falsification on at least a few
occasions, most notably when the patient was in a far advanced state of
illness at the time he was seen.

Paternalism is today generally understood as a negative moral attitude.
That is the consequence of taking into account a new moral principle called
autonomy. Only this way can beneficence be distinguished from non-
maleficence, setting up moral life on new grounds. This is the second part of
the story.

4. THE LEGAL TRADITION AND THE PRINCIPLE OF AUTONOMY:
THE RIGHTS OF PATIENTS

The old and paternalistic intellectual universe did not undergo any substantial
change until the modern world was well established. Indeed, if the Protestant
Reformation sought and obtained something, it was the substitution of the
idea of ‘order’ for that of ‘autonomy,” and of the ‘natural’ order or order of
freedom for the ‘moral’ order. From this arose the second major moral
paradigm of Western history, whose origins are intertwined, with the
progressive discovery of human rights from Locke’s time to the present.
Human rights were at the beginning conceived according to the old
categories proper of the natural law theory, and were defined as the
fundamental rights every human being has by the only fact of being human,
pertaining to the human species or enjoying human nature. This condition
applies to every man with human rights, and generates in all other human
beings the duty of their respect. The only difference with antiquity is that the
authors of the seventeenth century understood the natural law theory not
exactly as the legal order of nature but as the intrinsic order of reason. This
was the thought of Descartes, Spinoza, Leibniz, and also of Locke. At the
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beginning this difference seemed not to be very important, but later, in the
eighteenth century, it led to the conclusion that the primary moral concept of
reason is not that of right but of duty, and that the true and primary law of
reason is the law of duty, the moral law. This was the Kantian categorical
imperative. Duty is prior to right. The only primary law is moral law, the
categorical imperative. There are other laws, but they all derive from moral
duties. The foundation of human rights is therefore not natural but moral,
not the heteronomous laws of nature, but the autonomous law of reason.
Autonomy is now the main concept, the first principle of morality. All the
rest must derive from it.

The discovery of autonomy as a moral principle leads to redefining the
content of the principles of non-maleficence, and beneficence. The new idea
that begins to arise is that nobody can be beneficent with another without
respecting his autonomy, and therefore his willingness. Beneficence is now
inseparable from autonomy. Non-maleficence also, but in a different way. I
must always be non-maleficent, but I must be beneficent only when the
patient consents to my action, or agrees with it. Therefore, I must be
nonmaleficent with others, but I am not obliged to be beneficent with them
in the same way or to the same extent. The non-maleficence principle is more
compelling than that of beneficence. That is why the duties derived of the
first principle are generally called ‘perfect’, and that of the second ‘imperfect’.

The latter are those in which, though the act is obligatory, the particular
occasions of performing it are left to our choice, as in the case of charity or
beneficence, which we are indeed bound to practise but not toward any
definite person, not at any prescribed time. In the more precise language of
philosophic jurists, duties of perfect obligation are those duties in virtue of
which a correlative right resides in some person or persons; duties of
imperfect obligation are those moral obligations which do not give birth to
any right (Mill, 1995a, p. 1160).

The ideas of good are different in human beings and proper of every one, and
therefore the duties of beneficence are personal and not transferable. On the
contrary, the content of the principle of non-maleficence should be the same
for all, and therefore must be established using the rule of universalisation,
impartiality, or symmetry. And because the duties of non-maleficence
generate rights in other persons, as Mill said, they are not only moral but
also legal, and take the form of positive laws, which can be implemented by
force. These duties must be stabilised between all, throughout public
consensus, and required equally to all members of society. Autonomy obliges
us to respect the plurality of ideas of good, and therefore to respect the
diversity of contents of the principle of beneficence: at the same time it leads
us to define publicly, taking into account all actual and virtual human beings,
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the content of the principle of non-maleficence. John Stuart Mill wrote in his
book On liberty:

The object of this essay is to assert one very simple principle, as entitled to
govern absolutely the dealings of society with the individual in the way of
compulsion and control ... That principle is, that the sole end for which
mankind are warranted, individually or collectively, in interfering with the
liberty of action of any one of their number, is self-protection. That the only
purpose for which power can be rightfully exercised over any member of a
civilised community, against his will, is to prevent harm to others [Non-
maleficence]. His own good [Beneficence], either physical or moral, is not a
sufficient warrant (Mill, 1995b, p. 1176-7).

As this new way of thinking was taught, the old human relationships
established in conformity with the medieval idea of hierarchic order came to
seem excessively vertical, monarchic, and paternalistic. As an alternative to
these relationships, others of a more horizontal, democratic, and symmetrical
nature were proposed. The democratisation and generalisation of the basic
autonomy of all human beings began in the 17th century, when the theory of
civil and political rights was constructed. All human beings have the same
basic human rights, which make them fundamentally equal. These rights are
thought to belong to the individual under natural law as a consequence of his
being human. Describing the state of nature, John Locke wrote:

But though this [state of nature] be a status of liberty, yet it is not a state of
license; though man in that state has an uncontrollable liberty to dispose of
his person or possessions, yet he has not liberty to destroy himself, or so
much as any creature in his possession, but where some noble use than its
bare preservation calls for it. The state of nature has a law of nature to
govern it, which obliges everyone; and reason, which is that law, teaches all
mankind who will but consult it, that, being all equal and independent, no
one ought to harm another in his life, health, liberty and possessions (Locke,
1823, p. 341).

The Universal Declaration of Human Rights of the United Nations of 1948
affirms, in the same way, to have "faith in fundamental human rights, in the
dignity and worth of the human person, in the equal rights of men and
women and of nations large and small".

The liberal theory introduced the civil and political rights in the 17th and
18th centuries, whilst in the 19th century democratic socialism corrected the
liberal theory of human rights, adding the economic, social, and cultural
rights. The former rights of the liberal theory were called negative human
rights, since they preceded the formation of the State and could be demanded
before the existence of any positive law. The latter were considered positive
human rights, because they could be implemented only by the State, and
therefore had no value other than that conferred on them by positive law.
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Both types of rights are the consequence of the two faces of human
freedom, the so-called freedom from external coercion, and the freedom to
achieve the own goals in human life. The civil and political rights protect the
first kind of freedom, and the economic, social and cultural rights promote
the second. However much one may be ‘free from’ external coercion, one
cannot live in society under adequate conditions if one does not have ‘free-
dom to’ work, have a family, raise children, etc., such freedoms being granted
by economic, social, and cultural rights. For this reason, socialism began to
consider the ‘freedom from’ as purely formal human rights vis-a-vis the
‘freedom t0’, which were seen as real rights.

In the second half of the nineteenth century, democratic socialism arose
confronting democratic liberalism. While the latter promoted the minimal
State, the former tried by all means to establish a maximal State, i.e., a State
that would promote and protect not only the negative rights but also the
positive ones, establish a fair workday, prohibit exploitation of women and
children, demand a minimum wage, and protect the unemployed, the sick, the
retired, widows, and others from misfortune. Thus arose consciousness of
everyone’s right to education, adequate housing, well-paid work,
unemployment compensation, a pension, and health care.

In the realm of health, economic, social, and cultural rights led people to
conceive health as something that can be justly demanded. This in turn has
prompted a radical change in the way governments deal with health
problems; for in this light health can no longer be considered merely a
private matter; rather, it becomes a matter of public concern and hence a
political issue. This marks the beginning of ‘health policy’ as a chapter in
social and welfare policy. The social Justice State, which in the Western
countries has become identified with the Welfare State (or benevolent State),
must have as one of its top priorities the protection of the right to health
care. Otherwise, the development of the entire Western system of compulsory
health insurance would be incomprehensible.

While liberalism discovered the right to health, socialism cast light on a
new right, the right to health care. The first is a negative right preceding the
social contract, and the State can do nothing but protect it; the second is a
positive right that the State must actively promote. The first is a specification
of the principle of freedom, while the second is deduced from the principle of
equality.

The great democratic revolutions of the modern world - first the English
Revolution, then the North American, and then the French - were carried
out in the spirit of civil and political rights. Liberal revolutions of the 17th
and 18th century applied and realised the human rights theory, affirming that
all human beings are autonomous, subjects of the civil and political rights.
With the liberal revolutions, paternalism disappeared from civil and political
life. The English Bill of Rights of 1689, the American Bill of Rights of 1791,
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and the French Declaration of the Rights of Man and of the Citizen of 1789
were expressions of the new democratic style. The political assumption of the
economic, social and cultural rights was made much more later, during the
second half of the nineteenth century and the first half of the twentieth, after
the so-called social revolutions, first of all the one of 1848.

It is impossible to understand the meaning of medical bioethics in
isolation from this context. Bioethics is a necessary consequence of the
principles that have been moulding the spiritual life of the Western countries
for two centuries. If since the Enlightenment there has been affirmation of
the autonomous and absolute nature of human individuals, in both the
religious order (through the principle of religious freedom) and the political
order (through the principle of democracy), it is logical that this should have
led to what we might call the ‘principle of moral freedom,” which can be
formulated as follows: All human beings are autonomous moral agents, and
as such should be respected by all those who hold distinct moral positions.
Just as religious pluralism and political pluralism are human rights, so too
should moral pluralism be accepted as a right. No morality can be imposed
on human beings against the dictates of their own consciences. The sanctuary
of individual morality is inviolable.

Pluralism, democracy, and civil and political human rights have been
leading achievements of the modern era. The same is true of ethics in the
strict sense, that is, of the moral in contradistinction to the physical. For this
reason it should not seem strange that the development of ethics has been
linked to the development of democracy and human rights. Indeed, all of the
democratic revolutions, those that have taken place in the Western world
since the eighteenth century, were organised to defend these principles.

Nevertheless, there is a curious circumstance - that this pluralistic and
democratic movement, which had already been established in the civil life of
Western societies centuries ago, only reached medicine very recently.
Medicine has had no interest in autonomy. The theory of autonomous
persons, autonomous actions and the evaluation of autonomy has been
developed for legal reasons and needs. Only the autonomous person can be
considered legally responsible, which is the reason why the evaluation of
individual competency and capacity has been and still is legally essential.
Medicine traditionally considered the patient to be incompetent. Roman Law
recognised legal capacity and autonomy only where it concerned some
privileged people. Autonomy, then, was a privilege. The relationship between
the physician and the patient has obeyed the guiding principles set forth by
Plato more than it has obeyed principles of a democratic cut. Specifically,
within the framework of the physician-patient relationship the patient has
been considered both physically and morally unfit, making it necessary for his
physician to lead him in both areas.
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In general, the physician-patient relationship has traditionally been
paternalistic and absolutist. Pluralism, democracy, and human rights, in other
words, ethics understood in the modern sense, has not touched this
relationship until recently. It was only during the 1970s that patients began to
be fully aware of their status as autonomous moral agents, both free and
responsible, who had no wish to establish parent-child relationship with their
physicians, but who instead sought adult relationships based on mutual needs
and mutual respect. Since then, however, that awareness has caused the
physician-patient relationship to be based upon the principle of autonomy
and freedom for all the participating subjects, including both physicians and
their patients.

The liberal revolution has entered the field of medicine in the last
decades, when the rights of the patients were discovered as specifications of
the civil and political rights. This has been the beginning of the end of
medical paternalism. In the U.S.A. in 1969 the Joint Commission on
Accreditation of Hospitals, a highly influential nongovernmental hospital
accrediting association drawing its memberships from various medical and
hospital groups, issued a new revised policy statement. Little was said in this
policy about problems of patients, and the organisation was asked by various
consumer groups to redraft the statement with an eye toward the concerns of
patients. Leading these efforts was the National Welfare Rights Organisation,
which in June 1970 drafted a statement with 26 proposals for the rights of
patients. This seems tc have been the genesis of the so-called patients’ rights
movement. After several months of deliberation and negotiation, the Joint
Commission on Accreditation of Hospitals accepted some of the 26 proposals
as parts of a new preamble statement in its 1970 Accreditation Manual. The
American Hospital Association then began to debate the issue of patients’
rights and adopted A Patient’s Bill of Rights in late 1972. Shortly thereafter, in
January 1973, a commission from the U.S. Department of HEW
recommended that health care facilities adopt and distribute such statement
in a manner that would ‘effectively communicate’ with patients.

The AHA Patient’s Bill of Rights was published in 1973. Among its
articles, the following ones can be found:

The patient has the right to obtain from his physician complete current
information concerning his diagnosis, treatment, and prognosis in terms the
patient can be reasonably expected to understand ...

The patient has the right to receive from his physician information necessary
to give informed consent prior to the start of any procedure and/or
treatment ...

The patient has the right to refuse treatment to the extent permitted by law
and to be informed of the medical consequences of his action.
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The patient has the right to obtain information as to any relationship of his
hospital to other health care and educational institutions insofar as his care
is concerned (American Hospital Association, 1973).

Notice what this signifies. When all the mature human beings who make up a
social group live as autonomous adults, it is highly probable, not only in the
world of politics but also in the world of morality and religion, that they will
maintain different positions. This will have two results. The first is that a
society based on the liberty and autonomy of all its members must by
necessity be plural and pluralistic; in other words, its members will not only
have distinct views in the areas of politics, religion, morality, etc., but will
also commit themselves to respect the views of others, on condition that
these others do likewise. And the second is that besides maintaining plura-
lism, the society will have to be secularised, since it will be practically
impossible to achieve uniformity in religious matters.

Let us now return to medical ethics. During the many centuries in which
the Greek philosophy of the natural order prevailed, a philosophy that was
subsequently christianised by the theologians, medical ethics was drawn up by
moralists and applied by confessors. The physician was presented with
everything in completed form and asked or required to comply with it. There
was no clear understanding that specific cases could provoke grave and
substantial conflicts, since once the general, immutable principles had been
established, the only things that might vary were the circumstances.

Expressed in other terms, over the course of all those centuries there was
no true medical ethics, if by this is meant the moral autonomy of physicians
and patients. What existed was something else, in principle heteronomous,
which we might call ‘ethics of medicine.” This explains why physicians have
not generally been competent in questions of ‘ethics,” their activity having
been reduced to the sphere of ‘asceticism’ (how to educate the good or
virtuous physician) and of ‘etiquette’ (what standards of propriety and civility
should govern the practice of medicine). The history of so-called medical
ethics offers effective proof of this.

Nevertheless, the current panorama is quite different. In a society where
everyone, in lieu of evidence to the contrary, is an autonomous moral agent
with distinctive criteria of good and bad, the medical relationship, being
interpersonal, may involve inherent rather than accidental conflict, but also
inherent rather than accidental moral creativity. Physicians and patients are
not moral delegates or obedient subordinates, but free moral agents. They are
autonomous persons, and in such way sources of morality. As Kant wrote,
"heteronomy of the will [is] the source of all spurious principles of morality",
and "autonomy of the will, the supreme principle of morality" (Kant, 1995, p.
1092-3).
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5. THE POLITICAL TRADITION AND THE PRINCIPLE OF JUSTICE:
THE SANITARY COMMON GOOD

Over the last century health has ceased to be a private matter concerning
mainly individuals and has become instead a public problem, a political issue.
The terms ‘health’ and ‘politics’, initially mutually exclusive, have become
inextricably intertwined in the expression ‘health policy’, and today it is hard
to find any aspect of health completely detached from the immense
bureaucratic apparatus of health policy.

Many consider the interference of politics in health excessive, while for
others it is still insufficient; but both sides justify their points of view by
appealing to the concept of distributive justice. Thus it is not surprising that
one of the liveliest and most polemic chapters of bioethics today is that of
justice in health.

When should a health service be considered just or unjust? What
resources must be allocated to comply with the obligation of justice? How
should one proceed when available resources are less than those theoretically
needed? How can insufficient resources be justly distributed? These are some
of the questions policy-makers, health promoters, and members of the
general public repeatedly ask themselves.

The primary and basic meaning of ‘justice’ is correction or adjustment of
something in accordance with a model of what it should be. In this first
sense, ‘just’ means ‘adjusted’, that which is adjusted to the model. Thus, we
will say that an act is ‘just’ when it is in accordance with the law, and that the
law is ‘just’ when it is an expression of moral principles. ‘Unjust’, to the
contrary, is that which is not adjusted to the general principle, norm, or
criteria being applied.

That general principle of justice with which all other criteria and acts of

man must be brought into line was defined by the Roman jurists as suum
cuique tribuere, ‘to each his due’. An act is just when each is given his due,
and unjust otherwise. The problem lies in spelling out precisely what this
means. Throughout Western cultures there have been no fewer than five
different interpretations, which to some extent contradict one another; these
have variously interpreted justice as ‘natural proportionality’, ‘contractual
freedom’, ‘social equality’, ‘greatest utility’, and ‘equitable efficiency’. I will
endeavour to characterise each of them as concisely as possible and to
examine their impact upon the world of health.
1. Historically, the theory of justice that has been most widely applied is
doubtless that which understands justice as ‘natural proportionality’. Initiated
by the Greek thinkers around the sixth century BC, it went unrivalled until
the seventeenth century.

According to this notion, justice is a natural property of things, whose
name need only be known and respected. This is the meaning that the Greek
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philosophers attributed to the term dikaiosyne. As natural entities, things are
just, and any type of maladjustment constitutes a denaturalisation. Everything
has its natural place, and it is just that it remain there (Plato, 1995, p. 147-8).

In addition to this ‘general’ justice, Greek philosophy distinguished other
more concrete or partial meanings of the term. Aristotle differentiated at
least two. They are called partial because they neither pertain to all of nature
nor to the body politic as a whole, but are limited to relations among
different members of society. One is ‘distributive justice’, which governs the
relationship between the ruler and his subjects. The other, ‘commutative
justice’, regulates relationships between private persons. In the health world
both are important, but especially the first (Aristotle, 1960b, 1131b2-1132a2).

According to Aristotle, distributive justice regulates the distribution of
public ‘honours, or money, or anything else’ among the private members of
society (Aristotle, 1960b, 1130b31f). If by our nature we were all identical,
and worked the same for the wealth of the State, there is no doubt but that
such distribution would not be considered just if it were unequal. But given
the ‘natural’ character of inequality and hierarchy in society, for the Greeks
the distribution of public honours, wealth, etc. cannot and should not be
done on an °‘identical’ basis, but rather ‘proportionate’ to one’s natural
abilities and actual works.

The repercussions of these schemes upon medicine have been
tremendous. The patient cannot achieve the good of health other than
through the general economy embodied in the physician. Therefore, the only
virtue that should be demanded of the patient is obedience. In the
relationship between patient and physician, as in the relationships between
parishioner and priest, or subject and sovereign, there is no place for a
perfect or complete commutative justice. The services of physicians, priests,
and sovereigns are deemed so superior to those rendered by all other
members of the community that it will never be possible to achieve equality
in the exchange. Therefore, none of them is paid in accordance with the
principle of commutative justice, but rather in ‘honour’. The money they
receive is an ‘honorarium’.

The concept of justice as natural proportionality also has another health
consequence of great importance. This derives from the fact that
‘proportionality’ should be reflected in medical care, in accordance with the
individual’s social task. This belief was already evident in Plato’s Republic,
which not in vain endeavoured to describe the order of a ‘just’ polis. There
one can see how medical care should have a certain differential character,
precisely by virtue of the principle of ‘distributive’ justice. Slave doctors
attended slaves; artisans had no access to lengthy or costly therapeutic
procedures; and only the rich had complete access to the world of health. Of
these three groups, only those belonging to the latter fully benefited from the
goods of the city, and only these members could have been and should have
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been just and virtuous. Perhaps that is why only they were beneficiaries of
complete health care.

All of this, written in the fourth century BC, maintained its validity

throughout the Middle Ages. Medieval society tried to follow platonic
dictates insofar as possible and medical care basically accommodated to these
norms. The only difference was that the Christian commandment of charity
made room for the appearance of hospitals, places in which poor and ill
people were attended, though more spiritually than medically.
2. At the end of the Middle Ages, and specially in Modern times, political
science began to make basic changes in the concept of justice, and also began
to insist increasingly on the importance of a social contract as the basis for
all justice-related duties. In this way, justice was transformed from a mere
‘natural adjustment’ into a strict ‘moral decision’. The relationship between
the subject and the sovereign was no longer based on ‘submission’ but on free
‘decision’. Man was seen as being above Nature, and as the sole and exclusive
source of rights.

The rights described by John Locke in his Second Treatise of Government
were thought of as individual and inalienable. But the defence of these rights
was conceived much easier assuming the burdens of a social contract than in
the pure state of nature. The state of nature, says Locke, "is full of fears and
continual dangers: and it is not without reason that he [men] seeks out, and
is willing to join in society with others, who are already united, or have a
mind to unite, for the mutual preservation of their lives, liberties, and estates,
which I call by the general name property" (Locke, 1823, p. 412). The ‘com-
mon good’ is now understood, therefore, as the achievement of the highest
private good for everyone. In order to protect the private goods from all, or
at least from the highest number of people, "they want an established, settled,
known law, received and allowed by common consent to be the standard of
right and wrong" (Locke, 1823, p. 412). This is the new idea of social justice
proper of the liberal philosophy and politics. Just and unjust are now the
same as right and wrong, understood as the system of laws established by
common consent in order to preserve the lives, liberties, estates and
properties of everyone. There is no substantive common good, as opposed to
the thoughts of the ancient philosophy. The common good is only the lowest
common factor of the goods of everyone.

For Locke, social and legal justice has no aim other than that of
protecting the rights that man has already had from the beginning, in such a
way that we can never transgress those limits or oppose them. The result is a
minimalist notion of the State. Specifically, the State’s only legitimate
purpose is to facilitate people’s exercise of their natural rights to life, health,
liberty, and property. When the State does not do so, or does so poorly, i.e.,
when the laws do not respect the natural limits, or the State steps beyond its
bounds and dictates laws that go beyond the powers granted to it in the
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social contract, such laws are unjust. The thesis of Locke is, for instance, that
land property is a right of each individual and not of the State, and that the
entitlement for property is work. Therefore, the concentration of land’s
property in the hands of kings, nobles and churches begins to be considered
illegitimate, or immoral. From the first, says Locke, land property was not
concentrated this way. At first, "right and conveniency went together; for as a
man had a right to all he could employ his labour upon, so he had no
temptation to labour for more than he could make use of. This left no room
for controversy about the title, nor for encroachment on the right of others;
what portion a man carved to himself was easily seen: and it was useless, as
well as dishonest, to carve himself too much, or take more than he needs"
(Locke, 1823, p. 367).

This was one of the most characteristic aims of the liberal revolutions,
the land’s reform, distributing the big properties of privileged people between
the farmers. The new state would not be the landowner but only the governor
or administrator of public affairs. In order to do so and due to its lack of
resources, the liberal state must distribute proportionally the public charges
between the private individuals. Consequently, the new function of the state
will no longer be the distribution of its properties between private
individuals, but the proportional distribution of public charges among
citizens, and therefore the elaboration of a coherent theory of taxes. Later,
the old thesis of proportionality came to be applied to the distribution of
charges and taxes between individuals, instead of being used for the
distribution of public goods, specially land property, between some positively
privileged people.

All this has been and continues to be of enormous importance to the
world of medicine. According to liberal philosophy, the health market should
be governed, like all others, by the laws of free trade, without the
intervention of third parties. This has been the guiding concept of the so-
called ‘liberal’ medicine, which insists that the physician-patient relationship
must accommodate itself to free-market principles, and therefore should not
be mediated by the State. Everyone must secure his or her own health. And
when private individuals are incapable of taking care of their own health,
then civil society and the state can and should help them, but not due to the
moral principle of justice but due to charity.

3. This was the point in which the third theory appeared. Its main thesis
was that some basic social goods, like work, basic education, or health care,
should be covered equally for all members of a civilised society. One of the
most important goals of the state must be to secure universal and equal
access for all individuals to those primary goods. And because the perfect
society must be protected by the state, these are public duties that generate
specific rights in citizens. As it is well known, there are two different types of
duties, perfect duties or duties of justice and imperfect duties or duties of
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beneficence. Liberalism considered that health care should be conceived of as
an imperfect duty or duty of beneficence, because the moral duty of helping
others when they were incapable of caring themselves could not be thought
legal, and therefore compelled by force, but only moral. Perfect duties are
those that generate rights in one or more people, and which, therefore, can
be forced if necessary. As opposed to this, imperfect duties are those which
do not generate rights in others, which is the reason why they cannot be
obtained by force. Liberal thinkers considered that health care should be
understood as an imperfect duty. As opposed to this, the socialist movement
of the nineteenth century began to consider health care, like other primary
social goods, as a perfect duty that generates rights in individuals and that
must be secured by the state. This was the origin of the new group of human
rights established in the second half of the nineteenth century, known as the
economic, social and cultural rights. They were the expression of a new
chapter of the theory of justice, the so-called social justice. According to this
third theory, health care is or should be neither a problem of commutative
justice, nor of distributive or redistributive justice, but of social justice.

In the realm of health, this attitude has led people to conceive of health
care as something that can justly be demanded. This in turn has prompted a
radical change in the way governments deal with health problems; for in this
light health can no longer be considered merely a private matter; rather, it
becomes a matter of public concern and hence a political issue. This marks
the beginning of ‘health policy’ as a chapter in social and welfare policy. The
social Justice State, which in the Western countries has become identified
with the Welfare State (or benevolent State), must have as one of its top
priorities the protection of the right to health care.

4. The problem is that it is not easy to define what kind of health is needed,
and what should be covered by the state in virtue of the moral and legal
principle of justice. Our society has identified health with ‘perfect wellbeing’,
that is with happiness, and it is evident that this is an ideal goal which cannot
be achieved by the state nor by the health care system, and that it cannot be
performed as a right of justice. If we establish ideal goals, it is evident that
not all of them can be achieved at the same time, and that we would be
compelled by reality to define priorities. A way to do so is prioritising those
interventions with a higher cost-effectiveness ratio, that is, those more useful
and profitable. This is the reason why the utilitarian theory of justice has
become so important throughout the last two centuries. In his Fragments on
Government, Bentham established that the objective of any ruler can be none
other than to bring about the greatest happiness of his subjects; and to do so
he has no recourse other than to be guided by the principle that "the greatest
happiness of the greatest number is the measurement of what is just and
what is unjust” (Bentham, 1988, p. 393). There can be no other criterion of
distributive justice. As a promoter of the res publica, the politician must seek
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to achieve the greatest benefit at minimal cost, so as to maximise utility. This
is very important today in medicine, since health has become a public matter,
a political issue.

5. This brief review of the historical debate on justice in health illustrates
just how complex the matter is. One reason for that complexity is that
workable theories in this field, to explain events, must perforce articulate two
moments, one deontological or principles-oriented and the other teleological
or consequences-oriented. In the Western world, there seems to have been a
certain convergence that the main deontological principle to be achieved is
‘equity’, and the teleological one ‘efficiency’. Both are unavoidable in a
comprehensive theory of justice. Economy looks for efficiency, and ethics for
equity. But no one can deny or neglect the other. They must be articulated in
a complex structure, which holds at the same time equity and efficiency. This
is today, perhaps, the most frequent idea of justice, that which understands it
as equitable efficiency.

The problem now is how to combine these two moments. How do they
relate to one another? In some cases they ‘complement’ one another, and
then there is no doubt that one’s moral duty is to promote equity and
optimise efficiency. Unfortunately, however, such cases do not abound and
may well be exceptions. Indeed, what is most common in ethics is not
complementarity but conflict, the conflict between principles and
consequences, equity and efficiency. Efficiency always looks for the best or
optimal allocation of resources. An optimum allocation is one that equalizes
the returns of the marginal or last unit to be transferred between all the
possible uses. The so-called ‘law of eventually diminishing marginal
productivity’, ensures that such an optimum exists, and that after this point
the marginal utility decreases progressively; the consequence is that the
allocation of resources begins to be less efficient. In general, the efficient or
optimum allocation of resources is not compatible with the extension of
goods to all the individuals, but only to some of them. Efficiency is therefore
more in accordance with the ‘generalisation rule’ (the Utilitarian maxim of
the greatest efficient number) than with the ‘universalisation rule’ (that which
affirms that a good must be distributed between all, despite possible
inefficiencies). Ethics assumes preferably the universalisation rule, considering
the full efficiency as inequitable; and economics handles the generalisation
rule, thinking that universalisation is usually inefficient.

The theory of equitable efficiency affirms that both elements are
unavoidable, but with different weight depending on the type of good. In the
field of the so-called social primary goods, equity is prior to efficiency, and
therefore the universalisation rule is the most important. This assures a
decent minimum equal for all. The other goods, which are neither primary
nor essential parts of the human dignity, can and perhaps should be distribut-
ed according to the efficiency rule. In any case, neither equity nor efficiency
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can be exclusive, abolishing the other principle. Both are necessary. But at
the same time they are in a perpetual and unavoidable conflict with each
other. Conflict is one of the most important categories of our moral life.
Human reason can not avoid all conflicts. They are unavoidable. Life will
always be conflicting. Our only moral duty is to resolve them, or to manage
them in an equitable way, that is, respecting as much as possible all the
duties and rights implied in the case. Justice, complete justice, is an ideal
concept. The real duty of all human beings is not to be completely just but to
work in order to diminish as much as possible the gap between the principle
of justice and reality.

6. THE PRESENT SITUATION

Our situation is the first one in history in which the three traditions
described above have converged in the health care arena. From the three,
health care professionals are only accustomed to use the first. And this first
tradition has also changed due to the interference of the autonomy of the
patient. Really, the only principle of modern bioethics which health care
professionals think they know is non-maleficence. The other three are seen as
strange and the cause of an increasing number of conflicts. There are
conflicts between autonomy and beneficence, autonomy and justice,
beneficence and justice, non-maleficence and justice, non-maleficence and
autonomy, and, finally, between non-maleficence and beneficence. There are
also possible conflicts between three of them, or between the fourth. Proba-
bly there has been no other time in history in which medicine has been so
conflicting. But the number of conflicts is not a good rate of moral quality.
On the contrary, it can be thought that conflicts emerge when the
participation in the process of decision-making is promoted, and in general
when the respect for the rights of all participants is tampered with.

For instance, consider one of the most typical examples. A Jehovah’s
Witness is in a car accident and is taken to the emergency room suffering
from severe hypovolemic shock. On seeing this, the emergency room
physician makes a decision, based on the deeply rooted moral criterion of
beneficence, to give the patient a blood transfusion. The patient’s wife, who is
at his side, informs the physician that her husband is a Jehovah’s Witness and
that he has repeatedly said that he does not wish to receive blood from other
persons, even if this endangers his life.

In expressing her husband’s views, the patient’s wife asks for his moral
criterion to be respected; she shares it, the doctor does not. Faced with the
moral criterion of non-maleficence wielded by the physician, the wife in our
example defends the criterion of autonomy, according to which all human
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beings, unless there is evidence to the contrary, are considered autonomous
moral agents fully responsible for all their actions.

Here one can see how the simplest medical relationship, the one
established between a physician and a patient, has been transformed into one
that is autonomous, pluralistic, secularised, and characterised by conflict.

The potential intensity of this conflict is increased by the fact that others
besides the physician and patient (nurses, the hospital administrators, the
social security agency, the patient’s family etc.) may intervene in the health
relationship. However, all of these agents in the physician-patient relationship
can be reduced to four: the physician, the patient, the relatives, and society.
Each of these participants plays a particular moral role. By and large, the
patient is guided by the moral principle of ‘autonomy’, the physician by that
of ‘non-maleficence,” the patient’s family is guided by the principle of ‘bene-
ficence’ relative to the patient, and society by that of ‘justice.” The hospital
administration, health insurance representatives, and judges have to look
above all to safeguarding the principle of justice. Hence, these four
dimensions are always present in the physician-patient relationship, and this
is a good thing. If the physician or the family were to shift camps from non-
maleficence or beneficence to justice, the health relationship would suffer
irreversibly, as would also happen should the patient cease to act as an
autonomous moral subject.

But the fact that these four elements are essential does not mean they
must always be complementary, and thus never in conflict. The actual
situation is more the reverse. It is never possible to completely respect
autonomy without causing beneficence to suffer, or to honour beneficence
completely except at the expense of justice, etc. From this arises the need to
keep the four principles in play, weighing their importance in each specific
situation. As David Ross would say, those four principles work like
conditional or prima facie obligations, which must be weighed in each specific
situation. Only then will it be seen how they might best articulate with each
other, giving way to specific or effective duties (Ross, 1930, p. 19-22).

Thus, for example, despite the fact that all of us feel it necessary to
scrupulously respect personal autonomy, we believe that in the case of a just
war the State may compel individuals to give up their lives (that is, their
autonomy) for others. Here it can be clearly seen how a primary obligation,
respect for personal autonomy, may fail to coincide with the concrete and
effective obligation, precisely as a consequence of the need to honour another
primary obligation, justice, which in this specific case seems to be of a higher
order.

Medical ethics has to do whatever is possible to scrupulously and
simultaneously honour autonomy, beneficence, non-maleficence, and justice.
There is an obligation to act in this way, even though the objective is very
difficult and at times quite impossible to achieve.
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The situation being thus, it is evident that the urgency of specific and
daily problems cannot free us from the prescribed exigencies. Rather, very
much to the contrary, these problems force us to take the utmost precautions
and to find the strictest possible foundation for our decision-making criteria.
When the issues are of such gravity that they determine the lives of
individuals and societies, as frequently happens in medicine, then rationality
must be honoured to its finest edge, and as much time as necessary must be
dedicated to the problems involved in laying foundations.

In so doing, it is important to approach medical bioethics aided not only
by logic but also by history, since human reason is simultaneously logical and
historical. Hence, the history of bioethics should not be viewed as an erudite
curiosity presented with no other purpose than to enlighten the reader.
Rather, it should be seen as the best possible introduction to the study of
bioethics, and as something that facilitates analysis of the problems involved
in the lying of the discipline’s logical and philosophical foundations. In this
way it improves our ability to answer the question that serves as a kind of
summary of all the other questions: What are the moral conditions that
should attend upon what the Greeks called téleios iatrds, the Latins optimus
medicus, and the Castilians el perfecto médico? Bioethics aspires to no greater
task, nor to any lesser one.

7. BIOETHICS HERE AND NOW

The fact that bioethics began as a movement and had its first development in
the US, leads some authors to think of it as a typical and specific product of
the American culture, and that, therefore, outside the United States it can be
spread out, applied, and particularised, but not enriched in its essence.
Bioethics, hence, should be considered a genuine output of the American
spirit. This was the general belief expressed in the talks by the American
participants in the conference about The birth of bioethics, organised by
Albert R. Jonsen in the University of Washington, in Seattle, in 1992
(Jonsen, 1998, p. viii and xv).

In this Conference, Daniel Callahan expressed his belief that "bioethics is
a native grown American product, which did emerge elsewhere but finds
uniquely fertile ground in the U.S." (Jonsen, 1998, p. 377). Three other
participants, engaged in the study of the history of bioethics, David Rothman,
Daniel Fox, and Stanley Reiser, debated why bioethics began in the United
States. They all agreed that bioethics was "a response to the effects that
technological medicine has on the relation between patients and physicians
and between medicine and society” (Jonsen, 1998, p. 382); and because
technologized medicine is typical of the developed world, and specially of the
U.S., bioethics could have originated nowhere else.
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Albert Jonsen had a wider interpretation. His thesis is that bioethics
appeared in the United States because it is a typical product of what he calls
the ‘American ethos’: "There is an American ethos that shapes the way in
which Americans thinks about morality, and that ethos transformed the
response of American medicine into a discipline and discourse called
bioethics ... There are, I believe, three facts of the American ethos that exert
a powerful influence on all American thought about morality. I call these
three facets moralism, meliorism, and individualism" (Jonsen, 1998, p. 389f).
Jonsen defines moralism as the "addiction to moralising”, a behaviour closely
related with the "pan-moralism” proper of the colonial Puritans (Jonsen,
1998, p. 391). Moral meliorism is the belief that "current situations can and
should be made better” (Jonsen, 1998, p. 393). Finally, moral individualism is
the idea that "from the beginning, each person counts as one and no more
than one, a free agent, expected to become responsible and to make one’s
own way in the world" (Jonsen, 1998, p. 393). Jonsen concludes his analysis as
follows: "Why an American bioethics and how does it differ from all other
bioethics? The answer lies, I believe, in the American ethos: a destiny to
make life better than it is and a conviction that it is possible to do so, a faith
in the value of individuals and their capacity to reach consensual agreements,
and a vague but genuine commitment to a conventional morality” (Jonsen,
1998, p. 395).

The conclusion of all these interpretations about the birth and first
developments of bioethics is exactly the same: that this discipline has been a
typical consequence of the American culture, and therefore an American
product (Fox, 1989), which other countries and cultures can import and
assimilate, but without the possibility of adding fundamental novelties.
Bioethics either is American or is not at all.

Analyzing the history of bioethics from abroad, all these views seem to be
extremely parochial and ethnocentric. A more accurate interpretation must
give reason of at least two facts: first, why bioethics was born in America; and
second, why it has been spread so quickly all over the developed countries,
and to some extent also over the entire world. The theories about the
beginning of bioethics described above provide an answer to the first
question, but they do not have a convincing response to the second.
Therefore, it is necessary to attempt a wider and more comprehensive
explanation.

My hypothesis is that the success of bioethics is not directly related with
the peculiarities of the American ethos, but with some more general
characteristics, such as the secularisation of Western culture, and the
emancipation of the decision-making process in the questions related with the
human body, and therefore with life and death. These decisions were
generally, until the second half of the 20th century, in the hands of priests,
theologians and churches, and hence they were not open to public discussion.
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In the field of moral problems related with the use of the body, normative
ethics was until very recently in the hands of ‘moralists’, in general clerics of
different churches, whilst ‘ethicists’ were only concerned with formal and
abstract problems, like the logic, metaphysics and linguistics of the moral
discourse. It is not casual that the word ‘ethicist’ did not appear in Englisk
until the end of the nineteenth Century, and with the restrictive meaning of
‘specialist in ethics’. Until very recently, ‘ethics’ was conceived as the
philosophical background of morality, and ‘morals’ as the discipline of
behaviours. ‘Ethics’, rational ethics, had no normative role (Toulmin, 1997, p.
108), and ‘morals’, theological morals, had an important lack of interest
about philosophical and foundational questions. Consequently, the word
‘moralist’ had the meaning of persons working in the field of normative
ethics, but it was impossible to use the word ‘ethicist’ to designate the lay
person working in practical ethics or in morals. Only during the sixties has
this word enriched its content and covered the field of normative ethics. If a
‘moralist’ was traditionally a theologian engaged in normative questions, the
new word ‘ethicist’ began to be used with the meaning of lay or secular
person working in the field of moral norms; and ‘bioethicist’, that one who is
working in normative questions related with the right use of life and body.

The turn began, as I have stated before, in the sixties. The debates about
contraception and abortion opened the door to the public scrutiny in this set
of questions. Instead of statements of authority, people began to ask for
rational arguments. In this way, morality began to be secularised, and
philosophers, professors and researchers in ethics, were progressively engaged
in these kinds of discussions and started to be interested in the field of
normative ethics. This is the process that Stephen Toulmin has described as
the shift of philosophical ethics from meta-ethical questions to normative
problems. This shift was crucial in the constitution of bioethics as a
movement. It is neither an absolute coincidence that Toulmin was engaged in
the works of the National Commission, nor that he was the main author of
the influential Belmont Report (Jonsen, 1998, p. 103f). The works of the
National Commission ended in 1978, and the article of Toulmin, ‘How
Medicine Saved the Life of Ethics’ appeared in 1982 (Toulmin, 1997). The
turning in the normative ethics from the hands of the ‘moralists’ to the hands
of the now called ‘ethicists’ occurred, actually, between the sixties and the
seventies. This change had two different origins. One was the new interest of
philosophers and secular thinkers on normative questions, as Toulmin said.
The other was the change made by moral theologians, which in a high
number began to relegate authority arguments, in favour of reasonms. As
Sandro Spinsanti has shown, the birth of bioethics was directly related to this
turn of moral theology (Spinsanti, 1995).

Looking at bioethics from this perspective, it is clear that it is not an
internal American phenomenon. The above described revolution has taken
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place not only in America but also in Europe, and it has been the necessary
consequence of the process of secularisation of life which has taken place in
Western cultures. In the same way as in the liberal revolutions of the 17th
and 18th centuries, the ethics of civil government was taken out from the
hands of theologians and churches and became secularised; now a similar
revolution is taking place in the field of the management of body and life.
The right of liberty of conscience protects not only religious and political
freedom, as it was clearly established by the liberal revolutions of the modern
centuries, but also moral freedom, understood as the right to decide
autonomously, without foreign constraints, about the government of the body
and the life. This is the new revolution, and bioethics is its most significant
expression.

No discussion is reasonable about the fact that bioethics has been, at
least to some extent, the natural consequence of the process of emancipation
of human beings from certain kind of tutelage or paternalism, traditional in
Western culture. That is why bioethics has stressed so strongly the principle
of autonomy, the respect of the different value systems and substantive ideas
of good proper of each one and every culture, and the reach of moral
agreements throughout common and deliberative procedures. In the same
way as the political revolutions of the 18th century looked for a new moral
legitimisation of public norms, different from the paternalism proper of the
old regime, the new moral revolution also introduces methods and
procedures for participation and deliberation in order to legitimate moral
behaviours.

This has been, as I have stated before, a general phenomenon all through
Western culture, and not only in North-America. The reason why bioethics
was born in the US, is not due to some particularities of the American ethos,
but because it showed the first manifestations of the general phenomenon:
the Civil Rights movement after the Second World War, and the
development of the new technology and medicine. They were the first, but
they are not the only ones.

The question is now to determine what the other Western cultures, and
in particular Europe, can contribute to the bioethical movement. And to my
mind, the answer is that they can, and perhaps should add many substantive
things, or at least the following.

1. Autonomy plays in European bioethics a less prominent role than in
America, maybe due to the Latin sense of community, virtue, and shared
values. Perhaps the European experience can offer something on this point to
the general movement of bioethics (Reich, 1995a, vol. 3, p. 1556-1562).

2. On the other hand, Anglo-American democracy is far from being a
morally clear concept (Manin, 1997). Many European thinkers are nowadays
preferring participative democracy over the traditional representative
democracy, and the universality rule to the classical majority rule, opening in



48 DIEGO GRACIA

this way the door to a new kind of democracy, now called participative and/or
deliberative democracy (Habermas, 1994, 1996). These recent ideas should
have, with no doubt, many ethical and bioethical consequences.

3. Phenomenology and hermeneutics, two typical products of European
philosophy, can play an important role in enriching the analysis of concrete
facts (Levinas, 1971; Ricoeur, 1990).

4. Also the textual analysis and the theory of text deconstruction could
perhaps improve the quality of narrative ethics (Derrida, 1967a, 1967b).

The last question is whether the bioethical movement, born in the US
but typically Western, can and will be spread all over the world. It seems
possible, due to the increased trend to globalisation. But a true globalisation
can not be understood as the mere diffusion of the Western way of life to the
other countries and cultures. Globalisation must not only be an economical
and political concept, but also, and principally, a moral one. It is necessary to
rethink ethics and bioethics from a global point of view (Kiing, 1996, 1997
Potter, 1988). This new ethics will include in its judgements all actual human
beings, not only those of the developed world, but also those of the
underdeveloped countries; it will also include the human beings of future
generations, plus the other living beings; and, finally, the environment. We
are far from reaching a cogent global bioethics. This is not yet history, but
only future.
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HENK AM.J. TEN HAVE

THEORETICAL MODELS AND
APPROACHES TO ETHICS

1. INTRODUCTION

Interest in the moral problems of medicine and health care has grown rapidly
over the last three decades, not only in the U.S. but in the majority of
European countries as well (Gracia, 1999). Although medical practice has
always been the subject of ethical reflection and critique, two recent
developments in particular have served to transform the traditional notion of
medical ethics: (1) advances in medicine and health care due to the influence
of biotechnology and technology-oriented medicine, and (2) the rapidly
changing socio-cultural context marked by the prevalence of a plurality of
values in Western countries, especially those values that bear on the
provision of health care.

Since the middle of the nineteenth century, medicine and health care
have advanced significantly, numerous life-threatening situations though
common in daily clinical practice are now met with effective therapeutic
interventions. However, advances in biotechnology and biomedicine have also
stimulated the realisation that the medical enterprise as such is in need of
reappraisal (Greaves, 1979). Not only have advances in medical technology
become disvalued as impersonal and inhumane, but increasingly the goals,
direction and effectiveness of technology-oriented medicine have come into
question.

The socio-cultural context of medical practice has changed in many
respects. During the last three decades, the influence of religious values in
the resolution of moral problems in medicine has diminished whereas a non-
religiously, secularly-grounded normative view of human life has become
more influential. This view emphasizes personal autonomy and each patient’s
right to make his or her own health care decisions. At the same time, the
writings of Zola, Illich, and Foucault focused on the power of health care
professionals in present-day society, as well as on the so-called
‘medicalisation’ of post-modern culture. Such critiques have resulted in a
change in attitude towards health care professionals and an increasing

51
HAM.UJ. ten Have and B. Gordijn (eds.), Bioethics in a European Perspective, 51-82.
© 2001 Kluwer Academic Publishers.



52 HENK TEN HAVE

demand by patients to participate in medical decision-making at virtually
every level - not only in the physician-patient encounter but also within the
health care system as such.

The social status of physicians has been affected significantly by these
factors. Traditionally, ‘medical ethics’ referred to the deontology of the
medical profession, to codes of conduct which consist partly of ordinary
moral rules, partly of rules of etiquette, and partly of rules of professional
conduct (Downie, 1974). In this sense biocthics has the following
characteristics:

1. It is essentially a set of problems that focus on the internal morality of
medicine, viz. those values, norms, and rules intrinsic to the actual practice of
health care. Medicine is not considered a merely technical enterprise that can
be morally evaluated from some exogenous standpoint. On the contrary, the
professional practice of medicine always presumes and implies a moral
perspective or point of view; therefore, what is judged to be sound medical
practice is determined by the shared rules and standard procedures of the
practice.

2. It is related to the professionalisation of medicine. Through this historical
process emphasis is placed on the common good, and this was combined with
an appeal to the self-interest of the members of the profession. Social
recognition could only be gained on the basis of a strong internal
organisation and self-imposed standards of behaviour. Self-regulation by
physicians and a special style of life, structured in terms of high ideals, duties,
and virtues, could promote the physician’s image, and thus the power and
prestige of each member of the medical profession.

3. Since it was primarily concerned with explicating norms and formulating
standards of professional conduct, medical ethics and etiquette have been
segregated for a long time from general intellectual history (Fox, 1979).
Moreover, before the 1960s, medical ethics was not a subject frequently
discussed in public fora and the extant literature. Apparently, there was a
consensus of opinion concerning the moral commitments of those who
provided medical care, and the explication or codification of these
commitments was regarded as the principal concern of medical professionals.

Since the 1960s, professional medical ethics has gradually detached itself
from its traditional deontology (ten Have and van der Arend, 1985), although
there are important phase differences between the North-American and
European countries; especially in some Eastern and South European
countries the emphasis in medical ethics still is on ‘medical deontology’. In
North-western European countries professional medical ethics more and
more is subsumed under ‘health care ethics’, or ‘bioethics’. These new terms,
as is shown by Diego Gracia in the previous chapter, tend to indicate that the
discipline of ethics not only includes problems that arise in the physician-
patient relationship, but also a number of moral problems posed by other
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health care professionals, as well as moral issues created by the health care
system, and public policy issues engendered by biomedical advances and the
results of research. This is also illustrated by the dramatic increase in the
number of publications on moral problems in medicine and health care
authored by non-physicians. Consequently, the range of problems that
properly is subsumed under the rubric ‘medical ethics’ is considerably
enlarged; there are ever new and more complex moral issues, and new
participants emerge to participate in an intensified set of medico-ethical
debates.

Thus, the result of the gradual transformation of medical ethics is two-
fold.

First, it has produced a new professional - the health care ethicist or
‘bioethicist’ who possesses a specific body of knowledge and particular
cognitive skills; who publishes in specialized journals, participates in newly-
formed societies, and teaches in newly-established centres, institutes, and
departments.

Second, it has produced a new socio-cultural interest in medico-moral
matters of significant public concerns - particularly in those countries where
advanced biomedical technology permeates public as well as private life.
‘Bioethics’ is a way of publicly addressing, explicating and debating problems
generated by science and technology.

The outcome of the above-mentioned transformation process is more
salient in the U.S.A. than in most European countries. Moral problems in
health care are generally approached in U.S. bioethics in a specific way, -
more analytic and applied as is usually the case in many Continental
approaches.

The aim of the first part of this chapter is to identify and criticize the
dominant conception of bioethics which seems to prevail in bioethical
debates everywhere in the world. This conception originated in the American
rather than in the European context. However, interest in alternatives
conceptions and methods of bioethics is currently increasing. Criticizing the
dominant conception, therefore, at the same time leads to the question
whether there are specific characteristics of European approaches to moral
problems in health care. Is it possible to identify typically European
approaches in the area of bioethics? The second part of this chapter describes
significant ideas and developments in European medical ethics.

2. EVALUATING THE CURRENT STATUS OF ETHICS

Today there is growing concern that the results of the transformation from
traditional medical ethics to modern bioethics are unsatisfactory.
Professionalisation and institutionalisation of ethics received an enormous
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stimulus because both the adequacy and the relevance of medicine’s internal
morality were put into question. Professional ethicists have placed more and
more emphasis on the crucial role of external morality: the principles, norms,
and rules operative in society that bear on medicine and are frequently
codified in law. Thus, for some, medicine and health care are nothing more
than interesting ‘intellectual’ phenomena with respect to which general
ethical theories, principles, and rules may be applied.

This shift from internal professional to external morality and the
predominant interpretation of medical ethics as ‘applied ethics’ encouraged
physicians to criticize present-day medical ethics for its lack of attention to
the practical vicissitudes of health care, for its theoretical biases, and its
conceptual alienation from clinical reality (Editorial, 1990; Vandenbroucke,
1990; Fulford, 1994; Welie, 1998; Wulff, 1998).

It is also claimed that the conceptual ground of medical ethics is too
limited and even reductive when seen from the perspective of the tradition of
philosophical ethics itself. Must medical ethics be conceptualized as applied
theory rather than as reflective practice? (Baier, 1985; Kass, 1990; Murray,
1994; Zwart, 1995; Evans, 1998).

In addition, it has been suggested that there is a serious discrepancy
between the public’s attention to moral questions and the actual impact of
ethical analysis on the routine practices of medicine, as well as the current
direction of medicine’s development. Moral issues tend to appear every day,
but how successful are ‘bioethicists’ in addressing these novel issues? To be
sure, the media reflect a constant fascination with the myriad of moral
problems in health care, but what concrete effect do these debates have on
physicians’ decisions in daily clinical medicine, on nursing practice, and on
public health policies? Arguably, such ‘discrepancies’ result from the very
conception of medical ethics in our time (ten Have and Kimsma, 1990).

3. THE DOMINANT CONCEPTION OF MEDICAL ETHICS

During the last thirty years, a popular and unique view of medical ethics as a
new discipline separated from philosophy, theology as well as medicine has
emerged. The growing appeal of this new discipline among public and
scientific circles of opinion leaders can be attributed to the empowering
combination of two traditional notions from the history of moral philosophy:
‘application’ and ‘principle’.

The current conception of medical ethics reflected in the mainstream of
scholarly literature is that of applied ethics. In Beauchamp and Childress’
well-known textbook, biomedical ethics is defined as
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The application of general ethical theories, principles and rules to problems
of therapeutic practice, health care delivery, and medical and biological
research (Beauchamp and Childress, 1983, p IX-X).

Instead of the theoretical abstractions of traditional moral philosophy,
applied ethics can contribute to analyse dilemmas, resolve complex cases and
clarify practical problems arising in the health care setting. The practical
usefulness of applied ethics not only manifests itself in biomedicine; it has a
wider scope as well. In the Encyclopedia of Applied Ethics, the following
definition is presented:

Applied ethics is a general field of study that includes all systematic efforts
to understand and to resolve moral problems that arise in some domains of
practical life, as with medicine, journalism, or business, or in connection with
some general issue of social concern, such as employment, equity or capital
punishment (Winkler, 1998, p. 192)

A distinction is made between three major areas of applied ethics: biomedical
ethics, business and professional ethics, and environmental ethics. However,
the table of contents of the four encyclopedia volumes show a wide range of
topics covered, such as archaeological ethics, censorship, divorce, electronic
surveillance, gun control, nuclear power, vegetarianism, and wildlife
conservation. Applied ethics can extend to almost any area of life where
ethical issues arise. ‘Application’ here has a double connotation: it indicates
that ethics is available for what we usually do, it applies to our daily
problems; but it also is helpful, practical, in the sense that ethics is something
to do, it works to resolve our problems.

The second characteristic of the dominant conception of medical ethics is
the focus on principles. If ethics is conceived as applied ethics, then
subsequent reflection is needed on what is being applied. The emerging
consensus that principles should provide the answer to this query, is coherent
with the moralities of obligation that have dominated modern ethical
discourse, especially since Kant. Behaviour in accord with moral obligations is
considered morally right. The morality of behaviour is a morality of duty.
Morality is understood as a system of precepts or rules people are obliged to
follow. Particularly in the early days of bioethics, when medical power was
strongly criticized, and the rights of patients were vehemently emphasized as
requiring respect, the moralities of obligation presented themselves as a
common set of normative principles and rules that we are obliged to follow
in practice. As Gracia (1999) pointed out, the Belmont Report in 1978 was
influential because it was the first official body to identify three basic ethical
principles: autonomy, beneficence and justice. A basic principle was defined
as a general judgement serving as a basic justification for particular
prescriptions and evaluations of human actions. From these principles, ethical



56 HENK TEN HAVE

guidelines can be derived that could be applied to the biomedical area. About
the same time, Beauchamp and Childress, in the first edition of their book,
introduced the four-principles approach, adding ‘nonmaleficence’ to the
above three principles. In their view, principles are normative generalisations
that guide actions. However, as general guides they leave considerable room
for judgement in specific cases. Various types of rules are needed to specify
the principles into precise action guides.

Although Beauchamp and Childress have considerably nuanced their
theoretical framework in later editions, their work has contributed to the
conception of medical ethics that is currently dominating the practical
context, in ethics committees, clinical case-discussions, ethics courses, and
compendia and syllabi. This conception is sometimes called ‘principlism’: the
focus is on the use of moral principles to address ethical issues and to resolve
conflicts at the bedside (DuBose, Hamel and O’Connell, 1994). Belief in the
power of principlism is sometimes proselytizing. Raanan Gillon, for example,
argues that the advantage of the four principles not only is that they are
defensible from a variety of theoretical moral perspectives, but also that "they
can help us bring more order, consistency, and understanding to our medico-
moral judgements” (Gillon, 1986, p. viii). Later, Gillon used the principles-
approach to develop a major scholarly project, the voluminous textbook
Principles of Health Care Ethics (Gillon, 1994). Over 100 authors discuss in 90
chapters all possible ethical dilemmas in modern health care, employing the
analytical framework of the four principles. In his Preface, Gillon confesses
that he is inclined to believe that the four principles approach can encompass
all moral issues, not only those arising in health care. Principlism apparently
is a universal tool; it provides a method of resolving all moral issues in all
areas of daily life, whatever the personal philosophies, politics, religions,
moral theories of the persons involved.

The dominant conception of medical ethics, arising from the combination
of the notions ‘application’ and ‘principle’, implies the following set of
interdependent presuppositions (ten Have, 1990b):

1. medical ethics is application of ethical theory and ethical principles;

2. there is a body of available ethical theories and principles, and rules to be
applied to a variety of practical, biomedical problems, in particular the
framework of the four principles;

3. professional ethicists have a special expertise in applying ethical theories
and principles, whereas non-ethicists (e.g., physicians) merely provide moral
problems for applied ethics;

4. medical ethics is general ethics applied to medicine. That is, the context
in which these problems arise is not unique in the sense of being
characterized by specific values which generate special problems. Indeed, the
medical context is viewed as a practice-ground for a new profession of
biomedical ethicists; and
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5. the aim of medical ethics is to proffer practical recommendations and
prescriptions based on or deduced from ethical theories and principles.

This set of presuppositions to some degree clarifies why medical ethics is
perceived by many as an independent discipline. For example, there is the
view that ethics should perform four tasks: conceptual clarification, analyzing
and structuring arguments, weighing alternatives, and advising a preferable
course of action (de Beaufort and Dupuis, 1988, p. 19-20).

The central contribution of medical ethics is therefore restricted, but
nonetheless powerful. It does not necessarily result in judgements regarding
what we should do. The ethicist provides the topography of arguments, and
objectifies the options. The ethicist regards himself as a disinterested and
neutral observer of medical practice, who is in the best position to weigh
moral alternatives.

4. THE DOMINANT CONCEPTION: CRITIQUE

Only recently have the presuppositions underlying the prevailing conception
of applied ethics been critically questioned. Consider the following three
arguments:

1. In daily medical practice, medical ethics focuses on mid-level principles -
respect for autonomy, beneficence, nonmaleficence, and justice. These
principles are applied to dilemmas, cases, and problems encountered in the
practice of health care. From a specific principle, guidelines or recom-
mendations can be derived in order to resolve various problematic situations.
Yet there is no single rational criterion on the basis of which to decide which
principle is overriding; there is no definitive scheme for ordering principles
and for choosing between them. As long as the principles of applied medical
ethics are not integrated into some broader theoretical framework they tend
to lead to conflicting judgements about which actions and social policies one
ought to carry out. Even if one proceeds from some articulated moral theory
(e.g., consequentialism, contractarianism) one cannot evade the chaos of
conflicting moral judgements (Brody, 1988). The lack of agreement on which
moral theory to apply on concrete medical cases could make applied ethics
counterproductive. Confronting physicians and medical students with a variety
of conflicting but plausible theories, applied medical ethics may be seen to
give no moral guidance but to reinforce the belief that whatever is done in
problematic situations, some moral theory will condone it, another will
condemn it (Baier, 1985). Thus the primacy of applied ethics and the
deductivist model of applying general moral theories and intermediate
principles can only lead to an inadequate way of conceiving the relation of
ethics to medicine (Jonsen, 1990).
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Because the dominant conception of medical ethics focuses on the

application of principles, norms and rules, it is rather loosely embedded in
philosophy, and lacks a more encompassing critical, theoretical perspective on
its own practical activities.
2. Secondly, the dominant conception has developed within a particular
cultural context. The fundamental ethos of applied medical ethics, its
analytical framework, methodology, and language, its concerns and emphases,
and its very institutionalisation have been shaped by beliefs, values, and
modes of thinking grounded in specific social and cultural traditions.
Nowadays, the medical ethics literature serves as one of the most powerful
means by which to express and articulate these traditions. However, the
medical ethics literature only rarely attends to or reflects upon the socio-
cultural value system within and through which it operates. Scholars usually
assume that its principles, theories, and moral views are transcultural. H.T.
Engelhardt (1986), for example, distinguishes between two levels: that of
secularized pluralistic society and that of the many particular moral commu-
nities with competing visions of the good life. Bioethics, in his opinion,
should focus on the societal level, speaking across gulfs of moral discourse; it
is a common neutral language, a secular moral grammar, guaranteeing a
peaceable society. The most interesting task of ethics is on the first, societal
level: promoting and defending, in the context of health care, the general
secular moral language of mutual respect. Critics agree that this is an
important task; but it flows from a rather thin or minimalist conception of
ethics (Callahan, 1981). Ethics is conceptualized as procedural; it is the
regulation of social relations through peaceable negotiation. In order to
speak the language of mutual respect, all other moral languages must be
pacified.

But why should we abstain from our particular moral language in favour
of a neutral common language? This question points to an important
problem: how neutral is the common neutral language? Is Engelhardt’s
language itself not the specific moral language of a specific moral
community? Is this language itself not the expression of a commitment to a
certain ‘hypergood’ (Taylor, 1989), in particular, the good of universal and
equal respect and self-determining freedom, - primal values in the liberal
tradition? Such questions assume that the value of mutual respect and rights
to privacy are not decontextualized standards but themselves expressions of
community-bound agreements.

Only recently has there been an increasing awareness that a critical
examination of the socio-cultural context is necessary if we are to better
understand the strengths and weaknesses of this currently dominant
conception of medical ethics. The medical sociologist R. Fox (1989), for
example, has shown how the political norms of liberalism and individualism
are very much characteristic of North American bioethics. By stressing the
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autonomy and rights of individuals, other significant considerations (e.g.,
community and the common good, duties and responsibilities) have been
neglected, as have critical philosophical questions concerning the value of
medical progress and personal and public health in communal life. Although
interest in the philosophy of medicine in Europe in general seems to
emphasize the social aspects of medicine and the common good, rather than
individual autonomy, the dominating conception of medical ethics in
particular countries such as the Netherlands seems in many respects not
significantly different from that in the U.S., where liberalism and personal
autonomy are stressed.

3. Another criticism of the dominant conception of medical ethics is its
inattention to the particularities of the practical setting. Moral theories and
principles are necessarily abstract and therefore not immediately relevant to
the particular circumstances of actual cases, the concrete reality of clinical
work, and the specific responsibilities of health care professionals. By
appealing to principles, norms or rules, applied ethics may fail to realize the
importance of concretely lived experiences of health care professionals, as
well as patients. The moral agent is taken to have an abstract existence. This
point is critically elaborated by contemporary philosophers. Ethics, according
to B. Williams (1988), does not respect the concrete moral subject with his
personal integrity. It requires the subject to give up his personal point of
view and exchange it for a universal and impartial point of view. This is,
Williams argues, an absurd requirement, because the moral subject is
requested to give up what is constitutive for his or her personal identity and
integrity. The idea that knowledge of normative theories and principles can
be applied to medical practice simply ignores the fact that moral concerns
tend to emerge from experiences in medical settings themselves. A similar
issue is raised by Ch. Taylor in his Sources of the Self, in which morality and
identity are considered two sides of the same coin (Taylor, 1989). To know
who we are is to know to which moral sources we should appeal. The
community, the particular social group to which we belong, is usually at the
centre of our moral experience. Even the use of ethical language depends on
a shared form of life. The Wittgensteinian notion that our understanding of
language is a matter of picking up practices and being inducted into a
particular form of life is germane here.

In short, medical ethicists should become more appreciative of the actual
experiences of practitioners and more attentive to the context in which
physicians, nurses, patients, and others experience their moral lives, e.g., the
roles they play, the relationships in which they participate, the expectations
they have, and the values they cherish (Zaner, 1988). The physician-patient
relationship is neither a-historical, a-cultural nor an abstract rational notion;
persons are always persons-in-relation, are always members of communities,
are immersed in a tradition, and participants in a particular culture.
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From these points of view two conclusions may be drawn (ten Have and
Kimsma, 1990):
1. Morality is something we all participate in; medical ethics in particular is
not the result of esoteric knowledge; anyone involved in the medical setting is
ipso facto a moral participant and ‘expert’ at least with regard to moral
experience and intuitive knowledge.
2. The moral experience inherent in health care practices must be taken
into account - more than the conformity of these practices with pre-existing
ethical theories. From the perspective of applied medical ethics, abstracting
from the reality of practices and appealing to moral principles and rules
outside these practices, are necessary conditions to criticize health care
practices. The problem, however, is not only how such a standpoint external
to concrete practices is possible, but also whether appeals to external
morality are not vain without intimate knowledge of the morality internal to
the practices in question (Jensen, 1989).

5. ALTERNATIVES

Given the criticisms noted above, an alternative approach to and conception
of medical ethics is clearly needed - a conception that provides a more
comprehensive understanding of the nature, scope, method, and application
of ethics in the contemporary health care context. It will be necessary to re-
connect medical ethics with both a general philosophical standpoint and the
concrete practice of medicine.

In order to achieve a more adequate understanding of the possibilities for
such a re-connection, it may prove useful to outline promising new
perspectives.

1. In response to the theoretical and methodological weaknesses of applied
ethics, new approaches t0 medical ethics are available: phenomenological
ethics (Zaner, 1988), hermeneutic ethics (Carson, 1990; Leder, 1994),
narrative ethics (H. Brody, 1987; Hunter, 1988; Newton, 1995), and care
ethics (Tronto, 1993). Furthermore, traditional conceptions have been
revitalized, notably the new casuistry (drawing from the classical casuistic
mode of moral reasoning) (Jonsen and Toulmin, 1988), and the virtue
approach, emphasizing qualities of character in both individuals and
communities (Drane, 1988; Pellegrino and Thomasma, 1993).

2. Other approaches have emerged due to the recent appreciation of the
relevance of the social and cultural matrix in which medical ethics necessarily
operates. For example, D. Callahan (1990) has argued that the ethical
problems generated by the need for health care resource allocation and for
the formation of a new health policy have forced us to explore the goals and
ideals of medicine as well as the meaning of health in modern society.
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However, thoughtful empirical research into the value systems relevant to the
formation of moral issues in health care is relatively rare. For example, data
acquired from sociological value research as well as the methodological
approaches of social scientists (e.g., Halman, et al.,, 1987; Inglehart, 1990) are
virtually unknown and therefore ignored in medical ethics. The rigid
distinction between descriptive and normative ethics could, in part, account
for the absence of empirical value studies in medical ethics. Only recently,
however, there are signs that a more positive interaction between medical
ethics and the social sciences can be achieved (Weisz, 1990). What is
particularly striking is the interest in so-called empirical medical ethics. The
focus of medical ethical research is shifting from applying ready-made ethics
toward studying ethics-in-action (Arnold and Forrow, 1993). A variety of
research methods is used: participatory observation, questionnaires and
interviews, decision analysis, quality assessment, preference polls. The
common denominator is that qualitative and quantitative data are collected
via the empirical study of ethical questions. Many of these studies are
fascinating since they show the underlying value pattern of specific practices
and the intrinsic norms which are operative in clinical work, for example in
surgery (Bosk, 1979), genetic counselling (Bosk, 1992), intensive care
(Zussman, 1992), neonatal care (Anspach, 1993), and nephrology (Lelie,
1999). Although empirical research in ethics can provide new and useful
insights, and can be regarded as complementary to philosophical approaches
(Hope, 1999), it is also troubled with fundamental problems (ten Have and
Lelie, 1998). One of the basic questions concerns the moral relevancy of
empirical data. Empirical research can help to explain and understand the
attitudes, reasonings and motivations of the various actors in the health care
setting, but empirical data in themselves can not justify how the actors ought
to behave or what kind of decisions are morally justified (Pellegrino, 1995).
3. A relatively new conception of medical ethics is so-called clinical ethics. It
has emerged in response to the criticism that applied ethics is too far
removed from the realities of medical practice. Clinical ethics aims to
reorient medical ethics within the daily health care setting (Jonsen, Siegler
and Winslade, 1986).

The extent to which clinical ethics differs from the prevailing conception
of applied ethics can be characterized as follows:
a. Interdependence of technical and normative dimensions of medical
judgement. This interdependence which is at the basis of clinical ethics, is
repeatedly underlined by recent work in philosophy of medicine. It is argued
that clinical medicine is intrinsically a moral enterprise since it presumes a
healing relationship between physician and patient. Since value judgements
are pervasive in clinical decisions, moral concerns are inseparable from
certain technical concerns, e.g., the correct diagnosis and the most effective
treatment.
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b. Insider perspective. The realities of clinical decision-making are crucial
for the identification of ethical issues such that the ethical problems that
arise in the practice of surgery are not identical to those that arise in
pediatrics, obstetrics, or gynaecology. Moreover, they are not of the same
nature ‘medically’, since they differ with respect to risks and benefits.
Specifically, the insider’s perspective allows for the determination of whether
risks, in routine investigations, are low, or whether they are substantial with
questionable benefits. Thus it is asserted that an insider perspective is not
only required to direct attention to the ethical questions that arise in clinical
encounters, but properly to acquire empirical data relating to the process and
outcome of these clinical encounters: How do patients and physicians actually
make decisions? What moral options are involved? What are the effects of
personal and professional values in reaching clinical decisions?

¢. Method of induction. Instead of utilizing a deductive method by which
general theories and principles are applied to practical moral dilemmas, an
inductive methodology should be utilized which begins with a careful analysis
of specific empirical conditions. This view, in part, accounts for the renewed
interest in classical casuistry (Jonsen and Toulmin, 1988). The casuistical
method includes the search for paradigm cases in which a particular moral
maxim for right action is clearly applicable. Analogies are then proposed
regarding cases in which, due to different circumstances, other moral maxims
appear less suitable. The casuist thus explores a range of cases and scenarios
forming more or less plausible arguments. Thus the factual circumstances of a
case are extremely relevant: by modifying them they reveal new insights. The
casuist’s task is to determine the degree to which relevant moral maxims ‘fit’
the particular circumstances. Even more: the casuist seeks to determine which
factors, personal preferences, and social conditions and values are relevant
enough to be judged as significant ‘moral facts’.

d. Clinical ethics is an inherent function of medicine itself. This is a logical
consequence of the points just mentioned. When physicians consider ethics as
intrinsic to their craft, then the ethical analyses of medical decisions cannot
proceed from an externally imposed system; essentially, they are an inherent,
second-order function of clinical medicine itself.

From this survey of criticism and alternative approaches it is concluded
that medical ethics is presently dominated by a limited conception of ethics -
the application of moral theories and principles to cases. This conception
depreciates the fundamental internal morality of the professional practice of
medicine by stressing external morality. This conception also reveals a lack of
interest in the empirical realities of clinical medicine and neglects the socio-
cultural value-contexts in which medical care is provided. In short, a broader
framework for a practicable medical ethics is needed.
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6. EUROPEAN APPROACHES TO MEDICAL ETHICS

It is prima facie problematic to identify typically European approaches to
medical ethics. Heterogeneous philosophical ideas and theories rule the
Continent (e.g., postmodernism, hermeneutics, critical theory, to name a few)
without any major and dominating school. The same is true for ethics. But
this situation seems not too different from North America. Although in some
European countries the principles approach is influential, the spectre of
conceptions in medical ethics seems broader than in the U.S. On the one
hand, in many countries ethics is very much under the influence of
philosophical and theological traditions, and not dominated by analytical
methodology. In Central and Eastern European countries, bioethics has
emerged only recently, mainly from the former departments of marxist-
leninist philosophy or social sciences. On the other hand, only in a very few
countries, such as the United Kingdom, the Netherlands and the Nordic
countries, medical ethics in particular is the specialized enterprise of a new
profession; in most countries it is the recognized business of medical
practitioners, who therefore dominate public debate. This is, presumably, also
one of the reasons why the term ‘bioethics’ is not as frequently used as
‘medical ethics’ or ‘health care ethics’.

However, another reason is that ‘bioethics’ is often not identified with a
discipline of moral philosophy, but with a specific approach of moral
problems. Sometimes, such identification leads to negative responses,
accusing ‘bioethicists’ (not ‘medical ethicists’) of being facilitators of medical
technologies attempting to soften moral resistance against innovations. For
example, it has been argued that moral intuitions about the intrinsic dignity
of human embryos do not in general favour the instrumental use of embryos
for research; in order to undermine intuitive opposition to embryo research,
bioethicists have introduced, according to this argumentation, the new
terminology of ‘pre-embryo’ and new conceptions of personhood, thus
connecting moral status and human development. These kind of arguments
must be evaluated against the background of events in Germany. In 1988 and
1989, the philosopher Peter Singer was invited to lecture on the subject of
euthanasia for severely disabled newborn infants in Germany. However, the
invitation was cancelled. When trying to lecture at another university,
protesters made it impossible for him to speak. A broad coalition of left- and
right wing groups did not want issues such as euthanasia and the right to life
of handicapped people to be discussed in Germany (Singer, 1990). Since then,
other activities against bioethics have taken place, for example the cancelling
of the annual conference of the European Society for Philosophy of Medicine
and Health Care in Bochum in 1990, of the International Wittgenstein
Symposium in Kirchberg in 1991, and the disruption of courses on practical
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ethics in several German universities. For the protesters, bioethics is an
import-product supporting the U.S. medical-industrial complex.

In other European countries there is no such radical opposition against
bioethics. But, what is noticeable, is a growing awareness that the dominant
conception of medical ethics, though in a sense very effective in education
and public debate, lacks attention to certain fundamental aspects. If there is a
difference in the medical ethics literature between Europe and North
America, it is that European authors put more emphasis on: (1) the historical
perspective of ethical issues, (2) the sociocultural context, and (3) substantive
normative viewpoints.

6.1. Historical Perspective

Present-day interest in medical ethics is regarded as the most recent phase of
a tradition of theoretical reflection upon medicine. In the thematic
development of philosophy of medicine over the last hundred years three
phases can be distinguished: an epistemological, an anthropological and an
cthical phase (ten Have, 1990c). It is remarkable that from 1870 onwards
there has been a rapid growth of medico-philosophical literature, particularly
in Germany, France and Poland. Initially, the identity of modern medicine
was described in epistemological terms. Medicine was characterized as a
natural science. In this scientific conception of medicine, the artistic element,
the art of medicine, had been eliminated. But, at the same time, the unity and
coherence of medicine were endangered through the successes of its scientific
approach. In the philosophical literature, two problems were identified: first,
medical knowledge is fragmented and medical practice one-sided because of
specialisation; second, the patient as the object of medicine is no longer
adequately addressed since the conceptual tools of medicine are insufficient
and too simple. Solutions were sought by proposing more rigorous methodol-
ogies, synthesis of medical knowledge in grand theories, and re-interpreting
medicine as an art.

The interpretation of medicine as an art evolved into a new conception of
medicine as anthropological science, - influential from 1930 until 1960,
particularly in Germany and the Netherlands. What is important in this
conception is the tendency to idealize the doctor-patient relationship. The
subject should be re-introduced into medicine; that implied acknowledgement
of the subjectivity of the knowing and acting subject (the physician) but also
that of the object (the patient). Medicine was considered a unique profession
in systematically and methodically attending to the patient as an irreducible
person. :

Since the 1960s, this anthropological orientation has been rapidly
superseded by a growing interest in medical ethics. However, there is a
marked continuity between these two phases of philosophy of medicine. By
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concentrating on the subjectivity of the patient, anthropological medicine
paved the way for the subsequent ethical phase. It opened up the moral
dimension of medicine for public reflection, because it argued that medicine
itself is a normative science of life.

The current preoccupation with ethical problems is, in this view, not
discontinuous with earlier efforts to philosophize about medicine (ten Have,
1998a). In a certain way, it shares the same commitments and fundamental
problems as earlier phases, although with different concepts and vocabularies.
Medical ethics, therefore, is part of a long tradition of philosophical
reflection on health care. However, what is new, is the tendency nowadays to
phrase fundamental problems in the language of good or bad, right or wrong,
acceptable or unacceptable. Furthermore, within such a traditional view,
medical ethics is not so much focused on solving these problems, rather than
on clarifying their value-context, analyzing, for example, the goals of medical
practice and the subjectivity or personhood of the patient.

6.2. Socio-cultural Context

The genesis, impact and perplexity of medical ethical problems are analyzed
in relation to the structure and organisation of the health care system in a
particular country as well as the framework of social values in which the
problems present themselves. For example, moral problems of neonatology
are related to the rise of neonatology as an independent discipline, the use of
increasingly sophisticated technology, and the development of a specific ethos
in its practitioners. The sociocultural context is also considered important for
both the perception and management of moral issues in medicine. In the
euthanasia debate in the Netherlands, for instance, it is not only important to
analyse the moral arguments pro and con active termination of human life,
but also to examine the changing attitudes towards a good death, the rapid
secularisation of a religion-based and organized society, as well as the fact
that many patients have a long-standing relationship with a general
practitioner who can ‘manage mortality’ at home. But contextualism also
implies that the role of individual actors is related (and explained in
reference) to sociocultural conditions. For example, although there is much
discussion about the welfare state in the Netherlands, the basic notion of
solidarity as well as state protection of the vulnerable are not really disputed
(ten Have and Keasberry, 1992). Introducing libertarian and free market
thinking into health care, has in many European countries only resulted in
some degree of strongly regulated competition for, in most instances,
marginal services. Two examples from the Dutch context can illustrate this
point. When the government announced that it wanted to introduce
competitive elements in health care financing, many insurance companies
merged; from initially over 200 companies only a few dozen remained that
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have now divided the potential market among each other without much
competitive risks. Another example are governmental proposals during the
early 1990s to get hold on the pharmaceutical budget; finally, it was
announced that only a restricted number of medicines would be fully
reimbursed through health insurance. The response of the pharmaceutical
industry almost annulled the effect of such proposals: although in the
Netherlands the use of medicines is almost the lowest in Western Europe (8
units per capita in 1989, compared to 49 units in France and 27 in Italy), the
consumer price per unit is the highest (162 per unit, compared to 90 in Italy
and 62 in France) (Kiezen en Delen, 1991).

6.3. Substantive Ethical Issues

Although European nations are in principle as pluralistic as the U.S.,
procedural ethics seems less pervasive than the privileged solution to moral
controversies. At least in politics, many countries have strong social-
democratic and christian-democratic traditions, sharing many substantive
normative ideas on communal relations, labour, social welfare, health care.
Value research has shown that in post-modern societies there is de facto a lot
of agreement and overlapping consensus concerning moral values (such as
tolerance, equality, solidarity) (Halman, et al., 1987).

Moreover, it is argued that for the most pressing problems in medical
ethics a procedural approach is insufficient. How can scarce resources in
health care be allocated without substantial ideas on essential or adequate
care? And how can such ideas be developed without a philosophy of the kind
of society we want, without a substantive conception of health and human
life, without a politics of the good? An ethics of principles is too much
focused on cure and technology. It is argued that a thin conception of ethics
is unsatisfactory and that a broader conception is needed, for example an
ethics of care concerned with meaningful life and filial morality.

7. TRANSCENDING PRAGMATISM

The focus on the historical background, the socio-cultural context as well as
the substantive ethical issues in health care lead to a somewhat different
agenda of bioethics. In addition to concentrating on attempts to analyse and
resolve practical problems, European literature shows a desire to overcome
pragmatism by raising philosophical questions concerning the human
condition, the perfectibility of the human being, the impact of biotechnology,
basic concepts such as health, disease, and disability, and the epistemology of
medical science. The feeling is that the dominant conception of medical
ethics has been loosely embedded in philosophy, thereby lacking a more
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encompassing critical, theoretical perspective on its own practical activities.
The success of this conception flows from its applicability to practical
problems, its educational value and its pragmatic concentration on
elucidating and resolving dilemmas and problems. In doing so, medical ethics
itself has been transformed into a more or less technical approach,
technethics. This is a paradoxical result. Moral issues arise from an almost
exclusively technological orientation to the world and a predominant
scientific conceptualisation of human life; we try to address these issues with
a conception of ethics, itself impregnated with scientific-technical rationality.
The dominant conception of medical ethics still seems very much under the
spell of the Marxist formula that philosophy should change the world, not
interpret it. Unfortunately, through its emphasis on pragmatism and
applicability, it cannot change the world of medical science and technology,
since it is too much a part of it.

The paradox is exemplified by the role of the human body in bioethical
discourse. Viewed from the tradition of philosophy of medicine, bioethics
emerges from the anthropological criticisms of medicine, as argued above.
Bioethics therefore originates from the recognition that medicine separates
the individual person into subject and object, and that the human subject
needs to be re-introduced into medical discourse. The best way to focus
attention to the patient as a whole person and as an agent being in control of
his or her own life, is to stress the autonomy of the individual subject and to
demand moral respect for this autonomy. However, the emphasis on
individual autonomy tends to neglect the significance of the human body. In
most ethical discourse, there is no recognition of the special experiences of
embodiment; it seems as if the autonomous subject is not embodied. Its body
is merely the instrument through which the subject interacts with the world.
The subject is in full control of its body. It is imperative that the integrity of
the body should be respected, as it is the prime vehicle of the autonomous
person.

The moral principle of respect for autonomy in health care ethics is
apparently associated with a popular image of the body as property (ten Have
and Welie, 1998). When the individual person is regarded as an autonomous
subject, then the body is his private property. And the person is the sovereign
authority with property rights over his or her body. Since autonomous
individuals own their bodies, they have exclusive possession of it and they
alone have it at their disposal. This concept of body ownership is increasingly
important now in debates concerning transplantation, research, genetics and
reproductive technologies. Property language in health care ethics is used to
designate the locus of decision-making authority: the individual as owner is in
control over his body. In view of the increasing medical possibilities to invade
the human body as well as the potential of body parts for research and
commercial purposes, it is necessary to protect the individual person against



68 HENK TEN HAVE

harmful and paternalistic interventions with and to his body. At the same
time, the concept of body ownership is morally problematic. The distinction
between person and body is contrary to the existential identity with our
bodies and the self-experience of ourselves as embodied selves. In making
such a distinction between autonomous subject, c.q. owner and a body, c.q.
private property, bioethics seems to proceed from the same dualism which
was criticized in the anthropological tradition. More so: it apparently uses a
dualistic distinction between person and body, subject and object, - a
distinction which has led to the emergence of bioethics itself. Whereas
medicine tends to neglect the subject, bioethics tends to neglect the body (ten
Have, 1998b; Zwart, 1998).

What has been one of the prime motivational sources for the growth of
bioethical debate (a reductionist view of human beings as bodies without
relevant subject) apparently is copied in bioethical discourse itself (a
counterpart reductionist view of human beings as subjects without relevant
body). Although the precise vocabulary has changed, in biomedicine as well
as bioethics, a similar dualism of object and subject in regard to human
beings can be recognized.

8. CONNECTING INTERNAL AND EXTERNAL MORALITY

The different emphases in European literature seem to have a common
denominator: they focus on the dialectic connection between the internal and
external morality of medicine, without reducing one set of norms and values
to another. It is heuristically assumed that on the one hand there are specific
values, norms and rules intrinsic to the actual practice of medical care (the
‘internal morality’), on the other hand, there are values, norms and rules
prevailing in social, cultural and religious traditions that function as external
determinants of medicine (the ‘external morality’). The dominant conception
of medical ethics proceeds from a too strong distinction between these two
sets of values, norms and rules, as well as an over-estimation of the relevancy
and importance of the external morality. In order to obtain a better
understanding of the interaction of both moralities, it is necessary to establish
a theoretical framework relevant to medical practice in order adequately to
take account of the norms and values inherent in the practice of medicine,
but it requires at the same time sufficient detachment in order to provide a
critical normative perspective on medical practice.

The problem is how this task can be accomplished. How to develop a
theoretical perspective on medical ethical issues that connects philosophical
reflection with the everyday realities of medical practice? Such a perspective
not only aims at elucidating specific bioethical problems, but it intends
critically to examine various conceptions of bioethics that purport to deal
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with such problems. It should also make clear why and how such bioethical
problems appear, reappear, and even disappear in medical discourse; why
certain problems emerge in various health care practices and others do not;
and how such problems can be discussed and even resolved during daily
interactions between physicians, nurses, patients, hospital administrators, and
others.

In programmatic attempts and debates pursuing these objectives, at least
four steps can be distinguished.
1. The first step is to examine the methods of clinical ethics in different
health care contexts in order to obtain a better understanding of the internal
morality of these practices. This will require to formally undertake both
empirical research and philosophical investigations. A new theoretical
perspective on bioethics can be developed only if we take seriously certain
fundamental notions of clinical ethics (ten Have, 1990a). One of these
notions is that there are internal standards and norms that govern
professional medical practice. These internal norms are made salient by
analyzing various health care practices. Recently, a revival of the concept
‘internal morality’ is noticeable. Especially changes in the health care system
as well as financing structures have stimulated anew reflections on the nature
of medical practice (Brody and Miller, 1998).

John Ladd introduced the concept to refer to norms governing medical
practice; they determine what is good clinical medicine:

Internal morality ... comprises moral norms relating to the clinical situations
that depend on ‘medical’ considerations, such as diagnosis, prognosis,
treatment plans, concepts of disease, and so on (Ladd, 1983, p. 212)

He contrasted it with the notion of ‘external morality’; this notion includes
the moral considerations that come from outside medicine; they are based on
non-medical facts like social conditions, personal habits, and demands of
individual patients and their families. The focus on the internal morality
reiterates the view that medicine is a profession (as discussed earlier in this
chapter; see also: Ladd, 1989). In this view medicine is not a morally neutral
body of knowledge and technique; its moral content cannot be derived from
the general morality of society. A full account of the content of the internal
morality of medicine, as Brody and Miller (1998) acknowledge, requires
further development of two constituents: the moral goals of medicine and the
morally acceptable means for achieving those goals. The clinical practice of
medicine is directed at a set of particular goals, a coherent range of good
healing actions. As Brody and Miller point out these goals should not be too
narrowly identified (interpreting ‘healing’ as ‘curing a disease’); at the same
time, even a comprehensive list of goals limits medical activities and requires
particular moral values rather than others. Medical practice also requires
internal standards of appropriate performance. Promotion of a particular goal
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alone is not sufficient; it should go with morally acceptable means. Brody and
Miller suggest four standards, originating in the nature of medical practice:

1. The physician must employ technical competence in practice ...

2. The physician must honestly portray medical knowledge and skill to the
patient and to the general public, and avoid any sort of fraud or
misrepresentation ...

3. The physician must avoid harming the patient in any way that is out of
proportion to expected benefit, and must seek to minimize the indignity
and the invasion of privacy involved in medical examination and
procedures ...

4. The physician must maintain fidelity to the interests of the individual
patient ... (Brody and Miller, 1998, p. 388).

These examples from the literature indicate which direction to go for future
developments. The first step towards a reconnection of practice-internal and
practice-external moralities is to carefully examine daily health care practices.
Surely clinical ethics requires such a reorientation; yet for many practitioners
‘clinical ethics’ does not suggest an alternative view of medical ethics, but
only serves to further the application of ethical rules and principles to cases.
That is, ‘clinical ethics’ simply means ‘doing ethics in the clinical setting’.
Clinical ethics under this construction is simply a special case of applied
cthics. The disadvantages of this approach can be overcome, however, if by
introducing ethical discourse directly into the clinic, thereby retaining the
prevailing values.

Clinical ethics, under this view, involves a new approach to ethics that is

relevant to all health care practices. Clinical ethics becomes a radically
different interpretation of ethics because it takes place within the clinical
setting. It is possible, therefore, to profit from clinical ethics without reducing
clinical ethics to applied ethics.
2. The second step is to analyze and interpret the external morality
governing health care practices. Making use of the results of recent social
research and specific empirical investigations, this step requires the study of
values, norms, and attitudes concerning medical-ethical issues. To date, value
studies have only occasionally examined (patients’) values regarding health,
disease, dysfunction, disability, dying, illness prevention, and health care.
These values in society need to be explored in order to understand more fully
the value context in which current bioethical debates occur.

An example of this approach would be a research project that focuses on
values regarding health, disease, dying, illness prevention and health care that
are explicit or implicit in public policy documents concerning care for the
chronically ill. What norms and values are reflected in public policy
documents as well as actual public policy decisions for the chronically ill?
Important values in this context are, for example, solidarity and justice. In the
Dutch health care system, solidarity seems to imply not only that the
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community will take care of the ill and helpless, but also that the weak will
limit their claims to care when there is no longer any prospect of a
meaningful life for them. The value of justice is significant as well, since we
seem to lack a guiding vision of how a just and good society should
accommodate the special needs of its chronically ill members. In view of the
growing prevalence of chronic illnesses, traditional concepts of solidarity and
justice will become more problematic. The question will be how much society
wants to afford to care for the chronically ill. But the issue is also how
chronic suffering is valued in a particular society. In order to have a better
understanding of the current bioethical problems in chronic health care
practices, the normative context of such practices (in social debate, in public
policy decisions, and policy documents) should therefore be further explored.
3. The third step is the creation of new theoretical perspectives on health
care practices. History of medicine as well as philosophy of medicine share a
growing interest in the empirical realities of medicine. The so-called
empirical shift in philosophy of science, some decades ago, has led to new
approaches, e.g., several kinds of social constructivism (ten Have and Spicker,
1990). From this social constructivist perspective important contributions to
medical theory have been made (Latour, 1987). From this point of view,
diagnoses, diseases, medical knowledge, health care institutions are
considered social constructions, which can be understood only in their
empirical social and cultural context.

Ethics, philosophy and history of medicine may thus find common ground
in creating new theoretical perspectives on health care practices. In any
practice a complex set of activities guided by shared rules, cognition, action
and normativity are inextricably linked. Focusing on the notion of practice as
the common theoretical starting-point, the interdependence of the disciplines
as well as the specificity of their expertise will become apparent. Philosophy
of medicine analyzes the cognitive components of health care practices:
concepts, methods, and ideas. Medical ethics examines the activities and
action-guides embodied in health care practices as well as the values
embedded in such practices. History of medicine studies the diachronical and
synchronical construction and transformation of practices.

A critical evaluation of theories of medical practice is therefore necessary.
The work of the Danish philosopher, Uffe Juul Jensen (1987), is a useful and
interesting example of a philosophical theory of medical practice. Jensen’s
theory is a conceptual framework as well as a heuristic instrument to study
the problems of modern health care - such as those arising in the care of
chronic patients - from moral, philosophical and historical perspectives. The
modern health care system is a complex network of practices based on
different historical traditions, embodying different values and using different
methods. Jensen specifically distinguishes three kinds of practice-orientations
that are woven together in the modern health care system: the disease-
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orientated practice, the situation-orientated practice, and the community-
orientated practice. Obviously, a critical analysis of Jensen’s specific
viewpoints is necessary; nonetheless, the focus of his model for the
interrelationship of knowing, acting and valuing in health care practices
seems to be a promising starting-point for analyzing and elucidating present-
day moral problems in present-day health care.

4. The fourth step is to develop a new conception of bioethics that
illuminates and clarifies the complex interactions between the internal and
external morality of health care practices. As a particular domain of philos-
ophy, ethics proceeds from empirical knowledge, viz. moral experience. The
moral dimension of the world is first and foremost experienced. Moral
experience is humanity’s way of understanding itself in moral terms (van
Tongeren, 1988). Ethics is therefore the interpretation and explanation of
this primordial understanding. Before acting morally we must already know,
at least to some extent, what is morally desirable or right. Otherwise, we
would not recognize what is appealing in a moral sense. On the other hand,
what we recognize in our experience is typically unclear and in need of
further elucidation and interpretation.

In short, we approach the moral dimension of the world from a set of
prior understandings; they form the basis of our interest in what at first
seems odd and strange to us, requiring us to continuously reconstruct the
moral meaning of our lives. Such an interpretive perspective will be helpful
when integrating the experiences disclosed in the clinical-ethical studies, as
well as utilizing the insights gained from describing the value-contexts of
health care practices.

9. INTERPRETIVE BIOETHICS

Overlooking the theatre of competitive approaches, one of the challenges for
contemporary medical ethicists is to formulate a new conception and practice
of medical ethics that can bridge the gap between the internal and external
morality of medicine, as well as between medical empiricism and ethical
normativism. It requires the development of a theoretical framework relevant
to medical practice so that it may adequately take account of the norms and
values inherent in the practice of medicine, but with sufficient critical
distance so that it may provide a normative perspective on these practices.
Graber and Thomasma (1989) developed the unitary theory of clinical
ethics out of a concern with the problematic relationship between theory and
practice in medical ethics. Having examined various models of theory-practice
relation (for example, the model of applied ethics), they believe the new
theory will avoid the weaknesses of these models and combine their strengths.
The Unified Clinical Ethics Theory (UCET) therefore can incorporate
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elements of the virtue, deontological, and consequentialist theories of ethics.
The theory is summarized as follows:

Certain conditions (C) are present in this case such that the probability (x)
exists that Value (V) A will be judged more important than B by (I)
interpreters because the Principle (P) p’ will be more likely to apply to the
case than p" (Graber and Thomasma, 1989, p. 194)

However, in this summary statement it is not obvious that it does indeed
combine such theories. It emphasizes the context of a case, the weighing of
relevant values, and the role of interpreters but the normative justification
for judging value A more important than B is that principle p’ takes
precedence over p".

At the same time, Graber and Thomasma consider UCET as a practical
model of bioethical hermeneutics combining both theory and practice. The
hermeneutic aspect is repeatedly mentioned by the authors: all cases require
interpretation; interpreters are involved in profound ways in analyzing the
case and balancing its important features (O.c., p. 196); an essential part of
making moral judgements is interpreting the fit between situation and
principles (O.c., p. 201).

However, the pragmatic orientation of UCET has possibly prevented a
further elaboration of this interpretive point of view, so that it is unclear how
radical the hermeneutic perspective really is: is it methodological
hermeneutics, paying adequate attention to the interpretive components of
medical practice, or is it hermeneutic philosophy, trying to develop a theory
of interpretation and to explain medicine as a hermeneutic science? If the
last focus prevails, the crucial question for ethics as a practical enterprise is
not so much to clarify action guides and make moral quandaries controllable
but rather to make them communicable.

Graber and Thomasma have not further developed their hermeneutic
philosophy; it may seem that hermeneutics has simply been incorporated as a
tool into a hybridisation of virtue, deontological and consequentialist
theories. Even the name ‘unitary theory’ suggests an harmonious combination
of different approaches, whereas in fact the authors are aiming at an
encompassing ethical super-theory, absorbing specific ethical theories within a
radical hermeneutic framework.

However, what really is innovative in their approach is the emphasis on
the role of interpretation. The term ‘hermeneutic’ can be misleading. It may
suggest that now a particular school of philosophy is applied in the context of
health care whereas the philosophical point of view is the emphasis on
interpretation.
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9.1. Hermeneutics

Originally, hermeneutics refers to the art of interpreting and the science of
interpretation. As such, it was used in theology, law and philosophy, all
concerned with interpreting the meaning of texts. It has come into
prominence in the last century as a methodology characterizing the
humanities and social sciences. Philosophers such as Schleiermacher and
Dilthey have shown that not only texts but all human products need
interpretation, and that hermenecutics involves not only the interpretandum
but also the interpreter. Finally in our century, through the works of
Heidegger, Gadamer and Ricoeur, hermeneutics evolved into a philosophy of
understanding and explaining human existence.

9.2. Medicine as Hermeneutics

Entering a new stage in the long-standing debate on the status of medicine, it
has been argued that medicine has to be considered as a hermeneutical
enterprise apparently presuming that medicine is not or not merely a natural
science (Daniel, 1986; Leder, 1988; Svenaeus, 1999). The modern emphasis
on information and empirical data has contributed to a new understanding of
diagnosis and treatment as the physician’s interpretation of what concerns the
patient and what can be done to help the patient. And metaphorically, the
patient is conceived as a text that may be considered on different interpretive
levels. It is important to reflect upon the typical preconditions of
interpretation in medicine. The patient is usually understood through an
anatomico-physiological model. The patient’s body is made ‘readable’ by the
use of technology. The biomedical language of diagnosis and treatment
reduces the overwhelming amount of information presented by the patient, so
that the standard medical case report does not reflect the story of the
patient’s life but of the physician’s relationship with the patient’s illness
(Poirier and Brauner, 1988).

It is also important to look at the effects of medical interpretation upon
the interpreter. Interpretation seems to bring understanding and empathy.
Interpreting symptoms involves understanding what is actually wrong with a
patient and appreciating what he or she is going through. Interpreting the
patient’s illness arouses therefore an ‘affiliative feeling’ in the physician-
interpreter (Zaner, 1988).

9.3. Bioethics as Interpretation
Some contemporary philosophers have argued that ethics is best considered

to be a hermeneutical discipline. Ethics therefore can be defined as the
hermeneutics of moral experience. Complex bioethical problems must be
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understood within the broader framework of an interpretive philosophical
theory. Such a theory should concentrate upon four characteristic parameters.

9.3.1. Experience

The starting-point of medical activity is the moral experience of the patient.
Through his illness he is confronted, in Zaner’s words (1988, p. 65), with
tears in the fabric of daily life. He presents himself to the physician as both
puzzling and meaningful. The patient’s symptoms are deeply textured by his
biographical situation, with his beliefs, values, habits and life-style. To
ascertain what is wrong requires an interpretation, the more so since there is
an initial distance between patient and physician. The meaning of the
individual human being who is the patient requires interpretation for two
reasons: (1) intrinsic strangeness; the experience of illness in this particular
patient is unique and unusual, (2) theoretical pre-understandings: the context
in which the physician interprets the symptoms (e.g., the pathological models)
is different from the context in which the interpretandum came into
existence. It can reasonably be expected that moral experiences differ
according to the interpretive models used in various health care practices and
according to the specific complaints, illnesses and disabilities of the patients
encountered in different health care settings. Different practices should
therefore be examined and compared. Experiences are part of the text of life.
But we never know whether our understanding of this text is adequate (van
Tongeren, 1994).

9.3.2. Attitudes and Emotions

For ethics, the fundamental question is not so much "What to do?" but rather
"How to live?". It is praxis not poiesis that is important (van Tongeren, 1988).
The moral relevancy of our actions should not be reduced to their effects; it
is also determined by an evaluation of what we do in executing our actions.
For example: the problem of experimenting with human embryos should not
be settled by reference to future results, but should also raise the question:
Why are we interested in scientific research? This change of focus implies a
re-orientation from activity to passivity, from acts to attitudes and emotions.
Moral experience involves primarily feelings, for instance, of indignation,
confusion or contentment; secondarily, these emotional responses can be
made the object of moral thinking (Callahan, 1988).

A sharing of moral experiences of patients and physicians, and of the
emotions and attitudes involved, is therefore required for elucidating the
relevant ethical issues of the case or situation. Understanding and defining
the morally relevant facts of a case do not involve the identification of
relevant general principles and the deduction of a set of rules from which the
correct response to the problem can be derived. The role of medical ethics is
not so much to explicate and apply ethical theories and principles but to
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interpret and evoke what is implied in moral experience. The notion ‘applied
ethics’ wrongly suggests that we already know which moral principles and
rules to apply. However, rules and principles are in fact answers to what is
evoked or appealed to in a particular case. First of all, we need to understand
what the moral experience of vulnerability and appeal to assistance really
mean in this case. We need to discover why particular principles will motivate
us in this case; why is there a particular ideal, rule or obligation? It requires
close scrutiny of the medical situation in all its complexity.

9.3.3 Community

The interpretive reading of a patient’s situation is not an individual doctor’s
affair. The medical prior understandings that orientate the interpretation are
the sediments of traditional cultural assumptions concerning the nature of
the world and the body, and the results of a specific historical evolution of
medical knowledge. Interpretation presupposes a universe of understanding.
This is a consequence of the so-called hermeneutic circle; in order to
interpret a text’s meaning, the interpreter must be familiar with the
vocabulary and grammar of the text and have some idea of what the text
might mean (Daniel, 1986). For man as a social being, understanding is
always a community phenomenon: understanding in communication with
others. The continuous effort to reach consensus through a dialogue with
patients, colleagues and other health professionals, induces us to discover the
particularities of our own prior understanding, and through that, to attain a
more general level of understanding. This seems to reflect the experience of
hospital ethics committees: analyzing a case in terms of moral principles leads
to a stalemate but interpreting the moral experience of the concrete partici-
pants involved in this particular case usually leads to a consensus. Since the
interpretation of moral experience takes place within the context of particular
social practices, intimate knowledge of the historical, medical and scientific
components of those practices is essential to the task of moral criticism.
Ethics can not be practised without a high degree of engagement in medical
work.

9.3.4. Ambiguity

Ethics primarily aims at interpreting and understanding moral experience.
But moral experience is complex and versatile. It implies that every
interpretation is tentative; it opens up a possible perspective. Definitive and
comprehensive interpretation is non-existent. An interpretive approach always
has an ambiguous status: more than one meaning is admitted. As Zaner
(1988, p. 272) points out: "Every life is linguistically inexhaustible, there is
always a richer tale to be told that can never be wholly captured in words, no
matter how evocative they might be". That means that moral judgements and
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decisions which must be framed on the basis of understanding the thematic
moral ordering of a person’s life are fundamentally uncertain.

9.4. Implications

Interpretive bioethics will have important consequences for the competence
and role of medical ethicists. Since the interpretation of moral experience
takes place within the context of particular social practices, intimate
knowledge of the historical, medical and scientific components of those
practices is essential to the task of moral criticism. Ethics cannot be practised
without a high degree of engagement in medical work. Bedside medical ethics
does not imply that only doctors can be ethicists. To comprehend the human
terms in which actual moral dilemmas are experienced, the facts of medical
practice must not be left to doctors alone. But being able to do that requires
a sharing of moral experiences of both patients and doctors.

To implement the interpretive conception of medical ethics, more
empirical study of actual decision-making processes is necessary. Like the
empirical turn in philosophy of science, the current interest in empirical
medical ethics combines medical sociology and anthropology, history of
medicine and philosophy to construct a more sophisticated view of moral
experience in medicine.

Interpretive bioethics also has consequences for ethics teaching. If it is
assumed that ethics is part and parcel of the routine practice of medicine,
and that ethics is not an abstract exercise of moral reasoning but
characterized by the emotion, complexity and ambiguity commonly involved
in real cases, then lessons should be drawn for the method and goals of
medical ethics teaching (ten Have and Essed 1989). Preference should be
given to team-teaching in the clinical period using the format of patient
conferences and case review, generally accepted in routine clinical work. The
objective of this problem-orientated ethics teaching is first and foremost to
increase the students’ sensitivity to moral problems in everyday medicine.

Finally, interpretive bioethics will require a new rapprochement between
ethics and philosophical anthropology (ten Have, 1998c). As described above,
during this century there has existed an undercurrent of philosophical
criticism of modern medicine with very different manifestations: originally
epistemological, then anthropological, now ethical. Particularly in health care,
normative positions and moral theories are intimately connected with images
of the human being. In the medical setting we cannot escape the question:
what kind of human being do we want to realize in medical activities, what
kind of person do we wish to respect, heal, inform, comfort in health care?
However, the relationship between ethics and anthropology is a dialectical
one. Instead of claiming the primacy of anthropology, with ethics based on
anthropological theory and images of the human being, philosophy of
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medicine should also focus upon explicating the morality underlying
anthropology itself. Ethical discourse can exemplify a particular image of
man, but at the same time anthropological discourse itself is presupposing
particular moral views. From the point of view of interpretive bioethics,
morality is not something we choose, but a fundamental predicament we are
already involved in before we even start to reflect upon it; such a
predicament, however, at the same time is an anthropological characterisation
of what is essential in human beings. Morality is choosing us, because we are
primarily social beings. Ethical views are articulated and explicated because
we are in a moral relationship with other human beings appealing to us. The
face of the other makes us moral beings whether we like it or not, whether
we choose to act accordingly or not. Morality is a social affair. Its inter-
personal character makes it possible to scrutinize and criticize individual
moral choices.

The dialectical interaction of anthropology and ethics is helpful in
regaining a view of man as social being, and therefore restoring the idea of
moral community. Currently, there is an interest in communitarian
approaches to bioethics (Kuczewski, 1997). This emphasizes that cultural
context and community are constitutive of the values and goals of individuals.
Communal relatedness falsifies the idea of the unencumbered self, the idea of
self-ownership assuming that the individual as an entity exists prior to the
ends which are affirmed by it. Without societal culture our potential for self-
determination will remain empty. Present-day individuals are not free of all
moral ties. But neither are they bound in a universal community with clear
encompassing loyalties. It is typical for the postmodern predicament that they
are citizens who can think and act as "multiply-situated selves" (Sandel, 1996,
p. 350). A similar point of view is stressed by Benjamin Barber (1995).
Postmodern individuals are members of a world-wide community, so-called
McWorld, the global theme park of MTV, Macintosh and McDonald’s, a
world tied together by communication, information, entertainment and
commerce; in this world everyone is a consumer, defined by needs and wants.
McWorld therefore is not really a community: the significant relations are
exchange relationships among individual consumers and individual producers;
society is privatized and commercialized. The question is how to reconnect
individuals with civil society and civic culture, as the middle ground between
big government and the private sector. Interposed between the state and the
market is where community exists, where we are more than clients or
consumers, where we are public beings having regard for the general good,
where we as citizens relate in the cooperative, noncoercive pursuit of public
goods. Barber defines a citizen as "an individual who has acquired a public
voice and understands himself to belong to a wider community, who sees
him/herself as sharing goods with others” (Barber, 1995, p. 286). But also
Barber agrees that humankind depends for its liberty on variety and
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difference; we live in several spheres, in a many-sectored civil society.
Whereas market choices are private and speak about individualistic goals and
individual preferences, citizens speak about the social consequences of their
private choices; they speak the public language of the common good; but at
the same time, this public language is multiple and heterogeneous; civil
society has many narratives about the common good.

The universal human condition of existence as a communal-cultural being
can only be realized in particular ways; the communitarian self is constituted
by particular cultural characteristics. A richer medical ethics can result from
taking seriously the basic idea of moral community, and concomitantly, the
various narratives about the particularities of people as communal beings.

10. CONCLUSION

The data, insights, and theoretical notions obtained and analyzed in the
previous steps require integration through the development of a theory of
medical practice with emphasis on its ethical dimensions, that can illuminate
and clarify the complex interaction between the internal and external morality
of various health care practices. Criticism of the dominant conception of
applied ethics and principlism can help to articulate what kind of theory is
needed and which conception of bioethics is most adequate in understanding
medical practice.

REFERENCES

Anspach, R.R.: 1993, Deciding who lives. Fateful choices in the intensive-care nursery. University of
California Press, Berkeley.

Armold, RM. and Forrow, L: 1993, Empirical research in medical ethics: an introduction.
Theoretical Medicine 14: 195-196.

Baier, A.: 1985, Postures of the mind. Essays on mind and morals. Methuen, London.

Barber, B.R.: 1995, Jihad vs McWorld. Ballantine Books, New York.

Beauchamp, T.L. and Childress, J.F.: 1983, Principles of biomedical ethics (2nd ed.). Oxford
University Press, New York/Oxford.

Beaufort, I.D. de and Dupuis, HM.: 1988, Handboek gezondheidsethiek. Van Gorcum,
Assen/Maastricht.

Bosk, C.L.. 1979, Forgive and remember. Managing medical failure. The University of Chicago
Press, Chicago/London.

Bosk, C.L.: 1992, All God’s mistakes. Genetic counseling in a pediatric hospital. The University of
Chicago Press, Chicago/London.

Brody, B. (ed.): 1988, Moral theory and moral judgments in medical ethics. Kluwer Academic
Publ., Dordrecht.

Brody, H.: 1987, Stories of sickness. Yale University Press, New Haven and London.

Brody, H. and Miller, F.G.: 1998, The internal morality of medicine: Explication and application
to managed care. Journal of Medicine and Philosophy 23(4): 384-410.



80 HENK TEN HAVE

Callahan, D.: 1981, Minimalist ethics. On the pacification of morality. In: Caplan, A.L. and
Callahan, D. (eds.), Ethics in hard times. Plenum Press, New York, p. 261-281.

Callahan, D.: 1990, What kind of life: The limits of medical progress. Simon and Schuster, New
York.

Callahan, S.: 1988, The role of emotion in ethical decision-making. Hastings Center Report 18: 9-
14.

Carson, R.A.: 1990, Interpretive bioethics: The way of discernment. Theoretical Medicine 11: 51-9.

Daniel, S.L.: 1986, The patient as text: A model of clinical hermeneutics. Theoretical Medicine 7.
195-210. .

Downie, R.S.: 1974, Roles and values. An introduction to social ethics. Methuen, London.

Drane, J.F.: 1988, Becoming a good doctor: The place of virtue and character in medical ethics.
Sheed and Ward, Kansas City.

DuBose, E.R., Hamel, R. and O’Connell, L.J. (eds.): 1994, A matter of principles? Ferment in U.S.
bioethics. Trinity Press International, Valley Forge (Pennsylvania).

Editorial: 1990, Medical ethics: should medicine turn the other cheek? The Lancet, oct.6: 846-7.

Engelhardt, H.T.: 1986, The foundations of bioethics. Oxford University Press, New York/Oxford.

Evans, M. (ed.): 1998, Critical reflection on medical ethics. JAI Press, Stamford (Conn.).

Fox, D.M.: 1979, The segregation of medical ethics: a problem in modern intellectual history.
Journal of Medicine and Philosophy 4: 81-97.

Fox, R.C.: 1989, The sociology of medicine. A participant observer’s view. Prentice-Hall, Englewood
Cliffs, N.J.

Fulford, K.W.M.: 1994, Not more medical ethics. In: Fulford, K.W.M,, Gillett, G.R. and Soskice,
J.M. (eds.): Medicine and moral reasoning. Cambridge University Press, Cambridge, UK, p.
193-205.

Gillon, R.: 1986, Philosophical medical ethics. John Wiley & Sons, Chichester.

Gillon, R. (ed.): 1994, Principles of health care ethics. John Wiley & Sons, Chichester.

Graber, G.C. and Thomasma, D.C.: 1989, Theory and practice in medical ethics. Continuum, New
York.

Gracia, D.: 2001, History of medical ethics. This volume.

Greaves, D.: 1979, What is medicine? Towards a philosophical approach. Journal of Medical
Ethics 5: 29-32.

Halman, L., Heunks, F., Moor, R. de, Zanders, H.: 1987, Traditie, secularisatie en individualisering
Een studie naar de waarden van de Nederlanders in een Europese context. University Press,
Tilburg.

Have, H. ten and Arend, A. van der: 1985, Philosophy of medicine in the Netherlands. Theoretical
Medicine 6: 1-42.

Have, H AM.J. ten and Essed, G.: 1989, An experimental case-conference programme for
obstetric and gynaecology clinical students. Journal of Medical Ethics 15: 94-98.

Have, H. ten and Kimsma, G.K.: 1990, Changing conceptions of medical ethics. In: Jensen, U.J.
and Mooney, G. (eds.), Changing values in medical and health care decision making. John
Wiley & Sons, Chichester, p. 33-51.

Have, H. ten: 1990a, Ethiek tussen alliantie en dissidentie. Inaugural lecture, University of
Limburg, Maastricht.

Have, H. ten: 1990b, Een Hippocratische erfenis; ethiek in de medische praktijk. De Tijdstroom,
Lochem.

Have, H. ten: 1990¢, Verleden en toekomst van medische filosofie. Scripta Medico-philosophica,
Schrift 7, p. 5-18.

Have, H. ten and Spicker, S.F.: 1990, Introduction. In: Have, H. ten, Kimsma, G., and Spicker,
S.F. (eds.): The growth of medical knowledge. Kluwer Acad. Publ., Dordrecht, p. 1-11.

Have, H. ten and Keasberry, H.: 1992, Equity and solidarity: The context of health care allocation
in the Netherlands. Journal of Medicine and Philosophy 17: 467-481.



THEORETICAL MODELS AND APPROACHES TO ETHICS 81

Have, HAM.J. ten and Lelie, A.:: 1998, Medical ethics research between theory and practice.
Theoretical Medicine and Bioethics 19: 263-276.

Have, HAM.J. ten: 1998a, Philosophy of medicine and health care - European perspectives.
Medicine, Health Care and Philosophy 1(1): 1-3.

Have, HAM.J. ten: 1998b, Health care and the human body. Medicine, Health Care and
Philosophy 1(2): 103-105.

Have, H AM.J. ten: 1998c, Images of man in philosophy of medicine. In: Evans, M. (ed.): 1998,
Critical reflection on medical ethics. JAI Press, Stamford (Conn.), p. 173-193.

Hope, T.: 1999, Editorial: Empirical medical ethics. Journal of Medical Ethics 25: 219-220.

Hunter, KM.: 1988, Making a case. Literature and Medicine 7: 66-79.

Inglehart, R.: 1990, Culture shift in advanced industrial society. Princeton University Press,
Princeton, N.J.

Jensen, UJ.: 1987, Practice and progress. A theory for the modemn health-care system. Blackwell
Scientific Publications, Oxford.

Jensen, U.J.: 1989, From good medical practice to best medical practice. International Journal of
Health Planning and Management 4: 167-80.

Jonsen, AR, Siegler, M., and Winslade, W.J.: 1986, Clinical ethics: A practical approach to ethical
decisions in clinical medicine (2nd ed.). Macmillan Publ. Comp., New York.

Jonsen, AR. and Toulmin, S.: 1988, The abuse of casuistry. University of California Press,
Berkeley, CA.

Jonsen, AR.: 1990, Practice versus theory. Hastings Center Report 20: 32-4.

Kass, L.R.: 19990, Practicing ethics: Where’s the action? Hastings Center Report 20: 5-12.

Kiezen en delen: 1991, Rapport van de Commissie Keuzen in de Zorg. Den Haag.

Kuczewski, M. G.: 1997, Fragmentation and consensus. Communitarian and casuist bioethics.
Georgetown University Press, Washington, D.C.

Ladd, J.: 1983, The internal morality of medicine: An essential dimension of the patient-physician
relationship. In: Shelp, EEE. (ed.): The clinical encounter. D. Reidel Publishing Company,
Dordrecht, p. 209-231.

Ladd, J.: 1989, The good doctor and the medical care of children. In: Kopelman, L.M. and
Moskop, J.C. (eds.): Children and health care: Moral and social issues. Kluwer Academic
Publishers, Dordrecht, p. 281-302.

Latour, B.: 1987, Science in action. Open University Press, Milton Keynes.

Leder, D.: 1988: The hermeneutic role of the consultation-liaison psychiatrist. Journal of Medicine
and Philosophy 13: 367-378.

Leder, D.: 1994, Toward a hermeneutical bioethics. In: DuBose, E.R., Hamel, R. and O’Connell,
L.J. (eds.): 1994, A matter of principles? Ferment in U.S. bioethics. Trinity Press International,
Valley Forge (Pennsylvania), p. 240-259.

Lelie, A.: 1999, Ethiek en nefrologie. Dissertation, University of Nijmegen.

Murray, T.H.: 1994, Medical ethics, moral philosophy and moral tradition. In: Fulford, KW.M.,
Gillett, G.R. and Soskice, J.M. (eds.): Medicine and moral reasoning. Cambridge University
Press, Cambridge, UK., p. 91-105.

Newton, A.Z.: 1995, Narrative ethics. Harvard University Press, Cambridge (Mass.).

Pellegrino, E.D. and Thomasma, D.C.: 1993, The virtues in medical practice. Oxford University
Press, New York/Oxford.

Pellegrino, E.D.: 1995, The limitations of empirical research in ethics. Journal of Clinical Ethics 6:
161-162.

Poirier, S. and Brauner, D.J.: 1988, Ethics and the daily language of medical discourse. Hastings
Center Report 18: 5-9.

Sandel, M.J.: 1996, Democracy’s discontent. America in search of a public philosophy. The Belknap
Press of Harvard University Press, Cambridge (Mass.) and London (UK).

Singer, P.: 1990, Bioethics and academic freedom. Bioethics 4(1): 33-44.



82 HENK TEN HAVE

Svenaeus, F.: 1999, The hermeneutics of medicine and the phenomenology of health. Steps towards a
philosophy of medical practice. Linkoping University, Linkoping (Sweden).

Taylor, Ch.: 1989, Sources of the self. The making of modern identity. Cambridge University Press,
Cambridge.

Tongeren, P. van: 1988, Ethiek en praktijk. Filosofie & Praktijk 9: 113-27.

Tongeren, P. van: 1994, The relation of narrativity and hermeneutics to an adequate practical
ethic. Ethical Perspectives 1(2): 57-70.

Tronto, J.C.: 1993, Moral boundaries. A political argument for an ethic of care. Routledge, New
York/London.

Vandenbroucke, J.P.: 1990, Medische ethiek en gezondheidsrecht; hinderpalen voor de verdere
toename van kennis in de geneeskunde? Nederlands Tijdschrift voor Geneeskunde 134: 5-6.

Weisz, G. (ed.): 1990, Social science perspectives on medical ethics. Kluwer Academic Publishers,
Dordrecht/Boston/London.

Welie, J.V.M.: 1998, In the face of suffering The philosophical-anthropological foundations of
clinical ethics. Creighton University Press, Omaha (Nebraska).

Williams, B.: 1988, Consequentialism and integrity. In: Scheffler, S. (ed.): Consequentialism and its
critics. Oxford, p. 20-50.

Winkler, E.R.: 1998, Applied ethics, overview. In: Chadwick, R. (ed.): Encyclopedia of Applied
Ethics. Volume 1. Academic Press, San Diego, p. 191-196.

Waulff, H.R.: 1998, Contemporary trends in healthcare ethics. In: Have, H A.M.J. ten and Sass,
H.-M. (eds.): Consensus formation in healthcare ethics. Kluwer Academic Publishers,
Dordrecht, p. 63-72.

Zaner, R.M.: 1988, Ethics and the clinical encounter. Prentice-Hall, Englewood Cliffs, N.J.

Zussman, R.: 1992, Intensive care. Medical ethics and the medical profession. The University of
Chicago Press, Chicago/London.

Zwart, H.: 1995, Weg met de ethiek? Filosofische beschouwingen over geneeskunde en ethiek. Thesis
Publishers, Amsterdam.

Zwart, H.: 1998, Medicine, symbolization and the ‘real’ body - Lacan’s understanding of medical
science. Medicine, Health Care and Philosophy 1(2): 107-117.



MARTYN EVANS

THE AUTONOMY OF THE PATIENT:
INFORMED CONSENT

1.CASE 1.

"When God grew tired of salmon, He created the sewin, " announced Dr. Reeves
to his patient, forty-five-year-old Paul D. The occasion was a general practice
consultation, and Reeves had two things on his mind. First, how might Paul
reduce the cholesterol content of his diet whilst continuing to enjoy his food?
Hence the importance of a dish such as grilled sewin, delicious as well as rich in
those oils currently approved by medical science for healthy eating. The second
problem was the management of Paul’s essential hypertension - Dr. Reeves was
keeping an open mind on whether these two features of Paul’s physiological
condition were related.

For this second problem Reeves had, four months previously, placed Paul on
long term anti-hypertensive medication. He recalled the initial consultation now:
it remained on his mind because Paul had turmed up dressed rather
conspicuously in a motorcyclist’s protective suit and helmet. Paul had presented
himself to the surgery for an unrelated problem, had agreed to a general health
check and had exhibited raised blood pressure. The health check had been
offered to Paul, and to many other patients who happened to consult their
general practitioner around that time, as part of a programme of health
promotion encouraged by the regional health planners.

Paul had agreed to come back to the surgery one week following the general
health check, and they had discussed the problem of his raised blood pressure.
Reeves had explained the risks of stroke and heart disease in later life, and the
reductions in those risks which could be expected as a result of taking long-term
anti-hypertensive medication. Paul had asked about the side-effects of this
particular medication and Reeves listed the commonly reported ones: occasional
tiredness or heaviness in the limbs, slight numbness or tingling in the extremities;
nothing serious or unpleasant. Less commonly reported were headache, dizziness,
sometimes a little nausea.

Dr. Reeves and Paul had chatted together for a short while and had
pondered the seriousness of suffering that horrible affliction, a stroke, compared
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to which some occasional heaviness in the limbs was almost laughably trivial -
probably even reassuring, a sign that an active, modern, scientific remedy was
working in the patient’s body, managing his future protection. (In fact, though he
said nothing of this to the doctor, Paul had been slightly amused by the thought
that he now ‘owned’ a medical condition of just the right kind, something people
had heard of and which required medical interest and attention, but which was
not intrinsically unpleasant - indeed, in itself without symptoms entirely, so far as
he could judge from what he had been told by Dr. Reeves - and which would be
a useful resort in conversations that had lost their momentum. Moreover Paul
had felt that he would have no difficulty adhering to the pattern of taking the
prescribed tablets at regular intervals. It would be a sign both to himself and to
others that he needed to be careful and, perhaps, to deserve a small amount of
the care and attention and sympathy of others. But, of course, he said nothing of
this.)

After some discussion they had agreed on the medication, the prescription
had been written and presented to the pharmacist, and Paul had become a long-
term patient.

"... He created the sewin," Dr. Reeves was saying. He did wonder whether
Paul was entirely interested - in either the problem of his cholesterol levels
(which had not fallen significantly in the four months between the two blood
tests taken) or the wisdom of Reeves’s gastronomic advice. Was his patient
rather more lethargic than he had appeared in earlier consultations? There was
no doubt that in general terms the medication was doing him good. His blood
pressure had fallen nicely back within the normal range. But he must really do
something about his dietary cholesterol intake. And a little more exercise - in
fact, quite a bit more exercise - would be a good idea.

They discussed various sporting and leisure activities for a few minutes, and
Paul acknowledged that he needed to "get around to being a bit more active" in
his spare time. But right now he couldn’t be sure what activities he would
choose. At any rate, the main problems - heart disease and stroke - were surely
being taken care of by the medication? Yes, rather well in fact, agreed Reeves.
The blood pressure readings spoke for themselves. All in all Paul was responding
well.

"Look, doctor, between ourselves I don’t think Paul’s at all his same old self
since he’s been taking those tablets."

Paul’s wife Lucy had not intended to discuss her husband’s case with Dr.
Reeves, and had in fact come to the surgery for a routine examination in
connection with a new job for which she had successfully applied. But Paul’s
general demeanour had certainly begun to worry her. He had always been rather
unnecessarily interested in matters of health and illness, in her opinion, but now
he was a downright hypochondriac - if anything she would have to say he was
‘unhealthily’ preoccupied with his state of health. And he seemed to have no
energy, no vigour. He did next to nothing in the garden these days. He went to
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bed early - and certainly not for the reason that he used to suggest they went to
bed early; his interest in sex had all but vanished. Lucy did not go into details in
discussing this with the doctor, but she had found she could not help mentioning
to her sister-in-law that Paul had actually appeared impotent on two or three
occasions over the last eight months or so. Their sex life was, more or less, a
thing of the past. Perhaps it was simply a matter of age. To the doctor she did
mention Paul’s habit of being somewhat forgetful or absentminded, something
she thought she might have had to expect thirty years from now, but not, surely,
at forty-six? Worst of all was his now-frequent periods of irritability, something
that she was at a loss to explain and which she felt were directed, unreasonably,
at herself personally.

Reeves listened sympathetically, and with interest, but with some discomfort.
His proper concern in this consultation was not with Paul’s general condition as
reported by Lucy. These were things he should certainly discuss with Paul when
they next met. But he did not have Paul’'s permission to get into detailed
descriptions of confidential matters with a third-party, not even so intimate and
special a third party as the patient’s wife. Yet as a conscientious family physician
he could not exactly ignore what he was being told either. He thanked Lucy
appreciatively "for putting him in the picture” and made a mental note to himself
that he must discuss ‘quality of life issues’ perhaps a little more fully with Paul -
and also perhaps with other hypertensive patients. Although, he reflected, no-one
could say that he ignored such things. After all, how many of his patients had he
introduced to that noble fish, the sewin?

Reeves was generally a contented man, but in the ‘middle’ years of his
professional career he had begun to ask questions of his clinical practice,
questions about his goals as a physician, about the amount of good that he
thought his medicine could achieve, and about the duties that “professional
practice brought with it. In effect, and surprisingly for him, greater experience
brought with it the tendency towards greater self-doubt.

Sitting with his glass of whisky late in the evening of the day of Lucy’s
consultation, Paul’s case somehow shouldered its way into his attention from
amidst the background of his two-thousand-odd patients. Almost involuntarily he
began to review Paul’s case, to anticipate how he would approach the next
consultation with Paul, to argue with himself whether or not he should himself
initiate that consultation by asking Paul to come into the surgery, and to set out
what he thought the ethical dimensions of Paul’s case were.

It seemed to him that they ran like this. First, was Lucy describing the
symptoms of a undiagnosed disease in Paul, or were these symptoms really just
manifestations of the long-term medication to which he had encouraged Paul to
commit himself? Probably, he thought, this was a straightforwardly ‘clinical’
matter which he could resolve by the appropriate questions and investigations
within his own professional competence. But why had he not anticipated such
manifestations? Some anti-hypertensive drugs had given rise to occasional
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reports of temporary loss of sexual potency in males, although so far as he was
aware the particular drug prescribed to Paul had not been involved. Of course
one might equally ask why Paul had not complained of these problems to him,
his doctor. Indeed, why had Paul not complained of them to Lucy? - for it
seemed clear that Lucy was reporting her observations, not Paul’s descriptions.

Now, therefore, should he review Paul’s medication? It seemed that he
should, but he would be doing so on the basis of information disclosed to him
outside the confidential relationship between himself and Paul, the patient in
question.

Second, and more puzzlingly, how secure was Paul’s agreement to take the
medication? Sure enough, Paul had made a choice - on the basis of what he,
Reeves, had described. But now he wondered whether that basis, namely the
information reviewed and presented by him to Paul - was itself really secure.
Reeves grimaced as he recalled to mind recent journal papers whose results,
modifying the assumptions of existing best practice, confirmed the provisional
nature of scientific knowledge: it was always liable to be amplified, qualified or
even overturned by later experience. That was the nature of scientific enquiry, and
one worked with the best information one had at the time. But - the question
returned to his mind - should he have known more about the longer term effects
of this kind of anti-hypertensive medication?

Buzt, third, suppose that he had? Would it, should it, have made a difference
to Paul’s decision? That seemed to depend on what Paul’s priorities were.
Reeves had no doubt that the decision to take the medication was still essentially
the correct one - the prevention of stroke was a major goal for the community as
a whole and, surely, for individual ‘at risk’ patients in particular. Of course, Paul
was at risk. But his uncontrolled blood pressure was only moderately, rather than
excessively, high. The risks were there, but the extent to which they should be
weighed was perhaps not itself a wholly scientific matter. He himself would
choose the medication. At least, he thought he probably would, though
admittedly some of the symptoms described by Paul’s wife were, to say the least,
unfortunate. That returned him to the question of attributing the symptoms, so
he decided to leave this unresolved, as it had to be, until he could talk to Paul.
The question of proportionately ‘weighting’ the gains and the losses of course
remained.

The fourth question was this: had he really presented the information to
Paul in a way that left Paul free to choose? For that matter, was it really Paul’s
choice to have undergone the general health check in the first place? In one
sense it was, in that no-one had obliged Paul to do so. But people like to please
doctors, especially those who wear white coats (Reeves never did so, and usually
wore a sweater over a freshly-laundered rugby shirt to assure his patients that he
shared what he supposed were their community’s leisure interests.) Paul had
seemed happy enough to have the health check. In deciding to take it, of course,
he could have had no idea that it would lead to a commitment to long-term
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medication, for a condition which might never afflict him, and - perhaps -
turning him from a man in apparently good health into a man whose life was,
according to the person closest to him, in important ways diminished.

The fifth question was perhaps the most troubling so far: exactly how was
this diminution to be assessed? There was no doubt that what was at stake was
the present quality of Paul’s life, and it was a long ‘present’, given that his blood
pressure was stabilised by ongoing medication to which he was committed for
the foreseeable future. But the problem was to know how to assess Paul’s quality
of life? And this was by no means a simple matter, he now realised. His own
view of Paul’s present quality of life had been that he presumed it was very good.
He had no reason to think otherwise, apart from the slight lethargy he had
noticed, and this he had attributed to the medication. Paul had not complained
about it to him, nor indeed about anything else. Therefore why should he not
conclude that Paul’s quality of life was good? Attractive though the conclusion
admittedly was, he recognised at once that it was superficial, and ignored any
constraints on Paul’s quality of life which Paul either chose not to report to him,
or attributed to something other than his physical well-being. To that extent he
was ‘working in the dark’; but equally to that extent he might suppose Paul’s
quality of life was not the business of the doctor after all, except insofar as it was
affected by the doctor’s decisions and actions. Paul’s quality of life was clearly
Paul’s business, of course, so what was Paul’s own view of the matter? Again,
Reeves didn’t know, beyond what he was told by Paul or could infer from him.
But of course that very day indirect evidence on the matter had been given to
him by Paul’s wife Lucy - a source who, if not altogether comfortable from the
ethical point of view, might certainly be thought well-informed. From Lucy’s
point of view, Paul’s present quality of life was clearly less than perfect. Indeed,
Reeves had a feeling that Lucy had by no means told him the whole story. The
question facing Reeves was how much weight to give to Lucy’s views (leaving
aside his discomfort over learning them from her outside the clinical relationship
with Paul). Should the views of even someone as close as Paul’s wife be taken
more seriously than those of Paul himself - as far as they could be gauged?

In short, and depending on how you looked at it, Paul’s quality of life was
apparently excellent (Reeves), satisfactory (the non-committal Paul himself), or
frankly rather impaired (Lucy). Reeves disliked conundrums so late in the
evening, finished his whisky and went to bed.

The following day was Saturday, the weather was vile, and Reeves himself
had a mild sore throat. Disinclined to go out, and attracted by nothing on the
television, he decided to try and square up to the previous night's conundrum in
a more methodical fashion. He settled himself at his writing table and prepared
to set out the issues on paper. The medical question - that of whether Paul’s
apparent symptoms (as reported by Lucy) were attributable to the medication
was something he had to settle by clinical consultation. But the moral questions
he could reflect on right now. And he regarded them as being centred around the
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matters of the patient’s information, choice, and subsequent consent to
treatment. He was mildly surprised to discover, as he elaborated his thoughts on
paper, how even a routine, ‘humdrum’ matter - prescribing anti-hypertensive
medication to an ordinary adult in the general practice surgery - could give rise
to precisely those issues which receive such prominence when they are studied in
the dramatic contexts of high-technology, life-saving interventions (often with
patients whose capacity for reasoned judgement was impaired). This was the
burden of what he wrote:

In the abstract, Reeves reasoned, Paul would make an autonomous choice
to accept the medication if his choice were informed, if it were free, and if it were
intended. This offered him a kind of template for considering the case, and he
organised his thoughts under these headings.

2. WAS PAUL’S CHOICE INFORMED?

Did Paul choose on the basis of all the relevant information - was he ‘fully
informed’, as one might say? That seemed to depend on the extent of ‘full’
information. Paul had no scientific or medical training, so had presumably
only a lay understanding of what Reeves would regard as the relevant
cardiology and neurology. But it was Reeves’ job to bridge the resulting gap -
to explain in lay terms the anticipated harms and benefits of the medication
in relation to the risks Paul faced if his hypertension remained untreated.

Yet undeniably the relevance of any information given must be judged in
relation to one’s chosen goals. Had Paul chosen the goal of prevention of
future stroke? This was rather less clear. Paul had not turned up at the

—surgery imsearch of such preventive measures. He had been directed towards
them as a result of a health promotion exercise initiated by the health care
professionals. He could be presumed to share the goal of preventing a future
stroke - if it was presented to him in the right way. But could he be
presumed to have made this choice in isolation from an agenda set by the
health care professionals themselves? There was no doubt that Reeves had
presented Paul with a selection of information which set up the choice Paul
had to make.

Moreover, Paul had been invited to start long-term medication on the
basis of information about how he would experience the medication. Paul’s
choice was to a greater or lesser degree an informed one according to the
value of the information he had been given on that score. If Lucy were right,
then the information had been deficient; Reeves had not allowed for the
possibility that Paul would experience - or at any rate exhibit - all the
features reported by Lucy. They were not part of the common profile of
adverse reactions reported in the drug trial.?
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3. WAS PAUL’S CHOICE FREE?

By ‘free’ Reeves meant, at first, being made without pressure or influence.
But he immediately realised that this would not do. No genuine choice can
be made without some influence - the influence of knowledge of those
alternatives between which one must choose, for instance, and the influence
of a genuine sense of the values which are at stake. If nothing else, one’s
choice must be influenced by one’s own goals. A completely uninfluenced
choice would not be a choice at all. Plainly then, Reeves needed to
distinguish between what he might regard as proper or due influence and
improper or undue influence. Once again the picture became more
complicated than he had expected.

The main trouble in Paul’s case was that it was not clear whether the
goals which appeared to influence his choice were, in the final analysis, Paul’s
goals as such. If they were not, then could it truthfully be said that Paul’s
choice was free of undue influence?

Reeves was tempted to answer this question with a reluctant, but firm,
‘No’. But he reflected that even this question was further complicated by the
recognition that the perspective of the patient’s doctor and, still more, that of
his wife as the person closest to him did have some legitimacy of their own.
His job as Paul’s doctor was, to an extent, to influence Paul’s choice of goals
so far as they affected Paul’s physical health. This did not, of course, mean
obstructing choices Paul clearly wanted to make. It did, however, surely allow
Reeves to ask Paul to review for example his general reluctance to undertake
physical exercise in his leisure time. And when it came to things like
excessive smoking or drinking - Paul indulged in neither, so far as Reeves
knew - Reeves felt he would be justified in encouraging a patient who relied
on such things for easy gratification or relaxation to reconsider his goals. (He
reasoned that the justification could appeal to a wider view of the interests of
such a patient himself or, failing that, to the interests of society at large
whose health care resources would be jeopardised in the future by the
consequences of a patient’s present recklessness.)

If any of this were true for Reeves, it seemed still more true for Lucy
who shared Paul’s life and his limitations - whether these arose from
medication today or from his suffering a stroke tomorrow. Lucy had entwined
her life with Paul’s; they had even taken traditional marriage vows addressing
each other’s future health and sickness. Such ties might reasonably bring with
them a legitimate influence over each other’s health care decisions (or so
Reeves reasoned, from the somewhat detached position of a middle aged
bachelor with no domestic entanglements of his own).

In short, it seemed to Reeves that there was no conclusively unrestricted
supremacy to the autonomy of the patient; the patient could reasonably
expect freedom from undue influence over his choices, but picking out the
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dividing line between due and undue influence was no simple matter. These
considerations remained in Reeves’ mind as he considered the final stage of
his three-part analysis of Paul’s choice.

4. WAS PAUL’S CHOICE INTENDED?

In one obvious sense Paul’s choice was clearly not intended at all, in the
sense that he had not intended having to make it. He had not initiated the
general health check, and he had not foreseen the kinds of clinical problems
to which the check might give rise. It followed that he had not intended to be
confronted with the decision to undergo long-term medication.

But perhaps this was not the intention with which Reeves needed to
grapple. The real problem was whether Paul was making the choice in what
one might think of as authentically his own ‘voice’. And Reeves felt that this
was a genuine problem, given that he had already acknowledged the problem
of whether the goals at stake in the choice were authentically Paul’s own.
Paul was somewhat hypochondriac, presented himself rather often at the
surgery with generally trivial (indeed sometimes virtually undetectable)
complaints, was disconcertingly deferential towards the physicians and
appeared to take a minute interest in their views and advice. It had been very
easy to persuade Paul to accept the prescribed medication. Of course from
Reeves’ point of view that was in one sense just as well - the working day did
not permit elaborate discussions with every patient. But he nevertheless felt
uneasy and made up his mind to review the decision more carefully with Paul
when they next met - particularly in view of the possibility that Paul was
experiencing significant symptoms which he had not yet reported.

This of course finally drew Reeves back to the observations made by
Lucy. These observations after all were what prompted his decision to review
the whole case. And now he faced the somewhat paradoxical possibility that if
on reflection Paul were to change his decision then it might seem that the
more authentic ‘voice’ in the decision was in fact Lucy’s.

Reeves pushed away his pen and paper, marked the improvement in the weather
and decided to go out walking after all. His analysis had been inconclusive and
it had if anything intensified the conundrum of the previous evening. Yet he felt
that it had also legitimised it. The questions of patient autonomy and consent
were, perhaps, too-easily trotted out as mantras in the various practical
discussions of ethical matters which he had read or encountered. He felt that
autonomy and consent embodied not merely ‘ethical’ but also conceptual - even,
philosophical - challenges as well. They marked the moral untidiness of his
practice as a general physician, and they marked the inevitable interpenetration
of the biological and the biographical dimensions of his patients.
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NOTES

1. The sewin (or sewen) is a kind of trout found notably in the rivers of Wales, during certain
months of the year.

2. Precisely this problem, in precisely this clinical context, is the focus of an important early
paper on the problem of reconciling conflicting views on the impact of a medical treatment.
See Jachuk, et al. (1982).

3. Jaschuk, ez al. (1982) suggest that these features left no clinical signs to be picked up by the
professional practitioners. Hence if patients do not volunteer information about them, we
may conclude that it is not unreasonable for at least some of them to be missing from an
essentially physiological profile of adverse reactions. I discuss this point in relation to
medical evidence and measurement, see Evans (1998).
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LINDA S. SCHEIRTON

THE AUTONOMY OF THE HEALTH CARE
PROVIDER: ADVERTISING BY HEALTH
PROFESSIONALS

1.CASE 2.

Marcel Alles is an obstetrician and gynaecologist in a small upscale town on the
outskirts of a large metropolitan area in the southern part of the country. The
metropolitan area has a population of almost one million people with numerous
educational institutions, colleges and universities, research facilities, hospitals,
long-term care facilities, and rehabilitation centres. Coming from a long tradition
of medical practitioners - his grandfather, father, and siblings having all been
Pphysicians - he decided to become a physician as well. Upon graduation from
medical school, he embarked on an obstetrics and gynaecology specialisation
program. Immediately thereafter, he entered into a partnership with his father.

Marcel’s partnership with his father has been successful, although not always
harmonious. Marcel and his father have divergent viewpoints on professional
ethics and preferred patterns of practice. They have learned to tolerate and
sometimes even accept each other’s philosophical differences. Marcel knows that
he has benefitted greatly from his father’s years of experience and knowledge.
Under his father’s tutelage Marcel was able to develop and expand an interest in
his own speciality area. Whereas his father has specialized in high risk deliveries,
Marcel focuses on infertility issues. He studies trends toward longer life spans
and delaying motherhood for career development as significant indicators of
future fertility need. Although he does not have formal specialisation training in
this area, he has routinely attended national and international continuing
education programs and workshops to develop his skills in this area. Several
certificates hang on his wall indicating continuing education training in
microsurgery and in vitro fertilisation (IVF). He was recently approved for
Pphysician staff privileges at a new fertility clinic located in the metropolitan area.
He also has physician staff privileges at the University Medical Centre.

After thirty-five years of distinguished practice - thirteen of those years in
partnership with his son - the elder Alles retires. Six months have passed since
his retirement. As a solo practitioner, Marcel Alles has started to implement his
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own long range practice plan. Given the cosmopolitan atmosphere of the region
and the number of young professionals in the area, Marcel feels he needs to
attract an increasing number of patients to secure and, preferably, increase his
income. Marcel hires a marketing consultant to assist him in reorganizing the
business aspect of his practice and to help develop a sound marketing and
advertising initiative. Together they develop a multifaceted marketing plan.

As the first step in this plan, Marcel hires a new office manager. The current
manager was employed by his father 27 years ago. She has decided to retire as
well. The marketing consultant has some knowledge of the practices of Dr.
Marcel Alles’ chief competitors in the local area. One such physician, Dr. Jan
Vischl, has practised in the area for nearly 10 years. His office manager is well
known for her astute business acumen. Upon the advice of the marketing
consultant, Dr. Alles offers Dr. Vischl’s office manager, Ms. Marie Contes, a
large raise in salary and benefits if she will come to work for him. Ms. Contes
gives her present employer, Dr. Vischl, a chance to meet Dr. Alles’ salary offer.
When Dr. Alles proves to be the highest bidder, Marie joins his office staff.

The second stage of his plan is to hire two young physicians to assist him
with the increased patient load. He has decided not to look for a partner to take
his father’s place, but to hire young physicians to handle the bulk of routine
medical procedures. He will offer them a fixed percentage of gross receipts from
routine medical procedures performed. The marketing consultant suggests that
Marcel mail out employment opportunity notices to recent medical school
graduates. By having the young physician employees see routine patients, Marcel
Alles hopes to concentrate and expand patient care in infertility medicine. He
thinks this will generate a higher level of personal practice satisfaction as well as
monetary returns.

The third part of the plan is aimed at patients directly. Marcel plans a
‘discount’ coupon mass mailing to a carefully selected number of residents in his
town and the eight other communities surrounding the city. He also plans to put
a display advertisement in the telephone directory and the leading area
newspapers. To this avail, the marketing consultant secures the services of a
leading advertising agency. After a meeting with Dr. Alles, the advertisement was
created (see figure 1).

But when the display advertisement actually appears in the new metropolitan
telephone directory and various area newspapers, Dr. Vischl and several other
local physicians report Dr. Alles to the Provincial Medical Peer Review
Committee. They argue that the advertisement is false, misleading, and unethical.
Marcel seeks the elder Alles’ support, but his father refuses.
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2. CASE ANALYSIS
2.1. Introduction

Before we embark on a detailed analysis of the various ethical dilemmas
embedded in this case, we may want to describe the core issue which is in
some sense personalized by the two protagonists in this case, the elder Alles
on the one hand and his son Marcel on the other. Although the case
description does not specify the reasons of Marcel’s father’s refusal to
support his son against the charged levelled, one may speculate that his
refusal is directly related to the different views of Alles Sr. and Jr.
respectively about professional ethics. Alles Sr. has always believed in the
positive value of professionalism for the improvement of society. In his view,
the patient’s need for care has profound moral significance because it is the
patient’s need that produces the reason for the profession’s existence in the
first place. The elder Alles’ views coincide with those of Nelson, Clark,
Goldman and Schore (1989) who say "caring for the sick is not, and should
not be, considered largely the same as commercial selling. There is a special
relationship that links patient and health care provider which distinguishes
the latter from the commercial sellers” (Nelson, et al., 1989, p. 37).

We can easily imagine that the elder Alles is not at all surprised that Dr.
Vischl and several other local physicians have reported Marcel to the peer
review committee. When his son comes to him with this news, he is not
sympathetic. He voices his arguments against advertising. Maybe, he even gets
his old textbook Law and Ethics for Doctors (Hadfield, 1958) from the
bookshelf. Quickly, he finds the section he once underlined:

[Tt is accepted in the profession that any advancement in the profession
shall be obtained only in the normal process of building up a good
professional reputation. Anything else that the practitioner does, or causes to
be done, or even knows is being done, which can be said to enhance his
professional standing or reputation or to increase his practice, may be
regarded as advertising. Anything which can be construed as a means of
attracting patients to him whether indirectly by advertising or directly by
canvassing, whether or not they are patients of another practitioner, is likely
to incur the displeasure of the Disciplinary Committee and to result in
erasure (Hadfield, 1958, p. 34).

The father feels strongly that advertising harms the professional nature of
medicine. He points out to Marcel that in 1997, the World Health
Organisation (WHO) in response to complaints from Belgium and other
countries, convened an ad hoc committee to develop recommendations to
curtail the escalating use of false and misleading advertisements by health
care promoters on the Internet. His son objects that advertising stimulates
competition among physicians, which in turn has a great number of beneficial
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consequences both for physicians and the consumer. In his opinion,
advertising can encourage lower fees; it can stimulate the use of innovative
systems; and it can force physicians to continually improve their practice.
Marcel argues that advertising is becoming an important source of
disseminating information to the health care consumer. He cites empirical
evidence from his colleagues in dentistry indicating that those most likely to
respond to advertising, for example, are utilizers of care who have moved to a
new geographic area (Friedman, Jong, DeSouza, Burek and Kranz, 1988). The
elder Alles is concerned that exorbitant advertising costs will be paid for by
the unsuspecting patient and fees will not become lower. He mentions an
article by Havard in 1989 pointing out that in countries having a National
Health Service it will be the taxpayer who ultimately pays the bill for
advertising as costs will form part of the practice expenses. More importantly,
thus the elder Alles continues, even if the fee for most services is slightly
reduced by advertising, if the advertisements are paid for by the physicians
pushing more services, the savings from lower fees are illusory. When his son
dismisses that allegation, the elder Alles gives up and drops the conversation
while warning his son, "Marcel, you are more interested in becoming a
wealthy businessman. You do not value genuine professionalism.”

2.2. Profession or Business

This hypothetical conversation between the elder and the younger Alles
illustrates what I take to be the core ethical issue in this case. There would
seem to be a genuine incompatibility between treating the provider-patient
relationship in economic terms and viewing it primarily as a moral
relationship. Traditionally, the medical profession has eschewed advertising.
The ethical conflict is between a health care provider’s right to advertise for
commercial gain and the right of the largely naive public to protection from
false or misleading claims.

Agich (1990) has argued that it is really the utilitarian foundations of
economics versus the deontological foundations of professional medical ethics
that underlie this conflict. Dr. Marcel Alles takes the utilitarian viewpoint.
From a utilitarian aspect, advertising serves two very distinct objectives: (1)
the dissemination of information to the patient to assist in making informed
choices, and (2) product differentiation, which economists define as public
perception of differences between two products (or as in medicine, two
physicians), even though such differences may not exist. Until recently, the
profession has largely held that dissemination of information is acceptable,
but that product differentiation or solicitation of patients is not. These tenets
have now been somewhat relaxed or even abandoned in some countries.
Table 1 chronicles ancient and modern codified changes in medical
advertising prohibition.
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Many critics (including the elder Alles) of relaxing the medical
advertising guidelines feel that societal changes in modern medicine and the
way health care services are financed are now transforming patients into
consumers. To the elder Alles, health care is not strictly a commodity to be
sold effectively for profit to the public. According to him, medical care is
not - or should not be treated as - a product which can be evaluated and then
accepted or rejected before buying. He points out that the patient cannot just
return it to the store within 30 days if something is found unsatisfactory. He
quotes Cunningham (1978), as saying;:

[Tlhose who get sick or hurt have no sensible way to judge the value of
medical services, let alone strike a balance of value and price, as they
commonly do in the case of dresses and deodorants. So they have to trust
the intentions as well as the competence of their physicians and institutions,
and this trust imposes on physicians and hospitals the obligation that is the
bedrock of the professional ethic. The obligation of the ethic emerges from it
measure the difference between hospital and industry, and nowhere more
obtrusively than in marketing (Cunningham, 1978, p. 81).

2.3. Truth in Advertising and Misleading Advertising

The critics of Dr. Marcel Alles do not simply charge him with advertising, but
with spreading false and misleading information. The issue of falsehood and,
hence, of truthfulness towards patients, is of crucial significance to the
modern understanding of what the medical profession is all about. Granted,
veracity has- not always been as high on the medical ethical agenda as it is
nowadays.

For example, neither the Oath of Hippocrates nor the Declaration of
Geneva of the World Medical Association specify guidelines for veracity
(Reich, 1995, p. 2632, p. 2646). The Principles of Medical Ethics of the
American Medical Association made no mention of veracity until a 1980
revision. That revision as well as a revision to the 1983 International Code of
Medical Ethics of the World Medical Association indicates that physicians
should "deal honestly with patients and colleagues” (Reich, 1995, p. 2647, p.
2649).

As Beauchamp and Childress (1994) have observed "by contrast to this
traditional disregard of veracity, virtues of candour and truthfulness are
among the most widely praised character traits of health professionals in
contemporary biomedical ethics" (p. 395, emphasis added). This new emphasis
on veracity has impacted the communication between individual provider and
his or her patient. In order to treat, a physician must obtain an informed
consent, which in turn requires the physician to inform the patient truthfully.
The same principle of veracity has also influenced the communications from
physicians to the public at large. In 1996, the American Dental Association
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reorganized its Code of Ethics and placed all articles concerning such public
communications under the heading of veracity. The 1996 behaviour rules for
physician members of the Royal Dutch Medical Association underscore the
principle of veracity by saying that "publicity ... must be factual, verifiable,
and understandable”. Both the British Medical Association and the College of
Physicians and Surgeons of Alberta require that advertised information is
verifiable and not misleading the public respectively.

According to the elder Alles, these codes of ethics provide normative
guidance. Each form of ethical statement in a professional code implies a
moral imperative, which binds the individual practitioner precisely because
(s)he is a member and representative of the profession. Dr. Marcel Alles, on
the other hand, feels that codes are just an ordered collection of injunctions
and prohibitions. These injunctions and prohibitions are of historical interest
and may be helpful to settle problematic cases. But they cannot bind the
individual practitioner precisely because (s)he is first and foremost an
individual practitioner. In Dr. Marcel Alles’ view, the relationship between
doctor and patient is not determined by generic, prefixed rules, but by the
particular agreement negotiated between the individual doctor and his or her
individual patient. Physician and patient "as equal bargainers who have no
obligations to one another save a prohibition of coercion and an obligation
to truthfulness and to keeping contracts once they are made” (Ozar, 1994, p.
28). In Dr. Alles’ opinion, the obligation to truthfulness is an obligation to
the truth, but not the whole truth. He knows that as a bargainer he may not
lie, but he will not be interested in providing information unless it is
advantageous to the sale. The elder Alles aims at a relationship with patients
which is fiduciary in nature. He feels a patient should not have to root out
ambiguities, material omissions, or confusing statements in a physician’s
information. He thinks his son is not meeting up to his professional
obligation to maintain trust, respect the patient’s autonomy, and adhere to
high standards of truthfulness.

The disagreement between father and son Alles, so it shall be clear, is not
about false advertisements. Marcel Alles grants his father that false
advertisements are not morally acceptable. Their disagreement concerns the
secondary charge against Marcel Alles, that of misleading advertisements.
While falsehood can be determined by comparing the claim to the actual
facts, whether or not a claim is misleading is much more difficult to ascertain
because it involves the addressee of the advertisement as well, that is, the
(potential) patients. Hence, "the moral adequacy of advertising or
promotional literature cannot reside entirely on factual truth. ... The crucial
point is that assessing the moral propriety of advertising requires an analysis
of what the advertisement implies as well as what is says” (Banja, 1994, p.
1017).
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Many codes of ethics indicate that advertisements should be factual and
verifiable, such that the truth (or falsity) can be established in principle. But
most codes also prohibit advertisements that are verifiable in principle, but
not in practice. For example, even if an advertisement about a particular drug
or medical intervention is factually correct, patients will not be able to assess
the proper indications and uses of advertised products or services and may
compromise their health when they fail to seek proper advice from a
physician (Skolnick, 1997). Since it is virtually impossible for a patient to
compare the clinical abilities of different practitioners, advertisements should
not compare either directly or indirectly or by innuendo, the practitioners’
services or ability with that of any other practitioner or clinic. The advertise-
ment should not promise or offer more effective service with better results
than those available elsewhere. Moreover, in order not to be misleading,
advertisements should also be understandable and not create an unjustified
expectation about the results the practitioner can achieve.

In the display advertisement by Dr. Marcel Alles, a number of potentially
misleading statements are present regarding the inappropriate use of
credentials, outcome measures as well as the potential to exploit fertility
patients’ vulnerability. These potentially misleading claims will now be
discussed in more detail.

2.4. Inappropriate Use of Credentials

Dr. Alles’ colleagues, who have reported him to the Peer Review Committee,
are concerned that Dr. Alles is misleading the public when his advertisement
says he is "Specializing in Infertility Medicine". Claiming you specialize does
not guarantee that you have mastered all the latest techniques in the
particular area. To be considered a specialist, the physician must be willing to
commit to a course of study and training that leads to a mastery of these
methods. Mastery is rarely attainable just by attending continuing education
programs and workshops on infertility. Usually these courses are offered only
as a means of exposing gynaecologists to new state-of-the-art reproductive
endocrine/infertility practice. Most of these courses are short in duration, lack
significant clinical training, and do not objectively evaluate the information or
skill level attained by their participants. These short courses, however well
taught, cannot be construed as subspeciality training. Argue Reade and
Ratzan: "The determination of such expertise is problematic at best and
certainly should not, in every instance be left to self-designation alone" (1987,
p. 1318). Even if the advertisement agency hired by Dr. Alles did not intend
to mislead or deceive the public, the advertisement most likely leads the
reader to believe mistakenly that Dr. Alles possesses proven skills, and
training, experience, and ability superior to others.
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Another area of concern involves memberships in professional
organisations. Dr. Alles indicates that he is a member of special societies
such as the European Fertility Society. This does not indicate whether this is
just a forum for the advancement of knowledge about infertility where
anyone who expresses an interest can be a member (for a modest fee) or if
membership is limited by some peer review process (Blackwell, e al., 1987).
If the physician displays that he is a member of the European Fertility
Society, the public may once again read this claim to imply that the physician
has special expertise or certification in this area. There is clearly a difference
between interest and training and the general public are usually unaware of
this difference. Making claims of superiority, abusing the trust of the patient
or exploiting their lack of knowledge is always morally suspect.

2.5. Specifying Outcomes

The public can easily be misled and given false hopes by certain outcome
measurements. In Dr. Alles’ display advertisement he mentions that the clinic
has produced over 100 pregnancies for intra cytoplasmic sperm injections. He
also lists an in vitro fertilisation success rate of 30%-40%. As Dyer puts it,
quantifiable results are "more than simply the numerator of successful
pregnancies over the denominator of cost” (1997, p. 146). The statements
given must not omit significant information that will allow the patient to
make an informed treatment choice. After all, one can tell the truth and still
mislead. For example, the same couple that utilizes the services of two
different in vitro fertilisation clinics, could face live birth rates that are two,
three, even fives times higher in one program than in the other.
Unfortunately there is still no verifiable national or international outcome-
based reporting system that achieves accountability in reporting clinic-specific
success rates. An important question is the kind of statistics used; is it
expected rather than actual births? Some IVF programs transfer more
embryos than others. Higher success rates are achieved by increasing the
number of implantations. There is also the increased risk of multiple
pregnancies. Usually they report data on women younger than 40 years-of-
age. This can inflate expectations for women over 40 if they are not informed
of this fact.

The elder Alles probably thinks that his son is using puffery claims that
are intended to deliberately influence the choice in favour of the advertiser.
On the other hand, Marcel will counter that the claims are performance
claims and not exaggerated hyperbole. Marcel feels that the one purpose of
advertising is to bring accurate information to potential consumers. His
father wants Marcel to substantiate every factual claim, especially
performance claims. The father does not understand what a *30-40% success
rate’ means. If the success rate is not explained, he says, the claim should not
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be made. He also wonders how many patients were seen and during what
time period to produce "over 100 pregnancies from intra cytoplasmic sperm
injections". Did the "over 100 pregnancies" result in over 100 live births?, he
asks. Informed consent is really the issue. To the elder Alles, having adequate
and accurate information provided to the patient is a hallmark of ethical
practice. In his opinion, a simple description of the types of services delivered
by the physician and his associates without making success claims,
comparisons or self-evaluations is appropriate. In response to his father’s
reproaches, Marcel quotes Irvine saying that "[tJo maintain a distinction
between ‘information-giving’, on the one hand, and the full panoply of
promotional techniques on the other inevitably involves making a subjective
judgement as to where one ends and the other begins" (1991, p. 38).
Although there has been considerable consensus within the profession in the
past, "the diversity and complexity of modern medical practice has made it
increasingly difficult to maintain a hard and fast line" (O.c, p. 38). To
illustrate his point, Marcel refers to recent changes and substantial relaxation
of controls on advertising in major European codes of medical ethics and
other international codes of ethics (see table 1).

2.6. Unfair Business Practices

Several physicians interviewing for the associate positions in Dr. Marcel
Alles’ practice are concerned about the financial reimbursement scheme
which is outlined in an elaborate legal contract. According to the employer’s
contract, the associate will receive a fixed percentage of gross receipts in five
categories of routine procedures. They feel this payment structure includes
unethical financial incentives. Several others who have been interviewed are
pleased that the arrangement is clearly outlined, nothing is vague or
unattainable, and it is competitive and yet fair. They feel that if every detail is
spelled out to avoid misunderstandings in the future and if both parties freely
choose the exchange, then the resulting distribution of resources is ethical
and just. These two divergent viewpoints just underline the distinctive nature
of two different professional practice models.

Other areas of questionable but not necessarily unfair business practices
involve marketing techniques that offer clip-and-save coupons, one-time
specials, and package deals. An example in dentistry would be free tooth
extractions with the purchase of an upper and lower denture. Having a
coupon in the newspaper next to a coupon to have the oil changed in your
automobile may not be considered unethical but may be, in actuality, viewed
as demeaning to the medical profession. One genuine example of an unfair
business practice would be to offer a discount fee of $45 for a routine
gynaecology examination and then add on additional charges for items that
would normally be included in a routine gynaecology examination. Other
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areas of concern can include statements guaranteeing the matching of
competitor prices. In his display advertisement, Dr. Marcel Alles highlights in
bold print that "we will match all competitor prices." Several of his physician
colleagues and father find this statement extremely troublesome. Firstly, how
can patients make the necessary comparisons to verify this claim? The patient
is not offered a product with a price tag adhered to it. Even routine
examinations can run a broad range from a cursory overview taking
approximately 10 minutes or less to a more extensive process involving
several diagnostic tests. Should a patient telephone other physicians in the
area to ascertain examination time spent, the number of tests routinely run,
and the fee charged. How will Dr. Alles have proof that he is matching
competitors’ prices? If other physicians’ treatment fees could be
substantiated, then this claim would not be suspect to as much criticism.
However, even if verifiable, it would remain troublesome for the elder Alles
because it puts the provider-patient relationship in economic terms rather
than viewing it in an altruistic, self-effacing, and fiduciary orientation.

3. CONCLUSION

In summary, assessments of right and wrong advertising conduct in the
provider-patient relationship depend on the way in which the relationship
itself is understood from a moral perspective. Whether medicine is considered
a profession or a business is decisive. If you think that medicine is a
profession, there is no room for creating patients needs. Furthermore, it is
unprofessional to compete with fellow professionals (colleagues) for patients
because such competition does not have the patient’s best interests at heart.
However, if medicine is thought of as a business, the practices of physicians
should be evaluated not from a professional perspective but from a
commercial perspective. The same two behaviours that are ethically
prohibited for professionals are key elements of a business relationship.
Business is all about trading goods and making a profit in the process of
doing so. Selling goods to clients who at first might not even have a desire
for such goods is not immoral (provided clients are not lied to or otherwise
forced into buying the goods). Advertising ones products in an attempt to
draw new clientele is an intrinsic and necessary part of this process.

The previous examples show that these two models of the patient-
provider relationship are at odds with one another in important regards. The
question thus arises whether it is at all possible to unite these two models
into one. On the other hand, maybe the quest for a model that perfectly
merges the professional and business model is itself an unnecessary quest.
This is still an ongoing debate in the bioethics literature.! In the ideal world
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the patient and physician would have equal moral standing within the
relationship and advertising of physician services would not be an issue.

Table 1.
Various Medical Organisations and What Their Codes of Ethics Say on Advertising

The Hippocratic Oath
The oath did not mention advertising or self-promotion per se. It emphasized the
principle of patient benefit, placing the patient at the centre of the physician’s concern.
"I will apply dietetic measures for the benefit of the sick according to my ability and
judgement; I will keep them from harm and injustice” (Reich, 1995, p. 2632).

Percival’s Medical Ethics
Percival apparently did not explicitly refer to advertising in his code. While is was
reputed that Percival’s medical ethics was drawn on utilitarianism (Reich, p. 1551), he
developed a systematic view of medical ethics based on universal (and possibly
deontological) truths about good professional behaviour and how it could be learned
and applied by all medical practitioners. Percival stressed maintaining of harmony,
dignity, humour, and reputation of the profession (Percival, 1803).

American Medical Association (AMA), Code of Medical Ethics
The 1847 AMA code was based upon Percivalian precepts. According to the 1847 code,
Article 11.1.3, "It is derogatory to the dignity of the profession, to resort to public
advertisements or private cards or handbills, inviting the attention of individuals affected
with particular diseases ..." (American Medical Association, 1995, p. 2642).
The 1980 revision of the AMA code deleted any reference to advertising when the Federal
Trade Commission (FTC) successfully sued the AMA over the issue of restricting advertising
through its code of ethics (Bates v State Bar of Arizona, 1977).
The 1996 AMA code lists seven principles of ethics. Principle number II. says "[a] physician
shall deal honestly with patients and colleagues, and strive to expose those physicians
deficient in character or competence, or who engage in fraud or deception" (O.c., p. XVII).
The current opinions of the AMA Council on Ethical and Judicial Affairs have twenty-two
pages devoted to opinions on Confidentiality, Advertising, and Communication Media
Relations. Section 5.02 states that "[a] physician may publicize himself or herself as a
physician through any commercial publicity or other form of public communication ...
provided that the communication shall not be misleading because of omission of necessary
material information, shall not contain any false or misleading statement, and shall not
otherwise operate to deceive" (p. 72). In addition, "[a]ggressive, high pressure advertising and
publicity should be avoided if they create unjustified medical expectations or are
accompanied by deceptive claims" (p. 72). Similarly, "[o]bjective claims regarding experience,
competence, and the quality of physicians and the services they provide may be made only if
they are factually supportable” (p. 73).

Australian Medical Association, Code of Ethics (1996)
*2.3.1 Do not advertise professional services or make professional announcements unless the
chief purpose of the notice is to present information reasonably needed by any patient or
colleague to make an informed decision about the appropriateness and availability of your
medical services."
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"2.3.2 Ensure that any announcement or advertisement directed towards patients or
colleagues is demonstrably true in all respects, does not contain any testimonial or
endorsement of your clinical skills and is not likely to bring the profession into disrepute."

British Medical Association, Handbook on Medical Ethics

As quoted by Dyer, the 1984 Handbook of Medical Ethics said that "[t]he medical profession
in this country has long accepted the tradition that doctors should refrain from self-
advertisement" (Dyer, 1985, p. 77). In 1990, the General Medical Council issued guidance
allowing general practitioners to advertise to the public after the Monopolies and Mergers
Commission recommended a relaxation of the advertising rules (Beecham, 1990, p. 1420).
More recently, in 1996, British medical specialists have been allowed to advertise to the
public in the same way as general practitioners. Doctors "may publish or broadcast verifiable
information about the services they provide so long as it conforms with the law and with
guidance from the Advertising Standards Authority. The information must not offer
guarantees of cures, nor exploit patients’ vulnerability or lack of medical knowledge"
(Beecham, 1997, p. 1226). These changes were based on advice from over 50 medical and
patient organisations.

Royal Dutch Medical Association: 1996, Behaviour Rules for Physicians, De arts in relatie tot
publiciteit [The physician in relation to publicity]

V.1 Publicity by and for physicians must be factual, verifiable, and understandable;
publicity may not be solicitous.
V.2 It is not permitted for a physician to support that third parties advertise on his

behalf with the apparent intention to point attention in a solicitous manner to his
professional practice.

vai. It is not permitted for a physician to generate publicity in such a manner that his
services are compared with the services of other identifiable physicians.

V4. It is not permitted for the physician to release information about identifiable
persons for the purpose of publicity unless they have granted consent explicitly for
that purpose.

World Medical Association, International Code of Medical Ethics (amended 1983)
"A physician shall not permit motives of profit to influence the fee and independent exercise
of professional judgement on behalf of patients." (Reich. 1995, p. 2647).
"Self-advertising by physicians, unless permitted by the laws of the country and the Code of
Ethics of the National Medical Association" is deemed to be unethical conduct (O.c., p.
2647)

Council of Europe, Convention for the Protection of Human Rights and Dignity of the Human
Being with Regard to the Application of Biology and Medicine, Convention of Human Rights and
Biomedicine (1997)
Article 4-Professional standards: "Any intervention in the health field, including research,
must be carried out in accordance with relevant professional obligations and standards"
©O.c.,p.2).

College of Physicians and Surgeons of Alberta, Advertising Information Regarding Medical Services
(1989)
"A registered practitioner or clinic may make information about himself/herself or itself and
his/her or its medical services available to any patient, potential patient, or public generally,
subject to the limitations contained herein", such as ... "marketing activities [not in] good
taste, accurate and not capable of misleading the public”, including ... "any conduct directly
or indirectly or through any medium or agent that: (a) misrepresents fact, (b) compares
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either directly, indirectly or by innuendo, the registered practitioner’s services or ability with
that of any other practitioner or clinic, or promises or offers more effective service or better
results than those available elsewhere; ... (d) creates an unjustified expectation about the
results the practitioner can achieve" (O.c.,, p. 1)

Norwegian Medical Association, Code of Ethics for Doctors (amended 1992)
"A doctor must not advertise medicaments, consumer goods, or methods. References to
professional medical contexts in articles, lectures, and the like, and involving no pecuniary
gain, are not regarded as advertisements (Reich, 1995, p. 2686)."

Conference Internationale des Ordres et des Organismes d’Attributions Similaires, European Code of
Medical Ethics (1987)
Does not mention advertising per se, but Article 28 does say the rules of professional
etiquette were designed to prevent patients becoming victims of dishonest manoeuvres
between doctors (Reich, p. 2684-2685).

NOTES

1. For more information on models that attempt to incorporate the business and professional
aspects of the provider-patient relationship see: Veatch, RM.: 1972, Models for ethical
medicine in a revolutionary age, Hastings Center Report 2(3): 5-7; Ozar, D.T.: 1985, Three
models of professionalism and professional obligations in dentistry, Journal of the American
Dental Association 110(2): 173-177.
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Figure 1

Display Advertisement

DI' . M arc 6] L. A]] ées and Associates

Obstetrics and Gynecology Dr. Anna Clodi
Specializing in Infertility Medicine  Dr. Jorge Garcia |

EXPERIENCED LEADERSHIP IN
INFERTILITY TREATMENTS

We will match all IN VITRO FERTILIZATION SUCCESS
competitor prices RATE OF 30%-40%

PRIVATE IN-OFFICE OPERATING SUITES
NATIONALLY ACCREDITED FOR SAFETY
AND QUALITY

Staff member physician of the largest,

newest, and most modern infertility

clinic in the Metropolitan area

The Clinic has produced over 100

pregnancies from intra cytoplasmic

sperm injection

Staff member physician of University

Medical Center Hospital e ——
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Reproductive Technology (AART)
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PERSON AND BODY
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PERSON AND BODY

Introductory Comments

"Is my case very serious?" Ivan Ilych asks. But the physician ignores him. The
irrelevance of such personal concerns only evokes the physician’s contempt.
The patient even accepts it, since he as judge has showed similar behaviour
toward those who petitioned him in the courtroom. He recognizes in his
physician the same method, reducing the most complicated case to an
impersonal form.

In 1886, when Leo Tolstoy publishes his novel The Death of Ivan Ilych,
medicine is in the midst of a tantalizing process of scientific evolution.
Physiology and pathology are making enormous progress, due to the
knowledge and methods of the natural sciences. Clinical medicine shows
better diagnostic abilities (for example after the invention of the ophthalmo-
scope) and more successful therapeutic interventions (for example in surgery,
following the introduction of anaesthesia and antisepsis). New disciplines
such as bacteriology are developing. In short, medicine is transforming into
the powerful science and technology of today.

Tolstoy, however, was very much aware of the possible drawbacks of this
transformation. Every light has its shadow. The medical account of illness,
though impartial and effective, is radically different from the experience of
illness, the patient’s story. Ivan Ilych’s basic question whether his condition is
very serious, - a matter of life or death -, was cruelly neglected by the
physician. For the doctor the only relevant issue was whether this case was a
matter of vermiform appendix or a floating kidney. The physician works as if
diseases are real entities that have invaded the body, that can be recognized,
localized and counteracted. The patient is identified with his diagnoses. More
and more, he will have an abstract medical existence. Ivan Ilych is to his
physician, then to himself, and finally for others the floating kidney (or
perhaps the appendix) that is believed to be making him unpleasant and not
feeling well. The diagnosis, the case is substituted for the person. The patient
is impersonalized.
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In Western medicine, physicians are believed to know everything about
the body. Proceeding from the Cartesian presupposition that the person can
be divided into two distinct realms of mind and body, medical science has
concentrated on the mechanics of the human body. In order to have effective
medical interventions it is taken for granted that a difference must be
constructed between the subjective, experiential story and the outsider’s
objective, scientific interpretation.

The rise of bioethics, as analyzed in the previous part of this book, can

be regarded as an incentive to medicine to enrich its one-dimensional interest
in the de-personalized body. It should re-orientate itself towards the patient
as a person. Not minds and bodies, but persons, are real entities existing in
the world. What is needed, is attentive care that attempts to reconcile the
subjective account of the patient’s suffering with the medical version of
illness.
More attention therefore should be given to the relevancy of subjective
experiences of illness: uncertainty, anxiety, suffering, helplessness, fear of
death, loss of control, loneliness. To complement medicine’s focus on the
patient’s body, bioethics stresses the central importance of the person of the
patient.

This part of the book addresses first of all the basic views of the human
body as well as the notion of person. Subsequently, examples are discussed of
moral problems regarding medical interventions directed to the bodies of
persons.

Wim Dekkers from the Netherlands argues that medical ethical discourse
as long as it conceives the human person as autonomous, rational agent,
cannot take the body seriously. The body is simply viewed as an instrument
for its owner. The significance of man’s bodily nature for his or her moral
experiences is largely ignored. Continental philosophical traditions, notably
phenomenology and philosophical anthropology, assert the bodily nature of
all experience. The human body is not merely object for moral reflection, but
rather the source of moral experience. Human beings both have and are their
bodies. Within the interpretive approach to bioethics this view implies that
the human body itself is a text for interpretation; ethical reflection should
begin with an interpretation of patients’ experience of bodily suffering.
Dekkers shows how concentrating on human experience can bridge the gap
between human corporeality and morality.

In the following chapter, Martyn Evans examines various notions of
personhood which are in use in bioethical discourse. It is obvious that in
bioethics the term ‘person’ is not used in the ordinary sense, viz. ‘individual
human being’. Bioethicists use the term in a more sophisticated, technical
sense, referring to particular qualities, such as rationality and self-
consciousness. Such qualifying characteristics allow for distinctions to be
made between persons and non-persons. These distinctions are useful for
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bioethical debate because they determine what is morally justifiable to what
category of entities. Evans argues that the term ‘person’ is both descriptive
and evaluative. In bioethics, different conceptions of personhood are used
which exclude different categories of human beings. Each conception
introduces a particular categorisation to treat human beings differently. Evans
points out that instead of re-defining patients in or out the moral realm by
focusing on conceptions of personhood, bioethics should concentrate on
moral justifications for making choices among different people.

Transplantation, experimentation, and compulsory treatment are three
major areas of contemporary debate in bioethics. In each area, medicine
intervenes in the body of persons. The first case concerns living organ
donation. Rita Kielstein from Germany discusses the moral issues involved in
this case. Medical experimentation with human beings is one of the earliest
controversial topics in bioethics, as reviewed by Wim Dekkers in the second
case analysis. With the growing potential of effective medical intervention,
the question has arisen what to do in cases where patients do not co-operate
when medical treatment is indicated. Finally, Bert Gordijn from the
Netherlands analyzes several cases of compulsory treatment. In all case
analyses, notions of ‘body’ and ‘person’ are at stake in the bioethical
evaluation.



WIM J.M. DEKKERS

THE HUMAN BODY

1. INTRODUCTION

It is a commonplace, but at the same time a statement that raises many
philosophical questions, to say that man consists of a material part, that is
the body, and an immaterial part, that is the soul, the mind, or whatever it
may be called. In the long history of Western European philosophy the soul,
the mind, and the consciousness have always received ample philosophical
attention, while philosophical interest in the human body has been marginal.
Concepts of the body have mainly come into play where the definition of the
soul, the mind, or the mind-body relationship is at issue. The body as a
problem could only become of real importance after the relationship of body
and mind had become a philosophical problem of central concern (Verwey,
1990). From a historical perspective, it is in the twentieth century only that
the body ‘as such’ has received philosophical attention. For two or three
decades the body has called attention from other disciplines as well.
Nowadays, a rather extensive literature about philosophical, social and
cultural aspects of the human body exists.’

In this chapter I will primarily concentrate on the human body and try -
as a heuristic method - to ‘forget’ the mind. It must be clear from the outset,
however, that speaking about the body means speaking about the mind or the
person. It is significant that in the English language the words ‘somebody’
and ‘anybody’ mean ‘someone’ or ‘some person’ and ‘anyone’ or ‘any person’
respectively. Thus, if one focuses on the body, one will inevitably come across
the person, the mind and the mind-body problem. The reverse holds too. As
may be clear from the chapter on the person in this volume, speaking about
the person means speaking about the body (Evans, 2001). In philosophical
and ethical considerations of the person one often refers to the (moral)
status of unconscious bodily ‘beings’ such as embryos, brain dead people, and
people in a permanent coma.

In my attempt "to take the body seriously”, as Toombs (1997) put it, I
will draw insights especially from three Continental traditions in philosophy
and medicine: (1) philosophical anthropology, (2) the so-called anthropologi-
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cal movement in medicine, and (3) what may be called the interpretive
tradition, including phenomenology and hermeneutics. Insofar as these
traditions are typical of Continental thinking, the approach in this chapter
may be called ‘European’.”

The argument is based on three assumptions (Dekkers, 1998b). The first
assumption is the philosophical presupposition that ‘corporeality’ and
‘morality’ may be considered two fundamental anthropological categories,
that is, that man is a corporeal and a moral being as well. By the
(phenomenological) term corporeality 1 mean the fact of man’s corporeal
existence, the fact of his being a corporeal being. By morality I mean the fact
of man’s moral existence, the fact of his being a moral being.* In this context
it is important to note that not infrequently ‘corporeality’ and ‘morality’ seem
to be considered exclusive categories. If one surveys the history of philosophy,
one can say that roughly speaking more attention has been paid to man’s
morality than to his corporeality (Zaner, 1995). If we consult philosophical
literature in which attention is paid to the human body, we scarcely find
anything about man’s morality.

Secondly, if the human body plays a role at all in medical-ethical
literature, it is foremost the ‘body as object’ to which attention is paid, for
example, in the context of discussions on the moral acceptability of using
dead body parts for transplantation purposes, medical experimentation, and
the production of diagnostic tests and other industrial products. In many
modern ethical debates the arguments are focused on the question of whether
and to what extent it is morally acceptable to control the human body, which
is primarily considered an instrument for the human person. Much emphasis
is paid, in particular in the (neo)liberal tradition, to man as a free,
self-sufficient, rational and autonomous subject (Beauchamp and Childress,
1994). The human person, conceived of as a conscious, rational subject, is
considered the owner of the human body. In this view, the human body has
an exclusively instrumental value only and seems to have no moral value by
itself.

Thirdly, (moral) experiences of the human body establish an excellent
starting-point for moral considerations and discussions about how ‘to cope
with the body’. The aim of this chapter could be summarized - though a bit
schematically - as an attempt to bridge the gap between man’s corporeality
and his morality by means of focusing on human experience. Analyzing and
interpreting our (moral) experience of the body is a sound basis for further
(moral) deliberation. This is not to say that the appeal to (moral) experience
is the end of moral deliberation. On the contrary, it is just the beginning of
it. An appeal to moral experience must not be considered a search for a
definite answer to moral problems, but rather "an invitation to conversation"
(Lauritzen, 1996, p. 13). As Zaner has argued, “experience is the point of
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departure and return for theory: its ground and ultimate test” (Zaner, 1994,
. 230).

P The central aim of this chapter is to emphasize the moral significance of
the human body, the dead body and the living body as well, and to explore
from a moral perspective what the human body ‘has to tell us’. This implies
an understanding of the similarities and dissimilarities between our moral
attitudes toward living and dead bodies. As will be explained below, the
phenomenal body is the subjective, lived body (Merleau-Ponty, 1994). The
objective body as we know it from medicine and other objective approaches is
only an impoverished image of this subjective, lived body. Though the dead
body necessarily is an objective body, the argumentation will show that we
can only understand the moral status of the dead body by referring to
knowledge of the subjective, lived body.

I will concentrate on the notion of integrity of the body, taking the
practice of anatomical dissections of the body, invasive surgery and cadaveric
organ transplantation as examples (section 3). Regarding the living body I
will focus on the notion of the subjective, lived body, in particular as it is
experienced by patients with chronically disabled bodies (section 4). But first
I will explain what I mean by a ‘European approach’ and elaborate on the
metaphor of ‘the body as a text’, discussing three fundamental ways in which
the human body can be thematized at all (section 2).

2. EUROPEAN APPROACH

The twentieth century philosophy of medicine and health care can be divided
into three phases (ten Have, 1997, 1998): (1) the epistemological phase, (2)
the anthropological phase, and (3) the ethical phase. This chapter has been
mainly based on a retrieval of ideas and concepts which are typical of the
second, anthropological, phase. The argument in this chapter can be
considered as a contribution to the exploration:-of the continuity and
discontinuity between the anthropological phase on the one hand and the
ethical phase of modern health care ethics on the other hand. In particular,
three important traditions which belong to the second, anthropological, phase
are elaborated here: philosophical anthropology, the anthropological
movement in medicine, and the interpretive tradition.

2.1. Philosophical Anthropology

Philosophical anthropology is the philosophical discipline that studies existing
and desirable images of man, that is, an understanding of what man is and
what he or she should be. Although the various aspects of being human have
been the subject of philosophical thinking as long as philosophy has existed
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and although there is hardly any philosophy which is not concerned with
man, it is in the twentieth century only that philosophers such as Scheler and
Plessner laid the foundation of philosophical anthropology. Epistemology
deals with human knowledge, linguistic philosophy with human language,
philosophy of religion with human religion, and ethics with human actions.
What is new in the development of philosophical anthropology is that all the
questions which derive from our ‘being in the world’ converge to the one
overwhelming question: what is man? (Marquard, 1991).

One of the most important themes of philosophical anthropology is
corporeality or ‘bodiliness’ (Strasser, 1983).* In this context especially Sartre,
Merleau-Ponty, and Ricoeur are worth mentioning. The common
denominator of their view of the human body is the rejection of a strict,
Cartesian dichotomy between the body, conceived of as a material,
mechanistic structure, and the soul or spirit, conceived of as an immaterial
substance. For Descartes the human body is an inanimate machine. He was
fascinated by the automatons of his day which, while able to perform a
variety of functions, even to imitate the behaviour of living creatures, were in
fact driven by mechanical forces. According to Descartes, the living body can
be treated as essentially no different from a machine (Leder, 1992b).

Ricoeur (1949, p. 12-20) refers to the human body as a mystery which
cannot be deciphered. The very fact of man’s bodily existence restricts his
self-knowledge and self-insight. Man, as it were, is doomed to live with the
mystery of the body. This is due to the fact that we cannot approach our body
as if it were a thing which can be totally objectified. We are part of our body
and our body is part of ourselves. In other words: we can neither identify
completely with our body, nor can we detach ourselves completely from our
body. By his well-known expression "to be the body and to have the body",
Marcel (1935) means the body, which I am and which I have at the same
time. I cannot choose one of the two possibilities. For example, when
someone touches my arm, I can say to that person: "you touched my arm" or
"you touched me". Both expressions are true. I can identify with my arm, but
at the same moment I can detach myself from my arm. It is this ambiguity
which constitutes one of the most important aspects of human existence.

The living body is commonly called by phenomenologists the ‘lived body’.
Merleau-Ponty argues that our lived body, our subjectively experienced body
(‘le corps-sujet’), is the only access to the outside world. It is through one’s
lived body that one manifests oneself to the world. The lived body is the body
as it is given in direct experience. It is immediately felt, sensed, tasted, smelt,
heard and seen. The lived body is the expression of one’s existence and as
such it is concretely lived by oneself. All structures and functions of the lived
body (perceiving, moving, acting, sexual behaviour etc.) are modes of being of
the person. Whether we are consciously aware of it or not, the lived body is
present as a true companion in our personal existence. For Merleau-Ponty
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the lived body has its own knowledge of the world. This implies the existence
of a ‘tacit knowledge’, a silent knowledge which functions without conscious
control. On a subconscious level my body provides me with a lot of
information about the world. Merleau-Ponty expresses one of his main theses
as follows:

The objective body is not the true version of the phenomenal body, that is,
the true version of the body that we live by: it is indeed no more than the
latter’s impoverished image, so that the problem of the relation of soul to
body has nothing to do with the objective body, which exists only
conceptually, but with the phenomenal body (Merleau-Ponty, 1994, p.
431-432)°

As is illustrated in this quotation, the anthropological and phenomenological
perspective on the human body constitutes a right counter-balance against
the one-sided Cartesian concept of the body and also against current
perspectives on the human body, in which the body is mainly considered an
object with instrumental value. Many modern ethical debates concern the
question of to what extent it is permissible for a person to control his body
by means of surgery, the use of drugs, or intensive physical training. From the
anthropological perspective the body is not primarily seen as an object of
instrumental value, but as a lived, animated body. It is first and foremost
considered a subject.

2.2. The Anthropological Movement in Medicine

The anthropological movement in medicine - with similar developments in
biology, psychiatry and psychology - had its heyday between about 1925 and
1950. This movement consisted of a group of mostly German physicians who
supported the idea of an anthropologically oriented medical science and
medical practice. Some of their most important representatives are Von
Gebsattel, Von Weizsidcker, Binswanger, Straus, Goldstein and Buytendijk
(ten Have, 1995). If one attempts to summarize the motives and intentions of
representatives of this movement in one sentence, this would be the following
phrase: "to introduce the subject into medicine”. It was their conviction that
the human subject must have a place in the practice and theory of medicine.
What this means can be explained by elaborating on some influential ideas of
Buytendijk (Dekkers, 1995).

Buytendijk’s significance lies primarily in an attempt to make the
anthropological view on man and his body useful to medical science and
medical practice. The purpose of his concept of an anthropologically oriented
physiology was - following Von Weizsdcker - "to introduce the subject into
physiology". Merleau-Ponty’s notion of the body as a subject constitutes the
foundation of Buytendijk’s anthropological physiology. Buytendijk adopts the
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distinction made by Scheler and other phenomenologists between the
objective thing-body (Korper) and the subjective lived body (Leib). The
objective body is a complicated structure, an instrument, and as such the
object of scientific anatomy and physiology. The lived body is the body from
which one cannot be separated, the body, which one is and has at the same
time.

Like most other anthropological thinkers Buytendijk rejects the Cartesian
dichotomy of body and mind. This does not mean, however, that he has
‘overcome’ Cartesian dualism. Like Merleau-Ponty, he advocates another
dualistic opposition, i.e., between the body-subject and the person-subject,
although this distinction is far less radical than Descartes’ dichotomy of two
separate substances. The most essential characteristic of man is "existing in
the world as polar unity of a mental and bodily subjectivity" (Buytendijk,
1974, p. 27). Buytendijk’s concept of the subjectivity of the body means that
our own body, even on a preconscious, prepersonal level, establishes a
meaningful relation with the world. This bodily relationship accompanies our
personal existence "as a provisional nameless draft of our being situated"
(Buytendijk, 1974, p. 243) Buytendijk calls the lived body "a tentative sketch
of our existence” (Buytendijk, 1974, p. 47), "the prereflexive entrance to the
world” (Buytendijk, 1968, p. 302).

The slogan "the introduction of the subject into medicine" has
epistemological-methodological and medical-practical implications as well.
This means that the subject has to be introduced not only into the theory,
but also into the practice of medicine. What this means will be dealt with in
section 5.

2.3. The Interpretive Tradition: Experience and Interpretation

Ricoeur (1973) has described hermeneutics as "the science of interpreting
texts". In hermeneutics it is explicitly recognized that every meaning is the
result of an interpretation process, of a textual reading. What makes
interpretation hermeneutical is the realisation of the historicity and
conditionedness of any human action or human being. In the field of health
care, the hermeneutical enterprise consists of three different levels (Dekkers,
1998a): (1) the level of being human, i.e., the very fact of our being in the
world, (2) the level of (medical) ethics and (3) the level of clinical medicine.
In this chapter I will explain what is meant by these three levels.

As hermeneutical philosophers like Heidegger, Gadamer and Ricoeur
have argued, the very fact of our human existence necessarily implies
interpreting and trying to understand the world and ourselves. In their view,
interpretation is inherent to being human: man is a ‘self-interpreting animal’.
Being human in the sense of ‘being-in-the-world’ essentially is giving meaning
to something. This meaning-giving process takes place at both a conscious
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and an unconscious level, in health and in disease. We cannot withdraw from
this meaning giving activity because it is inherent to being human.

A promising conception of ethics is as "hermeneutics of moral
experience” (van Tongeren, 1994). In this definition ethics is conceived of as a
discipline which strives for knowledge of man as a moral being, for an
interpretive self-understanding and for an answer to the question of what is
happening to us as moral beings. Along the same line of thinking as Husserl,
Heidegger and Gadamer, van Tongeren defines experience as something
which calls for an answer and activates the process of interpretation. A moral
experience can be described as an experience of the moral dimension of the
world, an experience by which someone is challenged as a moral person.
Moral experience is our way of understanding ourselves and the world in
moral terms. A hermeneutical ethics tries to interpret daily experiences and
real life events. Through interpretation we try to understand more thoroughly
that is already - though provisionally and insufficiently - understood in
experience.

Those who consider clinical medicine as a hermeneutical enterprise,
argue that the ‘object’ of clinical medicine is a person’s experience of bodily
or psychic pain, dysfunction or other form of suffering. The patient’s
complaints are not to be seen as objective facts, but as phenomena to be
interpreted. The meaning of a patient’s experiences is not an absolute
objective phenomenon waiting to be discovered by the patient or the doctor.
The idea that clinical medicine is a hermeneutical activity has led to the
well-known metaphor of ‘the patient as a text’ (Daniel, 1986). This phrase is
a useful metaphor under one condition: it should include another metaphor,
that is, the metaphor of ‘the body as a text’. Not only verbal or written, but
also bodily signs must be interpreted. Moreover, the lived body is a fext as
well as an interpreter. The lived body is a text to be interpreted, but also an
interpreter on its own. These two aspects of the human body are inextricably
linked.

2.4. The Body as a Text

If we connect the idea of the lived body as man’s bodily ‘being-to-the-world’
to the metaphor of ‘the body as a text’, (at least) three forms of experience
can be identified in which the human body plays a different role: (1) the
human body as a pure means of perception, (2) the human body as a subject,
that is as an interpreter (writer or reader) of texts and (3) the human body as
an object, that is as a text to be interpreted.

All human experience has a bodily dimension in the sense that all
experience is realized via the body. Via his own lived body, the person has
access to the world and the world to him. In this sense the body is a pure
means, the only means by which experience is possible at all. The notion of
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the body as our lived access to the outside world signifies that we are not
aware of our body and its functions. In this view, the body may be seen as a
‘mediator’ between the person and the world. This is for example the case
when 1 am totally absorbed in reading an exciting book or making love,
thereby ‘forgetting’ my own body. In such situations the body itself does not
speak. Because I am totally unaware of my body, for me (but not necessarily
for someone else) no bodily text which can be interpreted exists.

The body is a subject of experience when it functions as an interpreter in
its own right, when it - so to speak - speaks for itself. The body does not only
interpret itself, but also everything in the outside world with which it is
confronted via the various senses. This is what Merleau-Ponty means by the
notion of prereflective, experiential, ‘tacit’ knowledge. The content of these
bodily interpretations of the world does not necessarily need to be known
(immediately) by the person. The body may be considered the author of a
text, meaning, the author of bodily signs. But it also can be seen as a reader,
meaning, as a reader of the text which is constituted by what is happening in
the outside world. All kinds of experiences of the outside world can be - but
do not necessarily have to be - experienced bodily. For example, a feeling of
abhorrence can be accompanied by a bodily reaction of nausea. In section 3
and 4 I will elaborate on this notion of the body as a subject by exploring
some (corporeal) experiences of dead and living bodies.

The body is an object of experience, when I experience my own body. In
these situations, I am more or less aware of my own body. I can experience
my body in a pleasant or unpleasant way. Unpleasant experiences of the body,
of course, are often the start of medical investigation and treatment. Also
when I see or feel the body of someone else, that body is an object of
experience. In these cases the body can be described as a text to be
interpreted. The person - the I-person or another person - is the reader. The
notion of the body as object is basic to the question what might be done with
living or dead bodies or body parts.

To conclude, in situations when the body is a pure means, it cannot be
interpreted by the person to which that body ‘belongs’, because there is no
available text for interpretation. However, the body as subject and object of
experience is ‘accessible’ for the person. In the next section the body is
considered an object. In section 4 the emphasis is on the body as subject.

3. THE INTEGRITY OF THE HUMAN BODY

From time immemorial the relationship between man and his or her body has
been the subject of intense ethical debate, especially in medicine and health
care. The structure and function of the human body pre-eminently exemplify
the field of research of medical and biological sciences. Furthermore, it is
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especially in medicine as a therapeutic practice that the human body is
subjected to all kinds of preventive, diagnostic and therapeutic interventions.
Although since the beginning of medicine there have been discussions about
the ‘ownership’ of the human body, it is especially since the development of
modern medical technology that this question has gained importance
(Andrews, 1986; Campbell, 1992; ten Have and Welie, 1998). The notion of
‘ownership’ means that there is somebody (a person) who can be seen as the
owner of the human body and who can take control of the body and its parts.
In this section another approach to the human body will be developed,
concentrating on its integrity, the integrity of the dead and living body as
well.

Obviously, the moral status of a dead body is generally considered to be
lower than the moral status of a living body. This is not to say that we owe
more respect to living bodies than to corpses per se. But it is generally felt
that a violation of the integrity of dead bodies raises less aversion than a
violation of the integrity of living bodies. On the one hand, basic to this
intuition is that the living human body belongs to ‘somebody’ who can be
harmed by those invasive actions. On the other hand, many good reasons
exist to violate the integrity of the living body, the most important one being
the welfare of the person concerned. In contrast, there is less reason to
perform invasive actions on a dead body. Moreover, in the case of a corpse,
the person to whom the body once ‘belonged’ no longer exists, at least not in
this earthly life. Thus, one can argue, that there is no longer ‘anybody’ who
can experience pain or who can be harmed otherwise, except in cases where
the person concerned has consented to or explicitly asked for a particular
invasive action to his or her dead body. But even in this latter case we feel
hesitant to do so. There appears to be a taboo against violations of the dead
human body. As does the living body, the dead body possesses an integrity
which must be respected. This assumption may possibly explain why every day
we can witness on television many technical manipulations of living human
bodies, but manipulations of the dead body are seldom shown.

With regard to the dead body, its status raises questions such as: Why do
we bury or cremate our dead fellow men instead of treating corpses like
household rubbish? Why was there for example in Homer’s lliad such a
violent struggle between the Greek and the Troians to possess the corpse of
Patroclus, Achilles’ friend, who was killed by Hector? Why is it difficult to
accept that human corpses are used for trauma research, for the purpose of
improving the safety of cars? Why may we experience a kind of hesitation to
perform invasive actions on a dead body, for autopsies, transplantation
purposes or the practice of embalming? It is far beyond the scope of this
chapter to deal with all these questions. But one thing must be clear from the
outset, i.e., that posing and answering questions like these have implications
for our view of our own identity and of who (we think) we are. Kass writes:



124 WIM DEKKERS

One of the most unsettling ... things about confronting cadavers, dead bodies,
or the question of organ transplantation is that we are by practice forced to
decide who or what we think we are ... How to treat dead bodies may seem
to be a trivial moral question ... But ... few are as illuminating of our
self-conception and self-understanding (Kass, 1985, p. 24).

Let me start with a recent example of treating dead bodies in a rather
unusual way which has raised many ¢thical questions.

3.1. Body Worlds

From October 1997 till March 1998 an exhibition was held in Mannheim
(Germany) at the Museum for Science and Technology: Body Worlds
(Kdrperwelten). What was exceptional about this exhibition was that it marked
the first time that prepared corpses were publicly displayed in a museum of
art, that is, not in an anatomical museum. The corpses had been preserved
through a method called ‘plastination’, developed by the German pathologist
Von Hagens, which replaces the body’s moisture with plastic providing for
odourless body parts which retain their colour, shape and texture. Included as
exhibits were whole bodies as well as organs and individual body parts. But
more exceptional than the exhibition itself was the extraordinary number of
people who felt compelled to see this exhibition, and the ethical debate it
raised (Fielding, 1998). The most pressing point that was articulated was
whether or not such an exhibition dishonours the dead. As the organizers
pointed out, the corpses had all been knowingly donated before death for the
purpose of plastination. Moreover, the organizers felt it was ethically
important that the identity of each individual corpse, including cause and age
at death, not be revealed.

At the entrance the visitor could read: "the sight of the human bodics
and body parts exhibited may hurt religious feelings and may be an alienating
experience”. More than a few visitors were indeed rather shocked and
experienced feelings of abhorrence and alienation. Their lived bodies
provided them - often subconsciously - with knowledge about the dead bodies
which were exposed. Obviously, a visit to an exhibition such as Body Worlds
can be seen as a moral experience. The ethical debate raised by this
exhibition is illustrative for the various ways in which the moral value of the
human body is experienced. The exhibition of the corpse in ‘unnatural’
positions - that is unnatural for a dead body - would downgrade the human
body to a mere piece of art. For example, from a religious point of view it
has been argued that the upright position of a dead body goes against the
idea of a final resting-place. A dead body must lic down.

It was Von Hagen’s primary aim to bridge the gap between the living and
the dead. The purpose of the exhibition was that one should learn more
about one’s own bodily existence than about a dead corpse. From this



THE HUMAN BODY 125

intention we can recognize the idea of the coexistence of the living and the
dead which was an important item in late medieval art, finding its expression
in the theme of the ‘dance of death’ or ‘dance macabre’. A visit to the
exhibition Body Worlds may be considered a meeting between living persons
and dead bodies (persons). According to Von Hagens, modern man is totally
alienated from nature and is surrounded by all kinds of artificial objects. In
this artificial world man has forgotten that he himself, in particular his body,
is the last piece of ‘pure nature’. The human body is neither an artifact, nor a
machine. Man should know that he - as a bodily being - is part of nature. He
must be aware of the vulnerability and mortality of the human body.

3.2. The Dead and the Living Body

By showing dead bodies Von Hagens tried to emphasize the ‘naturalness’ and
finiteness of the living body. However, this is possible only if we (to a certain
extent) recognize ourselves and our living bodies in the dead bodies which
are exposed. What, then, are the differences and similarities between a dead
body and a living body seen from a moral perspective? What does death,
conceived of as the transition from a living body into a dead body, mean from
a moral perspective? This difference may be elucidated by referring to the
metaphor of the body as a piece of art.

A considerable difference exists between living and dead bodies.
Obviously, it was one of Von Hagens’ intentions to show the aesthetic
dimension of the human body. His practice of preparing the human body can
be considered a combination of anatomy, technology and art. Von Hagen’s
corpses may be seen as pieces of art of the objective body. Merleau-Ponty
also considers the human body a piece of art, but, in contrast, he focuses on
the lived body. According to him the human lived body is not to be compared
to a physical object, but rather to a piece of art (Merleau-Ponty, 1994, p.
150). What is expressed in a picture or a piece of music, he argues, is only
recognizable by means of the display of colours and sounds. The same is true
of a poem or a novel, although they are made up of words. Merleau-Ponty
calls a novel, poem, picture or musical work ‘individuals’, that is, beings in
which the expression is indistinguishable from the thing expressed, their
meaning, accessible only through direct contact. It is in this sense that our
own lived body is comparable to a work of art. The human body may also
express something, a meaning, which is only understandable by direct contact,
by interpreting the signs of the body. Merleau-Ponty calls the human body a
‘nexus of living meanings’ (Merleau-Ponty, 1994, p. 151).

Thus, on the one hand, a significant difference exists between dead and
living bodies which can be elucidated by the different ways in which Von
Hagens and Merleau-Ponty use the metaphor of the body as a piece of art.
On the other hand, we must recognize similarities between dead and living
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bodies. A dead body necessarily refers to a living body. There are no dead
bodies that have never been living bodies. A dead body is a body that once
was a living body, that once was the body of ‘somebody’, a human person, or
a potential human person. Even small body parts which are recognizable as
originating from human origin refer to a particular person (whether or not
known by name) who once was the ‘owner’ of these body parts. This holds for
monstrous, non-viable malformations of the human body as well. It may be
difficult to recognize in these malformations a strict human or personal
clement, but these defective human bodies refer to a ‘promise of humanness’.
They once had the potentiality of becoming/being the body of a human
person, but this potential humanness has not been totally realized.

Thus, we owe respect to a body, living or dead, not only because it is or
was the body of a particular person, but because it refers to mankind in
general as well. The human body, dead as well as living, is in a way a symbol
for all mankind.

3.3. The Closed and the Opened Body

Von Hagens’ approach dates back to Renaissance time, when anatomists such
as Da Vinci (1452-1519) and Vesalius (1514-1564) tried to grant the public
insight into the ingenious structure of the human body. In those days
anatomical theatres emerged at various centres in Europe. The famous
anatomical theatre of Padua, where among others Vesalius, Fabricius ab
Aquapendente and Harvey worked, dates from 1550. Particularly, Von
Hagens’ approach has to be placed in the context of the history of medical
techniques to preserve the dead human body. In order to be able to use a
corpse longer than about a week for dissections and public anatomical
demonstrations, new ways of embalming corpses were developed. The Dutch
anatomist and pathologist Frederik Ruysch (1638-1731) was one of the
pioneers in this field. He was very skilful in preparing corpses of children and
adults as well. He possessed a secret fluid which he injected into the
bloodvessels. Corpses prepared by him were real pieces of art. Ruysch was
not only an anatomist and artist, but a successful trader as well. In 1717 he
sold his collection to tsar Peter the Great from Russia, for 30,000 Dutch
guilders (Schwartz, 1998).

However, for an adequate understanding of what the exhibition Body
Worlds brought about, we must return to the late Middle Ages. At that time,
in which modern anatomy emerged, a paradigm shift concerning the view of
the human body occurred. This shift can be summarized as a transition from
abstraction to concreteness, from exteriority to interiority, from qualities to
causalities, and from states to processes (Levin and Solomon, 1990). From a
Lacanian perspective, one can say that it involves a transition from the
imaginary body to the symbolical body (Zwart, 1998). Though this paradigm
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shift can be analyzed from several perspectives, its essential property is that it
encompasses a shift in the moral attitude towards the body as well.

The changing moral attitude of Western man toward the dead body has
been described by Van den Berg (1965a, 1965b). He distinguishes three
periods in the history of the human body: the period of the closed body, of
the opened body and of the abandoned body. The period of the closed body
starts with Galenic medicine in the second century and lasts until the
fourteenth century. In that period sections on the human body were seldom
carried out. The theory and practice of medicine were based on knowledge of
the closed body. The period of the opened body starts in 1316. In that year
for the first time after centuries the anatomist Mundinus performed a
dissection of the human body with the intention of seeing how the body
looked from the inside. A well-known painting, dating from the year 1345,
shows Guido de Vigevano, one of Mundinus’ pupils, starting to open a
human corpse. It is one of the earliest illustrations of an autopsy performed
on a human body. De Vigevano gently embraces the body he has started to
open with his lancet. Looking at the dead person’s face, his facial expression
reflects a sense of hesitation, even apology, for invading his fellow human
being’s bodily integrity. Obviously, it is a strong moral experience for
Vigevano. Van den Berg has beautifully described Vigevano’s ambivalence.
On the one hand, Vigevano definitely wants to open the human body. On the
other hand, he hesitates greatly. It is as if he is asking the dead person for
permission.

It is precisely this ambivalence which anyone carrying out an invasive
procedure on a corpse or a living body may experience. The same moral
hesitation is experienced by the medical student who for the first time visits
an anatomical theatre to dissect a corpse, or gives someone an injection, or
makes a surgical incision (Kass, 1985). By making an incision and penetrating
the human body a threshold has been crossed. The integrity of the human
body is then at stake.

The portrait of Guido de Vigevano mentioned above has been put
opposite the front page of volume I of Van den Berg’s book on the human
body. As a contrast - to demonstrate the radical changes in our attitude
toward the human body and the medical-technical progress as well - a picture
of an open heart operation has been put next to the front page of volume IL
This picture shows the surgeon entering the human heart with his forefinger
to examine the state of the valves between the left forechamber and left
chamber. This picture represents man’s capacity to perform technical
invasions on the human body. In another book, called Medische Macht en
Medische ethiek, Van den Berg (1969) shows us a picture which probably
raises even more ethical questions. It concerns a case of a so-called
hemicorporectomy, i.e., the surgical removal of half of the body. At the end
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of the fifties several cases of hemicorporectomy were reported in medical
journals (Kennedy, et al., 1960).

The case which Van den Berg refers to was described by Aust and
Absolon (1962). It concerned a 29-year-old man who shortly after birth had a
meningomyelocele repaired and had been paraplegic since that time, unable
to move either lower extremity. There was no sensory or motor activity
distally from the spinal level L-1. The lower half of his body was considered
"useless, a hindrance to any activity due to its weight and deformity”
(Kennedy, et al., 1960, p. 756). Moreover, an extensive cancerous process had
developed in a large decubital ulcer of long standing, overlying the entire
sacrum. The authors considered a hemicorporectomy a possible solution to
the otherwise insoluble medical problems of the patient. According to them
the technical feasibility of a successful hemicorporectomy was no longer open
to question. The patient accepted the surgeons’ suggestion to perform a
hemicorporectomy with equanimity. His body was literally cut through. The
stomach, spleen, liver, kidneys and the upper part of the bowels were left.
The bladder was elevated, turned upward into the anterior abdominal wall,
and sutured to it. The other abdominal organs were removed. The patient
was grateful for the surgical treatment which had been administered. The
article does not mention how long the patient lived having only the upper
half of his body in his possession.

As far as I know, hemicorporectomy is nowadays no longer carried out,
since the progress of medicine has provided us with more effective and less
mutilating ways to treat medical problems like the one discussed. But what
we can learn from this (exceptional) case is that there exists something like
the integrity of the body exists which from a moral perspective may function
as a counterbalance to the wishes of the patient and the need to be operated
on. Not every invasive action on the human body which is medically possible
and which corresponds to the patient’s wish can be allowed from a moral
perspective.

3.4. Images of the Body

Admittedly, hemicorporectomy is an extreme case of invasive surgery and
mutilation of the human body. Though the patient concerned gave his
consent to be operated on, one may still ask the question of whether it is
permissible to violate the integrity of the human body to such an extent. The
same question holds for (often less invasive) violations of the integrity of the
dead body, for instance in the context of transplantation medicine.

The practice of cadaver organ donation also calls for consideration of the
integrity of the human body. Here also, moral experience may be the
starting-point of ethical deliberations. In a multi-organ donation procedure,
the human body, that is, the thorax and abdomen, are opened maximally:



THE HUMAN BODY 129

from the clavicle up to the pubic bone. As never before in medical history we
can now witness the vital functioning of an apparently living human body.
Although the sight of the opened, still functioning human body would not
cause much trouble for professionals such as transplantation surgeons, it
would definitely be an intense moral experience for lay people. I wonder
whether lay people would still consent to donate their own organs if they
knew how a multi-organ donation procedure precisely proceeds.

The moral experience of physicians, nurses, patients and relatives (in
various clinical cases) may be coloured by a completely different view of man
and the human body. These different experiences and views of the human
body may lead to different attitudes and decisions regarding organ donation
(Dekkers, 1998b). Such a view of the human body is not based on a clearly
defined, rational knowledge, but is rather to be seen as a more or less
implicit ‘image of the body’. On the one hand, people may have little
difficulty with organ donation, because in their eyes a dead body is so to
speak a Cartesian, objective body, which is merely to be seen as a collection
of organs, tissues and cells, which retains few if any personal characteristics.
For them the human being as a person is considered to be something actually
separate from the body. On the other hand, people may experience strong
hesitations to consenting to organ donation, because they view the human
body in a totally different way. This was, for example, the case when the
girlfriend of a potential multi-organ donor could not accept the decision of
his parents to consent to donation. Because of her feelings of love for her
boyfriend she could not accept that his heart, which had partly ‘become her
heart’, would eventually beat in the body of someone else. The body image
which is expressed by the girlfriend can be elucidated by means of the
Merleau-Pontian notion of the lived body, that is, an individual, ‘animated’
body (Dekkers, 1998b).

Transplantation medicine offers a critical opportunity to reflect on the
meaning of ‘our bodies-ourselves’ as well as upon the way modern medicine
might enrich and/or threaten the sense of ourselves as bodily persons. Given
the centrality of bodiliness to clinical practice in general and to
transplantation medicine in particular, it also involves employing an
understanding of corporeality which takes seriously the integrity of bodily life
(McCormick, 1996). The examples above demonstrate that the integrity of the
body is not to be seen as an abstract principle, the meaning of which is clear
and undisputed, and which can simply be applied in practice. The experience
of the integrity of the human body does not automatically lead to specific
actions. What is meant by ‘integrity of the body’ must be explored by
(hermeneutically) analyzing particular practices in which the integrity of the
body is at stake.

Sometimes it is argued that there is no ‘real difference’ between several
uses of dead bodies, for example, for trauma research, pathological
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examinations, autopsies, and organ donation. Such a distinction would be
based on emotional or symbolic factors only. Symbolism, however, is the
whole point of discussion, "the sole focus of concern and misgiving"
(Feinberg, 1985). In my view, symbolism can be seen as the starting-point of
ethics, at least if we conceive of ethics as ‘hermeneutics of moral experience’.
Thus, although one can generally say that the living and the dead human
body has a moral dimension or possesses an integrity which must be
respected, every violation of the body must be considered in its own context.
Particular moral experiences are the starting-point for a hermeneutical
interpretation.

So much for the integrity of the dead and the living body, which initially
appears to be an objective body in the problems discussed. Now the
subjective, lived body and the experiences of chronically disabled persons will
be examined.

4. THE LIVED BODY

A fruitful approach to understanding the ambiguous relationship between
body and person involves interpreting the lived experience of the chronically
disabled body of patients with a chronic somatic disorder. A starting-point is
the insight that illness is fundamentally experienced as a disruption of the
lived body rather than as a dysfunction of the objective medical body.

This section will concentrate on multiple sclerosis (MS), because
especially in view of ‘chronicity’ MS is an interesting disease. MS is a serious
neurological disorder caused by pathological processes in the central nervous
system. Although various types of MS can be distinguished, generally the
disease is characterised by periods of exacerbation and complete or nearly
complete remission. MS causes considerable external malformations and
functional disabilities of the body. Due to the sheer variety of physical
symptoms and their functional effects which may arise in the course of MS,
the subjective experience of bodily changes in MS patients is a complex
process. There appears to be a complex interrelationship between the disease
course, the personal illness narrative and the sickness career, which influence
each other strongly. In particular, it is important to note that there is often a
discrepancy between the patient’s perception of the disintegration of his/her
bodily processes and medical explanations. For these reasons, it is to be
expected that patients who suffer from MS can tell us a lot about the way
they experience their own body.

I will describe some personal accounts of body experiences borrowing
from auto-biographical self-descriptions of the American philosopher S. Kay
Toombs (1990, 1992a, 1992b) and of the Dutch publicists Anneke Emmes
(1987), Renate Rubinstein (1985) and Karin Spaink (1993). From their
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experiences two ‘body images’, that is, the alienated body and the
unpredictable body, force themselves upon us. These body images may
illustrate the troublesome relationship between the MS patient and his or her
own ‘chronic body’, a relationship which can be expressed in the formula "to
have a body or to be a body".

4.1. The ‘Chronic’ Body

The word ‘chronic’ may have a neutral meaning, i.e., referring to something
which lasts a long period of time. However, since ‘chronic’ is commonly used
in connection with unwanted things such as lack of money, unemployment or
disease, it has in fact a pejorative meaning only. One may speak of a
chronically ill person and not of a chronically healthy person. Both meanings
of the word ‘chronic’ (neutral and pejorative) appear to be useful in exploring
the meaning of the notion ‘the chronic body’.

First, ‘chronic’ in the expression ‘the chronic body’ may have the same
pejorative meaning as it has in the expression ‘a chronic disorder’. ‘Chronic’
refers to something which is problematic, troublesome or painful, which
bothers us, which cannot be cured, which we cannot get rid of. Second, at a
more fundamental level, adopting the neutral meaning of the word ‘chronic’,
the expression ‘the chronic body’ refers to human corporeality, i.e., the fact of
man being a corporeal being. Although the paradoxical relationship between
body and self explained in section II.1 is recognized in all forms of
being-in-the-world and, thus, in all forms of illness, it is felt most profoundly
in chronic illness. Patients with chronic physical disorders are aware each day
of their dysfunctional body. Their disabled body may stand in opposition to
the self. More than healthy people and more than patients with a temporary
illness, they have a body with which they have to come to terms. For the
chronically ill, the sense of alienation from and unwilling identification with
their body is particularly profound. Self and identity, which are strongly
connected to bodily aspects, are core aspects of everyday experience and of
the everyday experience of illness. The experience of a loss, which is an
important point in the self-experience of chronically ill people, in particular
regards the loss of control over one’s own body.

4.2. The Alienated and Unpredictable Body

Because of motor and sensory disturbances the body of MS patients does not
function ‘automatically’ anymore. MS patients lose control over their bodies
and feel disengaged from them. They can no longer trust their body. Many
MS patients feel betrayed by their body. An MS patient describes in the
following way how she painfully seeks to explain and understand what is
happening to her body during the development of the disease:
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I hated my body at the time, I felt it had let me down by being inadequate,
too weak to withstand living. I felt and still do a year later that this ’thing’
which was taking over my body had nothing to do with 'me’ inside it
(Robinson, 1988, p. 42).

Toombs tells of a disassociation from her body as a result of an increasing
loss of motor control. It is as if her inability to control the movements of her
legs causes her to feel detached from them and they from her. She notes that
when she sits in a chair and tries to raise her legs, she thinks to herself that
‘these legs’, rather than ‘her legs’ will not move. Since they are no longer
under her control, she feels alienated from them (Toombs 1992a, p. 139).

Characteristic of MS is the unpredictability of the disease course.
Disturbances of motor function and sensation may vary considerably in
intensity and over time. Rubinstein (1985, p. 26) speaks of a ‘capricious
disease’. The bodies of MS patients do not fail constantly but only now and
then. Their bodies are capricious because they may stop functioning suddenly,
without warning. Toombs notes that while motor, sensory, bowel and bladder
disorders all cause a loss of corporeal identity, alienation of the body may be
experienced quite differently and uniquely. Motor disorders effect the
establishment of the body as an oppositional force which places the body
beyond the control of the self. The loss of tactile or kinaesthetic sensation
leads to a feeling of gradual disengagement of the body from the self. Bowel
and bladder dysfunctions such as incontinence, caused by the pathological
process in the vegetative nervous system, represent an even more serious
alienation of the body. They signify the most profound loss of control over
one’s body. The body is experienced not merely as oppositional, but as
malevolent, posing a constant threat to one’s dignity and self-esteem. The
body appears inherently untrustworthy. It is capable of causing deep
humiljation and shame. A patient writes:

The worst thing about my MS is the problem I have with incontinence. It is
utterly degrading to have to wear pads and to have to change them and not
to know where the nearest loos are (Robinson, 1988, p. 44).

4.3. To Have a Body or to Be a Body

The notion of bodiliness means that one has a strictly personal body. My
body is really mine: I could not have another body without being another
person. And conversely, without just that body, I would not be me. This
relationship between body and person may be clarified by analyzing various
attitudes of MS patients toward their somatic problems. Some of them
identify themselves with their illnesses. Others consider their disease as a
strange entity which has nothing to do with their own personhood. Toombs
appears to be a proponent of the first attitude. She argues that the different
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bodily dysfunctions have different existential meanings. According to her, the
nature of MS is such that the disease process itself carries a particular
existential significance. In her view, there is an intimate link between the
various disease processes and a particular way of being-in-the world. She does
not hesitate to relate this insight to her own situation, to her own being a
patient. She writes:

My once relatively orderly physical existence has been transformed into an
uncertain and chaotic manner of being in the world ... this disordered
manner of being which is my illness (Toombs, 1992b, p. 129).

Thus, from this point of view, patients with MS are persons living a
disordered existence in very specific ways. They are not just persons who
‘have’ MS.

The notion of a personal existence in the illness, as argued by Toombs,
does not seem to be the experience of many other MS patients. Often
patients say: "I have MS, I am not MS". Expressions like this one are to be
understood as a reaction to an all too drastic identification of the patient
with his or her disease by others. Like many other chronically ill people, MS
patients have the experience of being judged solely on the basis of their
disease and handicaps. They heavily protest against such reactions by
enlarging the distance between themselves and their illness. Spaink (1993)
writes: "I am not ill, it is my body". She argues that illness causes a break
between the self and the body, between the will and physical capacities.
Chronically ill people may easily fall into this gap between body and self,
unless they manage to construct a new bridge between the self and the body.
They have to reach a new compromise with their own opposing body. Many
chronically ill patients succeed in this. They maintain a certain distance to
their body, which works positively: a light degree of disengagement from the
body makes a renewed reconciliation with the body possible.

Descriptions like these suggest that besides the ‘alienated body’ and the
‘unpredictable body’ another body image exists. Apparently it is possible to
accept a certain degree of alienation and capriciousness without losing the
feeling of familiarity. Spaink is not fully on speaking terms with her body, but
she cannot get along without her handicapped body. She and her body hang
around together. She speaks of her body as a "drivelling chatterbox” (Spaink,
1993, p. 97).

These lived experiences of patients with a chronically disabled human
body demonstrate (1) that the model of the lived body and the notion of
bodiliness form an excellent guide to understanding the (experience of) the
chronically ill body and (2) that - the other way around - a
phenomenological-hermeneutical approach of body experiences of chronically
disabled people can clarify and specify the rather abstract notion of
bodiliness.
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4.4. Significance for Medical Practice and Theory

The significance of the notion of the lived body for medical practice and
theory lies - first - in the possibility of developing an anthropological,
holistic, biopsychosocial or comprehensive medicine in which the Cartesian
model is just one possible approach. To attend to the lived body is not to
forsake the tools and learning that Cartesian medicine has provided. It is
merely to refuse to grant this mechanical wisdom the status of ruling
paradigm (Leder, 1992b). As the above examples of experiences of MS
patients may demonstrate, the full significance of human disease and health
necessarily eludes the model of body-as-machine.®* The attempts of the
representatives of the anthropological movement in medicine "to introduce
the subject into medicine” must be seen in this context.

A second way in which the notion of the lived body in combination with
the metaphor of ‘the body as a text’ may be fruitful to medical (and moral)
theory is the following. If there is one thing which has become certain from
bodily experiences of MS patients (some examples of which have been
described above) it is the existence of many different ways of interpreting
bodily signs. To recall the metaphor of ‘the body as a text: a variety of texts
available for interpretation exists.

The above experiences belong to (what Leder (1990b) calls) the
experiential text, which consists of the patient’s primary ‘abnormal’ bodily
experiences which stand out as significant and disruptive.” Bringing about a
disruption in the normal routine of life, these experiences of the subjective,
lived body initiate a search for meaning: Why is this happening? What does it
signify? Should I contact a doctor?

The experiential text is intimately connected to a second text described by
Leder, i.e., the narrative text. The narrative text corresponds to the first part
of the medical encounter, the taking of the medical history. It is, so to speak,
the collaborative product of three different authors: the diseased body, the
patient and the doctor. In fact, the experiential and narrative texts are two
sides of the same coin. They are part of a complex set of meanings and are
highly susceptible to different interpretations. The lived experience, which is
the experiential text, is closely connected to the narrated experience, which is
the narrative text. As Ricoeur (1984, p. 31) argues, all knowledge and all
experience are mediated by language and therefore interpretive, narrated.
Thus, there is an intimate relationship between a particular lived experience
and a verbal, narrated, experience.

Things become even more complicated if we take into consideration two
more possible texts, i.e. the physical text and the instrumental text. The
Pphysical text is written almost solely by the doctor while doing a physical
examination. Here the objective body stands in the foreground. The
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instrumental text is the result of diagnostic testing. It is the text written by
medical machinery.

Thus, if we take the notion of the body as a text seriously, the human
body can be ‘read’ in (at least) four different ways: experiential, narrative,
physical and instrumental. Then the following questions arise: What is the
most important/basic text to read and what is the best interpretation? It is
generally recognized that the view of patient and doctor not infrequently fails
to correspond. In the literature, doctor’s and patient’s narratives are often
seen in opposition to each other. However, one of the tasks of hermeneutics
should be to explore and analyze that which is the common source of these
two narratives, in other words, the precondition for a mutual understanding
between doctor and patient. As Toombs (1992a) points out, a more
fundamental world must exist, a world known, experienced or lived in by both
patient and doctor. In the absence of such a shared world it would be
impossible for doctor and patient to communicate with each other. From a
hermeneutical point of view, this shared humanity may be founded in the fact
that both doctor and patient are ‘interpreting animals’, and that they - as
historical beings - share many common experiences and traditional
interpretations. This fundamental shared humanity, this ‘primary
hermeneutical condition’, may of course coexist with a complex variety of
different and often opposite narratives. From a hermeneutical perspective
one can say that it is this very difference in interpretation that primarily
constitutes the moral dimension of clinical medicine.

5. HERMENEUTICS OF THE HUMAN BODY

The above considerations regarding the dead and the living body reveal a
kind of paradox. Though the subjective body is more fundamental than the
objective body and the latter is only an impoverished image of the former, as
Merleau-Ponty argues, it is difficult to verbalize the lived body. The
subjective, lived body can hardly be depicted or objectified otherwise. One
can experience it, feel it, taste it etc,, and afterwards try to explain in words
how it is experienced or try to visualize how it feels. In this respect one can
learn a lot from what literature, poetry and visual art can tell us about the
human body. Thus, all in all, it seems possible to use Merleau-Ponty’s
phenomenology of the body, in particular his concept of the phenomenal
body, as a starting-point to interpret experiences of dead and living bodies.
The metaphor of ‘the body as text’ may clarify that the living human body
is an interpreter which has its own knowledge of the outside world. Further,
this metaphor illustrates that the human body, living or dead, is not to be
seen as an objective phenomenon, but must be considered a text requiring
interpretation. Obviously, the way we approach and interpret the human body
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- practically and theoretically as well - is not a neutral process. Every body
practice and body theory is based on a normative stance and strongly
interrelated to moral evaluations. If we analyze the predominant image of the
human body in medicine and health care, it is - generally speaking - most of
all the objective body that comes into prominence. Progress in scientific
medicine is mainly based on the conceptualisation of the human body as an
objective body. Anatomy and physiology, and most other medical disciplines
as well, find their common ground in the notion of the human body as an
external object. This process of objectification is inherent to medical theory
and practice. Problems arise when this objectification of the human body
exceeds certain boundaries.

Technology is a constitutive factor in modern medicine. Inherent to
technology is the tendency to interfere with ‘the order of things’ and to
manipulate the world. In a technologically-oriented medicine, a tendency
exists to manipulate and transform the human body, a tendency which has
altered the image of the body considerably. Transplantation medicine, for
example, has contributed much to our view of the human body. The world of
organ transplants is pre-eminently a world of technological enterprise. As a
result there is an increasing tendency to consider the human body as a thing
which can be transformed and manipulated, as a constellation of organs
which can be replaced at any time we think necessary. The living or dead
human body (or body parts) have a practical and economic value. It is
increasingly difficult to see the human body as a subjective, lived body, as a
body with its own integrity.

On the one hand, the images of the human body explored above appear
to emerge from a morally significant layer of (implicit) meaning-attributions,
habits and attitudes. On the other hand, they can be considered a moral
source from which a particular action or decision can be understood. A
hermeneutical analysis of these images may contribute to the exploration of
their moral dimension. The ‘hermeneutics of moral experience’ should
interpret and test concrete experiences of the body in the context of other
experiences and traditional images, ideas and stories about the body. One of
the tasks of health care ethics should be to explore what body image and
what kind of approach is most appropriate in a specific situation. Instead of
focusing solely on man as a rational, autonomous being, the ethicist should
also investigate the moral dimension of the human body ‘as such’, young or
old, beautiful or ugly, conscious or unconscious, healthy or disabled, living or
dead. The living and dead human body bears marks of human dignity.
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NOTES

See, for example: Zaner (1964); Spicker (1970); Leder (1990a); Harré (1991); Leder
(1992a); Frank (1995); Cahill and Farley (1995); Komesaroff (1995).

I realize that naming a tradition ‘European’ may raise misunderstanding. At least one reason
exists to relativize the distinction between a ‘European’ and a ‘non-European’ (Anglo-Saxon)
approach, i.e., the fact that it is particularly some philosophers from the United States who
recently have promoted a ‘European’ approach. See, for instance, the publications of Leder,
Spicker and Toombs in the list of references.

This is a somewhat unusual notion of ‘morality’. See for example Beauchamp & Childress
(1994), who define ‘common morality’ - in its broadest and most familiar sense - as "socially
approved norms of human conduct" (p. 6).

1 prefer the term ‘bodiliness’ over the term ‘embodiment’ which is also commonly used, since
‘bodiliness’ indicates more clearly what is meant in phenomenology, i.e., an existential mode
of being and not a process of becoming a body, of being incarnated.

A well-known criticism of the phenomenological approach of the human body is Lacan’s
understanding of the body. According to Lacan, we cannot say that the body as it is
experienced in everyday life is more ‘real’ than the representations of the body which are
produced by (objective) medical science. According to him, a phenomenological view entails
a profound transfiguration of the body as well. The ‘real’ body is never experienced
immediately (Zwart, 1998). With regard to this point, it must be noted that Merleau-Ponty,
as far as I know, never speaks of the ‘real’ body and that phenomenologists will probably
admit that the experience of the lived body is mediated by visual or linguistic entities. This
insight does not contradict their claim that any knowledge of the body starts with a
knowledge of the subjective body.

For a fine recent example of an attempt to criticize the Cartesian idea of the body as object
focussing on disability, see Edwards (1998). Edwards argues that the body is properly viewed
as a subject, that there are neither purely mental nor purely physical disabilities, and that
selves are constituted, at least in part of their bodies.

Leder (1990b) distinguishes between a primary text, a series of secondary texts, and a
tertiary text. The primary text that defines the clinical encounter is the individual patient, the
‘person-as-ill’ The secondary texts through which the primary text expounds itself, are
respectively the ‘experiential,” ‘narrative,” ‘physical’ and ‘instrumental’ texts. The tertiary text is
the patient’s medical chart.
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MARTYN EVANS

WHAT IS A PERSON?

1. INTRODUCTION

Let us admit right at the start that this is by no means an easy question to
answer. However, the reason for this is not that no straightforward answer
can be given. I think a perfectly straightforward answer certainly can be given,
and I will say in a moment what I think the answer is. No, the reason the
question is not an easy one is that the straightforward answer is not likely to
be what is wanted by anyone who actually asked the question. And the reason
for this is that it is unlikely that the question itself is ever asked in a
straightforward sense. If someone asks me (as happened the other week),
"What is a camellia?", there seems no reason why the question should not be
a straightforward request for information. That is why the simple and
straightforward answer, "It is a flowering shrub related to the tea bush", is
just the sort of answer I can expect to satisfy whoever asks. It is perfectly
reasonable for someone who happens not to be particularly interested in
gardening not to know what a camellia is. Then it becomes perfectly
reasonable for them to ask what a camellia is in the simple spirit of asking
for information. But it is hard to think that the question, "What is a
person?”, could be asked in this spirit. You could ask for information in this
sense only if you did not know what a person was. There could be few
competent language-users who really did not know what a person was. The
question "What is a person?" is, I would confidently say, almost certainly
never a request for information. But then if it is not such a request, what sort
of question s it? It is certainly an unusual, even odd, question.

In thinking about what sort of question it is, it is useful to think about
who is asking the question, and about what it is they have in mind in asking
it. We shall pursue this in a little while. But first let us try out the following
answer to this odd question "What is a person?". Let us suggest that the
answer depends on who is speaking about persons, and on what they have in
mind when doing so. For instance:

"Mrs Fairley informs me that she saw her only this morning talking with a
person." Mrs Poultney used ‘person’ as two patriotic Frenchmen might have
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said ‘Nazi’ during the occupation. "A young person. Mrs Fairley did not
know him" (Fowles, 1977, p. 92-3).

At first sight, admittedly, this approach seems discouraging. Ordinarily we
want to know what as a matter of fact a word or an idea really does mean,
and not what it might happen to mean in the mind of an individual
(particularly an individual as loathsome as the perverse and sadistic Mrs
Poultney). However, the world is not so simple. Words and ideas are, after
all, used by individuals to say what they want to say. Certainly, they have to
do this within limits; there is no point in your using words in ways which
your hearers will simply fail to recognise. But a suitably-prepared audience
may allow you considerable flexibility. Mrs Fairley would have known
precisely what Mrs Poultney meant.

2. ORDINARY AND EXTRAORDINARY USAGES

Something rather similar is true in the world of bioethics, where - like Mrs
Poultney and Mrs Fairley - we too have our characteristic concerns, our
ambitions, our expectations and our unspoken assumptions. Consider, for
instance, what the following authors might mean by the word ‘person’.

A human being is a person to the extent that they are a rational self
conscious agent with the capacity for the distinctive human emotions and
affective ties. So there are some humans who are not persons (Carruthers,
1989, p. 234).

[Tlhe justification for an upper-brain-death criterion would be better
enunciated thus: the individual’s essence consists in the possession of a
conscious, yet not necessarily continuous, mental life; if all mental life ceases,
the person ceases to exist; when the person ceases to exist, the person has
died. Upper-brain death destroys all the capacity for a conscious mental life,
and it is therefore the death of the person (Gervais, 1986, p. 157-8).

I shall use the term person to stand for any being who has what it takes to
be valuable ... whatever else they are like. Although in normal use ‘person’ is
just another (and usefully gender-neutral) term for ‘human being’, as I shall
use it from now on it will also be species-neutral as well (Harris, 1985, p. 9-
10).

It does not appear that any of these authors is much closer to an ordinary,
matter of fact usage of the word ‘person’ than was Mrs Poultney. I will say in
a moment what I think their usages amount to (though let me emphasise that
anyone who wants to be clear in their own mind what these authors are doing
needs to go and read the whole of their discussions of this subject, and not
just the short extracts which I have selected). Meanwhile we need to have
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some idea of the ordinary usage in order to decide whether or not these
authors come close to it. Let me now therefore suggest, as I promised, just
such an ordinary, matter of fact usage of ‘person’:

Would the last person to leave the room please turn off the lights?

Outside the world of bioethics and its contributory disciplines - philosophy,
theology, law, perhaps psychology - virtually everyone would use the word
‘person’ like this. It means, more or less, ‘individual human being’, though it
would ordinarily seem very odd to be asked what we meant by the word.
Indeed, to be asked at all would probably make us suspicious - suspicious
that, for instance, we were being tricked, or that we had accidentally stumbled
into an obscure and technical discussion or word-game.

Unfortunately, this might be precisely the right suspicion to carry with us
into the world of bioethics. At this point I ought to make it clear that in this
chapter our aim is to bring out what is ‘going on’ in certain discussions in
bioethics, rather than to attempt a definition of the word ‘person’ or to
produce a comprehensive classification and analysis of the various ways in
which the word is used, or could be used, in bioethics. This is because an
awareness, that words are liable to be used in ways that suit their speaker’s or
the writer’s purposes, is a more useful achievement than a catalogue of what
you can find in the bioethics literature. Anyone can go and look at that
literature at any time.! But it will be a more useful and profitable activity if
one can do so critically.

I should also make it clear that I have my own understanding of what the
word ‘person’ means, and how it should be used. It is that the ordinary sense
above, i.e. where "the last person to leave the room" is nothing more than the
simple and natural way of saying "the last individual human being to leave
the room", is exactly the right sense. Whenever I use the word ‘person’ that is
exactly what I mean, whether in ordinary conversation or in writing
philosophy. But I obviously have to recognise that - in bioethics and its
contributory disciplines - some people use the word ‘person’ in quite different
ways. Therefore, because we should naturally expect the word to be used in
an ordinary, familiar way, it becomes extremely important to find out if
anyone is using it to mean something else. If we do not find this out, we
might end up agreeing to statements, claims and positions to which we would
not wish to agree at all, once we had discovered what they actually amounted
to.
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3. ARE THERE ‘QUALIFICATIONS’ FOR BEING A PERSON?

Looking again at the three authors quoted above, let us consider how closely
their usages conform to this ordinary sense of ‘person’. Carruthers’ usage
clearly does not conform to it - he explicitly makes a contrast between some
individual human beings and the class of beings who could be regarded as a
person. Any human being who fails as a "rational self conscious agent with
the capacity for the distinctive human emotions and affective ties" fails as a
person. But it does seem clear - at least from this passage - that he thinks
only humans can be persons. Gervais’ usage has something in common with
Carruthers’. She too is committed to the idea that a person must have an
essentially mental dimension. We cannot tell from the passage I have quoted
whether she thinks that a person must also be human, as Carruthers does. So
her view might be more radical than Carruthers’. But at any rate she is clear
that there can be individual human beings who fail to make the grade as
persons, because they lack the mental characteristics she thinks persons must
have. In this respect at least, she does not align with ordinary usage. And
Harris’s usage is still more striking. He probably agrees to some extent with
Carruthers’ and Gervais’ insistence on rationality and self-consciousness. But
he certainly does not think you have to be human to be a person. He
explicitly claims that the term ‘person’ does not tie us down to any given
species, human or otherwise. Moreover he even takes the trouble to remind
us that he knows full well that ‘person’ ordinarily means ‘individual human
being’. It is just that for his purposes - the conclusions he wants to draw and
the arguments by which he means to reach those conclusions - that ordinary
sense will not be of any use to him. It will not take him where he wants to
£o.

It is both considerate and shrewd on Harris’ part to take this trouble - to
remind us of the gap between ordinary usage and his own. Considerate,
because the careless reader, or the reader lacking in confidence, might
perhaps miss what is going on and, as a result, come to a misleading or
incomplete understanding of Harris’s position. Shrewd, because it avoids the
risk that unfriendly criticism might accuse him of deliberately taking
advantage of the confusion between different senses of what is normally
thought to be a perfectly ordinary term. This last point is particularly
important, to my mind. For me it is this potential confusion which carries
with it the danger of genuine moral harm in clinical policy and practice. This
is a serious and uncomfortable suggestion for me to make, and I will develop
and try to defend it as we go on. For one thing, not all writings in bioethics
make their controversial assumptions as explicit and visible as Harris makes
his. At least in the passages quoted, neither Carruthers nor Gervais does, for
instance.
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Carruthers here writes as though anyone who looks around with her eyes
open must just notice that persons are as he defines them: "Note that ... a
psychopath - an ‘inhuman monster’ - is quite literally less of a person than
the rest of us", he declares (Carruthers, 1989, 234, my emphasis]. Of course
we cannot show by this short passage whether or not he appreciates the
essentially metaphorical way in which we speak of a sufficiently evil man as
‘inhuman’. It is hard to imagine that he does not appreciate this. And he
confirms here that, for him, being human is an essential part of being a
person. But any claim that this re-classification - i.e. of psychopathic
individuals as being less human than the rest of us - is a matter merely to be
‘noted’ rests on the prior belief that it is also a matter of observation that all
persons must have the usual capacity for distinctively human feelings. Well, it
seems to me that, on the contrary, it is a matter of simple observation that
there are far t0o many persons who do not have this usual capacity. Now
there may well be problems about what to do with such persons (or, as we
would more naturally say, ‘such people’). But these are moral problems - not
problems of classification. We will return to this question.

For her part, Gervais also tends to write as though it were just obvious
that her definition of ‘person’ should be accepted by all. She states (Gervais,
1986, p. 157-8), as though it were self-evident, that "if all mental life ceases,
the person ceases to exist" (and, as though these were equivalent things,
"when the person ceases to exist, the person has died"). In much the same
spirit, though with more difficult ideas in mind, she implies that the
‘metaphysical’ dimensions of the category of personhood are simply there for
all to see and acknowledge: "we commonly and most easily defend
conclusions about moral personhood by appeal to features of metaphysical
personhood” (Gervais, 19866, p. 181, my emphasis). This is not the place to
try to explore what might be meant by metaphysical personhood. But at least
we can say that ‘features’ can be ‘appealed to’ only by someone who is sure
both that those features are really there for inspection, and that they will be
seen as such by everybody else (specifically, those whom the individual is
trying to convince).

Elsewhere in the field of bioethics, we can find quite a variety of different
usages. They range from something very like the ordinary usage we have
already noted to a variety of versions requiring the ability to think and reason
- ‘cognitive capacity’ - and in one instance to a version involving a kind of
social awarding of moral status.

Capron, for instance, reports (and seems to endorse) a usage which
effectively amounts to the idea that a person is an individual human being:

The accepted criterion for being considered a person ... [is] live birth of the
product of a human conception (Capron, 1987, p. 10).
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This is a rather technical way of putting it, probably to satisfy the lawyers.
But it amounts to the same thing in the end. However Capron does not tell
us who accepts such a criterion. He implies that it would be a majority view. I
think it would indeed be a majority view - at least in substance if not
precisely in those rather dry terms - outside the field of bioethics. But within
bioethics it is not clear that it could be taken for granted as an accepted
criterion. Indeed Gillon suggests that the accepted view is something quite
different - namely, that it is usual to build a requirement for at least the
potential for consciousness into a concept of the person.

Whatever one’s concept of a person is, one feature widely acknowledged as
necessary for being a person is a capacity - or at least the potential for a
capacity - for consciousness (Gillon, 1990, p. 4).

In this Gillon is certainly reflecting an influential trend within bioethics. The
views of Harris, Gervais and Carruthers, noted above, all align with this
trend. It is grounded in an equally influential tradition in the wider discipline
of philosophy, well summarised by Lizza:

Aristotle claimed that man is essentially a rational and social animal;
Descartes, that thinking is essential to the nature of a person; Locke, that a
person is an object essentially aware of its progress and persistence through
time; Hume, that persons are bundles of psychological characteristics; Kant,
that persons are rational agents who, among other things, can synthesize
experience and act on moral principles; and Sartre, that persons are self-
conscious, intentional beings.

What all these philosophers have in common is the belief that some type of
cognitive function is necessary for something to be a person. Any being
devoid of the capacity for cognitive function would by implication lack each
of the particular characteristics that these philosophers use to define persons
(Lizza, 1993, p. 355).

This looks like an impressive consensus. But certainly not all writers agree.
One who does not is Crosby, writing about the application of the idea of a
person to the human embryo:

Those who deny the personhood of the human embryo typically reduce the
person to personal consciousness, and they argue that, since there is no
personal consciousness in the embryo, there can be no person. Their
inference is irresistible if they are right in reducing the person to personal
consciousness. I will try to show that they are not right, and will try to do
this by bringing out the distinction between being and consciousness in
ourselves as persons. I will try to show that as persons we are not all
consciousness, or all self-consciousness, or self-presence, or conscious acting
and experiencing, but that we have a personal being which has to be
distinguished from personal consciousness, which can even exist apart from
consciousness. Then I will try to determine the assumptions which, given this
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distinction, we have to make about the status of the human embryo (Crosby,
1993, p. 400).

Crosby’s enterprise is an ambitious one, though also somewhat puzzling. He
is obviously trying to defeat the idea that being a person depends on having
self-consciousness or even just plain consciousness. But to do this he wants to
try and argue in terms which his philosophical opponents will find familiar
and, presumably, difficult to deal with. He wants to put forward some other
kind of property - he calls it ‘personal being’ - which makes the holder of that
property into a person. I can see why he does this. His opponents use
precisely this strategy, so they can hardly complain if he uses it himself. He
plans to use it in connection with a property quite different from the one
that most of them use. Where they appeal to rationality or some other
feature of conscious mental life, which is a fairly narrow idea that is supposed
to exclude certain kinds of human beings (the early foetus, people in a coma
or a persistent ‘vegetative’ state, and so on), Crosby’s idea of personal being is
much wider, and is meant to include these various kinds of human beings
who get left out by the narrower idea.

Insofar as Crosby is doing this as a means to trying to secure greater
moral regard for those human beings, then I find myself in sympathy with
him. But I have doubts about whether the best way to secure this moral
regard is to try to show what kind of an entity the individual in question is.
Crosby’s opponents - certainly the ones he takes himself to be confronting -
are all playing a rather similar game. They want to show how much, or how
little, moral regard we should pay to certain groups of individual human
beings. They plan to do this by showing what sort of entity these individuals
constitute - specifically, by showing that they are not ‘persons’ in some
strange, technical sense. Crosby tries to resist them by showing that on the
contrary they really are persons - but in some other, apparently equally
strange, technical sense. So, morally speaking I happen fully to share Crosby’s
wish to secure for these groups of people the moral respect that he believes
all individual human beings should enjoy. But the way he tries to do this is in
danger of making it seem that the general approach his opponents take is the
right one - and that they just happen to have picked the wrong technical
criteria (rational consciousness instead of ‘personal being’) to apply. So it will
be clear that to my mind Crosby is ultimately playing what I think is the same
misleading game as his opponents. Like them, he is asking "What are the
qualifying characteristics for a person?" Of course I prefer his answer to
theirs. But I think the question is the wrong one to put.
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4. USING WORDS FOR SOCIAL PURPOSES?

One of the most sophisticated suggestions, about how we should define the
concept of the person, is that we should accept from the outset that it is
socially useful to have different senses of the term ‘person’. According to this
view, one of these senses is a bit of a trick - a kind of convention, but
nothing more - which nonetheless supports the interests of proper persons:

It is difficult to determine specifically when in human ontogeny persons
strictly emerge. Socializing infants into the role person draws the line
conservatively. Humans do not become persons strictly until some time after
birth. ... This ascription of the role person constitutes a social practice that
allows the rights of a person to be imputed to forms of human life that can
engage in at least a minimum of social interaction. The interest is in
guarding anything that could reasonably play the role person and thus to
strengthen the social position of persons generally.

It should be stressed that the social sense of person is primarily a utilitarian
construct. A person in this sense is not a person strictly, and hence not an
unqualified object of respect. Rather, one treats certain instances of human
life as persons for the good of those individuals who are persons strictly. As
a consequence, exactly where one draws the line between persons in the
social sense and merely human biological life is not crucial as long as the
integrity of persons strictly is preserved. Thus there is a somewhat arbitrary
quality about the distinction between foetuses and infants. .. One might
retort, Why not include foetuses as persons in a social sense? The answer is,
Only if there are good reasons to do so in terms of utility (Engelhardt, 1982,
p. 97-98).

Engelhardt here suggests that our usages of the word ‘person’ are rather
untidy, but this reflects the fact that the world is a rather untidy place. So
long as it is morally useful to do so, he thinks we can put up with a bit of
arbitrariness in language. Engelhardt - like Harris - accepts from the outset
that the word ‘person’ must be used to do some moral work. He also seems
to accept that people could disagree over exactly where to draw the line
between proper persons and merely conventional or, as we might say,
‘honourary’ persons. Again it seems clear that this is a far cry from what I
have called the ordinary, familiar sense of ‘person’ - where ‘person’ just
means an individual human being, no more, no less. Of course, most of the
persons Engelhardt is talking about will turn out to be persons in the
ordinary sense. But plainly Engelhardt will say that at least some persons in
the ordinary sense are not, for him, strictly persons at all. He is happy for us
to go on calling them persons. But that is because he thinks that it is socially
useful to treat them as if they were persons - whereas I would want to say that
we should treat them simply as the persons they actually are.
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5. DESCRIBING AND EVALUATING

Now superficially we might think that this is a dispute over whether the term
‘person’ is a way of describing someone or a way of awarding moral value to
them. It certainly looks as though the ordinary sense of ‘person’ is just
descriptive. Either someone is, or is not, an individual human being (though
people manage to disagree over even this, in some admittedly rather strange
contexts: 1 am thinking of disputes about the very early human embryo, for
instance). By contrast Engelhardt seems clearly to be saying that the term
‘person’ is a kind of moral insurance document, guaranteeing safety for those
to whom it is awarded - and that sooner or later the award has to be earned.
On this view the term ‘person’ picks out something especially valuable. So is
the question primarily one of whether the term ‘person’ is a description or an
evaluation? One writer who seems to see it like this is Michael Tooley:

It seems advisable to treat the term ‘person’ as a purely descriptive term,
rather than as one whose definition involves moral concepts. For this appears
to be the way the term ‘person’ is ordinarily construed. Second, however, it
seems desirable that the descriptive content assigned to the term ‘person’ be
guided by moral considerations, in order to have a term that can play a
certain, very important role in the discussion of moral issues (Tooley, 1983,

p. 51).

To begin with, Tooley seems to agree that ‘person’ is a descriptive term. But
he does not here tell us what he thinks the term describes; for instance he
does not here tell us that the term refers to individual human beings, though
he notices that it is a term with an ordinary sense or use, and we might expect
him to agree that this ordinary sense does just refer to individual human
beings. However, Tooley also seems to agree with Engelhardt that we can
decide for ourselves how the term ought to be used. He thinks that we should
decide on what the term is to mean, the kinds of things it is to refer to, and
be guided in our choice by moral considerations. This, I think, is exactly
Engelhardt’s view (though perhaps Engelhardt is willing to put up with more
untidiness than is Tooley). In a curious way Crosby also tries to argue like
this, though of course he is more concerned to endorse the traditional or
ordinary way of using the word ‘person’ than any narrower or more selective
sense, as would be preferred by all the other writers we are considering.

We noted that there was a superficial appeal about the idea that this
whole dispute rests on whether the word ‘person’ is a description or an
evaluation. I do indeed think the appeal is no more than superficial. It seems
to me that really we should not try to choose between these alternatives. For
I think that the word ‘person’, as ordinarily used, is fairly obviously both a
description and an evaluation. In ordinary use I do not think anyone is in any
sincere doubt about how to use the word as a description - and, as I have
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suggested, it certainly looks as though at least Tooley would agree with this.
If we return to the world outside bioethics debates for a moment, I am
confident that the word ‘person’ in its daily use is just a description, referring
to any individual human being, as in "I saw that person on the bus yesterday”.
But the interesting point is that this does not stop it also being an evaluation.
Consider the following: "It does not matter if we put the goalposts here."
"Yes, it does - there is a person reading on the bench over there." Here, as
always, precisely because ‘person’ refers to an individual human being, it refers
in the process to a set of interests that must be taken seriously in the moral
sense. Putting the goalposts there is bound to lead to disturbing and annoying
the person quietly reading on the bench. So pointing out that the person was
sitting there has evaluative as well as descriptive content - moral constraints
follow from it. And obviously ‘person’ is by no means the only word like this.
As an example of an aesthetic evaluative constraint, think of using the term
‘weed’, which refers to a list of plants that you can look up in a gardening
book but which also has the negative connotation of being a plant that is
unwanted, in the wrong place. Returning to moral evaluative constraints,
think also of transparent biological descriptions such as ‘father’, ‘mother’,
‘sister’, ‘brother’ (and so on), terms which nonetheless have equally clear
moral content and importance; as the words of the song put it, "He ain’t
heavy, he’s my brother".

So if the dispute is not after all about whether a word is descriptive or
whether it is evaluative, what is the dispute about? I think it is about whether
we discover what words mean by looking at how people actually use them, or
whether we can decide for ourselves how words are to be used. Now if this is
really what is at stake, how can we settle the matter?

6. DECIDING AND DISCOVERING MEANINGS

Let us go back to the question that has concerned us throughout, the
question "What is a person?”. It looks like a request for information, but we
noted right at the start that it is probably never seriously asked in that spirit.
People who ask it are in effect asking whether the ordinary way we use it is
of any use for their particular purposes - they make the question a rhetorical
one, an invitation to get into a special kind of conversation with them, in the
course of which they will try to persuade us to accept a new, unfamiliar, un-
ordinary way of using the word ‘person’. Why they do this will depend on the
particular kind of conversation they want us to join. There are a number of
these, each with its own characteristic interests. For instance within the
philosophy of mind, the question "What is a person?” might throw light on
the problem of personal identity. In traditional theology and metaphysics, the
question might be important in working out Mankind’s relation to God and
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to the other living beings in the created universe. In moral philosophy it
might be an essential part of deciding the characteristics of a moral agent.
And of course in bioethics it is typically used to decide the characteristics of
a full moral subject - the sort of subject enjoying the full range of constraints
and protections concerning how he or she is to be treated. (This is exactly the
role which the question plays in the authors I have quoted above.)

In most of these conversations, as I have called them, I think that the
question "What is a person?" is essentially being treated as one of
classification. Questions of classification are resolved by agreeing what things
will be included within, and what will be excluded from, a particular category
or group; or by agreeing what tests we will carry out - what characteristics we
will test for - in order to find out whether something can be included in the
category or group. So when treated as a question of classification, a question
like "What is a person?” is not regarded as being something which we settle
by going out and looking and discovering how words are used. Rather it is
regarded as being settled by a kind of decision - a decision about how words
ought to be used within a particular conversation.

7. UNFAMILIAR CONCEPTIONS
THE CONSEQUENCES OF DISAGREEMENT

It is easy to see that, whilst most of the authors I have quoted seem happy to
establish a new and unfamiliar conception of ‘the person’, they certainly do
not agree on what that conception should look like. For instance, we have
seen how even those authors who agree that it has something to do with
rational consciousness do not agree on whether you have to be human to be
a person. For someone interested in bioethics, the crucial thing about this
disagreement is that these different conceptions of ‘the person’ have different
exclusions. They do not agree on whether newborn babies, anencephalic
newborns, people with advanced progressive dementia, people in a persistent
vegetative state, unborn children, people in a coma, or people who are simply
"unable to value [their] own existence” are persons.

This lack of agreement is remarkably inconvenient for these authors. For
it seems pretty clear that their main purpose is to provide a way of deciding
how different kinds of individuals, who are almost always patients in one of
the groups I have just listed, ought to be treated - whether or not they should
be given life-saving or life-sustaining treatment, whether or not they should
be born alive rather than being aborted, whether or not they should be made
the subjects of medical research, whether or not research involving them
should end in their destruction, and so on. And virtually all of the authors we
have looked at assume that the way to decide how these individuals should be
treated is to establish first of all whether they are persons. Now since these
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various kinds of patients are (with the possible exception of the early human
embryo) undisputedly individual human beings, it is obvious that the ordinary
sense of ‘person’, which simply means ‘individual human being’, applies to
them all and can not be used as a way of choosing which of them should be
treated in this or that way. Any sense of ‘person’ which is meant to help us
choose among them must be narrower, more exclusive, than the ordinary
sense. As discussed, nearly all the definitions that have been considered are
certainly narrower than the ordinary sense. But they do not lead to general
agreement on how we choose among patients, or on how different patients
ought to be treated precisely because they involve different exclusions from
the class of persons. The very dispute which these authors intended to settle,
by means of their various conceptions of ‘the person’, remains as far from
resolution as ever.

8. DISGUISING MORAL QUESTIONS AS MATTERS OF SCIENCE

I think what this all shows is just how deep the oddness of the question
"What is a person?" really goes. The question is not one of information, as
we have seen. But nor is it a simple question of classification either. Because
the classification is one of moral status. The reasons why people put forward
their various answers to the question, at least in the conversation we call
bioethics, are that they want to produce a test which will tell us whom we
ought to treat, whom we ought to keep alive, whom we can experiment on
without consent, and so forth. In other words, the question "What is a
person?" concerns not a scientific classification but rather a moral
classification. The question turns out to be a moral question in disguise. Of
course, no one should complain if moral questions are raised in the context
of bioethics! These are exactly the sorts of questions we should expect. If I
am complaining about anything, it is that some writers in the subject are
presenting moral questions as if they could be settled by some more
scientific-looking procedure, of classification and of setting tests and criteria
which individuals must satisfy if they are to count as members of the class of
‘persons’ in some unfamiliar, narrow and technical sense.

Back at the beginning of this chapter I admitted that simply looking at
how people happened to use a word was an unsatisfactory way of deciding
what the word meant - not least, because of the sheer variety of the possible
uses of the word. The trouble is that this variety has to be taken seriously.
Not only the unpleasant Mrs. Poultney but the no doubt highly likeable
participants in bioethical debate seem to use the word ‘person’ in ways that
suit their purposes. Some of them - perhaps unlike Mrs. Poultney - take the
trouble to tell us how, and why, they use the word in the way that they do. At
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least then we are given the opportunity to decide whether we can agree with
them. But of course we do finally need some criterion for deciding this -
some grounds for thinking that the way we use the word is the right way, or
at least the most appropriate way; only then we can decide if the way that
someone else uses the word is appropriate. So what, finally, is our criterion?
My answer to this has been that the ordinary and familiar use is the right
way, and that we have a variety in use only because some people choose to
depart from the ordinary and familiar use.

9. CONCLUSION: RE-AFFIRMING THE TRADITIONAL CONCEPT

Let me finish by facing up to the principal challenge which might be put to
any conception of the person offered within bioethics - including the
traditional conception. The intention of this challenge is to dispute the belief
that all human beings are persons. It shares this feature with most of the
various accounts of ‘the person’ which we have reviewed in this chapter, of
course, and as such can be taken to stand for the moral challenge which all
those accounts are meant to pose to us. It is this: how can we maintain that a
human being who has permanently lost - or who has never attained - any
possibility of cerebral function, and who is permanently condemned to a
merely vegetative ‘condition’, is a person? My own answer to this question is
to turn it back on the questioner. Why should we not regard someone in this
condition as a person, albeit a person in dreadful circumstances? The
assumption behind this challenge seems to be that only if we can classify
different patients as different sorts of entities can we offer any moral
justification for treating them differently. Indeed, this seems to be the
programme underlying most if not all of the various accounts we have
reviewed. To my mind this assumption looks like the result of a kind of
moral panic - as though we never had morally defensible grounds for making
choices and discriminations among different people, or as though such
grounds are so difficult to find, so difficult to defend, that metaphysical
reclassification is somehow easier! I suggest that this assumption is complete
nonsense. We make moral choices all the time; we judge people as deserving
or as undeserving, as guilty or innocent, as worthy or as unworthy; and daily
life requires us to make such judgements, and to treat people differently
according to how we judge, and finally to stand by our choices and to take
responsibility for them. The fact is that such choices are especially
uncomfortable in the clinical arena, and perhaps we think they are even
improper - few would wish to admit to distributing health care resources
according to whether or not patients deserve them, for instance. But the
moral challenge of deciding whether or not to withdraw life-sustaining
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treatment from someone who is in a permanent coma is precisely that - a
moral challenge - and it will not disappear just because we try to disguise it
as an exercise in re-classification. Why not instead argue openly about
whether someone who lacks the possibility of conscious experience has a
lower claim on scarce resources, or whether it is kinder to the family to put
an end to an intolerable situation, or whether the indignity of being
maintained unconscious on a machine ought to stop? This seems far better
than attempting to re-define the patient in question out of the moral realm
of persons (and can a non-person really suffer indignity?!). Judgements on
such questions will then be plainly moral judgements, and they can be
disputed and defended in moral terms. This seems to me to be more honest
and more realistic than manoeuvres in metaphysics, and far less likely to
allow us to forget our responsibilities.

NOTES

1. In addition to the authors quoted in this chapter, the reader might look at, among others:
Foot (1986); Glover (1997); House of Lords (1993); Kuhse and Singer (1985); Lamb (1988);
Lockswood (1985); McCullagh (1993); Ruyter (1996); Tooley (1983).
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RITA KIELSTEIN

TRANSPLANTATION MEDICINE

1. CASE 3.

Mr. Schmidt (46) has been a dialysis-patient for a year now and still extremely
uncomfortable with his new situation. He cannot adjust to the new living
conditions. One day he asks for a doctor’s appointment and appears with his
son Peter (19). Peter informs the physician that he can no longer accept his
father’s suffering and that he is ready to help his father and his mother in
offering to donate one of his kidneys for transplantation. During the discussion,
the physician becomes quite suspicious whether or not Peter acts out of free
choice and free will, in particular as the father gets actively involved in the
debate and Peter’s body-language and other aspects of behaviour suggest that he
might be under some kind of direct or indirect pressure from one or both of his
parents. Peter requests, however, that he be given six weeks to have a good time
with his friends prior to the explantation. Mr. Schmidt, who is sometimes
depressive, sometimes seemingly angry during the course of the conversation,
adds that he might not survive another six weeks. Finally, both father and son
request that the necessary tests be done. What should I have done?

But then, who was my patient, Mr. Schmidt or the son? If Mr. Schmidt feels
uncomfortable to be dialysis-dependent and a donor organ is available, the
transplantation would be an excellent solution, especially since - in general at
least - quality of life and patient’s autonomy as well as clinical and allocational
benefit-cost calculations are excellent for transplantation. On the other hand,
should I have become a partner in the exploitation of a dependent fellow human
being if Peter, indeed, was pressured into accepting an explantation against his
will? Would it not be better to help the patient to accept the new conditions of
his life or to wait till a post-mortem kidney becomes available? There was no
urgent need for transplantation from the clinical point of view at that time.
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2. FROM BIOMEDICAL TO BIOETHICAL CHALLENGES

In 1954 the first successful kidney transplantation with living donors was
performed on identical twins in Boston. In the late fifties it became possible
to keep bodies ‘alive’ under new ventilation and circulatory support
technology, a clinical situation first called coma dépassé, an irreversible
biological state of the body below the level of traditional permanent coma
and without any activity of the brain, since 1968 defined as brain-death:
irreversible coma, missing activity of the brain stem, loss of spontaneous
breathing. Since the sixties drug development for immunosuppression had
been increasingly successful and had allowed for transplantation of tissue and
organs without instant rejection and with long-term organ survival. Today,
good tissue-compatibility between the implanted organ and the recipient still
is of great value and will result in low rates of rejection and long life of the
recipient and the organ. In Germany, the first kidney was transplanted in
1963. The following organs were transplanted in Germany during 1997: 2249
kidneys, 762 livers, 562 hearts, 146 pancreases, 120 lungs (Smit, et al., 1998).

Over 16,000 patients had been waitlisted: many will die before an organ
becomes available for them based on allocational criteria which include tissue
type, waiting time, and other data (Deutsche Stiftung fiir
Organtransplantation, 1997). EUROTRANSPLANT, headquartered in
Leiden, the Netherlands, provides instant and full information on potential
recipient’s tissue type, health condition, waiting list time, urgency, and
location; it matches that information with data from post-mortem organs as
soon as they become available.

But as these and other biomedical and organisational hurdles have been
solved or eased, still not enough organs are available to prevent death of
those who badly need them or for those whose lives would be more enjoyable
(Kielstein, 1991) as Mr. Schmidt’s case shows. There are not enough donors:
a bioethical, cultural and moral challenge, not a medical problem. As more
powerful immunosuppression drugs have become available in recent years,
transplantation will become an additional choice among living persons, who
are not closely related by blood and tissue type and therefore not an easy
tissue match, but who are closely related by friendship, marriage, or
otherwise. The pool of potential living donors therefore has tremendously
increased over the last years. But, again, we have not seen an increase in the
availability of organs yet. On the contrary, it has been mentioned that undue
pressure, challenges and even exploitation might occur within families and
among friends or within moral communities to ‘voluntarily’ donate. The legal
parameters in some countries seem to be aware of those new probabilities for
exploitation and have written closely worded regulations for living donors,
among them the requirement for extended psychological evaluation.
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If we look into the global situation, we have to recognize that today over
85% of end-stage renal disease (ESRD) patients live in Western Europe,
North America and Japan (Davison, 1994). The point has been made that the
rest of the world will never be able to pay the high costs of keeping all
ESRD patients everywhere alive or pay for transplantation, even if organs
would be easily available. Xenotransplantation (using organs from transgenic
animals) or artificial organs (such as totally implantable rotary pumps
replacing human hearts) have been mentioned to ease the morally
uncomfortable situation that many in the ‘rich world’, but none except the
super-rich in the ‘poor world’, will be able to benefit from efficacious modern
replacement therapies (Kielstein and Sass, 1995).

3. POST-MORTEM EXPLANTATION

It has been argued that the donation of organs after one’s death is a moral
obligation of each and every civilized and morally concerned citizen, as well as
being a right of those who otherwise would die or live a much more
miserable life (Thiel, 1996). It has also been mentioned that in particular the
Christian tradition of ‘love your neighbour’ seems to mandate that organs be
made available after one’s death when they are no longer of any use for the
owner, except for acts of charity and beneficence (Sass, 1998). Other religious
and philosophical positions, such as Taoism, Shintoism, and all animistic
religions, on the other hand, cannot even formulate the concept of giving
parts of the own body to someone else nor accepting body parts from other
people. Explantation and implantation of organs, also of tissue and even the
transfusion of blood, are assessed differently by different cultures, religions,
families, and individual persons, who might or might not agree with the
prevailing majority position in their culture or legal environment. This makes
organ transplantation a very individual, very personal issue. Legal parameters
or official default positions for those who have not voiced their dissenting
position are of minimal help only.

Additional to religious and philosophical controversies over concepts of
body and person, even within positions such as the Protestant Christian
religion, there is a variety of positions pro and contra post-mortem donation
(Jorns, 1992; Kielstein, 1994). Some of the controversies are related to the
definition of death: when is a person dead, and when will it be acceptable to
open their bodies and harvest tissue and organs? A clinical definition of
death, the so-called brain-death criterion replacing previous cardiovascular
criteria which are not significant any more under conditions of intensive care
ventilation and cardiological support, has since 1962 found wide clinical,
religious and philosophical support (Angstwurm, 1994). But, again, such a
support is only possible within worldviews, capable of differentiating between
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a mortal body and a soul separable from the deceased or dead body,
therefore not acceptable to the other positions holding different opinions on
the human body and person. Schockenhoff quotes Matthew 7,12 - do to
others what you expect from them. He holds that the donation of organs can
be a final and last personal answer to the query what life is and what it
means to be a human being:

Life and death are close to each other; driven by solidarity with fellow-
humans and by a spirit of Christian neighbourly love each of us can by
donating an organ help an ill fellow human, beyond one’s own death, who
then will regain health and live a newly donated life within the family and the
workplace (Schockenhoff, 1997, p. 17).

He also mentions the ethical and social principle of reciprocity. This
principle would suggest that only those who are willing to donate organs
would be among those who would be given a priority in receiving organs.

The legal situation regarding post-mortem transplantation is different
from country to country in Europe. Some countries assume that the
prospective donor after her or his death would be willing to donate (position
of agreement), others assume that the prospective donor would not be willing
to donate (position of refusal), if not expressively stated otherwise. All
national laws and regulations will respect individual choices contrary to the
default position. Some countries have a so-called ‘extended solution’, allowing
the family to make decisions in the absence of choices made by the deceased.
In Germany, after a lengthy public and parliamentary debate during which
the numbers of prospective donors decreased by a high margin, organs may
only be explanted if the deceased has agreed in writing or by donor card or if
the surviving relatives agree (Deutsche Stiftung fiir Organtransplantation,
1997).

4. REVIEWING EXPECTATIONS OF PHYSICIANS, NURSES,
AND PATIENTS

In May 1997 we asked physicians, nurses, patients in dialysis or with donated
kidneys, and their relatives at the Otto-von-Guericke University in
Magdeburg whether or not they would agree to donating or receiving organs.
Of 574 physicians 17.2%, of 1197 nurses 49.1%, of 253 patients in dialysis
68.6%, of 40 patients living with donated kidneys 100%, of 109 partners of
dialysis patients 68%, of 320 children over the age of 21 of dialysis patients
25% responded. One of the results is that 25.8% of physicians, 10.7% of
nurses, 1.5% of partners of dialysis patients and 4.5% of children of dialysis
patients had carried a donor card. Among those who responded, 92% of
physicians would be willing to donate and 92% to receive organs. The figures
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for the nurses were 91.6% and 93%, for the dialysis patients 72% and 68%,

for patients living with kidney-transplants 98% and 95%, for the partners of

dialysis patients 72.7% and 70.5%, for the partners of patients with kidney-
transplants 90.9% and 90.9%, for children of dialysis patients 54.1% and

59.6%, and for children of transplant patients 61.1% and 61.1%.

There was a reluctance to donate or to receive certain organs; among the
physicians and nurses 5.3% would not donate and 2.5% would not want to
receive cornea transplants, 2% would not donate and not receive lungs, 2%
not donate and not receive a heart, 2% not donate and not receive a liver,
0.7% not donate and 0.4% not receive a kidney, 0.3% not donate and 0.1%
not receive bone marrow, 3% not donate and 1.5% not receive cochlea
transplants. The difference between prospectively donating and receiving
organs among responding physicians, patients in dialysis and with transplants,
partners and children was insignificant; among nurses 1.2% wanted to donate
only, 1% to receive only.

Overall, 42 persons would accept organs, but not donate any; some would
not want to donate a liver for alcoholics or previously addicted persons;
others would only donate to those who themselves carry a donor card. Many
preferred a clear-cut legal situation allowing for either a strict model of
refusal or acceptance; they would not want at all to have their relatives make
hard choices in situations of stress or allow them or others to question or
interpret choices made previously by themselves. Other individual answers
included: why should I have a donor card, if my relatives are given the legal
or moral right to have a final word (13 different respondents); only those
who will donate, should be among the recipients (physician); organ
transplantation should be discussed in schools so that at maturity everyone
would be capable of having her or his choice recorded when applying for a
passport (nurse); parliament should provide for a solution requiring everyone
to make a choice (nurse); organs should be retrieved, except in cases where
written statements by the deceased request otherwise (nurse); persons
carrying a donor card might feel that their care will be driven by the need for
organs (nurse); I had a donor card, but destroyed it after experiencing that
organs got lost and destroyed in the process of poor transportation and
organisation management (physician). The following results need more and
detailed interpretation:

1. The number of prospective donors is higher than the number of those
carrying a donor card.

2. The number of those who would reject an organ is surprisingly high and
has never played a role in public debate or religious or bioethical
discourse.

3. Surprising was also the reluctance to either receiving or donating specific
organs such as cornea; donor cards therefore should allow for making
such choices (Kielstein, 1998).
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5. LIVING DONORS

The number of potential renal transplant recipients far exceeds the number
of cadaveric donors. For this reason living related donors and, more recently,
living unrelated donors have been used to decrease the cadaveric donor
shortage. Living related and unrelated renal donation continues to be an
important source of kidneys for patients with end-stage renal disease. As
mentioned, recent breakthroughs in immunosuppression widen the
possibilities of organ donation among living donors. Outcome in emotionally
related living kidney donor transplantation represents a valuable option.
Recipients and graft outcomes were superior to cadaver kidney
transplantation. The 2-year recipient and graft survival were 100% and 91%
respectively, compared to 99% (recipients) and 93% (graft) in the non-HLA-
identical living related kidney transplant group, and to 93% (recipients) and
83% (grafts) in the cadaver kidney transplantation group, according to the
recent report of Binet, er al. (1997).

Easy availability of kidneys from living donors allows for a shorter
waiting period, planning and timing of transplantation, omission of
haemodialysis and its positive clinical, social and quality-of-life side-effect for
ESRD patients. Also donation among living spouses is a final expression of
love, allowing for a continuation of spousal love, sex, devotion, valued forms
of lifestyle and social habits (Thiel, 1996). However, as in the case of Mr.
Schmidt, familial pressure and unwarranted social and ethical complications
following transplantation cannot be excluded. In Switzerland, a pool of
partners, friends, and spouses of prospective recipients of donor kidneys has
been formed in order to reduce some possible ethical conflicts of direct
spousal donation and to match those recipients and donors within the pool
based on good tissue compatibility. Sells (1997) from the International
Forum for Transplant Ethics, Liverpool proposed to support the model of
paired kidney exchange. Others argue that donating to and receiving from a
pool is ethically preferable if compared with an exchange of pairs of donor-
recipients (Ross, et al., 1997a, 1997b). It has been proposed to increase the
number of potential donors based on the principle of reciprocity. It was also
suggested that an inner circle be formed among donor card carriers who
would be entitled to be in a first group of prospective recipients, while non-
card-holders would get organs only if no one is found in the reciprocity
group, - a proposal ethically supported by the data discussed above, namely
that some of those who do not want to donate might have their very personal
reasons not to receive any either (Sass, 1998). These and other ethical
challenges of living donor transplantation will become even more pressing as
clinical possibilities in immunosuppression progress.
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6. HUMAN ORGANS FOR SALE, XENOTRANSPLANTATION,
AND ARTIFICIAL ORGANS

Given the scarcity of organs, gratuity models for transplantation are discussed
(Land, 1991; Sass 1998). Unfortunately, there is a multitude of anecdotal
evidence that in the Indian subcontinent those who have sold their kidneys
for financial benefit have been exploited and given poor medical care (Sever,
et al., 1994). A federal law in India outlaws organ trade, but many Indian
states have not yet and may not implement that law into their own. If all
others parties - physicians, nurses, hospitals, insurance companies - profit
from the transplantation business, why should the ‘donor’ be the only one
who takes a high risk without any gratuity or compensation? Gratuity must
not necessarily be expressed in financial terms, but in better health care or a
good job offer, educational vouchers, etc. There are many highly risky
enterprises in life, including in medicine such risky forms of clinical trials
with questionable benefit for the individual research subject. These risks are
highly regulated but not criminalized. The gratuity model, the moral
challenges of which are big and risky, has not found an extensive ethical
analysis and assessment yet and might for some time still be treated as a
taboo. As long as we have not had a critical debate, we will not be able to
determine whether or not and under which conditions it might be
unacceptable or acceptable.

Given the bioethical and cultural problems associated with post-mortem
and living donor transplantation, there is not much hope that even in
European countries there will be a sufficient supply of organs in the
foreseeable future to care for all those who very much need them for survival
or for less suffering in life. Two other alternatives to post-mortem donation
and living donor transplantation therefore might give these fellow humans a
better chance than the still open solution to a debate on a gratuity model for
organ giving: xenotransplantation and artificial organs. Especially the need
for organs in the less developed countries calls for an increase in research
and development in these two areas.

The breeding of transgenic animals for organ transplantation (Kamstra, et
al, 1996) and tissue farming has caused controversy and rejectionist
statements in the media and from healthy adults - politicians, theologians,
philosophers, commentators, and journalists - most of them not vegetarians.
Prospective recipients, patient groups, dying or suffering patients on much
too long waiting lists have not yet been asked for their opinion, hope, and
angst regarding the implantation of organs from animals into their body. In
my opinion, the moral rejection of farming animals for medical purposes,
especially for saving lives, has a weaker justification than the rejection of
breeding and farming animals for food or for supporting gourmet living. In a
culture of eating sausage, cutlet, chicken, eggs, and cheese and of drinking
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milk, it secems to be either an unreflected prima facie reaction or an
unacceptable moral double standard to have one’s cutlet but to refuse dying
and suffering fellow humans animal organs for survival.

Prostheses for teeth, joints, bones, cochlear implants, heart valves and
vessels, pacemakers, haemodialysis machines and prototypes of totally
implantable rotary heart pumps provide hope for further progress in
developing even better and less expensive artificial organs, the availability of
which will allow to avoid all or most of the above discussed bioethical
problems of human organ transplantation. Also, better and less expensive
artificial organs might be the best solution for reducing rates of death and
suffering among fellow humans in countries less rich and less fortunate than
our European countries (Kielstein and Sass, 1995).

7. CONCLUSION

We have discussed bioethical challenges of giving one’s organs to other
people in various biomedical and bioethical scenarios of post-mortem
donation, donating or selling by living donors, also the bioethical challenges
to the recipients of human organs post-mortem or from living donors or
accepting transgenic organs from animals. Different as these challenges are,
they will have to be answered by the moral agents, primarily involved as
recipients, donors or prospective donors. The legal and cultural environment
can only provide general support for ethical decision-making by those
involved. Two principles seem to be important for providing an ethically
acceptable framework for organ transplantation: (1) a consensus-oriented
continuation of the public debate concerning collective and individual values,
wishes, fears, and hopes involved and (2) the ethical identification of
preferred decision-makers for giving or receiving organs. Based on our
modern understanding of human dignity and the respect for conscientious
choice-making, prospective recipients and prospective givers of organs should
be the prime moral agents to decide whether or not and under which
conditions they would take or give or refuse. The challenge to the public
discourse and to those involved in it, would therefore be to support and
respect individual values and wishes and choices made on their basis. This
would require the ethics of the transplantation debate to change from
confrontational and paternalistic attitudes towards information,
communication, understanding, and supporting.

In the ethical setting it will be important to provide information and to
be available for advice and assessment if requested, and to respect individual
choice without pressure, coercion, or misleading statements. In particular,
there are the differences between (a) explicit and clear consent by the
individual person herself, (b) information and consent given in more general
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terms, (¢) presumed consent by a person based on indirect evidence or
authority of previous oral statements, conversations, or recollection of
persons representing the donor or recipient with various degrees of authority
for substituted judgement, (d) consent given by representatives, designated by
authority of the individual represented or those chosen by courts. Each case
will be different and clinicians should be critical in evaluating the authority
and legitimacy of the consent given (Faden, 1986).

Back to Mr. Schmidt and his son Peter. Their story shows how closely
connected request for consent, coercion or various forms of ‘persuasion’ can
be. We did the tests; they were both told that the match was less than ideal
and that the probability of immunological rejection was high. Mr. Schmidt
was lucky enough to receive a post-mortem kidney less than six months later.
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WIM J.M. DEKKERS

EXPERIMENTATION WITH HUMAN BEINGS

1. INTRODUCTION

Experiments on human beings are as old as medicine (Rothman, 1995).
Medical research, especially research on human subjects, is integral to
medicine as a science and as a practice. Over the past few centuries there has
been a gradual, almost imperceptible, shift away from the Hippocratic
absolute of medical beneficence to a new relativism that allows research to be
performed on human subjects (Fagot-Largeault, 1988). Scientific medicine
and clinical research in the modern sense are scarcely a hundred years old.
Systematic controlled experimentation is even more recent. The randomized
clinical trial (RCT) was used for the first time in medical practice in Britain
in the 1940s to evaluate streptomycin in the treatment of tuberculosis. The
RCT is now recognized as the most powerful research tool - the gold
standard - in medical-biological research. Modern medical research involves
"systematic design and analysis of interventions involving human subjects in
order to develop generalisable knowledge regarding the prevention and
treatment of disease” (Ackerman, 1994, p. 874).

The recent history of the ethics of experimentation on human beings
reflects the deeply felt aversion to the Nazi-experiments which manifested
itself in the Nuremberg Code (1947). Perhaps the most important effect of the
Nuremberg Code was that it raised the consciousness of people everywhere
about experiments on humans (Bankowski, 1993). The Nuremberg Code
formed the basis of the "Recommendations guiding physicians in biomedical
research involving human subjects” of the World Medical Association, the so-
called Declaration of Helsinki (1964, last revision in 1996). This declaration is
now the most important guideline for those engaged in medical research on
human beings. In the late 1970s the Council for International Organisations
of Medical Sciences (CIOMS) and the World Health Organisation (WHO)
undertook an examination of the applicability of the Nuremberg Code and
the Declaration of Helsinki to the special circumstances of developing
countries. In 1982, these organisations issued their Proposed International
Guidelines for Biomedical Research Involving Human Subjects (last revised in
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1993). The three general principles for biomedical research on human
subjects are: respect for persons, beneficence, and justice (Levine, 1986). In
the United States these principles were formulated by the National
Commission for the Protection of Subjects in Biomedical and Behavioural-
scientific Research in the influential Belmont Report (1978). These three
principles are generally accepted as the basis from which further, second-
order principles, rules and norms may be derived (Bankowski, 1993). Respect
for persons incorporates two further principles: autonomy (leading to the rule
of informed consent) and the protection of those of impaired or diminished
autonomy. The principle of beneficence means that predictable benefits must
outweigh predictable risks. The principle of justice includes the rule of
distributive justice, which requires a fair and equitable sharing of both
burdens and benefits.

Beecher’s ‘Ethics and Clinical Research’ is a classic article in modern
research ethics. He presents 22 examples of medical experiments which can
be classified as ‘unethical’. In many cases investigators risked ‘the health or
the lives of their subjects,” without informing the subjects of the risks or
obtaining the subjects’ permission (Beecher, 1966). One of Beecher’s
conclusions is that the statement that ‘consent has been obtained’ has little
meaning if the subjects or their guardians are incapable of understanding
what is to be undertaken, or have not been clearly informed about all the
hazards involved. Beecher regards the intelligent, conscientious,
compassionate, responsible investigator as a more reliable protection. There
is also a well-known book by Katz (1972) dealing at length with many cases
of ‘ethical’ and ‘unethical’ experimental research on human beings.

The prevention of ‘unethical’ research on human beings was one of the
reasons for establishing medical ethics committees. Ethics committees
emerged in the 1960s. By the mid-1970s the United States had a number of
functioning hospital or health care ethics committees (HEC’s). Research
Ethics Committees (REC’s) - also called Institutional Review Boards (IRB’s)
or Local Research Ethics Committees (LREC’s) - for research involving
human subjects were also set up in this period (Levine, 1995). Though
nowadays most HEC’s deal only with the ethics of clinical treatment and
institutional care policies, both types of committees share closely related
histories, ethical presuppositions and procedures. One of the most important
functions of both HEC’s and REC’s is to protect patients and subjects from
abuse. Their charge is to sustain the autonomy and interests of subjects and
patients (Tristram Engelhardt Jr., 1999).

For about four decades, ethical aspects of medical research on human
subjects have been one of the main areas of activity and reflection in the
philosophy of medicine and bioethics. It has been argued that the issues and
problems of medical experimentation have led directly to the emergence of
modern bioethics (Rothman, 1991). Medical ethicists are sometimes viewed
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with suspicion by physicians and medical researchers. Many would agree with
an editorial in The Lancet of October 6, 1990, which decried the interference
of "professional medical ethicists, latterly joined by lawyers specialising in
health matters” - the so-called ‘strangers at the bedside’ (Rothman, 1991).
The offending ethicists are perceived as propagating the dogma "that
whatever is done for the sake of medical science is alien to the treatment of
the individual, and should therefore be labelled an ‘experiment’, necessitating
informed consent by the patient and adjudication by an ethics committee”
(Editorial, 1990, p. 846). The increasing emphasis on ethics, patients’ rights
and autonomy is seen as having a negative impact on medical research.
Further, it is argued that national research ethics committees will lead to
bureaucratic restriction of research in the name of medical ethics, and
eventually to the total alienation of research from bedside medicine.

Despite the criticisms, the debate about ethical and legal issues has
substantially changed the practice of experiments on human beings. There are
a growing number of international ethical standards and legal regulations for
research involving human subjects. In addition to the Declaration of Helsinki,
one must also mention the guideline Good Clinical Practice (GCP: European
Recommendation Concerning Good Clinical Practice for Drug Research in
the European Community) of the International conference on the
harmonisation of technical requirements for the registration of
pharmaceuticals for human use (1996). GCP is an international ethical and
scientific quality standard for designing, conducting, recording, and reporting
trials that involve human subjects. There is also the Convention for the
Protection of Human Rights and Dignity of the Human Being with regard to the
Application of Biology and Medicine of the Council of Europe (1996). Most
countries have now enacted legislation controlling experiments on human
beings which includes guidelines for Research Ethics Committees (REC’s).
Although the expression ‘experiments on human beings’ may suggest
otherwise, most laws and regulations in this field also cover non-experimental
observational and epidemiological research (Coughlin, 1995; Coughlin and
Beauchamp, 1996). The recent Dutch legislation ‘Regulations on Medical
Research involving Human Subjects’ (Medical Research involving Human
Subjects Act) uses the following broad definition of an experiment: "medical-
scientific research which involves subjecting persons to certain procedures or
imposing particular behavioral requirements.”" This definition includes not
only (invasive) medical experiments on human beings, but also experiments
with their body parts. Epidemiological research in which human subjects have
to provide personal data also falls under this law.

The existing body of literature in the field of research ethics focuses
primarily on experiments on human subjects as a whole, that is, on
experimentation on persons and their (entire) bodies (Katz, 1972; Spicker,
1988; Capron, 1989). In today’s medicine, however, human organs, tissues and
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body fluids are increasingly being used for research purposes. The availability
of human body parts is of undeniable importance for basic research, for
research aimed at improving therapies and for research aimed at developing
new treatments. Despite this, relatively little attention has been paid to
biomedical research on human body parts (Dekkers & Ten Have, 1998; Van
Agt, et al., 1999).

Ethical problems that may arise in the field of experimental research on
human beings include the selection of research subjects, the use of
vulnerable, incompetent or dependent people (children, elderly people,
mentally handicapped or demented people, students, employees, prisoners) as
experimental subjects, ethical aspects of the scientific methodology such as
the randomisation procedure and the use of placebos, the use of human body
parts, the assessment of risks and benefits, informing the research subjects,
and the reimbursement of costs. Some of these problems will be elucidated in
an analysis of the following research protocol.

2. CASE 4.

2.1. Clinical Context

The clinical context of the research protocol ‘A Activity in B Induced Skin
Response in Normal Volunteers’ consists of endeavours to develop a new drug
against psoriasis. Psoriasis is one of the most common chronic skin diseases,
with a prevalence generally estimated at between 1.4 and 2.9% of the
population. It is a non-infectious disease, characterised by sharply marginated
areas of affected skin which appear thickened, red and scaly, and may itch. The
symptoms reflect a markedly elevated rate of epidermal proliferation. Dermal
blood vessels are dilated and there is infiltration of the skin with
immunologically active cells. The pathogenesis is not well understood. The
disease cannot be cured in the strict sense of the word, and the current therapy
for psoniasis is strictly symptomatic.

The experimental drug to be tested is substance A. A can possibly play a role
in the development of a new drug against psoriasis. A will be tested with the help
of the chemical substance B which, if applied on the skin, causes a lesion of the
skin. The local application of B results in an experimentally reproducible
inflammation of the skin which is more or less comparable to the lesions caused
by psoriasis. Drug A is a potent and specific antagonist of B receptors. In vitro, it
specifically inhibits chemotactic activity and some other chemical reactions in a
specific category of white blood cells, the so-called neutrophils, which are
stimulated by B. Drug A has to be taken orally. In previous studies drug A has
been administered at several doses in rats and in monkeys. It has also been
given to thirty healthy male subjects in a dose-finding study. Furthermore, in a
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multiple oral dose study three groups of eight healthy subjects received either drug
A or placebo in a single subject blind manner. A few adverse events were
reported in both the human volunteer studies, but no serious reactions.

2.2. Objectives

The objectives of this research project are:

- to assess the suppression of local neutrophil response with oral A to epidermal
B challenge in healthy volunteers, using samples obtained from skin biopsies.

- to assess the effect of oral A on inflammation and epidermal proliferation and
inflammation induced by B in healthy volunteers.

2.3. Scientific Background

There is already considerable expertise with this research model. The
experimental inflammation induction by the application of B on the skin is an
approved test model. The effect has many characteristics in common with lesions
caused by psoriasis. Animal testing is inappropriate because there is no adequate
animal research model for psoriasis. Psoriasis does not occur in animals and it
is not possible to induce the experimental inflammation in animals.

Existing psoriasis lesions in patients with psoriasis cannot be used for this
study. If one were to use these lesions for research purposes, it would be
necessary to prolong the administration of drug A considerably. It would take 4
to 6 weeks (instead of 10 days) to assess the effect. Nor can unaffected areas of
the skin of patients with psoriasis be used. The skin of psoriasis patients is not
‘normal’ in the sense that it contains a ‘natural’ low level of B, and there is a
higher risk of complications if a biopsy is taken from the (unaffected) skin of
psoriasis patients.

Thus, in healthy volunteers the experimental model is more ‘pure’ than it is
in psoriasis patients or research animals.

2.4. Methodology

Eighteen healthy male volunteers between 18 and 45 years will participate in this
randomised, double-blind, parallel group study. All will be randomised to one of
the possible three treatment sequences:

- 10 days of treatment with drug A: 48 mg bid.

- 10 days of treatment with drug A: 200 mg bid.

- 10 days of treatment with placebo bid.

Volunteers will be subject to epicutaneous applications of B to their
(normal) skin (on the shoulder) before treatment, and after 10 days of treatment
(with drug A or placebo). They will have skin biopsies before B application (day
1), after 24 and after 72 hours. On day 8 they start medication. Following 10
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days of medication or the use of placebo, B will be applied for a second time.
Skin biopsies will again be taken after 24 and 72 hours. Thus, every volunteer
will be subjected to 5 punch biopsies. The B induced inflammation will be
analyzed with immunohistochemical techniques.

A punch biopsy involves removing a small area of skin under local
anaesthesia. If the wound has a diameter of about three mm, a suture is seldom
required. If the wound has a diameter of 4 mm or more, one or two sutures may
be necessary. The biopsies seldom cause visible scars. Although volunteers with a
predisposition to keloid formation are excluded from participation, keloid
formation is still a possible complication.

Each research subject is paid 250 Dutch guilders.

3. CASE ANALYSIS
3.1. Clinical and Scientific Significance

In order to assess the clinical significance of research protocols it is helpful
to distinguish between therapeutic and non-therapeutic research. While in
therapeutic research the individual patient will possibly benefit from the
experiment, non-therapeutic research is purely scientific and is conducted
without direct diagnostic or therapeutic value to the person subjected to
research. The above protocol is clearly non-therapeutic, though psoriasis
patients will hopefully benefit from it in the future. If this study contributes
to the development of a new drug against psoriasis in the long run, the
clinical importance of the research protocol is considerable. Psoriasis is a
serious skin disease which affects patients not only physically, but also
psychologically. At the moment there are no drugs available that can cure the
patient and treatment is strictly symptomatic.

It is now generally accepted that a research study that is scientifically
inadequate is automatically also ‘unethical’. The scientific value of the
protocol depends both on how well the method can work, and to what extent
the method can contribute to our understanding of the pathophysiological
mechanisms which cause psoriasis (and thus to our capacity to therapeutically
influence these abnormal mechanisms). The possible contribution of this
study to our knowledge of psoriasis involves questions such as: is the aim of
the study clearly defined and scientifically realistic? Will it provide useful
information? Do the study objectives conform to the overall aim of finding a
new drug against psoriasis? These questions are taken for granted and will
not be discussed here. A few things can be said about the method used.
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3.2. Methodology

The most important question is whether the method is adequate, and in
particular, whether there are other (less invasive, less burdensome and less
risky) ways of addressing the scientific problem. One could ask whether it
would be possible to use research on animals or even in vitro studies instead
of experimenting on healthy volunteers. This question invokes the principle -
which is questionable! - that it is not right to perform scientific research on
human beings that could alternatively be done on animals. The researchers
convincingly argue that studies like these can only be done with living human
subjects because no adequate research model in animals exists. Other ethical
questions are: is the randomisation procedure correct, are the numbers of
healthy volunteers justified, are the inclusion and exclusion criteria correct,
what are the criteria for evaluation of the study protocol?

3.3. Beneficence

The most important (but not the only) motive for regulation and legislation
is concern about the welfare of people as research subjects. The first two
sentences of the Declaration of Helsinki read as follows: "It is the mission of
the physician to safeguard the health of the people. His or her knowledge
and conscience are dedicated to the fulfilment of this mission.” Thus, the
welfare of the research subjects comes first, but there is often a tension
between the interests of the research subject, and of the interests of the
researcher, of science in general, and of society. One of the most difficult
questions for research ethics committees to answer is whether there is a
reasonable balance between the clinical and scientific value of a particular
study, and the burden (risks and inconveniences) it causes to the research
subjects. The principle of beneficence means that predictable benefits must be
weighed against predictable risks. Risks can be divided into physical,
psychological, social, and economic risks. In the study being considered, the
ethical discussion will probably mainly concentrate on physical risks to the
volunteers, although physical risks cannot be completely separated from other
forms of risk. An ethical review of the above protocol must focus on a
weighing process at an inter-individual level, because the healthy volunteers
themselves will not benefit from the results of the study. The burden for
eighteen volunteers must be weighed against the possible benefits for others.
However, while it is relatively easy to assess the burden for the volunteers
here and now, it is far more difficult to weigh the possible benefits for
psoriasis patients in the long run.
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3.4. Non-maleficence: Integrity of the Human Body

Apart from the requirement of the volunteers’ informed consent (see below)
one can ask whether it is morally permissible to mutilate the healthy, intact
human body by inducing an inflammation and by taking five biopsies. Do
these violations of the volunteers’ human body outweigh the possible benefit
to others? If this is a justifiable assault on the integrity of the human body, is
the degree of inflammation induced, the size of the scar after a biopsy and
the exact place on the body morally relevant factors? Scars on the shoulder
are more visible than, for example, on the inside of the upper leg. One could
also ask whether it is morally appropriate to relate the extent of the injury
inflicted to the scientific value of the research. Is it, for example, right to give
less weight to the integrity of the human body, if the protocol being
considered is excellent and promising? Conversely, are the injuries caused by
the application of B and by the biopsies more reprehensible, if the research
protocol has little scientific value?

Questions like these presuppose that the human body is not just an
instrument of the person and that the ‘owner’ of the body has no absolute
right to misuse it. The principle of integrity of the human body implies that
although the person has given explicit consent to a particular manipulation of
their body, one must still ask whether that manipulation is morally acceptable
or not. The human body is not just an instrument, but has its own moral
value (Dekkers, 2000). The integrity of the human body is an excellent -
prima facie - ethical principle that may counter-balance other current
principles. No ethical principle, including the principle of respect for
autonomy, is considered to outweigh other moral principles, duties or goals
in either medical care or research (Faden and Beauchamp, 1986, p. 19).

3.5. Respect for Persons

Despite the importance of the notion of integrity of the human body, respect
for persons remains a crucial principle. This principle incorporates two
further principles: autonomy and protection of those with impaired or
diminished autonomy. The Nuremberg Code states that the first requirement
for ‘ethical’ research is the autonomous, voluntary, informed consent of the
research subjects. Informed consent is often considered the most important
ethical principle in medicine and health care. In order to be recognized as
valid, the consent of the subject must have four essential attributes. It must
be competent (legally), voluntary, informed and comprehending. Through
informed consent, the investigator and the subject enter into a contractual
relationship which requires communication. According to Levine (1986, p.
99), the most appropriate single word for the communication between
researcher and research subject is ‘negotiation.” The negotiations must
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include four different components: (1) exchange of information, (2)
assessment of the prospective consentor’s comprehension, (3) assessment of
the prospective consentor’s autonomy and (4) consent.

In the study being considered the research subjects are healthy adult
volunteers, and it is unlikely that there will be problems in the assessment of
their comprehension of the study, in the assessment of their autonomy, or in
registering their consent. A potential problem does arise when recruiting the
volunteers - how can we be sure that they feel absolutely free to choose
whether or not to join the project? The researchers planned to recruit the
eighteen volunteers via announcements on notice boards for students.
Respect for persons includes a reasonable compensation for research-induced
injuries. In the study at hand the compensation is 250 Dutch guilders. Is this
a reasonable amount of money? What would be too little? What would be so
much that it would influence the free choice of potential volunteers who were
short of money?

A fully informed consent may be ideal, but what does this mean in this
situation? Do the volunteers have to know all the scientific details of the
study? The biopsies seldom cause visible scars, but the possibility of keloid
formation cannot be excluded. What do the volunteers have to know about
this possible complication? Would it be appropriate to provide them with
pictures of the scars which they might acquire?

3.6. Justice

The principle of justice includes the rule of distributive justice which requires
a fair and equitable sharing of both burdens and benefits. In general, the
research subjects should be representative of the class of persons the research
is designed to benefit - by developing knowledge - so that the class of persons
that carry the burden should receive an appropriate benefit, and the class
primarily intended to benefit shares a fair proportion of the risks and
burdens. This general rule is difficult to satisfy in studies with healthy
volunteers. Although the eighteen volunteers carry the burden of the
research, they will never profit from it, excluding the unlikely case that they
later develop psoriasis and benefit from a new drug against psoriasis that had
been developed as a result of this particular study. But we can apply the rule
of distributive justice to bring in further considerations.

In the case description it was mentioned that neither psoriatic lesions of
psoriasis patients nor unaffected parts of their skin can be used because their
skin contains ‘natural’ substance B. Seen from the perspective of a fair
distribution of burdens and benefits, however, one could argue that it would
be better to use patients with another chronic skin disease (for example,
eczema) than healthy volunteers, assuming that the unaffected parts of the
skin of patients with chronic eczema do not contain substance B. If patients
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with chronic eczema were to be used as research subjects, the burden of the
research would be carried by a category of patients that possibly benefits from
the research, namely the group of patients with a chronic skin disease.
However, although this may seem a fair solution from an ethical point of
view, many new problems arise. It is extremely complicated to assess the
burden-benefit-ratio of a research study, if we take into account not only the
burdens and benefits of individual volunteers and patients, but also of
categories of people (patients with psoriasis or with another chronic skin
disease) and of society as a whole.

3.7. Solidarity

Against the argument that the burden of experimental research must be
shared by those who benefit from it, one could argue that patients with
psoriasis (or with another chronic skin disease) already carry enough burden
in suffering from that particular skin disease. Thus it is healthy people who
have an obligation to participate in biomedical research. Based on principles
such as solidarity and altruism healthy volunteers have to take part in the
burden of psoriasis (and other chronic skin diseases) and contribute to the
development of new drugs against psoriasis. As Caplan (1988) argues on the
basis of the principle of ‘fair play,’ if one expects benefits from modern
research, one is obliged to offer to participate in that research. It is morally
reprehensible for the rest of society to avoid this obligation, and thus to take
a ‘free ride.” Protocols like the example should provoke ethical debate on the
notions of altruism and solidarity.

4. CONCLUSION

In the past four decades a number of ethical guidelines for REC’s have been
developed at national and international levels. These guidelines have been
based on current ethical principles such as respect for persons, beneficence,
and justice, and establish an internationally acceptable standard for the
review and conduct of medical research. The relevant ethical principles
constitute a coherent model that is useful for discussing ethical aspects of
experimental research on human beings. However, as this case analysis shows,
no single general ethical principle - no matter how important - can be
applied in isolation to a real case. In an ethical review of any particular
research protocol the first task is to assess which ethical principles and values
are at stake. Second, ethical principles must be weighed against each other,
for example, respect for autonomy versus integrity of the human body. Third,
ethical principles are abstract notions which must be interpreted in concrete
cases and situations. The above case analysis raises, for example, the question
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what ‘solidarity’ exactly means. As a subdiscipline of bioethics, research ethics
should primarily be regarded as an interpretive discipline (Ten Have, 2000).

Thus, while we have attained an international consensus on fundamental
guidelines for research on human beings, every REC is left to interpret the
guidelines and devise their own means of implementing them. Moreover, the
international guidelines leave many unanswered questions about the ethical
review of research, such as to whom are REC’s accountable, how many
members should be enlisted to an REC, how should the members be selected
and trained, what sort of consent forms should be used etc. (Macpherson,
1999). And the RECs have to reckon with national traditional values, local
regulations and institutional care policies as well as the internationally
accepted standards.
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BERT GORDIIN

COMPULSORY MEDICAL TREATMENT

1. INTRODUCTION

One of the major developments in medical ethics after World War II has
been the increasing importance of the principle of respect for autonomy. At
present, for example, it is widely accepted that informed consent is a
necessary condition for starting a morally justified medical treatment of a
competent patient, meaning a patient in power of a substantial decision-
making ability. According to this view, morally justified medical treatments of
competent patients can only be performed after the patient has given his
consent (having been informed of all relevant aspects of the proposed
treatment in an understandable way). Generally, the right of competent
patients to refuse medical treatment has to be respected.

However, there are situations in which good moral reasons can be
brought forward to perform a medical treatment, even if the patient does not
want to co-operate. Of course, this can be the case if the patient is not
competent and medical intervention can avoid harm, either to the patient
himself or to others. Moreover, even in the case of competent patients, there
are situations in which good moral arguments in terms of avoidance of harm
can be developed for overruling the patient’s unwillingness or reluctance to
be medically treated. Accordingly, four different categories of such situations
can be distinguished on a rather abstract level:

1. Not treating the incompetent patient is harmful to the welfare of others.
2. Not treating the competent patient is harmful to the welfare of others.

3. Not treating the incompetent patient is harmful to his or her own welfare.
4. Not treating the competent patient is harmful to his or her own welfare.

Of course, most real cases of compulsory medical treatment will rarely fit
into just one of the above categories because, on the one hand, competence
does not seem to be an all-or-nothing phenomenon and, on the other hand,
harm to the welfare of others often implies harm to the patient’s own welfare
and vice versa. Nevertheless, the above systematisation can be helpful in
ordering some reflections about the moral aspects of exerting coercion in
medical treatment. Accordingly, four cases of compulsory treatment - each
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more or less exemplifying one of the above-mentioned four categories - will
be presented and discussed.

2.CASE 5.: SILENCING A PATIENT!

Mr. A, an 84-year old married veteran of World War I whose working years
were spent as a carpenter, had always been a mild-mannered apolitical man of
few words, who did not drink or smoke. But in the past decade his cognitive
capacities had continuously declined. At the same time, Mr. A started yelling. In
fact, the patient’s yelling grew so incessant and loud that it disrupted his stay at
home with his wife, but also his stay (for a variety of smaller medical problems)
on the medical floor of the hospital, and in the nursing home. He was eventually
admitted to an acute-care psychiatric unit where a host of pharmaceutical and
behavioral interventions were totally unsuccessful. At one point Mr. A was
observed yelling 45 times per minute, non-stop for seven hours.

One intervention into the Yyelling problem involved the application of
bilateral hearing aids connected to a microphone which was placed in front of
the patient. Such ‘amplified auditory feedback’, along with various other creative
interventions, were unsuccessful and the patient’s yelling continued unabated.
Involuntary commitment to a long-term psychiatric hospital was briefly
considered, but rejected as inappropriate for this severely demented individual
who was now incontinent of bowel and bladder, losing weight, and subject to
recurrent pneumonia’s. Mr. A's wife stated she could not take him home, and all
the nursing homes in the area refused to accept him because of his incessant
yelling.

The staff in the psychiatric unit of the hospital were beginning to weary of
Mr. A’s relentless yelling. Feelings of discouragement, frustration and helplessness
grew. After two months of exasperation and thwarted attempts to stem the
yelling, an ad hoc advisory committee consisting of psychiatrists, internal
medicine physicians, an ear-nose-and-throat surgeon and other staff
recommended that a single, recurrent laryngeal nerve be crushed. The committee
indicated that the surgical procedure could be done under local anaesthesia and
would not compromise the patient’s ability to clear secretions or to breathe, but
would render his maximum voice level to be a very acceptable soft tone.

Substituted judgement was impossible to reconstruct in the absence of
written evidence attesting to Mr. A’s wishes in such a situation. In retrospect
however, his wife indicated the belief that her husband would have opted for the
surgery, as "he was a kind and quiet man who never wanted to bother other
people”. The committee unanimously endorsed the procedure, as did Mrs. A, who
by this time felt guilty, ambivalent and anxious.
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2.1. Benefits and Beneficence

The benefits that first and foremost would be served by the surgical
intervention on the incompetent yelling patient are clearly those of the other
patients being treated and the persons working on the psychiatric unit of the
hospital. They are the ones who have to cope with the incessant yelling. As a
side effect, however, the yelling man himself would perhaps also benefit from
the surgery. Although the operation might not prolong Mr. A’s life, the
quality of his life might be enhanced. In general, a person who, be it
deliberately or not, causes a detrimental effect on others, will usually be
harmed by a reaction of negative social feedback. As a quieter individual, the
old man’s presence would presumably produce a much less negative effect on
others. As a consequence, the latter would probably be more inclined to give
him positive attention, or at least not to avoid him. With the yelling
eliminated, he could perhaps live in a less restrictive setting, possibly even in
his own home. Consideration of these benefits probably led the advisory
committee to give a positive advice on the surgery. The advisory committee
decided according to the so-called principle of beneficence; they felt the
moral obligation to act for the benefit of others.

Considerations of beneficence have played a central role in different
ethical theories, for example in utilitarian theories. There are different views
on what beneficence exactly involves. Frankena (1973, p. 47), for example,
holds that beneficence implies four different obligations: (1) One ought not
to inflict evil or harm, (2) One ought to prevent evil or harm, (3) One ought
to remove evil or harm, (4) One ought to do or promote good. Beauchamp
and Childress (1994, p. 190) distinguish between non-maleficence and
beneficence, isolating the first above mentioned obligation that one ought not
to inflict evil or harm, and categorising it as an obligation of non-
maleficence. Be this as it may be, obligations of beneficence or non-
maleficence are not absolute. Considerations of benefits being conferred and
harms being prevented or removed result in determining prima facie
obligations to act in some way or another. These prima facie obligations,
however, can be overruled by other moral arguments.

In the case of the yelling man, therefore, it must be asked whether in
view of the arguments against the surgery the above mentioned benefits can
really justify the suggested intervention. First of all, since the yelling man
seems to be severely demented, it can be doubted whether he himself would
really experience any benefits after the operation. The benefits seem to lie
mainly, if not exclusively, on the side of the others. Furthermore, it can be
argued that, though it is all too understandable that the personnel on the
psychiatric ward would rather work in a quiet environment without yelling
patients, being able and willing to cope with these kinds of behaviour should
be regarded as part of their professional duties and virtues. Finally, one could
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also refuse to approve of the procedure on the grounds that it involves non-
medical surgery which is not without risk. It does not seem morally right to
operate on healthy tissue of one person in order to solve a social problem of
other persons.”

2.2. Competence and Incompetence

Judgements about competence and incompetence are of great importance in
health care, because they prima facie decide on whose decisions should be
respected and whose not. An incompetent person’s decisions cannot in
principle be autonomous. Consequently, these kind of decisions need not be
respected from considerations of respect for autonomy. The decisions of a
competent person, on the other hand, need not necessarily be autonomous
decisions. For example, they can be based on false information. Therefore, a
competent person’s decision ought to be respected from considerations of
respect for autonomy, only if they meet additional criteria making them also
autonomous decisions.?

The severely demented old man seems to be a clear-cut case of an
incompetent patient. In medical practice, however, it is often not easy to
determine whether a patient is competent or not. Therefore, it must be asked
on a more general level under what conditions a patient can be regarded as
incompetent. There seems to be no single accepted definition of
incompetence. In general, a competent person can be regarded as having a
sound decision-making capacity, whereas in an incompetent person this
capacity has been seriously distorted. However, opinions differ with regard to
the degree or level of impairment of decision-making capacity being necessary
when categorising somebody as being incompetent. Consequently, there are
various competing standards of incompetence that all require different
inabilities as a necessary condition for incompetence. In this list (Beauchamp
and Childress, 1994, p. 137), the standards for incompetence are ranked from
the one requiring the biggest inability to the last requiring the least inability
as a condition for incompetence:

Inability to express or communicate a preference or choice

Inability to understand one’s situation and its consequences

Inability to understand relevant information

Inability to give a reason

Inability to give a rational reason (although some supporting reasons may
be given)

6. Inability to give risk/benefit related reasons (although some rational
supporting reasons may be given)

7. Inability to reach a reasonable decision (as judged, for example, by a
reasonable person standard)

b

T N N
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The result of choosing for the standard last mentioned would lead to a
very broad concept of incompetence covering a rather large group of persons.
Following this standard, most persons would be incompetent with regard to a
great amount of decisions they make in every day life. If, on the other hand,
the first standard in the list would be held as a measure for incompetence,
the resulting concept of incompetence would be a rather narrow one that
could be applied only to a relatively small set of persons. Following this
standard, the demented yelling man, for example, would probably have to be
categorised as being competent because he is presumably able to express
some of his preferences or choices, be it in a very primitive way. Already if
the second standard in the list would be applied to determine the competence
of the demented patient, he would turn out to be incompetent. Since
choosing a standard either at the beginning or the end of the above list seems
to lead to contra-intuitive results, some standard in between would be best to
select.

Evidently, some forms of incompetence rest on reversible causes, e.g.,
certain forms of depression, pain or overmedication, whereas in other cases
the disabilities in decision-making cannot be restored. In some cases
competence can vary from hour to hour. Moreover, the quality of one’s
decision-making capacity seems to be relative to the particular decision to be
made. Competence, therefore, seems to be a capacity that can be intermittent
and specific.

2.3. Coercion

Another relevant question with regard to the issue of ‘compulsory treatment’
brought up by the unusual case of the severely demented, incessantly yelling
old man is what Kind of coercion would be exerted if the team would proceed
to surgical intervention? It seems safe to suppose that the whole procedure of
crushing a single, recurrent laryngeal nerve under local anaesthesia would
involve different kinds of discomfort. It is also likely that the severely
demented old man would not be able to understand the reasons behind the
uneasiness he is confronted with. Therefore, he probably would be scared and
accordingly unwilling to co-operate. Since trying to enhance his willingness to
co-operate by presenting to him the reasons and goals of the surgical
intervention would most certainly not be successful, the only effective form of
coercion would be physical force.

This brings up the question of what are the different forms of coercion?
What actually counts as compulsory treatment? First of all, it is necessary to
distinguish between varieties of coercion on the one hand and more and less
dramatic medical interventions on the other hand. The kinds of coercion
exerted with regard to more dramatic interventions, e.g., sterilisation of
mentally handicapped, forced feeding of people involved in an hunger strike,
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blood transfusions of Jehovah Witnesses, life-saving measures after attempted
suicide, need not necessarily be stronger than those with regard to
interventions of a less dramatic nature, e.g., restraining a patient to keep him
from falling out of bed, forcing an older, depressed patient to get out of bed
in the morning, reinserting a feeding tube that a patient keeps on pulling out,
getting a patient to undergo one more session of chemotherapy.

Generally, three different forms of coercion can be distinguished:
compulsion, pressure and persuasion (Gezondheidsraad, 1996). Compulsion is
the strongest form of coercion. It leaves the patient no alternative but to
comply with the proposed intervention. For example, it can be regarded as
compulsion when police force is used to isolate a person with an open
tuberculosis. In comparison with compulsion, putting pressure on somebody
is a weaker form of coercion. Pressure means that the person the pressure is
being put on is presented an alternative, in case she is not willing to co-
operate. This alternative, however, is a highly unattractive one. Pressure can
be exerted in two ways. On the one hand, it can be promised that, only if one
complies with the proposed intervention, something of a highly advantageous
nature will happen or be given (positive pressure). For example, when a drug
addict is being told that he will only get his substitute drug under the
condition that he will participate in a screening programme for certain
infectious diseases, positive pressure is being put on him. On the other hand,
it can be said that something very negative will happen as a consequence of
not co-operating, e.g., when a political refugee will be deported unless he co-
operates with a certain medical intervention (negative pressure). Finally, the
weakest form of coercion is persuasion. It neither implies physical violence
nor limiting the possibilities of choice. Nevertheless, when a health care
professional exploiting all the powers of his rhetorical talent tries to convince
a layman to undergo a certain medical treatment, persuasion can be rather
coercive.

3. CASE: THE ENDANGERED FOETUS*

Mrs. Z. is expecting her first child. After a pregnancy of almost 25 weeks she
starts to get contractions, which would force her to go into premature labour.
When she is admitted in the hospital she already has a dilatation of the cervix of
2 cm. The chances for the baby are not very good if she were to give birth at this
stage of her pregnancy. The majority of such babies die shortly after birth. Half
of the babies surviving the premature birth will be multiple handicapped, despite
intensive treatment.

In consultation with the patient it is decided to start with medication (via a
drip) which will restrain the contractions. The therapy turns out to be successful
and the contractions can be fully suppressed; however, Mrs Z. suffers a lot from
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the side effects. She complains notably of a high pulse rate and heart
palpitations. She also has trouble with the prescribed bed rest.

After a few days it turns out that every now and then the patient loses little
bits of amniotic fluid; apparently there is a small malfunction in the amniotic
and chorionic membranes. Because of this there is a rising chance of an
intrauterine infection. Also the possibility of long-term postponement of the birth
will be restricted. This is obviously a serious blow for the patient and the team
treating her.

Because in this stage the chances of survival for the baby are increasing
considerably with every week, it is decided that it is in the child’s best interests to
continue the medication which restrains the contractions. Through ‘sterile
nursing’ the team tries to limit the chance of an infection. However, it turns out
that Mrs. Z. has become so discouraged through this latest setback and the
discomfort caused by the therapy that she does not want any further treatment.
She insists on the drip being removed and wants to leave the hospital.

This is against the medical advice. Should she leave the hospital, the
chances of survival for the baby will decrease and if it should stay alive, the
chances of a handicap will increase. It can also be damaging to her own health.
Her husband asks the physician to do everything he can to convince his wife to
stay in the hospital and if necessary to continue her treatment under duress.

3.1. Respect for Autonomy

The pregnant woman in the case insists on the drip being removed and wants
to leave the hospital. She obviously does not want any further treatment and
under normal circumstances a wish like this being put forward by an
autonomous person should be respected. However, in this case there are two
factors that make one hesitant in resolving the matter. First, it could be
doubted whether the decision the woman has taken is indeed an autonomous
one. The decision has a strong irrational aspect and the woman seems at least
to be strongly influenced by emotions of discouragement through the latest
setback and all the discomfort caused by the therapy. Second, even if the
decision could be regarded as an autonomous one, there seem to be other
persons who would probably be severely damaged by the consequences of the
decision. If, on closer consideration, abstaining from any further treatment
and leaving the hospital would indeed present itself as having a seriously
detrimental effect on other persons, should the autonomous decision of the
woman still be respected? As the concept of autonomy plays a central role in
these two questions, resolving the case above has to start with a closer
investigation of this pivotal concept.

The concept of autonomy dominated the bioethical debate, especially
Anglo-Saxon discussions, since its beginnings in the sixties. This also had
important repercussions for biomedical research and health care practice. The
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change of attitudes with regard to informed consent, informed refusal and
truth-telling that we have witnessed in the last decades all have a conceptual
background in which autonomy plays a major role.

There are different theories with regard to autonomy. Many theories,
however, seem to agree that three conditions are essential to autonomy: first,
some kind of independence from controlling influences, second, the capacity
for intentional action, and finally, true information and understanding. Most
theories, however, do not concur in their answers to the question of what
kind of independence from what sort of controlling influences (e.g.,
influences from outside or also certain internal irrational influences), what
kind of capacity for intentional action and how much information and
understanding is needed to be autonomous. Opinions differ also with regard
to the question whether, and if yes, what additional conditions need to be
met. It seems to be for sure, though, that since independency from
controlling influences as well as understanding and information obviously are
properties that admit of different degrees, autonomy is not an all-or-nothing
phenomenon.

Connected with the problem of the defining properties of autonomy there
is the question of what respect for autonomy involves. Again, with regard to
this question different theories exist. Already, Immanuel Kant (1724-1804)
and John Stuart Mill (1806-1873), the two founding fathers of contemporary
thinking about autonomy, held different views on the matter. According to
Kant, respect for autonomy requires that autonomous persons (being persons
intentionally following the moral law) ought never to be treated merely as
means. Since autonomous persons are ends in themselves each having the
capacity to determine their own destiny, respect for autonomy implies that it
is morally forbidden to instrumentalize autonomous persons to serve
exclusively the goals of other persons.

Mill regarded respect for autonomy as implying not to interfere with the
choices and actions of autonomous persons, as long as they in their turn do
not conflict with the freedom of other autonomous persons. Sometimes,
however, when other persons act on the basis of erroneous beliefs we ought
to interfere by way of persuasion. Mill’s point of view exemplifies that there
are two different duties that both seem to be somehow implied by respect for
autonomy. First, there is the negative duty of not interfering with the
decisions and actions based on the considerations, beliefs and values of an
autonomous person. The liberty and freedom to act and think of autonomous
persons ought not to be restricted arbitrarily. Second, respect for autonomy
implies the positive obligation to interfere when possible in order to enhance
or restore the autonomy of persons. For example, when somebody wants to
commit suicide because he falsely believes that his family was killed in a car-
accident, respect for autonomy demands giving him true information
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concerning his family thereby enabling him to reconsider his decision in the
light of a better and more true understanding of his situation.

Returning to our case it can be doubted whether the woman’s desire to
stop the treatment has indeed resulted in a fully or even only substantially
autonomous decision. Though she does seem independent from controlling
influences from outside her behaviour appears to be strongly controlled by
internal irrational influences, namely, strong emotions of discouragement. It
looks like her mood is fairly regressive and self-destructive. From the case
description, it is not clear to what extent the woman is able to understand
her situation and its consequences. Has she really understood the relevant
information concerning her decision? Is she able to give a rational reason for
her behaviour? Questions like these would have to be considered more
closely to determine her autonomy.

Supposing, however, that her decision were substantially autonomous,
would in view of the detrimental effect on the welfare of others her desire
have to be respected? Stopping treatment and leaving the hospital would
decrease the chances of survival for the baby and if it should stay alive, the
chances of a handicap would be increased. Moreover, it can also be damaging
to the woman’s own health. Finally, through this all the husband’s welfare
could be seriously affected. Should, for example, the foetus die or be gravely
handicapped as a result of abstaining from treatment, the woman’s husband
would have to cope with feelings of mourning and perhaps self-blame. That is
probably why he asks the physician to do everything he can to convince his
wife to stay in the hospital and if necessary to continue her treatment under
duress. In view of the possible harmful effects on the well-being of others it
seems reasonable that the physician tries to convince the woman to rethink
her decision. Therefore, persuasion seems to be an appropriate instrument of
coercion in this case.

The question of whether more coercive measures like pressure and
compulsion would also be morally justified to force the woman to continue
the treatment is not easy to answer. Again supposing that her decision were
substantially autonomous, it does not seem right to use physical force to
compel the woman to refrain from abstaining medical treatment and to stay
in the hospital. Moreover, it must be doubted whether such measures could
be put into practice at all.

4. CASE: DEMENTED MAN WITH A SWOLLEN BLADDER’®

Night-time has fallen on the internal medicine ward of a general hospital. There
is snoring to be heard on the ward, a troubled sleeper turns around noisily. In a
corner lies a demented old man, he moans and is agitated. He looks at the night
nurse with big eyes full of fear. When the doctor tries to examine him he keeps
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him away, saying: "No, no ...", though it seems that he does not understand what
is happening. The doctor discovers that his bladder has swollen enormously. It
appears the old man cannot urinate anymore. This can be caused by lying in bed
or by the disease he suffers from. The doctor catheterises him and the urine is
drained off. Half an hour later the old man is quietly asleep.

4.1. Weak Paternalism

The case of the demented old man suffering from a swollen bladder describes
a common situation in clinical practice. In this case, the medical intervention
is clearly to the benefit of the patient. Inserting the catheter is a very
effective method of alleviating the distressing symptoms caused by the swollen
bladder. In doing this, however, the physician is obviously overruling the
resistance of the old man. This behaviour is called medical paternalism.

In general, paternalism is the intentional interference with or refusal to
conform to another person’s preferences, desires or actions with regard to his
or her own good to avoid harm or to benefit this person. It involves the
overriding of the wishes and desires of one person by another person being
justified by the goal of preventing harm or doing well to the person whose
will is being overruled. The paradigmatic model of paternalism is the way
parents take care after their children. Usually, parents take almost all the
important and consequential decisions with regard to the welfare of their
children and try to do so in accordance with what they regard as their
interests.

The principles of beneficence and non-maleficence are being referred to
as providing a basis for the justification of paternalistic interventions.
Evidently, if the person whose will is overridden is substantially non-
autonomous, justifying paternalism is easier than it would be if the person’s
preferences and decisions would be substantially autonomous. Therefore, the
most widely accepted form of paternalism is the intervention in the decisions
or actions of a substantially non-autonomous person to serve his or her own
benefits. This latter form of paternalism is also called weak paternalism,
whereas intervention with a person’s substantially autonomous preferences
and decisions is called strong paternalism.®

Clearly, the case of the demented old man who does not understand what
is happening, exemplifies an instance of weak paternalism. The treatment of
the old man involves coercion in the form of compulsion. The whole
procedure evidently implies a harsh intervention in his desires: his
unwillingness is being overruled by physical force. However, the resistance of
the old man is the product of not being able to understand and rationally
decide on his situation. The demented old man is obviously a substantially
non-autonomous person. Furthermore, the benefits for him and the harms
prevented by the intervention outweigh the sense of invasion caused by the
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intervention. Finally, it could also be argued that the old man himself, if
rational, probably would consent to the medical intervention. Therefore, the
compulsory medical treatment in this case can be regarded as morally
justified.

5. CASE: A SUICIDAL PATIENT’

Mr. B. is 28 years old and has been admitted to a general psychiatric hospital for
the third time. He has agreed to his admittance voluntarily because he could not
manage at home anymore. He had become increasingly frightened over the last
few weeks and he had been hearing ‘voices’, addressing him in a condescending
way. Moreover, he had been preoccupied with ideas which related to his parents,
in which cases of mistaken identity as well as sexual and sadistic motives played
an important role. From time to time he was swamped by these ideas and
panicked, but at other times he managed to distance himself somewhat from
them.

The anamnesis shows that Mr. B. became psychotic for the first time when
he was 19 years old. After six months in a psychiatric hospital he had managed
to get rid of his psychotic experiences, but he could not function anymore at his
previous level. He had become slow and inactive, he avoided approaching other
people, he suffered from lack of concentration and complained of ‘muddled’
thinking. As a result of this he failed his studies, his relationships disintegrated
and he became increasingly socially isolated. There were times when he was
deeply depressed and fully realised the hopeless situation he was in. About five
years later he was admitted suffering from a psychosis relapse, and was again
mentally very upset. A treatment with medication helped in removing the most
alarming symptoms and experiences.

The patient now seems to come to his senses. During a conversation he still
expresses some psychotic experiences, from which it is clear that he still lives, in
many ways, outside ‘the’ real world. At the same time however, he expresses in a
very understandable and realistic way his despair about his hopeless situation.
He seems fully to understand the different aspects of his situation and says he
has thoroughly reflected on his predicament. There are no realistic options left
for him to cope with his condition. Therefore, he tells the psychiatrist that he
intends to commit suicide.

The psychiatrist now faces a very difficult decision: he takes the patient’s
suicidal ideas very seriously and subscribes to the view that the patient presents
of his situation. He is then faced with the decision to start the process of
compulsory admission or compulsory treatment, at the cost of a damaged trust
and with the vague but not very well-founded hope that he can avert the
calamity. After considering this the psychiatrist decides not to opt for compulsory
admission. He makes an appointment with his client about frequent ambulant
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contacts and makes himself available for this, but he cannot prevent the patient
from committing suicide two days later.

5.1. Strong Paternalism

The case above is a paramount example of balancing respect to the patient’s
autonomy and the protection of his bodily and mental integrity, versus the
avoidance of harm or his long-term well-being. Of course, in the case above
the psychiatrist, after having reflected on the different options, decided to
abstain from compulsory admission. Was he morally right in doing so?

It has already been pointed out that, in general, the quality of one’s
decision-making capacity seems to be relative to the particular decision to be
made and that, furthermore, there are cases in which competence can vary
from hour to hour. Competence, therefore, has to be regarded as a capacity
that can be intermittent and specific. This certainly seems to be the case here.
The young patient seems to be competent while speaking to his psychiatrist
with respect to the decision to commit suicide. Moreover, he also seems to be
substantially autonomous with regard to his decision. He does neither seem
to be controlled by outside influences, nor are irrational inner coercive
factors, e.g., strong feelings of depression, forcing him to his resolution.
Moreover, his decision is based on true information concerning his condition.
Of course, more information would be needed to judge on the degree of
autonomy his decision shows. Supposing, however, that the decision as
presented to his psychiatrist is indeed a substantial autonomous one, could
then compulsory admission or compulsory treatment be morally justified?

Overruling a substantially autonomous decision to the benefit of someone
is a form of strong paternalism. In general, the moral problem with strong
paternalistic acts is that they disrespect the autonomous agent being
overruled. Strong paternalism displays a failure to treat an other autonomous
agent as a moral equal. It can only be justified, if at all, under very special
circumstances. Justifying a strong paternalistic act, for example, is easier if
the beneficiary is at risk of serious and preventable harm. Furthermore, it
must be relatively sure that the paternalistic intervention will indeed prevent
the harm. Finally, compared with the conceived benefits the restriction of
autonomy of the patient has to be insignificant.

In the case above it appears that none of these conditions is given. First,
it can be doubted whether suicide would be a serious harm for the patient as
he himself regards it as being the solution to his problems. Here, the more
general question is: can the quality of life decrease to such a measure that
not living no longer involves a harm but becomes a benefit? Also, the suicide
does not appear to be preventable because the motives do not rest on
reversible causes. Second, it is absolutely not sure and not even probable that
the paternalistic intervention will indeed prevent the harm. Third, compared
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with the doubtful benefits the restriction of autonomy of the patient is not
insignificant at all. Compulsory admission and compulsory treatment would
probably entail physical violence and would as such display a lack of respect
of autonomy with regard to a very important decision. Therefore, it would
not be right to use compulsory admission and compulsory treatment. So it
seems that the psychiatrist refraining from compulsion acted in a morally
justified way.

6. CONCLUSION

A few general remarks with regard to the ethics of compulsory medical
treatment can be put forward. In general, compulsory medical treatment of
substantially autonomous patients is more in need of moral justification than
coercion with regard to competent persons who are substantially non-
autonomous (for example through lack of true information). Again, coercion
with regard to the latter is easier to justify than constraining incompetent
patients for their own benefit. Likewise, the need for justifying coercion
grows inversely proportional with the detriment caused by the patient’s
refusal or unwillingness. Finally, stronger and more dramatic forms of
coercion in treatment and care are from a moral point of view more
problematic than coercive measures of a less dramatic nature.

NOTES

[

This case has been adapted from a case published by Gafner (1987).

2. In Gafner’s case the Surgery Department later refused the procedure on similar grounds
(Gafner, 1987, p. 196).

See section 3.1. for further discussion.

This case has been described by Essed (1992, p. 31-32).

This case has been adapted from a case published by Janssen, de Jonge and Pols (1995, p.
19-20).

This distinction was introduced by Joel Feinberg (1971).

This case has been adapted from a case published by Kuilman (1990, p. 18-19).
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PERSON AND COMMUNITY



HENK A.M.J. TEN HAVE

PERSON AND COMMUNITY

Introductory Comments

In 1516, Thomas More published his philosophical novel describing an ideal
state on the island of Utopia. The book has two parts, one criticizing the
unjust contemporary social and economic conditions, the other outlining an
idealized society. Precisely the contrast between the two parts is interesting:
the injustices of his own world in comparison to the glories of egalitarian
Utopia; on the one hand a situation of commercial exploitation where greed
for gain and accumulation of wealth in the hands of a few leads to indigence,
oppression and malady; on the other hand the ideal state where private
property is abolished, the means of livelihood are assured to all, and all
citizens have perfect health.

Justice and injustice are recurrent themes in the history of ethics. More
than two centuries later David Hume analyzed the origins of justice in A
Treatise of Human Nature (1739). He argues that justice takes its rise from
human conventions. These conventions are intended as a remedy to some
inconveniences, resulting from two sources: certain qualities of the human
mind, such as selfishness and limited generosity, and outward circumstances,
such as the easy change of external objects and their scarcity in comparison
to the wants and desires of men. These circumstances of justice are the
pecularities of the human conditions which at the same time facilitate and
endanger human cooperation. Human nature, as Hume points out, can not
subsist without the association of individuals; that association could never
take place were no regard paid to the laws of equity and justice.

One of the central topics in bioethics is the just organisation of human
life in general, and the fair distribution of goods in particular. According to
several bioethicists it is precisely this topic that brought modern bioethics
into being. With an increasing supply of effective technologies, the major
question became: Who shall be saved when all cannot be saved? The case of
dialysis for end-stage renal patients and resuscitation technology for patients
with respiratory failure made the headlines in the early 1960s. However,
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1980s, when rising health care costs necessitated allocation of scarce
resources.

In 1912 the French sociologist Emile Durkheim proposed the concept of
homo duplex. In a human being there are two beings: an individual being
which has its foundation in the organism, and a social being representing the
highest reality in the intellectual and moral order, viz. society. Man is a
member of nature by virtue of being a bodily organism as well as a member
of society by virtue of culture. This double aspect of the human being is the
theme of the third part of this book.

In his chapter, Eugenijus Gefenas from Lithuania explicitly deals with
issues of social justice in health care. Particularly for the countries in Central
and Eastern Europe the basic question nowadays is which fundamental
principles should guide the structure and organisation of the health care
system. The precarious economic condition of these countries dictates to
reform the health care system which until recently has been primarily based
on the principles of equality and solidarity. However, Gefenas shows that the
present-day necessity to fairly distribute resources is not merely the
consequence of a weak economic situation. Scarcity is a relative phenomenon.
As Hume already mentioned, scarcity is related to the wants and desires of
human beings. Economic needs and societal medicalisation however, have
both the same effect: they imperil traditional equality-based solidarity. Having
examined various theories of justice, Gefenas finally analyzes the two-tier
model of health care, which is considered by many to be the best translation
of the idea of distributive justice in the present circumstances.

In bioethics, the issue of justice is under debate in three different
contexts. First, it is at stake in health policy, regarding the questions of
health care reform and health care system, as discussed by Gefenas. Second,
in every health care system, just distribution is an issue if resources are
scarce. In European countries, its most visible sign is the existence of waiting
lists for a range of health services. Third, justice is problematic on the micro-
level of doctor-patient interaction when health professionals have to select
among candidates for treatment.

The second context is analyzed in the chapter of ten Have. He argues
that the waiting list as a rationing instrument is morally problematic,
although it is organized on the basis of ethical selective principles. A
different approach to the allocation problem is needed. This approach should
take seriously Durkheim’s double nature of men, and especially the social
dimension of human beings. As long as the focus is on individual needs and
wants, it will be impossible to adequately resolve the issue of fair allocation
of resources. The focus should shift towards the question what, from the
perspective of the community of individuals, is necessary to provide. A more
communitarian approach is proposed in order to safeguard the basic notions
of equal accessibility and solidarity in health care. A priority setting process
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focused on patient categories and community needs rather than individual
patients and individual needs is necessary to determine what are essential
services that must be provided without restrictions to all citizens.

A striking phenomenon in many countries is the establishment of health
care ethics committees. These committees operate as a platform to mediate
between individual and community concerns in health care. Christopher
Melley from the U.S.A., working in Germany, addresses the relevant aspects
of this phenomenon. He argues that ethics committees are the preferred
mechanism of resolving moral conflicts in health care. He carefully analyzes
the strengths and weaknesses of ethics committees.

Practical consequences from the above chapters are elaborated in the case
analyses. Bela Blasszauer from Hungary illustrates how in his country basic
human rights are not easily recognized. Justice and community considerations
can only play a significant role in health care if the conditions for
participatory democracy are not only created but also working in practice.
The second case is located on the above-mentioned microlevel of doctor-
patient interaction. Ten Have reviews various criteria for patient selection.
He examines in more detail the now popular criterion of personal
responsibility for health. In the third case analysis, Hub Zwart from the
Netherlands focuses on mechanisms of consensus formation in ethics
committees. He portrays these mechanisms as a practice of moral
experimentation within today’s health care.
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SOCIAL JUSTICE AND SOLIDARITY

1. INTRODUCTION

It would not be an exaggeration to say that social justice and just distribution
of health care resources is probably the most fundamental issue in bioethics.
The perspectives on social justice shape the model of the health care system,
which a particular country aims to establish. These perspectives also
determine, for example, the line between health care measures freely
available for the whole population and those which have to be purchased
privately. The kind of health care resources distribution also provides the
context for the interpretation of different ethical dilemmas, such as the
tension between autonomy and paternalism or providing and withdrawing
extraordinary health care interventions. What is regarded as extraordinary
treatment in Lithuania could be an ordinary procedure in the Netherlands,
simply due to a huge difference in the health care resources available.

The issue of social justice in the field of health care is very important in
all European regions. However, the socio-economic and cultural differences
make the discussion on social justice in different parts of Europe to some
extent incommensurable. For example, within the Central and Eastern
European (CEE) countries, the discussions on the topic of ‘justice’ quite
often concentrate on such issues as bribery, medical malpractice or
negligence. Western societies, however, have already established legal and
procedural rules to deal with these topics and therefore do not conceptualise
them as ‘ethical’ ones.

At the same time, there is a solid basis for the common denominator in
European social justice debates. Despite their cultural and socio-economic
differences most European countries still base their health care policies on
the principles of equality and solidarity. These principles dominate both
international documents as well as academic discussions and papers dealing
with the question of just distribution of health care resources. The so-called
Bioethics Convention, which was recently signed by the majority of the
Council of Europe countries and which in a few years time will probably be
legally binding in Europe, explicitly refers to "equitable access to health care".
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The Convention states, however, that "equitable means first and foremost
the absence of unjustified discrimination” and is "not synonymous with
absolute equality” but "implies effectively obtaining a satisfactory degree of
care" (Explanatory report, 1997, p. 9). The meaning of equitable access as
opposed to an adequate or a satisfactory degree of care is however rather
ambiguous and, as we will try to prove, related to fundamental practical and
theoretical controversies.

Firstly, these controversies arise because of the tendency to escape
explicit procedures of limiting the access to some types of health care
services. Secondly, even if it is accepted that it will be necessary to set limits
to approaches based on equality and solidarity, there is still no easy way to
reconcile and balance the different paradigms of distributive justice.
Therefore, the main core of this chapter is to analyze the limits of the
equality and solidarity based perspective on social justice in the European
context, even if these ideals remain to be the leading ones in health policy
issues (ten Have, 1998).

2. THE FACES OF HEALTH CARE CRISIS AND REFORM

The prevalent health policy in Western as well as Central and Eastern
European countries has been based on the principle of solidarity and the
right to equal access to health care in the sense that everybody is entitled to
every health care intervention available for others. However, this ambitious
or ‘absolute’ equality based paradigm appears to be unrealistic and even
morally controversial in the context of the transformation of modern
medicine.

Several interrelated factors, which have marked the transformation of
modern medicine, should be mentioned in this respect. Firstly, the pattern of
morbidity in modern societies has shifted from acute life-threatening
conditions to chronic diseases prevalent in the ageing population. Secondly,
modern medicine has been marked by the proliferation of new and often very
expensive biomedical technologies to cope with chronic conditions. Thirdly,
increasing supply of new technologies and interventions has fuelled the
constantly rising patients’ expectations to launch a desperate "fight" against
ageing and mortality, to use these technologies and receive every treatment
available, even if it is highly expensive and marginally beneficial (Callahan,
1987). These tendencies have also been enforced by increasing valuation of
health in modern societies as well as the inability to accept death and
suffering as integral components of human life (ten Have, 1993).

The interactions between these factors have created a huge health care
inflation. For example, in the Netherlands the relative investment of the
Gross National Product (GNP) in health care raised from 3.8% in 1958 to
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almost 10% in 1986 despite considerable increase in GNP (ten Have, 1993).
What is also important is that the largest proportion of health care resources
in modern societies is consumed by a small minority of the ageing population
suffering from chronic diseases. For example, in the USA 1% of the
population consumed 29% of all health care expenditures; and 10%
accounted for 70% in 1980 (Blank, 1992).

If the proportion of social resources used for marginal health care
services continues to increase, it would drain resources from other areas of
social welfare like housing, education or environmental control, which are
much more influential for the health of the population than high-tech
medical interventions and narrowly defined health care. On the other hand, if
the share of GNP allotted to health care is kept constant, for example,
approximately 10% of the GNP as is the case in affluent European countries,
the ideology of unrestricted use of marginally beneficial medical interventions
would, sooner or later, cause a relative scarcity of resources within the health
care system as a whole, including basic services.

That is why almost all modern societies nowadays face the dilemma of
restructuring their health care systems. The health care reform debate is on
the political and public agenda all over the world. It is also clear that the
escalation of health care costs mirrors a very complicated phenomenon of
medicalisation of human life, which is a tendency to reformulate existential
and social problems of human life in terms of medical complaints and
symptoms. Another aspect of medicalisation is the claim to ‘fix’ these
problems by medical interventions, which is, of course, irrelevant when
fighting human mortality and prolonging life by any measures available (ten
Have, 1993). Therefore, the crisis is caused paradoxically by ‘successful’
development and expansion of biomedical technologies in human life. The
implementing of these technologies is, however, directed by inadequate ideas
about the role of health care in human existence and well-being. Such an
"expansionary vision of medicine” (Callahan, 1993) inevitably leads to a
critical situation in health care.

In contrast to Western countries, the health care crisis within a transition
society is usually presented not as the paradox of ‘medical success’ but rather
as a failure of the health care system to cope with the deteriorating health of
the population. This is understandable taking into account the recent socio-
political transformation of CEE countries where the economic crisis has had
an enormous detrimental effect on living conditions, health care systems and
the health status of the population (Knudsen, 1996). Therefore, within the
transition societies the arguments used in the discussions on health care crisis
and the necessity of health care reform are first of all based on the
improvement of such quantitative health indicators as life expectancy,
mortality and the like.
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What is even more important for our discussion, is that the high-tech
enclaves such as the centres for transplantation or intensive care units for low
birth-weight babies continue to function, even when health care resources
amount to less than 10% of the health care budget in Western countries. For
example, annual expenditure per person amounts to approximately 100 USD
in Lithuania as compared with 1700 USD in Sweden (Brody and Lie, 1993).
The justification for using these enclaves is, of course, based on the ideal of
equitable access, which is still declared as the governing principle of health
care. That is why, despite a shortage of resources for primary care or
emergency medicine, a centre for heart transplantation is being run in
Lithuania. In a similar way, ignoring the fact that many cases of infant
mortality are due to poor prenatal care and lack of training to deal with the
complications of labour, the units for low birth-weight babies are expanding
their activities in the hospitals of many transitions societies.

Therefore, even if the pictures of health care crisis are rather different
within the affluent and the post-communist countries, the mechanism of
‘expansionary vision of medicine’ is as relevant in the transition societies as it
is in economically developed countries. This very feature of modern medicine
raises the necessity to set health care priorities and restrict the devastating
influence of marginally efficient expensive biomedical technologies, which as
a rule are distributed according to the same principles as primary or basic
health care services. The undiscriminated use of these technologies makes the
post-communist health care crisis comparable to the Western one. However,
in this respect the transition societies are even more vulnerable because in
the context of financial scarcity the use of marginally efficient technologies
has stronger detrimental effects on what could be regarded as a basic level of
health care.

3. TRADITIONAL AND MODERN HEALTH CARE ETHICS

In order to understand the obstacles and driving forces of the transformation
of health care practice it is useful to analyze these ethical dilemmas in the
context of the tension between traditional and modern health care ethics. For
example, in the sphere of individual health care, the traditional paternalism
in the health care provider - patient relationship.has been replaced or at least
substantially supplemented by the principles of respect for the patient’s self-
determination and transparency of health care decision-making (even dealing
with life-threatening diseases). In the European context, these changes were
most clearly expressed in Northern and Western Europe (Thomsen, et al,
1993).

The shift from the traditional perspective on resource allocation to the
modern interpretation of social justice is, however, more complicated. The
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transparency and explicitness with which health care services are prioritised -
the feature of modern health care ethics - is still a rather avoided and tacit
question even in Western democratic societies.

Health care professionals have been forced to reconsider the traditional
individualistic ethos of seeking for the exclusive good of the individual
patient because of the scarcity of extremely expensive biomedical technologies
(Blank, 1992). The difficulties related to the selection of patients for kidney
dialysis drew the attention to the moral dilemma how to select patients for
expensive and scarce (at that time) treatment in the early sixties."

In such a way, the developments of biomedical technology have brought
into conflict the individualistic one-to-one doctor - patient relationship and
the social aspects of health care decision-making, based on the physician’s
obligations to a group of patients or even to a broader community. The
discrepancy between individualistic and social aspect of health care decision-
making is not an easy one to solve. It stems from the tension between
traditional and modern perspectives on health care. This tension could also
be seen as a controversy between medical and health care ethics because a
physician at the bedside of a terminally ill patient can not and probably
should not make public and societal choices leading to an equitable and
efficient health care system (ten Have, 1988).

That is why even if the issue of just allocation of scarce biomedical
resources marked the emergence of modern health care ethics and showed
the necessity to take into account the social dimension of ethical decision-
making a few decades ago, this dimension is, as we will see, still a neglected
and avoided issue in health care reform strategies.

4. ESCAPISM FROM SETTING PRIORITIES

The necessity to set priorities and limits to health care is denied because very
often the consequence of such a decision is a painful awareness of having to
sacrifice the care of one human being for the sake of another or for the
common good. As we have seen, such a policy contradicts the traditional
attitude of seeking for the benefits of the individual patient.

On the other hand, it is quite difficult to make the process of setting
priorities explicit because health care probably has a symbolic function to
compensate for the dramatic inequalities in many other spheres of human
life. It is a paradox to see that while some people live in luxury houses or
have access to expensive sports, others can hardly afford to live in a polluted
environment, and that these situations are more easily accepted than
inequalities in technologically oriented medical treatment (Quintana and
Infante, 1995).
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The tendency to deny or escape the necessity to set limits on some health
care interventions appears in the context of strong adherence to the
principles of equality and solidarity and simultaneous inability to implement
egalitarian ideals, due to financial scarcity. The most grotesque and
hypocritical form of escapism from distributive issues took place in the
former Eastern block countries where a constitutional principle explicitly
entitled everybody ‘to free and comprehensive health care’.

The outcome of declaring free and equal access to comprehensive medical
care has been, however, the paradox that the so-called socialist countries have
never implemented the ideals of equality and solidarity to the extent of free
market oriented societies, especially Nordic countries, which until very
recently never questioned the justifiability of their one tier public health care
system.

Even during the ‘golden’ time of the Soviet Empire (not to mention the
decline period in the eighties) the principle "for everyone according to his or
her needs” served simply as an ideological cliché. Statistics which became
available after the collapse of the old political system revealed that the
indicators of morbidity, mortality and health status in the CEE were much
worse compared with Western countries. Those who had the greatest health
care needs - the mentally ill, the disabled, and the handicapped - found
themselves at the bottom of the health care pile. They were usually kept in
‘special institutions’, places isolated from the ‘egalitarian society’ and well
away from the sight of the foreigners (Gefenas, 1995).

On the other hand, in contrast to the most vulnerable part of the
population, the Soviet nomenclatura always had elite clinics and hospitals,
which were not available to the general public. In fact, this was a second tier
of health care, which never existed in such a form in Western Europe.
Finally, the so-called ‘black market’ of medical services has always been a part
of the Soviet health care system. It enabled those seeking for high-tech
specialised care to bypass the waiting lists or to be simply more confident
that health care staff would do their job properly in child delivery clinics.

Within the democratic societies, the escapism from distributive issues
takes a different form. The most popular strategy to escape the issue of
setting limits is to present the problem of scarcity as a result of poor
management and inefficient use of health care resources. This is a common
mechanism in Western as well as post-communist European countries, which
are now also following a democratic development. For example, nowadays
many CEE countries concentrate their efforts to replace the former public
health care system by a mandatory insurance one, leaving the question of
limiting high-tech medical interventions almost untouched.

Introducing a number of cost containing schemes, different types of
reimbursement, fee-for service etc. is another universal step to escape a
radical decision to cope with financial scarcity (Hanson, er al, 1994). This
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step, however, contradicts in itself the principles of equality and solidarity
because it could be regarded as a punishment for lower socio-economic
groups, which have, as a rule, the greatest health care needs.

5. REDEFINING SOLIDARITY AND PLURALITY OF MORAL IDEALS

A characteristic feature of solidarity as a principle of health policy is its
attachment to the principle of equality. Even when solidarity is mentioned as
a separate principle of health or social policy, it is still presupposed that we
are talking about reducing inequalities in the living conditions or the health
status of the population. In such a way, solidarity could be characterised as a
group oriented responsibility to care for the weaker and more vulnerable
members of the community. The popular expression that the healthy pays for
the sick and the young for the old conveys the basic idea behind our
traditional understanding of solidarity.

It has been argued, however, that the principles of self-determination and
subsidiarity are no less important to modern health care than the traditional
ideal of solidarity. Self-determination and personal responsibility for one’s
health are getting more important as long as acute care medicine is
supplemented by long term care, non-acute prediction and prevention of
diseases. This shift of the health care profile requires a redirecting of the
patient’s moral virtues from traditional compliance and hope to health
literacy and partnership with the physician (Sass, 1995).

Another theoretical strategy to cope with the failure of traditional
understanding of solidarity to meet the challenges of modern health care, is
to reinterpret or transform the traditional meaning of solidarity, which has
been used to justify every medical intervention available without the
reference to its benefit and cost. The attempt to ‘rescue’ the notion of
solidarity is based on harmonising its traditional meaning with the ideal of
self-determined and autonomous limitation of one’s own expectations and
corresponding claims for health care interventions. This is in a sense a mutual
or reciprocal solidarity because a person not only receives support from others
but he himself restrains his or her claims to marginally efficient health care
services for the benefit of others. This type of solidarity does not stimulate
the redistribution of income but is rather based on the acceptance of the
responsibility for organising self-care and shifting the burden of care from the
state to the individual (ten Have, 1993).
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6. RHETORIC OF SOLIDARITY

It is important to take into account that the plausible interpretation of
solidarity in the context of modern health care refers to different and very
often controversial moral principles. This is because solidarity is the notion
which receives a specific content and normative meaning due to its use in a
particular historical and social context (Holm, 1993). There is a danger
therefore that, because of its emotional component and flexible meaning, the
appeal to solidarity could be used as a rhetoric measure to bring a message
that is outdated or irrelevant to changing circumstances.

Let us think of solidarity in such different contexts as health care,
national liberation movement or mafia’s activities. It seems that in all these
contexts the notion of solidarity implicates rather different contents. What is,
however, common for all those diverse contexts and what could be defined as
a more or less constant core of the concept, are three essential features.
Firstly, solidarity as a group concept presupposes sufficient emotional bonds
among the members of the group (Sass, 1992). Secondly, it is also essential
that the group be united by common goals and/or ideals. Thirdly, in order to
reach a common goal, the members of the group are committed to sacrifice
some of their welfare (or even their life in extreme circumstances), which in
itself is a sign of strong emotional involvement.

It is important to stress that if either the goal is achieved or, in contrast,
the ideals are not any more unanimously agreed upon among the members of
the group, the appeal to solidarity becomes a simply rhetorical one. It looses
its significance and original meaning. The liberation of the former Eastern
Block countries is an example of such a fragmentation of solidarity. In the
early nineties, the feeling of solidarity united not only people seeking for
independence within a particular country but also roused remarkable
international initiatives. As an expression of such an international solidarity,
people from the three Baltic states organised what is known as the ‘Baltic
Way’ action, during which they formed a "live chain" stretching hands along
hundreds of kilometres through the roads and seashore of Lithuania, Latvia
and Estonia. This feeling of solidarity was replaced by the attitudes of
competition between three countries as soon as the common goal - political
independence - had been achieved. Nowadays, an appeal to the former
international solidarity is often regarded as futile and irrelevant.

The fragmentation of solidarity in health care is to some extent similar to
the example described above. The rhetoric of traditional equality-based
solidarity is a misleading one in the context of financial inflation of modern
health care. The necessity to limit both the unrealistic patients’ expectations
to fight mortality as well as marginally efficient health care interventions
makes the traditional notion of solidarity self-defeating (ten Have, 1993).
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That is why in order to ‘rescue’ the notion of solidarity in health care
from being a simple rhetoric word, we have to make its new meaning explicit.
The reinterpretation of solidarity means limiting or supplementing its
traditional equality-based core with (1) the principle of responsibility for one’s
life and health choices, as well as with (2) the ideal of seeking the benefit of
the whole community. Firstly, the principle of self-determination to accept
responsibility for one’s own life-choices including private initiative to
organise and finance one’s own health care corresponds to libertarian ideas.
Secondly, such ideals as promoting the common good and self-exclusion from
care for the benefit of others are akin to utilitarian ethics.

7. THEORIES OF JUSTICE

Usually, considerations of justice are divided into distributive and criminal
domains (Buchanan, 1992). The latter one has only marginal relevance for
health care. On the other hand, theories and principles of distributive justice
dealing with the ways of distribution of benefits and burdens are of high
importance in the health care context.

A formal principle of justice claims that equals are to be treated equally
and unequals unequally. This definition is a rather uncontroversial one
because it does not implicate any content. At the same time it is hardly
applicable to resolve practical dilemmas of how to distribute scarce resources.
In order to bring to our world situation a certain model of distribution, we
need what is called a material principle of justice, namely, the criterion of
classifying people into groups receiving an equal share of benefits or burdens
(Beauchamp and Childress, 1994). This is exactly the point where the rival
theories of justice come into the scene because such material principles as
distributing benefits according to needs, effort, contribution or free-market
exchange provide different solutions to the same problem.

For this reason, there is no theory of justice, which is universally
acceptable and applicable without controversies within the health care
context. It is not surprising therefore that different encyclopedias and
textbooks on bioethics provide us with rather diverse lists and prioritising
criteria of the most influential theories of justice. For example, the
Encyclopaedia of Applied Ethics puts an exclusive emphasis on Rawlsian
theory (‘Theories of Justice’, see Chadwick, 1998). On the other hand, the
Encyclopaedia of Bioethics provides a short description and analysis of such
alternative approaches as libertarian, socialist, contractarian, utilitarian,
communitarian and feminist justice (Sterba, 1995). It is not the aim of this
chapter to provide a comprehensive overview of these theories. We would
rather concentrate on those aspects of three influential theoretical
approaches, which seem to be the most relevant ones to deal with the
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changing values in distributive issues; egalitarianism, utilitarianism, and
libertanianism.

We have chosen these approaches because they illuminate different and
inseparable moral perspectives, which are essential to reconsider the meaning
of solidarity. Firstly, the emphasis on equal access to health care for all leads
us to an egalitarian theory of justice based on the traditional ideals of equality
and solidarity. The necessity for providing the best possible health care for the
largest part of the population, which is utility maximisation, is the basic idea
of the utilitarian theory of justice. Finally, the personal responsibility to
maintain and finance one’s own health care, and the unrestricted freedom to
purchase every health care service available are based on self-determination
and liberty - essential features of libertarianism applied to our health care
context.

8. EGALITARIANISM

The principle of equality in the field of health care, which is the basis of the
cgalitarian approach, is usually formulated as a right to ‘equal access to
health care’. One plausible interpretation of this right is that those who are
in equal need to health care are to receive the same level of care. This is in a
sense an expansive or strong egalitarian approach because it entitles a person
to every intervention available for others including even the most expensive
ones. On the other hand, a qualified egalitarian approach entitles a person to
the so-called adequate level of care, which is based on satisfying only basic or
fundamental health care needs.

The egalitarian approach is closely related to the idea that people should
be compensated for the disadvantages they are not responsible for. A
metaphor of life’s lottery ‘distributing’ people their health status has often
been used by egalitarians to convey the idea that we are not responsible for
most of our diseases, disabilities and other health problems. The idea of
distributing health care resources according to the needs implicates also that
priority should be given to those who have the greatest need of health care, -
the most seriously ill. This is a criterion of severity of disease (Hanson, ef al.,
1994). The rule of rescue, which is a requirement to save first of all those
suffering from life-threatening conditions, is another example of egalitarian
prioritisation (Hadorn, 1991).

Egalitarian ideas have very deep roots in health care. First of all, they
correspond to the traditional medical ethos of seeking the best for a
particular patient. Second, the central place of equality when considering
health care policy issues stems from the idea of equal moral worth of all
human beings as well as the belief that health is a very important component
of human well-being. Value research in modern societies reveals a significant
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increase in the valuation of health in human life in the last few decades (ten
Have, 1993).

The most comprehensive egalitarian account in the field of health care is
based on the Rawlsian principle of ‘fair equality of opportunity’, which has
been explicitly applied in the health care context by N. Daniels (1985). The
distribution of health care resources should allow each person to achieve a
fair share of the normal range of opportunities present in a given society.
The normal range of opportunities means the possibility to pursue life-plans
corresponding to every person’s talents and skills. Health in a sense of
‘normal functioning’ is regarded as an important condition for a person to
pursue his or her life-plan.

The main objection to this egalitarian approach stems from what
Buchanan called a ‘black hole’ phenomenon. This means that unlimited use
of goods and services that are provided for the disadvantaged in the process
of ameliorating the effects of life’s lottery (and trying to provide equal
opportunities for everybody) can easily drain unlimited quantities of social
resources (Buchanan, 1989). This drainage of all available resources could
take place in both macro- and micro levels of allocation.

Another objection called ‘egalitarianism of jealousy’ has been raised
against the egalitarian position of prohibiting private purchase of health care
services, because such a prohibition does not aim at improving the status of
the disadvantaged but at lowering the status of the advantaged ones
(Engelhardt, 1994). It could also be argued that such a policy is an
incongruent interference with the person’s liberty to use his or her income to
buy health care services the same way this person is permitted to buy antique
cars and other luxury goods (Buchanan, 1989).

These objections convey the idea that qualified egalitarianism, which
requires only some basic equalities and permits inequalities that benefit the
least advantageous, is a more plausible perspective.

9. UTILITARIANISM

Utility maximisation is an important consideration in common sense thinking
as well as in most ethical theories. Ultilitarians, however, make utility
maximisation an exclusive principle of their theoretical approach. "The
greatest amount of health for the greatest number of people” could be
regarded as a paraphrase of the famous utilitarian principle applied in the
health field.

Utilitarian reasoning in health care is based on cost-effectiveness
evaluation of different health care interventions. This procedure allows us to
compare different interventions or the same intervention applied to different
patients in terms of their cost and the effects, which could be evaluated in
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quantitative terms of saving lives or years of life as well as the quality of life.
Quantity of life measurements are more adequate in acute care medicine,
which deals with such life-threatening conditions as serious traumas or
infectious diseases. On the other hand, quality of life considerations rather
than quantity of life years saved, are becoming relatively more relevant
measurements of health care interventions in modern societies because of the
ageing population and prevalence of chronic diseases. In these circumstances,
the effect of treatment is evaluated either in terms of the ability to function
in the basic social roles or as a self-evaluation of one’s own well-being
(Musschenga, 1997). The attempt to integrate quantity or the length of life
and quality of life considerations into a single framework has been achieved
through a methodology known as QALY, ie. quality-adjusted life-years
(Williams, 1985).

It is important to make a distinction between trivial efficiency
improvements and utilitarian reasoning. Utility maximisation becomes an
ethical problem when it comes into conflict with other moral ideals, for
example, equality. Setting health care priorities brings exactly this type of
controversy between competing moral ideals. The conflict between them
becomes increasingly dramatic in the context of limited resources.

The most general objection to utility maximisation is a tendency to take
into account only utilities (whatever they are defined) but not the persons
who are the subjects of these utilities. That is why QALY-based rationing
could lead to what Harris (1987) called a ‘life-threatening device’, which
places the priority on life-years rather than on individual lives. For example,
a draft Oregon plan which was based on utilitarian QALY’s calculus, ranked
such life-threatening conditions as appendicitis below splits of
temporomandibular joint disorder (Hadorn, 1991). Another controversial
aspect of utility maximisation is that it leads to a discrimination of a society’s
sickest and most vulnerable section of the population.

Even though there are other serious moral objections to ground health
care on the utilitarian theory of justice, none of them supports the extreme
conclusion that utilitarian considerations of maximising overall utility are
irrelevant in allocating scarce health care resources. These considerations are
an inseparable component of the decisions made at different levels of
resource allocation.

10. LIBERTARIAN APPROACH

Libertarians deny all the welfare rights including the right to health and
argue that strictly speaking there is neither a right nor a corresponding
obligation to provide health care for others. A characteristic feature of
libertarian thinking is the emphasis on personal responsibility for health care
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decisions. Only specific disadvantages in human life are called unfair, while
the rest also including most of the health problems are regarded to be simply
unfortunate. That is why even if it is virtuous to care for the unfortunate, at
the same time it is not unfair not to provide health care if it cannot be
regarded as a rectification of a former injustice, for example, treating war
veterans. Individuals have the right to the income and wealth they earn in a
free market and nobody has the right to take even a part of this income to
provide health care for others. This theory is based on the material principle
of ability to pay and the free market model of distributing health care
resources (Engelhardt, 1996).

Libertarian ideas have been criticised from several points of view. Firstly,
in contrast to the ‘egalitarian jealousy’ argument it could be argued that the
private market of health care gradually reduces the quality of care in the
public or compulsory insured tier. Other objections to the libertarian model
of distribution of health care resources rise from the assumption that the
patient and health care provider are not equal partners in the free market
interactions. The patient and the doctor interacting in the clinical setting do
not possess a comparable understanding of the services provided (especially
in the field of high-tech medicine) and very often the patient’s decision-
making process is interfered by pain or suffering.

11. TWO-TIER SYSTEM: THE RESOLUTION OF
DISTRIBUTIVE TENSIONS?

Theoretical considerations help to elucidate the basic reasoning behind the
alternative moral ideals of distributive justice, as well as to point out the
main objections to each alternative approach. The approaches which have
been sketched are coherent in some contexts, however, at the same time in
some cases they provide opposing answers to the same question. This
situation of competing approaches raises a scepticism regarding the
usefulness of philosophical theories to resolve public policy issues where
intuitive controversies are simply reformulated in a more abstract theoretical
language.

It seems, therefore, that the limits to equal access to health care as well
as the definition of what ‘an adequate’ or ‘a satisfactory level of care’ is,
should be examined in the concrete socio-economic context of a particular
society. The most suitable framework to re-examine theoretical arguments
seems to be a two tier model of health care, which is increasingly accepted as
an unavoidable way to organise health care in a modern society (Sass, 1995).

The move towards this model from the traditional one tier system also
reflects a shift in the patterns of distributive justice. Firstly, a two-tier health
care system is an attempt to set health care priorities explicitly. Such a system
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is based upon the distinction between high priority and low priority services,
which is in a sense the attempt to define what could be regarded as a
satisfactory degree of care in a particular society. Secondly, such expressions
as ‘adequate’ or ‘satisfactory degree of care’ refer to the tendency of limiting
the strong egalitarian ideals which strive for the equal access to all health
care services.

The two-tier system can be regarded as the attempt to balance and reach
a compromise between egalitarian, utilitarian and libertarian approaches.
Such an attempt reflects a democratic process of health policy reform in a
pluralistic society (Beauchamp and Childress, 1994). It also avoids the
consequences of adopting one of the moral ideals as a sole basis for a health
care system. The services included in the first tier guarantee an adequate
package of health care on the premise of equal access for all. The distinction
between the tiers is based, first of all, on utility maximisation, using the
technique of cost-effectiveness, which is the main feature of utilitarian
reasoning. Those who emphasise the necessity to purchase private health care
services also find within the two-tier system an opportunity to do so in the
framework of the second tier. According to this ‘optimisticC’ scenario, the
development of the two-tier system is a way of solving the most pressing
dilemmas of just distribution of health care resources.

12. CONTROVERSIES OF THE TWO-TIER SYSTEM

However, a more critical perspective on the process of implementing a two-
tier system uncovers theoretical controversies between competing perspectives
on justice as well as some practical difficulties. One of the main difficulties
arising in the way of defining the health care package is to find the balance
between giving priority to the worst-off, who by definition have the greatest
health care needs (egalitarian position) and assigning priority to the services
with the lowest cost-effectiveness based on utilitarian ethics. The exclusive
application of the principle of cost-effectiveness is related to counterintuitive
results because it sometimes leads to ranking life-saving procedures below the
routine ones. As we have seen, a draft Oregon plan, which was based on
utilitarian QALY’s calculus, ranked such life-threatening conditions as
appendicitis below splits of temporomandibular joint disorder. That is why
QALY calculations have to be balanced with the egalitarian rule of the
rescue argument.

The balancing of these different perspectives is a very complicated
process which depends on several factors. Firstly, on the value a particular
society assigns to the egalitarian ideal of reducing inequalities. Secondly, on
the methodology by which the costs and benefits of medical interventions are
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measured. The quality-of-life criteria and the methods employing those
criteria are very diverse and hotly disputed matters.

Another difficulty that arises when defining the distinction between the
first and the second tiers of health care is related to the necessity of taking
into account the peculiarities of individual cases. If the procedure is based on
the average of cost-efficiency for an intervention in a group of patients, and
not on the efficiency of treatment given to a particular patient, the results
could also be counterintuitive.

The justifiability of the second tier forms yet another group of major
ethical controversies related to the establishment of a two-tier system. The
services which are neither included in the basic nor in the comprehensive
health care packages are supposed to form a second tier of services
distributed on a private basis. Nevertheless, the controversies of the
libertarian distribution of resources do not disappear due to the fact that the
private market is allowed to regulate only low priority interventions. Even in
this case health care does not ‘behave’ as ordinary goods in the market. The
assumptions of marketability (certainty in outcome, symmetric information)
for low priority services, which are considered to be experimental and having
an uncertain outcome, are violated to an even greater extent than for well-
known and beneficial services included into the basic tier (Norheim, 1995).

The second tier of private services should also be balanced with the
principles of equality and utility maximisation. In this respect, a private tier
of health care is justified if people using private health care facilities are
made better off, without making those who use only first tier services worse
off. The danger of gradual deterioration of the first tier is based on the
assumption that the quality of a universal tier of health care depends on the
involvement and efforts of resourceful people and of those having political
power (Hanson, et al., 1994).

13. ‘SATISFACTORY CARE’ IN THE TRANSITION AND
AFFLUENT SOCIETY

It is important to stress the relativity of the distinction between low and high
priority health care interventions. This distinction as well as the expression
‘satisfactory’ or ‘adequate’ level of care are crucial for the drawing of the line
between the first and the second tier of health care. At the same time they
are very much context-dependent distinctions. What would be regarded as a
satisfying level of care in Lithuania may be evaluated as a very basic
minimum level of health care services in Norway.

Let us compare the evaluation of health care priorities in Norway with
the one in the context of the transition society. Norwegian guidelines for
priority-setting assign the first priority to the measures which are necessary to
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cope with immediate life-threatening consequences (e.g. emergency medicine,
neonatal care). The second priority is given to those interventions which
prevent catastrophic or very serious consequences in the long run. These are,
for example, such severe and chronic diseases as cancer, heart failure or care
for the elderly. For this group of patients there is a guaranteed limited
waiting period. The third priority is assigned to measures with documented
effect, obviously undesirable consequences of non-intervention, but less
serious than those of the first or the second priorities (e.g. moderate
hypertension). The fourth priority measures still have some health- and life-
furthering effect, however, the consequences of not carrying them out are
rather insignificant, like when abstaining from medical treatment of a
common cold. The fifth or zero priority group is defined as health services,
which are in demand, but have no documented effect (Norheim, 1993).

Even if these guidelines are too vague in many cases to indicate which
particular interventions should be given priority, they are a suitable device to
compare the interpretation of what could be regarded as a satisfactory level
of care and the distinction between high and low priority services in different
socio-economic contexts. For example in an affluent society the cut-off point
for satisfactory or adequate package of care would probably be drawn
somewhere around the fourth priority level of services.

It seems therefore, that in affluent countries the problem of defining the
adequate package of health care and the distinctive line between the tiers is
more appropriately defined as the separation of "upper limits or lateral
fringes of the comprehensive health care package” (Holm, 1995). The second
tier would include in this case such costly and marginally beneficial
interventions as cosmetic surgery, experimental transplantation or novel
cancer therapies.

On the other hand, in most of the CEE countries the upper limit of the
health care package available would probably hardly encompass the second
priority group of interventions, which amounts only to a bottom portion of
what is regarded as a comprehensive and "adequate” package of health care in
the affluent society. This is understandable taking into account that, within
the transition society, health care resources amount to less than 10% of the
resources allotted to health care in the Nordic countries.

It seems therefore that establishing a private tier in the context of the
transition society is more controversial than in the affluent one, because the
list of services, which a society affords to include into the first tier (ranked
according to the cost-efficiency technique) would probably be limited to
primary care interventions. Including the rest of available services in the
private tier of services would result in a dramatic increase of inequalities in
the access to many beneficial health care services, which would have a
detrimental effect on the quality of the first or basic tier of health services.



SOCIAL JUSTICE AND SOLIDARITY 215

However, the consequences of disallowing a private tier of services are no
less controversial. Even if the services which are on demand are not available
in the framework of the first tier of health care, neither patients who want to
get these services nor health care providers who provide them will be
satisfied with the restrictions imposed. They will try to interact in the second
tier on the basis of free market exchange justifying mutual interaction by a
libertarian approach. In many post-communist societies a second tier will
continue its existence on a ‘black market’ basis, while in affluent countries
the rich will try to use the services in foreign countries.

14. INTERNATIONAL JUSTICE

The transformation of Europe, which has been taking place since the collapse
of the so-called Eastern Block, has brought a growing co-operation between
different European countries, including relationships in the field of health
care. For example, since the early nineties CEE countries have been
participating in international multicentre clinical trials sponsored by Western
pharmaceutical companies. It is not difficult to imagine the situation and
mechanisms by means of which these countries could be used as a cheap
polygon for the development of new drugs using methods sometimes not
acceptable in Western countries. The international organ procurement and
donation programmes could raise similar questions.

It seems that in such a context considerations of international justice in
health care, which until recently have been a neglected area of justice debate,
are getting increasingly important. These considerations help to highlight
once again the question raised in the beginning of this chapter: what are the
criteria of classifying people into groups receiving an equal share of benefits
or burdens?

If we endorse the ideals of equality and solidarity in the domestic matters
of justice, what are the criteria we use to explain striking inequalities between
different countries? For example, if people in an affluent society would be
horrified if adequate care and treatment were not available for all children,
irrespective of income or social status (Holm, 1995) how should we react
being aware that similar children in Romania or Russia have very often no
access to decent primary care at all?

The theoretical approach, which justifies the existing differences in
availability of health care services is the libertarian one. The libertarians
would simply say that Romanian children are unfortunate children. Even if it
would be morally virtuous to donate them vaccines and toys, it is not unjust
to use the resources for one’s own leisure activities.

However, if the egalitarian arguments are followed we have to admit that
if inequality is bad, it is far greater, and so far worse between the richest
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people in the richest countries and the poorest people in the poorest
countries, than the inequality between the most advantaged and least
advantaged in a particular affluent society (Arneson, 1998).

This line of argumentation throws a serious challenge to the international
policies, which are so different from the domestic ones. It seems that the
same double standard is implicated even in the international documents,
which employs the language of ‘tolerating’ inequalities. Equitable access to
care, which is compromised by the ‘satisfactory degree of care’, means hardly
commensurable things in different European countries.

In order to bring some elements of egalitarian perspective (which is so
strong and influential within the domestic health care policy debate) to the
international context we have to assume that at least some form of moral
cosmopolitanism and a minimal view of justice as a commitment not to
victimise others, and improve the protection of those whose vulnerability is
constituted by ill health should be accepted. A realistic account of
international justice aims not to abolish the borders between the states, but
only to reduce the boundaries or to create ‘just gaps’ of the policies and laws,
which limit and reduce the forms of vulnerability, which otherwise make
people ready victims of destruction and damage (O’Neill, 1993).

It seems that the tendency to fragmentize the justice debate into smaller
communities is also the sign of universal escapism from distributive issues. In
this context it is a denial of the reality that we live in a world where
resources used for someone’s cosmetic surgery of neck wrinkles would be
sufficient to save tens or hundreds of children’s lives by giving them the
necessary vaccines. Even if this is a sentimentalisation of the debate it helps
us to think critically about the concepts and moral ideals we analyze and
sometimes defend in our discussions, papers or even international
conventions. What is ‘unjustified discrimination’, how could we understand
‘satisfactory degree of health care’ not only in the domestic but also in the
European context? These are the questions we will have to deal with in the
near future if we want to live in Europe with ‘just gaps’ in the borders
between the states.

15. CONCLUDING REMARKS

A realistic and morally acceptable system of health care has to be based on
the balanced plurality of different approaches to social justice. Each of these
alternative approaches illuminate a particular aspect of just distribution of
health care resources. At the same time taken in isolation as the sole basis of
health care system, each of them creates a grotesque picture of health care.
The socio-economic and cultural context is also important for the
evaluation of different distributive decisions and policies. Whatever context
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we choose - traditional or modern, domestic or international, transition
society or affluent country - all of them imply diverse combinations of
alternative ideals and perspectives of justice. Plurality of perspectives,
however, also implicates unavoidable controversies and tensions because it is
impossible to reconcile different and competing paradigms. What we are
trying to do when searching for a decision in every concrete situation, is to
change the balance between competing approaches and to reduce these
tensions.

NOTES

1. A multidisciplinary commission was established to deal with this moral dilemma. The
importance of the commission activities helped to reorganize it into the first institute on
health care ethics in the world in 1969, which was later called The Hastings Center.
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HENK AM.J. TEN HAVE

CHOICES IN HEALTH CARE: WAITING LIST,
RATIONING AND PRIORITIES

1. INTRODUCTION

The phenomenon of the waiting list is one of the most visible symptoms of
scarcity of resources in health care. It is a very common experience for most
citizens that they cannot immediately use the health care facilities when they
are needed. Long waiting lists have become normal in many health care
systems, particularly in Europe. However, waiting for appropriate treatment,
diagnosis or care is also a source of deep concern. Individual patients may
experience considerable stress or anxiety when they have to wait for
treatment since they have a medical indication and are referred to specialist
care. Patients may also suffer from uncertainty when they cannot have the
diagnostic examination when there is a suspicion that they have a serious
disease. Family systems may break down because of psychological burdens
when the condition of the mentally handicapped child or the dementing
parent they are caring for is deteriorating and the waiting lists for admission
to professional facilities are very long. Furthermore, waiting lists are a source
of frustration for health care professionals; they cannot provide the treatment
and care that is indicated on medical criteria. Waiting lists give also rise to
public concern and political debate, particularly when they have negative
consequences, such as patients on the waiting list who died before they could
receive adequate treatment, or serious accidents in private homes or in
neighbourhoods which could have been avoided with earlier placement of a
demented person in a nursing home. Recently, in the Netherlands, there has
been a intensive public debate on the issue of waiting lists since the news was
published that 90 patients die annually while waiting for cardiac surgery
(NRC Handelsblad, 1996). Cardiologists argue that these patients could have
been saved if they had had surgery in time. The waiting period for cardiac
surgery is now between 3 and 6 months, while on the other hand the
physicians’ estimation is that a maximum of 6 weeks is acceptable. These
waiting patients spend their waiting time at home; many of them are seriously
handicapped, limited in mobility, anxious and under severe stress. Of course,
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this situation is a waste of health insurance funds, human productivity, and
personal happiness. Therefore, the interpretation of this phenomenon usually
is straightforward: waiting lists exist because treatment capacity is limited.
Because the available care facilities cannot adequately cope with the demand
for health care not all patients in need of care can be helped in time. The
solution advocated on the basis of this analysis is equally simple: expansion of
treatment capacity is necessary. This conclusion will often be connected with
political implications: when doctors who can really help patients are denied
more resources, then some patients, and sometimes an exactly specified
number of patients, will be sacrificed for budgetary reasons.

2. THE HETEROGENEITY OF THE WAITING LIST

This established interpretation of the waiting list in public debate is
problematic. We do not really know what practices and activities are reflected
in the phenomenon of the waiting list. The explanation for a long waiting
time can be that quality of care is good. General practitioners may perceive
this to be the case and refer more people. A long waiting list in this example
reflects excellent care. Alternatively, it could be result of outmoded care
being practised, for example because patients have to stay longer in hospital
than necessary when up-to-date treatment schedules have been used. Likewise
with short waiting times. A short waiting list may reflect either the use of
effective day care or low quality care with resulting low GPs’ referral rate.
Not much research has been carried out on the interpretation and meaning
of waiting lists; it is therefore difficult to know what situation is reflected;
long or short waiting times can occur for good or bad reasons (Donaldson,
1993).

It is obvious that waiting lists do exist throughout the health care system.
Notorious, for example in the Netherlands, is the waiting problem in the care
for the mentally handicapped. There are waiting lists for admission to a
professional institution, for transfer among departments within an institution,
and for release from a facility, for example to special homes within the
community. Although these lists use several urgency categories, in practice
only those within the top priority urgency class stand any chance. In this
class, several thousand people are indicated for admission to an institution.
The average waiting time is three years. The list is growing faster than the
number of places becoming available.

A similar situation exists for nursing homes. In psycho-geriatric nursing
home care the shortage of beds is a continual problem. According to recent
research 5130 patients were on the waiting list for admission in 1991. In that
year the average waiting time was 23 weeks. Approximately 600 waiting
patients deceased before admission (Meiland, e al., 1994). The indication for
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admission is primarily a socio-medical one. Not only the severity of the
dementia in itself, but also the insufficiency of care facilities at home or the
excessive burden on the lay caregivers, usually the family members, determine
the estimation of the necessity of admission.

The waiting lists for institutions of chronic care usually do not receive the
same public attention as, for example, the waiting problem for cardiac surgery
patients. Feelings of indignation because of risks to a patient’s life naturally
are stronger than because of risks to his social network or deterioration of
the quality of his existence. Perhaps there is also a feeling that some
conditions do not involve medical determinants only, but are of a more social
nature, associated with the willingness of others to assist in care and with the
capacity of the family system to cope with seriously disabled members.

Cardiac failure is more easily regarded as a biological disaster that an
individual cannot overcome unless medically treated. Mental handicap or
dementia is at the same time a more or less social phenomenon; its impact
on the person is at least partly dependent upon the compensative support of
others.

It is remarkable that when the waiting list issue is on the agenda in
public and political debate, waiting problems in cardiosurgery rather than
chronic care catch the eye. At the background, various kinds of valuations
play a role, but they are seldom explicated and analyzed.

Even in the hospital setting the situation is diverse. It is estimated that
on average one of three patients to be admitted to hospital on medical
indications spends too long on a waiting list (Government Committee, 1992).
Long waiting lists exists for orthopaedics, cosmetic surgery and general
surgery, ophthalmology and otorhinolaryngology. Between regions and among
hospitals the length of the waiting list differ considerably. Long waiting lists
also exist for outpatient consultations, especially in ophthalmology,
stomatology, plastic surgery and orthopaedics. A well-known problem is the
waiting list for kidney transplantation. In the Eurotransplant area the average
waiting time in the period 1989 - 1995 was 2.1 years. The percentage of
dialysis patients waiting for transplantation longer than 3 years is 28; 11%
waits longer than 5 years (Vanrenterghem and Persijn, 1996).

3. THE AMBIGUITY OF THE WAITING LIST

One of the reasons for the ambiguity of the waiting list is its definition.
Immediate access to complicated systems such as health care is impossible.
There is always a need to manage the input, throughput and output of the
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