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Foreword

This book, number 150 in a series of 150 books, celebrates the 50th anniversary of
the Philosophy and Medicine series. The series founders, H. Tristram Engelhardt Jr.
(1941-2018) and Stuart F. Spicker (1937-2013), inaugurated the series by coediting
the proceedings of a Symposium on Philosophy and Medicine, Evaluation and
Explanation in the Biomedical Sciences held in 1974 in Galveston, Texas, to “take
the philosopher beyond problems and issues which today are subsumed under the
rubric ‘medical ethics.”” The new form of medical ethics that Engelhardt and
Spicker were referring to had emerged 5 years earlier, in 1969, when philosopher
Daniel Callahan partnered with his next-door neighbor, psychiatrist Willard Gaylin,
to form the Institute of Society, Ethics, and the Life Sciences, which is now known
as “The Hastings Center.” This center originally focused on ethical issues at the two
ends of life: human genetics (e.g., eugenics, gene editing), population control (abor-
tion, birth control, sterilization), and death and dying (withdrawing life support,
euthanasia; now called medical aid in dying (MAID)). In that same year, 1969,
medical school faculty founded the Society for Health and Human Values (SHHV)
to encourage concern for human values in the scientific and practical education of
healthcare professionals. The SHHV would become a progenitor of the American
Society for Bioethics and Humanities (founded in 1998). Two years later, in 1971,
André Hellegers founded the Joseph and Rose Kennedy Center for the Study of
Human Reproduction and Bioethics, now known as the Kennedy Institute of Ethics,
to create a scholarly basis for the emerging field of biomedical ethics by publishing
a bibliography and an encyclopedia.

In 1974, the publications of these emerging institutions were officially christened
“bioethics,” by the Library of Congress, which declared that this would be the name
under which they would be catalogued. But as Engelhardt and Spicker surveyed the
scholarly landscape in that seminal year, 1974, they realized that a core scholarly
discipline, philosophy, was absent from the mélange of names, institutions, and
objectives newly baptized, “bioethics.” So, they held an interdisciplinary Symposium
on Philosophy and Medicine in Galveston and published the papers presented at the
conference as the inaugural volume of the Philosophy and Medicine series.



vi Foreword

I made the acquaintance of both editors at a 1974 summer Institute on Medicine
and Morals, which purpose was to inform and entice philosophers and lawyers to
reflect on ethical, legal, and philosophical aspects of medicine and biomedical sci-
ences. Engelhardt was then, and would forever remain, a boot-wearing Texian liber-
tarian philosopher-physician questing after moral foundations, who, not unlike
Socrates, liked to prod people out of their comfort zones. Stuart was, and would
always be, an affable east-coast philosopher who, with a twinkle in his eye, used
gentle humor, anecdotes, and historical references to make learned and humorous
comments that informed his audiences and put them at ease.

As it happened, some colleagues and I co-edited a clinical volume for the
Philosophy and Medicine series that would test Engelhardt and Spicker’s mettle as
editors. That book, Legislating Medical Ethics (volume 48), published a series of
papers and documents on a 1986 New York State law mandating written evidence
of a patient’s or surrogate’s consent as a prerequisite to writing do not resuscitate
(DNR) orders. New York’s Commissioner of Health claimed that the state’s DNR
law would ensure “respect for the autonomy of the patient; ... protect a professional
staff from the humiliation of unethical charades ... [and] reduce ... unjustified and
sometimes cruel decisions to subject patients to useless cardiopulmonary resuscita-
tion (CPR).”

Physicians call these so-called unethical charades “show” or “slow codes,” prac-
tices they believed were necessary to protect patients against “unjustified and some-
times cruel” CPR. One study presented at the conference found that the New York
law neither eliminated nor diminished show or slow coding. The lawyer directing
the ethics commission that drafted and proposed the DNR law tried to suppress this
“bad press,” demanding that Engelhardt and Spicker expunge that study from the
volume. Facing the threat of lawsuits, the co-founders steadfastly refused to delete
that study or to abandon the volume; instead, they insisted that printing the paper
would implement a scholarly practice of airing both sides of a controversy. The
published book included the controversial study.

The current editors of the Philosophy of Medicine, Sgren Holm and Lisa
Rasmussen, embrace the founders’ commitment to scholarly integrity and support
the founders’ mission of publishing works at the interface of philosophy and medi-
cine, such as the Handbook of Analytic Philosophy of Medicine (vol. 119, second
edition, 2015) and The Fragility of the Philosophy of Medicine (vol. 147, 2023). Yet,
following the founders’ precedents, they have expanded the scope of the series to
include such subjects as Islam and Bioethics (vol. 146, 2022). Then, now, and in the
future, the Philosophy of Medicine volumes have been, and will continue to be, an
indispensable resource embracing and supporting the full range of scholarly endeav-
ors in biomedical ethics that, in the words of the series’ founders, “explicate medi-
cine’s philosophical presuppositions.”

Emeritus Professor Robert Baker
Department of Philosophy

Union College

Schenectady, NY, USA
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Chapter 1 )
Fifty Years of the Philosophy and Medicine oo
Book Series

Lisa M. Rasmussen and Sgren Holm

1.1 Genesis and Purpose of the Series

The Philosophy and Medicine series was conceived by H. Tristram Engelhardt, Jr.
(then at the University of Texas Medical Branch in Galveston, Texas) and Stuart
F. Spicker (then at the University of Connecticut Health Center in Farmington,
Connecticut) to contribute to the growing discussions of ethical and philosophical
issues in the practice of medicine. It arose in the years when the United States was
struggling with definitions of brain death and issues in end of life care; addressing
violations of human subjects in medical research revealed in the USPHS Tuskegee
Study; and witnessing the birth of what would come to be known as “bioethics.”!
This genesis is clear in the first promotional pamphlet for the series:

The series Philosophy and Medicine has as its focus the basic conceptual foundation of
these often divergent disciplines. The recent advances by medical science have caused
many basic concepts to be re-examined, including the value of human life, when the life of
a person begins and ends, the rights of physicians and patients, etc. As a result, widespread
discussions on various levels of seriousness have begun concerning issues in medical ethics
or bioethics. This series will examine the conceptual background in terms of which ques-

'Indeed, the series and its genesis warrants a mention in The Birth of Bioethics, one of the first
histories of the field: “With...Stuart Spicker...[Tris Engelhardt, Jr.] initiated a long-lasting series
of conferences on medicine and philosophy, which has produced an impressive series of volumes”
(Jonsen 1998, 82).

L. M. Rasmussen (<))
Department of Philosophy, University of North Carolina at Charlotte, Charlotte, NC, USA
e-mail: Irasmuss @charlotte.edu

S. Holm
School of Law, University of Manchester, Manchester, UK
e-mail: soren.holm@manchester.ac.uk
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2 L. M. Rasmussen and S. Holm

tions in medical ethics can best be assayed. Though each volume of this series will attend
to issues in medical ethics, these issues have been placed within much broader analyses of
philosophical issues and problems in medicine and the biomedical sciences.

Each volume has as its focus a different element of the conceptual background of medi-
cine, ranging from the nature of explanation in medicine and the indebtedness of theories in
medicine to value judgments, to the ways in which different construals of the mind-body
problem affect modern understanding of neurology, neurophysiology, and neuro-surgery,
and the meaning of such crucial concepts as mental health, mental illness, and clinical
judgment.

Moreover, starting with volume three, volumes in the series will from time to time
include philosophers, physicians, historians of medicine, legal scholars, and social and
behavioral scientists. The essays are collected with a general readership in philosophy,
medicine, and the biomedical sciences in mind and offer a quality and depth of interchange
among philosophers, physicians, and biomedical scientists of a wide-ranging scope, unique
in the literature.

The volumes include the edited proceedings of a series of trans-disciplinary symposia
on philosophy and medicine held at various medical schools and universities.

Throughout its 50-year, 150-volume history, the series has remained committed to
the basic tenets expressed at its birth: exploring the conceptual and ethical space
between medicine and philosophy as it manifests in our world. This has resulted in
a substantial focus on clinical practice; end-of-life issues such as brain death,
physician-assisted death, and palliative care; conception and personhood; and the
history of medical ethics. The first volume, published in 1975, was Evaluation and
Explanation in the Biomedical Sciences, edited by series editors Engelhardt and
Spicker,? and the next few volumes similarly focused on philosophy, medicine, and
conceptual issues. But already by the 4th and 5th volumes, the series had branched
into mental health and mental illness, and brought law and policy considerations to
bear. Over time, the series also came to include issues in more contemporary areas,
such as disability studies; gender and sexuality; and non-ideal theory in bioethics.
Four subseries focusing on Asian Studies in Bioethics; Classics of Medical Ethics;
Catholic Studies in Bioethics; and European Studies in Bioethics were born in later
years as scholarship in these areas grew.

The series’ 50 years have seen a progression of publishers (from Reidel to
Kluwer to Springer to Springer Nature), a profound shift in how scholars access,
produce, and disseminate knowledge, and the creation of radical new technologies
like genetic engineering and Al that are already reshaping medicine in ways that
demand philosophical and ethical reflection. A series like Philosophy and Medicine
is more important than ever to host scholarship that helps us grapple with these
changes.

2 A little-known fact about this volume is that the conference that gave rise to it earned a “Golden
Fleece” award in 1976 from Senator William Proxmire, “[f]or grants to well-heeled doctors, law-
yers, and school administrators to attend tuition-free, vacation-like, month-long humanistic bull
sessions at some of the choicest university waterholes in the country” (https://content.wisconsin-
history.org/digital/collection/proxmire/id/24). See McCullough (2015), footnote 1, for additional
details about Texas-size roaches in the hotel rooms.
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We are privileged and proud to reflect on the 50th year of the series with this
150th volume. Below, we reflect on the range of the series and canvass the contribu-
tions to the volume. In the process, we have been struck anew by the founding edi-
tors’ foresight in creating a space for frank, civil, and rigorous discourse about some
of the most pressing issues in medicine. We hope that in another 50 years, future
editors will be able to say that we successfully stewarded that responsibility.

1.2 Contributions

1.2.1 Part One: Philosophy and Medicine

Medicine as a science and practice raises a number of philosophical questions that
are not primarily ethical questions, although the answers to some of these questions
may have ethical implications or be important premises in ethical arguments. These
philosophical questions form the core of philosophy of medicine. Questions that
have been extensively discussed in the series include 1) the nature and definition of
concepts such as health, disease, illness, and disability; 2) the classification of dis-
eases; 3) the nature of diagnostic reasoning; 4) the role of evidence in medical
decision-making; and 5) the role and importance of phenomenology for a proper
understanding of what it means to be healthy or ill. The prominence of each set of
questions have waxed and waned over time, but all are still areas of active scholarly
enquiry.

There has also been discussion of a meta-question, i.e., whether the philosophy
of medicine actually exists as an academic field of inquiry. The agonising over this
meta-question has at least partly been prompted by the perceived comparative dif-
ference in the success of bioethics and of philosophy of medicine as the fields have
developed since the late 1960s.

In this volume Bjgrn Hofmann and Mary Ann Gardell Cutter both discuss the
developments in the analysis of the concepts of health and disease and their cognate
concepts such as illness and malady.

Hofmann takes a paper on the concepts of health and disease by H. Tristram
Engelhardt in the first volume in the series as his point of departure (Engelhardt Jr
1975). This paper has been cited more than 400 times and is rightly seen as one of
the foundational papers in the debate about how we should understand these two
concepts. Hofmann traces the debate forward and shows that there are still a number
of open questions, and that new scientific developments often create new angles on
the old debates, Al being the latest example. He concludes that:

There is fair agreement that the concepts of health and disease are normative in some sense.
However, what kind of norms (biological, social, cultural etc.) is contested. I have tried to
show how a range of various types of values are involved in defining, classifying, and
assigning health and disease. I have also pointed to a connection between facts and values
in the realm of health and disease. Hence, I think there are good reasons to argue that health
and disease are value-laden, but that more work is needed to clarify their value formation.
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While the literature is not clear on what kind of concepts health and disease are, it is fair
to say that their extension is so diverse, that it is difficult to cover with one intension. The
multifactoriality, multidimensionality, and heterogeneity of (health and) disease that
Engelhardt referred to makes it difficult to capture and define the concepts according to
standard criteria for definitions in one “homogenous concept” (Engelhardt Jr 1975).

We have paired Hofmann’s article with a reprint of the Engelhardt paper he dis-
cusses, “The Concepts of Health and Disease.”

Cutter provides an overview of the work on philosophy of medicine published in
the series in the first part of her paper and argues that the unique contribution of the
series is that:

... while the trends in contemporary medicine are to prioritize biomedical ethics over phi-
losophy of medicine and to offer local perspectives, the Philosophy and Medicine Series
has championed conceptual philosophical analysis of the claims and assumptions that
frame medicine and clinical practice on a global scale. Authors in the series lay out the ter-
rain of select issues and, when appropriate, develop the connections among the metaphysi-
cal, epistemological, and axiological dimensions of the issues set within social contexts.
That is, they probe “what is...?,” “how do we know...?,” and “how do we value....?” in
medicine, then or now, and here or there.

In the second part of her paper Cutter reflects on her own work over many years on
the concept of disease, and the use of that concept in bioethics, health care, and
health policy. She argues strongly that the monograph offers an opportunity for a
different kind of in-depth engagement with a topic than the typical academic journal
article, and that we need to keep both forms of academic publishing alive. She also
shows that the philosophy of medicine provides important conceptual clarifications
and premises to arguments in bioethics and health care. One of her examples related
to breast cancer:

The metaphysical, epistemological, and evaluative dimensions of disease within social con-
texts are not separate and distinct, but rather frame and limit each other (Cutter 2018, Ch.
6). Facts are method-ladened, the fact/method dyads are evaluative, and the fact/method/
value triads are socially framed. In classifying breast cancer, for instance, a decision has to
be made regarding how many cells with deviant changes of a certain kind in the biopsied
breast tissue must be present before the cells are labeled as “carcinoma” or “cancer.” An
explanation is given about the relation between the mutating cells and breast cancer classi-
fications and descriptions. To be too liberal in classifying cells as “cancer” will lead to
unnecessary treatment, which harms patients, undermines patient autonomy, and wastes
resources. To be too conservative in the classification will lead to delayed treatment, which
leads to increased pain and suffering, as well as unnecessary deaths among women. On this
view, the lines among “benign,” “suspicious,” and “cancer,” as well as Stage 0 through 4 in
breast cancer classification, are in part discovered and in part created. The lines among who
gets clinical care and who does not, and who lives and who dies, are in part discovered and
in part created. They involve explicit and implicit appeals to fact/method/value triads within
social frames of reference.

In the final part of her paper Cutter provides some thoughts about how philosophy
of medicine might fruitfully develop and draws particular attention to the work on
‘intersectionality’ in feminist theory. Taking the COVID-19 pandemic and the many
types of discrimination and injustice it brought to the surface as an example, she
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argues convincingly that we need more philosophical work on a truly intersectional
account of disease.

Fredrik Svenaeus analyses the importance of philosophical phenomenology to
the philosophy of medicine taking at his point of departure Kay Toombs’ magiste-
rial and partly autobiographical book The Meaning of Illness: A Phenomenological
Account of the Different Perspectives of Physician and Patient (Volume 42 in the
P&M series). In the first part of his paper Svenaeus explicates Toombs’ phenome-
nology of illness and traces her use of insights from four prominent phenomenolo-
gists in the continental tradition Edmund Husserl, Alfred Schutz, Jean-Paul Sartre,
and Maurice Merleau-Ponty. The second part of the paper then moves on to show
how analyses inspired by other phenomenologists, including Martin Heidegger,
Hans-Georg Gadamer, and Medard Boss, can illuminate our understanding of the
experience of being ill. Svenaeus argues that:

The point of phenomenological approaches to medicine is to give a general characteristic of
health and illness and provide a vocabulary with the aid of which one can talk about differ-
ent illnesses and different ill persons and, in each case, be able to understand why and how
this person is ill. However, this does not mean that all phenomenology can give us is good
descriptions of what different individuals experience. The phenomenological description
aims at uncovering necessary features of the meaning-patterns structuring our life. What
breaks down in illness are the precisely the meaning-patterns of being-in-the-world, the
way we inhabit the world through our attuned, understanding activities. The unhomelike-
ness of illness is consequently a certain form of senselessness, an attunement of, for
instance, disorientedness, helplessness, resistance, and despair. To understand this predica-
ment and find ways of making life less unhomelike for ill persons is the mission of health-
care practitioners.

The chapter by Sgren Holm tackles the meta-question about the existence of phi-
losophy of medicine as a proper field of inquiry. In 1992 Arthur Caplan argued that
philosophy of medicine does not exist as an academic field (Caplan 1992). Caplan
claimed that:

In order to constitute a field, an inquiry must be well-integrated with other cognate inquiries
and disciplines, have an established canon of key books, textbooks, anthologies and arti-
cles, and a set of distinctive and defining problems. The philosophy of medicine as it cur-
rently exists fails to satisfy these criteria and, thus, fails to exist as a field of inquiry. (Caplan
1992, p. 67)

Holm provides an overview of current activity in philosophy of medicine, including
in the P&M series, and shows that Caplan’s conclusion is not justified. Philosophy
of medicine as it is currently practised had a set of distinctive and defining prob-
lems. It has an established canon, and it is integrated with other cognate inquiries
and disciplines to the extent that should be expected in relation to a relatively small
academic area. Compared to bioethics, philosophy of medicine is still a much
smaller field of inquiry, but it exists and is in relatively good health.
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1.2.2 Part Two: The Subseries of Philosophy and Medicine

In the 1990s, four separate P&M subseries were initiated: European Studies,
Classics in Medical Ethics, Catholic Bioethics, and Asian Bioethics. Together these
produced nearly two dozen volumes in the series, enabling scholarly discussion of
important areas in bioethics. While for practical reasons the subseries have been
dissolved, additional volumes in these subareas have continued to be published, and
will be published in the future as part of the main series.

The past subseries editors have taken this opportunity to reflect back on the sub-
series’ histories and contributions. Robert Baker starts this section out with a look
back at the “Classics in Medical Ethics” subseries that aimed to bring important
historical work in philosophy and medicine back into print, together with scholarly
commentaries. The subseries was born from two conferences on the historical
development of medical ethics in Britain and America, funded by the Wellcome
Trust. After that, other classics were republished, including work by John Gregory,
Elisha Bartlett, Michael Ryan, Sir Kenneth Mellanby, and Thomas Percival. The
subseries also came to focus on translations into English of important work by
Michael Goldberg and Rudolf Ramm.

In “The Catholic Studies in Bioethics Subseries,” past subseries Editor
Christopher Tollefsen traces four different aims for the subseries’ founding: it pro-
vided a way to preserve scholarship that might otherwise be lost; to maintain a voice
for Catholic bioethics in a field that had taken a sharply secular turn away from
more Catholic beginnings; to put Catholic bioethics in dialogue with contemporary
bioethics; and to “bring the resources of the Catholic tradition to bear on emerging
issues” in medicine. Tollefsen ends his essay by pointing at the success of the final
subseries volume (edited by Jason Eberl) in addressing these aims. It is a pleasure
to note that a follow-up to that volume is already underway, maintaining the sub-
series’ presence.

Dawei Pan and past subseries Editor Ruiping Fan canvass the Asian Subseries’
history in “The Place of the Family in East Asian Bioethics.” Drawing on the work
of anthropologist Clifford Geertz, they argue that the volumes in this subseries can
be viewed through Geertz’s lenses of “pilgrim” and “cartographer.” Pilgrims have
an identity and view the world from that perspective, while cartographers attempt to
depict what they see more objectively. Pan and Fan argue that in the subseries, each
author faces the “pilgrim” question of how to establish their “Asian” identity, from
which one can present and argue for a situated perspective on bioethical issues by
“finding one’s own voice” and “making a trenchant stand.” The “cartographer” role
requires reporting accurately the evidence for or against the existence of particular
Asian perspectives within a particular context. Just as Tollefsen pointed out in one
of the Catholic subseries’ aims of putting Catholic and other moral frameworks in
dialogue, Pan and Fan argue that the Asian subseries “is successful in delineating
what happens when global bioethical ideas and practices diffuse into the cultural
and institutional contexts of East Asian societies, which are deeply influenced by
Confucian perspectives on the family, social justice, and morality.”
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1.2.3 Part Three: Selected Topics and Reprints
From the Series’ History

We also invited authors who have been connected with the series to reflect back on
work in the series that has been important or formative for them. Micah Hester starts
this section with “Lost in Translation: How 1979 Proved Pivotal for Bioethics and
Why We Need a Narrative Account of Morality in Medicine.” He argues that while
the articulation of the famous four principles of bioethics was significant for the
advancement of the field of bioethics, it did not come without cost. The codification
of Principlism created a lingua franca in bioethics, and as Hester points out, “[f]ast
forwarding nearly 50 years later, there is hardly any healthcare professional, trainee,
student who has not heard about the 3—4 basic bioethical principles...” But with any
such encapsulation, there is always a signal loss; for the sake of ease, dissemination,
and simplification, important subtleties and foundational tenets are flattened or ren-
dered invisible.

Hester revisits two important early essays in the series by physicians who show
how the art and science of medicine can inform medical ethics. He argues not that
these accounts should replace Principlism, but rather that they, too, contribute in
important ways to the field of clinical ethics. As he summarizes one key difference,
“[i]n both Pellegrino’s and Cassell’s accounts, the argument for professional prac-
tice (habit) development requires a rich understanding of patients as both the every-
day people they are and the patients they see themselves to be. Such a robust
approach to the medical practice, which is the groundwork for the ethical landscape
of medicine, is not to be found in the early editions of the Principles.” Contemporary
Principlism typically interprets this as “respect for autonomy,” but as Hester points
out, that is not the same as the richer understanding advanced by Pellegrino and
Cassell.

We pair Hester’s chapter with a reprint of the two classic chapters from the series
that Hester focuses on: Edmund D. Pellegrino’s “Anatomy of a Clinical Judgment:
Some Notes on Right Reason and Right Action,” and Eric J. Cassell’s chapter “The
Subjective in Clinical Judgment,” both from volume 6 of the series, Clinical
Judgment.

Jason Eberl similarly focuses on an early topic in the P&M history: brain death.
As Eberl points out, the series’ first volume on the topic appeared in 1988 and
responded to the US President’s Commission report on brain death and its legisla-
tion. Subsequent controversies in brain death led to another volume in 2000. Eberl
himself reflects on various approaches to the definition of death, and brain death in
particular, lucidly outlining the central tenets and areas of disagreement. By itself,
this outline provides an excellent overview the field for anyone trying to understand
just where the disagreements stand. In addition, however, Eberl advances his own
arguments for the retention of the definition of brain death as the true death of the
person, based on an understanding of the brain as a true integrator of the body.

The Philosophy of Medicine book series remains committed to the careful and
rigorous discussion of new and persisting issues in the field. What the next fifty



8 L. M. Rasmussen and S. Holm

years will bring depends on current and future scholars, and the perspectives they
will share with us in this series.
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Chapter 2 ®
On the Concepts of Health and Disease e

Bjorn Hofmann

In the very first edition of this book series of Philosophy and Medicine Tristam
Engelhardt Jr. wrote a seminal chapter The concepts of health and disease
(Engelhardt 1975) in which he elaborated on three crucial issues: (1) the ontology
of health and disease, (2) the evaluative status of the concepts, and (3) the relation-
ship between them. While many scholarly discussions have taken place in the
50 years since the publication, and progress has been made, the key issues are still
up for grabs. In this chapter, I will address six key questions: (i) what are the things
called health and disease? (ii) To what extent and how are the concepts of health and
disease value-laden? (iii) What kind of concepts are health and disease? (iv) What
is the role of models of health and disease? (v) What is the relationship between
health and disease? (vi) and what is the relationship between disease and diagnosis?
To address these questions, I will use the literature that has been published since
Engelhardt’s chapter.

2.1 What Are These Things Called Health and Disease?
The Ontological Question

The ontological status of the phenomena referred to when using the words “health”
and “disease” has been debated since antiquity. The key issue is whether the phe-
nomena of health and disease are given by nature or culture (or both). Most people
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(and even many scholars) will agree that a tangible lump on a person’s neck is a
phenomenon in nature. However, whether we classify the lump as a disease (e.g., in
terms of the disease type cancer) may well depend on a range of different social
aspects.

This has divided scholars in the philosophy of medicine in two main camps:
Naturalists claiming that health and/or disease are given by natural phenomena
(Bechtel 1985; Guerrero 2010; Hershenov 2020; Khushf 2007; Kingma 2014;
Nordenfelt 2013; Sholl and Okholm 2021; Veit 2021; Hausman 2012, 2014) and
normativists arguing that they are determined by social phenomena (King 1954;
Sedgwick 1973; Cooper 2002; Kukla 2014), e.g., social norms. Additionally, a third
camp has emerged, claiming that health and disease are given both by natural and
social phenomena, also known as hybridists (Powell and Scarffe 2019; Wakefield
2007). As such, the ontological debate has departed somewhat from Engelhardts’s
origin, where the phenomena of disease were (i) etiologically differentiated entities,
(i) (physiological) changes, or (iii) characteristic patterns.

2.1.1 Things, Changes, or Patterns?

Engelhardts’ analysis builds on the ancient differentiation between “ontological
conceptions of disease” and ‘“physiological conceptions of disease” (Hofmann
2001b). According to the first, diseases are entities given by an underlying (etiologi-
cal) reality. On the other hand, the physiological conception views disease as change
or deviance from a norm or standard. While the first can be traced back to the
Knidian medical school in antiquity, according to which diseases existed as classifi-
able entities, the second has been connected the Coan school of medicine (i.e., the
Hippocratic) and theories of homeostasis (Hofmann 2001b). Engelhardt connects
the division between ontological and physiological conceptions to the realist and
anti-realist positions in the philosophy of science.

Interestingly, the physiological conceptions of disease has obtained new atten-
tion through the biomarkerization of medicine, where biomarkers come to monitor
changes in a broad range of biological conditions (Metzler 2010; Boenink and van
der Molen 2024). Correspondingly, the ontological perspective has revived its rele-
vance as precision medicine has fuelled the belief in etiologically understandings of
disease (Vogt and Hofmann 2022).

According to the third type of disease ontology mentioned in Engelhardt’s semi-
nal chapter, disease is given by specific characteristic patterns. “the constellation or
cluster of the signs and symptoms which form the character of a disease” (Engelhardt
1975). While this non-reified conception of disease ontology has gained less schol-
arly attention since Engelhardt’s publication in 1975, it still appears to have appeal
amongst clinicians.

Although medicine is a wholeheartedly pragmatic endeavour quite independent
of ontological preconceptions, clinicians tend to think that diseases exist indepen-
dent of shifting human classification systems and that disease in general has some
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characteristic pattern making it object-like (Burns 1975). What characterizes the
“object of disease” or “the thing called disease” is a set of characteristic symp-
toms and signs (Nordenfelt 1995). These may be given as the sum of specific prop-
erties (in a Russellian sense), as the polarizing characteristic connecting diverse
phenomena together (in a phenomenological, Husserlian sense), or as ideas (in a
Platonic sense).

Since Engelhardt’s analysis, much attention has been given to health and disease
as socially constructed phenomena, especially as they are imbued with social values
(see below). However, with some exceptions (Conrad and Barker 2010; Martin and
Peterson 2009), few scholars have been explicit on what is socially constructed
(Hacking 1991) when it comes to health and disease. One reason why less efforts
have been made to clarify exactly which norms form our conceptions of health and
disease (and how) may be that the concepts lose their demarcation power when
becoming culturally contextual. Using a socially constructed concept to differenti-
ate socially conceived situations may not be socially efficient or convincing.

Hence, after much more than 50 years of fierce debates, there is no general agree-
ment on the ontological status of health and disease. While the ontological land-
scape is divided into naturalists, normativists, and hybridists, many theories of
health and disease include basic phenomena, such as wellbeing, pain, suffering,
(dys)function and/or (in)capacity and/or (in)ability, as well as some epistemic
(identifying and/or explanatory) relationship to biological and/or mental phenom-
ena. However, exactly which of these phenomena make up health and disease, and
how, is still up for grabs.

2.2 Is It Value Neutral or Value-Laden?

The ontological question of what health and disease are has been intertwined and
sometimes mixed up with the question of whether the concepts are value neutral or
value-laden (Elselijn Kingma 2017; Broadbent 2019; De Vreese 2017; DeVito
2000; Kingma 2014; Nordenfelt 2007; Goosens 1980). This may be because natu-
ralists tend to claim that health and disease are value neutral phenomena (and con-
cepts) while normativists have claimed that they are value-laden. For example,
Sedgwick clearly claims that “[t]he medical enterprise is from its inception value-
loaded; it is not simply an applied biology, but a biology applied in accordance with
the dictates of social interest.” (Sedgwick 1973) Similarly, Sade argues that
“[d]isease can be understood as a biologically based value concept” (Sade 1995)
while Reznek explains that the “concept of disease is a normative or evaluative
concept. Judging that same condition as a disease is to judge that the person with
that condition is less able to lead a good or worthwhile life. And since this latter
judgement is a normative one, to judge that some condition is a disease is to make a
normative judgement” (Reznek 1987).

Naturalists, like Boorse (1975, 1977, 2011, 2014), have been challenged to
explain how nature can set the limits for disease, e.g., with respect to cut-off values,
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thresholds, and reference classes for a wide range of diseases. According to this
“line-drawing problem” (Rogers and Walker 2017; Hofmann 2021) the challenge is
to show how the norms (and limits) are set by nature and not by culture (e.g., out of
social interests to help people). To avoid the problem Boorse refers to “nonnorma-
tive norms” where the norms of nature are to sustain survival and reproduction, and
where anything obstructing this is of negative value (Boorse 1975). Others have
referred to biological norms (Lindstrgm 2012), functional efficiency (Hausman
2014; Cooper 2017), and biological normativity (Veit 2021; Griffiths and
Matthewson 2018; Matthewson and Griffiths 2017). Nonetheless, the question of
how nature sets the limits for health and disease (and between them) has not yet
found a general and convincing argument (to many scholars).

Accordingly, social norms and values have not yet been ruled out (even from
naturalist accounts) (Veit 2021), and the limit between biological and social norms
are neither sharp nor clarified. There appear to be at least two reasons why the issue
of value has not been settled during these passing 50 years since Engelhardt’s claim
that both health and disease are valueladen. The first is that we have not been spe-
cific to what types of values health and disease are “laden with.” That is, the value
play of health and disease has not been sufficiently elucidated. The second is that
the relationship between facts and values has not been adequately clarified.

2.2.1 Types of Values in Health and Disease

Disease is generally considered to be bad, while health is good. As Engelhardt
pointed out “[t]he concept [of health] is both aesthetic and ethical, suggesting what
is beautiful and what is good. By terming something diseased, one indicates that the
state of affairs is both naturally ugly as well as one that imposes some obligations
and relieves others” (Engelhardt 1975). While health often is considered to be an
intrinsic value, disease is less often so. This may be because disease is multivalent,
e.g., by also having positive values. See below.

The value of health and disease is reflected in etymology. Terms like “dis-ease”,
dys-function, and dis-ability contain a (d)evaluative “dis-" or “dys-" of something
valued (ease, ability, function). The term health stems from Old English h&lth,
whole or hale (free from disease or infirmity; robust; vigorous). The negative value
of disease is often referred to in terms of harm. However, what counts as harm is still
debated, e.g., whether it is pain, reduced function, suffering (Hofmann 2024), dis-
ability, loss of freedom or autonomy (Engelhardt and Wildes 1995; Tristram
Engelhardt Jr 1973), or the setback of interests (Feinberg 1989).

Moreover, health and disease incite moral appeals. Disease incites a moral appeal
in terms of an impetus to avoid, reduce, or eliminate it, while health may incite a
moral impetus to ascertain and promote it. Moreover, there are a range of arguments
for the similarities and differences in the moral appeal between health and disease
(Hofmann 2023b) and the related concepts of wellbeing and suffering (Hofmann
2024). These issues have substantial ethical and practical implications for priority
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Table 2.1 Overview of how disease gives and takes away rights and obligations (to and from
individuals)

Rights Obligations

Takes | Driver’s license, parental Work, social moral responsibility, | Frees

away | responsibility, freedom (freedom of criminal liability (in case of lack | from
movement, from coercion) of sanity)

Gives | Sickness benefit, right to health care, | Seek help, avoid infection and Assigns
social benefits infecting others

setting in healthcare and is one reason why the issue of valueladenness is so impor-
tant (and heatedly debated). See also below.

In addition to moral values and appeals, health and especially disease have a
range moral functions. Whether you are healthy or have a disease gives you a series
of rights and obligations — or takes them away. As summarized in Table 2.1, being
diseased gives your rights to health care, sickness benefit, and other social benefits.
Conversely, disease can also take away rights, such as having a driver’s license, hav-
ing parental responsibility, or being allowed to move freely (e.g., in case of having
a contagious infection). Disease can also free from social obligations, such as work,
but also from criminal liability (in case of insanity). Conversely, disease may assign
obligations, such as the duty to seek help or avoid infecting others. These moral
functions can explain why it is crucial to clarify the valueladenness of (health and
especially) disease.

Disease also has epistemic value (Stempsey 1999). Knowing that a person has a
disease explains why the person is not able to behave as wanted or expected. It
reduces both professional and personal uncertainty. Correspondingly, disease has a
practical value, being action guiding both socially with respect to the rights and
obligations mentioned above, and professionally as specific diseases give guidance
for particular actions, such as diagnostics, treatment, and palliation.

Disease also has a range of social values. E.g., diseases form prestige hierarchies
according to which diseases that can be connected to specific organs (that are placed
high up in the body), that are acute, can be detected and treated with advanced tech-
nologies, occurring in young people have high prestige (Album et al. 2017; Album
and Westin 2008) and conversely. Correspondingly, diseases can be stigmatized and
stigmatizing as (some) diseases are related to personal identity. However, diseases
can also give social status in particular cases.!

As Engelhardt (1975) and others (Jutel and Buetow 2007) have pointed out,
health and disease also have aesthetic value: health is beauty and disease is ugly.
This may have a range of evolutionary explanations, as ugly is framed by what is
dangerous. However, the aesthetic connotations of health and disease may also
induce social injustice (Hofmann 2023c).

Moreover, the moral functions (mentioned above) make what disease is, and
what is considered to be disease, important moral issues to control. Several stake-
holders have gone to great efforts to expand disease (Hofmann 2018, 2019b) as well

! This goes back to ancient Greeks calling epilepsy “the sacred disease”.
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as health (Hofmann 2023a; Schroeder 2013). At the same time, others try to restrict
them (Giles 2014; Beek et al. 2016). Accordingly, defining, classifying, and assign-
ing disease gives substantial social power (Farmer 1999; Paul 2003; Rose 2009).
This is well demonstrated in the vast and vivid debates of the revision of the clas-
sification systems, such as the ICD and DSM as well as in the attribution of certain
diseases.

Additionally, disease is (dis)valued differently from the perspective of the person
experiencing the illness, from the professional diagnosing and treating the disease,
and from the perspective of society attributing a sick role (sickness) to the person
(Hofmann 2016; Hofmann and Eriksen 2001).

Table 2.2 summarizes various types of values involved in defining, classifying,
and assigning health and disease. Again (and surprisingly), the value issues with
health appears to be less controversial and there are several suggestions of how
health relates to wvalues, e.g., to human capabilities (Richardson 2016;
Venkatapuram 2009).

This overview is by no means exhaustive or exclusive as disease also has been
considered to be of positive value, e.g., at the end of life: “Pneumonia may well be
called the friend of the aged. Taken off by it in an acute, short, not often painful ill-
ness, the old man escapes those ‘cold gradations of decay’ so distressing to himself
and to his friends” (Osler 1916). Correspondingly, there has been a strong cognitive
association between morality and health and sinfulness and disease (Lakoff and
Johnson 1999; Martin 2006).

2.2.2 Valuing Facts and Facting Values

The close moral connotations of health and disease has resulted in a strong intercon-
nection between ontology and ethics. As we have seen, when something is consid-
ered to be disease, there appears to be a strong moral appeal to help the person to
avoid, reduce, or remove it (Hofmann 2023b). On the other hand, when something
is considered to be bad, there is a strong tendency to make it a disease, i.e., to con-
ceive of the phenomena to be disease. For example, when we want to help people
with their grief — we tend to make grief a disease (Wakefield 2013). Figure 2.1 tries
to illustrate this relationship between facts and values related to disease.

There are of course many reasons for this, e.g., that the healthcare system is an
institution that is considered to be successful in removing socially considered
“bads.” However, philosophically this is problematic, as it involves reasoning both
from is to ought and from ought to is (Hofmann 2022a).
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Table 2.2 Overview of various types of values involved in defining, classifying, and assigning

health and disease

Type
Moral value

Moral appeal

Moral function
(of disease)

Epistemic value
(of disease)

Practical value
(of disease)

The social value
of disease

Values related to
different
perspectives on
disease

Aesthetic values

Explanation

Disease is bad (dis-ease)

and health is good

Health is often considered
to be an intrinsic (positive)
value, while disease a
negative value (but not

always)

Disease incites moral
impetus to avoid, reduce, or

eliminate disease.

Health incites a moral
appeal to promote it.

Attributing rights

Freeing from duties
Removing or restricting

rights

Attributing accountability

Knowing why a person is
not able to behave as
wanted or expected

Action guiding

Diseases have prestige and

social status

The moral functions (above)
make it interesting for
stakeholders to control
(expand) what is considered

to be disease

Defining and assigning
disease gives power
Patients experience and
dis-value disease differently
from professionals and

society and social
institutions

Health is considered to be

beautiful

Disease is considered to be

ugly

Examples and comments

This is reflected in the etymology: dis-ease,
dys-function, and dis-ability having (d)
evaluative prefixes, like “dis-" or “dys-"" and
health stemming from Old English h&lIth,
whole or hale

Pain and suffering from disease urges
individuals and professionals to help and
wellbeing urges to promote health (at least
according to classical consequentialism). See
Hofmann (2023b, 2024) for a discussion on
this

Patients have the right to attention and care
Patients are freed from the duty to work (sick
leave)

Persons are freed from moral and legal rights
and responsibilities (drivers license, legal
accountability)

Reduces professional and personal uncertainty
Provides explanation for social role attribution

Professionals know what to do for specific
diseases

Social institutions are guided in attributions of
rights

Prestige hierarchies of disease can result in
stigmatization, discrimination, and injustice
Expanding the concept of disease may be
helpful and harmful (overdiagnosis,
overtreatment)

There is power in defining, classifying diseases
and in applying classifications

Patients disvalue illness

Professionals attribute (dis)value to various
diseases

Society disvalues sickness in assigning sick
role

Beauty is associated with good and ugly is
associated with bad or dangerous resulting in
potential “aesthetic injustice”
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T
This is disease (according
IS to certain criteria) and OUGHT

ought to be treated.
E.g., hypertension,
hypercholesterolemia

Values

Fact Norms

This ought to be
treated and therefore it Moral

is disease.
E.g., AD/HD, obesity, Ethics

gender dysphoria A . l
- Axiolo
008

Science

Fig. 2.1 Illustration of the reciprocal relationship between facts and values related to disease

Table 2.3 Four positions on the value-relationship of health and disease, positions (according to
Broadbent (2019)), and some authors who have described or represent the positions

Objective Subjective
Value- | Naturalists: Health and disease are Health and disease are something existing
neutral | objective facts in the world independent | through our perception, i.e., because we
of (social) values. (Value-independent recognize it (value-independent anti-
realism, Boorse) realism, Broadbent)
Value- | Values are facts Normativists: Health and disease are
laden Health and disease are facts that include | value-related concepts that depend on
objective values (value-dependent human (subjective) values (value-
realism, Stempsey, Neo-Aristotelianism, | dependent anti-realism, Cooper, Sedgwick)
Kingma)

2.2.3 Is It Subjective or Objective?

Connected to the debate on whether health and disease are value-laden or not, there
is a discussion of whether health and disease are something subjective or objective.
Naturalists typically claim that health and disease are objective while normativists
typically tend to claim that they are subjective phenomena. However, as illustrated
in Table 2.3, it is possible to claim that health and disease can be value-neutral and
subjective, and that they can be value-laden and objective (Kingma 2017;
Broadbent 2019).

In sum, the relationship between health, disease, and value is a complex one and
has not yet found any coherent and unifying solution. One reason for this may be
that there has been too little clarity on what is meant with “value” and too poor dif-
ferentiation between the various types of values involved in the different debates
(Hofmann et al. 2018).
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2.3 What Kind of Concepts Are Health and Disease?

As also becomes clear from the review of the literature, the ontological question of
what health and disease is has not only been intertwined (and confused) with the
ethical issue of good and bad. Ontological issues (on the phenomena of health and
disease) have been entangled with conceptual issues, belonging to semantics, lin-
guistics, or philosophy of language. Moreover, it is not always clear what kind of
concepts health and disease are.

2.3.1 Category, Type, and Token

One challenge in conceptual debates about (health and) disease is clarity on the
subject matter. It is unclear what is discussed: the general category of disease, dis-
ease entities, or instances of disease. The reason for this is that disease entities and
specific disease cases are widely used as examples in the scholarly debates on the
general category of disease (Gagné-Julien 2024; Burgess et al. 2020). However,
instances of disease (token) is a matter for diagnostics, while disease entities (type)
is an issue for nosology, and the general category of disease concerns philosophy
(Sadegh-Zadeh 2008). Increased clarity on this can clearly improve future schol-
arly work.

2.3.2 Vague, Fuzzy, or (Proto-)Typical?

Other debates have been about what kind of concepts health and disease are: classi-
cal, vague, prototypical etc. Traditionally, scholars have tried to define the general
categories (concepts) of health and disease by searching for a set of essential fea-
tures or criteria that are common to all instances of health and disease respectively.
If a specific case of disease (token) or disease entity (type) is possessing a series of
defining features, then this qualifies for falling under the general concept of disease.
As stated in Plato’s Meno: what makes something X, is that all cases of X have “a
common nature which makes them” X (Meno 72).

However, it has been difficult to agree on such sets of essential features. As
Ludwig Wittenstein pointed out: “Doctors will use names for diseases without ever
deciding which phenomena should be taken as criteria and which as symptoms; and
this is not necessarily a deplorable lack of clarity. For remember, we do not gener-
ally use language according to strict rules - nor have we been taught by means of
strict rules. Instead, in our discussions, we constantly compare language to a calcu-
lation that takes place according to precise rules.” (Wittgenstein 1958).

As a result, a series of alternatives to such classical theories of concepts have
emerged. For example, it has been suggested that health and disease are vague
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concepts, i.e., that they elusive (Boyd 2000), or have vague or blurry boundaries
(Hampton 2007; Hauswald and Keuck 2017; Hofmann 2010; Hucklenbroich 2017;
Keil and Stoecker 2016; Stoecker and Keil 2016). “Vagueness generally relates to
the question of whether or not, and to what degree an instance falls within a concep-
tual category” (Hampton 2007). Still, it is not always clear what is vague, whether
it is the world itself, the concept (intension), its extension, language use, or all
of these.

Relatedly, others have suggested that health and disease are fuzzy concepts, follow-
ing fuzzy logic (Sadegh-Zadeh 2000; Seising 2006). Moreover, inspired by the fam-
ily resemblance theory of Wittgenstein and insights in learning theory (e.g., central
statistical tendency in categorization), it has been proposed that disease is a proto-
type concept (Bishop et al. 1987; Hampton 1995; Lalljee et al. 1993; Papa and Li
2015; Sadegh-Zadeh 2008; Wakefield 1999). Some instances are more or less pro-
totypical for a disease type, and some disease types are more or less prototypical for
disease in general.

2.3.3 Ambiguity, Heteronomy, and Complexity

Already Engelhardt, and others before him, pointed out that health and disease are
ambiguous and heterogeneous concepts:

The concepts are ambiguous, operating both as explanatory and evaluatory notions. They
describe states of affairs, factual conditions, while at the same time judging them to be good
or bad. ... Perhaps the concept of disease indicates a family of conceptually consanguine-
ous notions. ...the concept of disease may be a basically heterogeneous concept standing
for a set of phenomena collected together out of diverse social interests, not on the basis of
the recognition of a natural type or a common conceptual structure.

However, how we should conceptualize this ambiguity or heteronomy is a challeng-
ing issue that has gained much attention but obtained little consensus since
Engelhardt’s publication. It can be argued that the very many (descriptive and pre-
scriptive) aspects of the phenomena of health and disease make their concepts com-
plex (Hofmann 2001a, 2010; Vandamme et al. 2013) and that we may need to
differentiate in different concepts, such as disease, illness, sickness Hofmann 2016;
Hofmann and Eriksen 2001), and others (Rogers and Walker 2018).

As many diseases share certain features, such as being disvalued, harmful, statis-
tically abnormal, medically manageable, and involve dysfunction of some kind
(Kingsbury and McKeown-Green 2009), it has been suggested that disease is a clus-
ter concept, characterized by a cluster of non-necessary, but sufficient features
(Walker and Rogers 2018; Stoecker and Keil 2016). Yet another approach is to con-
ceive of health and disease as polysemic concepts, i.e., that they have more than one
meaning (Gangemi et al. 2000).

Moreover, with Locke it can be argued that health and disease are “forensic con-
cepts,” or with Wieland that they are deontological concepts (Wieland 2013). One
may also maintain with Hare and Williams that they are “thick concepts” that are
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both descriptive and prescriptive (Hare 1952, 1986) or that they are “dual character
concepts” (Knobe et al. 2013). Correspondingly, health and disease can be claimed
to be variable (Visser 2023), practical (van der Linden and Schermer 2022), service-
able (Kaebnick 2013), or multivalent concepts (Gerring et al. 2021; Gerring 1999).

Hence, there are many relevant and fruitful attempts to capture the fact that what
falls under the concepts of health and disease is diverse. This lack of conceptual
clarity is in many ways connected to the lack of ontological clearness (described
above) and has fuelled the question of whether we actually need the concepts of
health and disease in the first place.

If the concepts are vague, they can do little practical work, e.g., in terms of
demarcation. Correspondingly, it has been argued that disease is an irrelevant
(Hesslow 1993) or futile (Worrall and Worrall 2001) concept that should be aban-
doned in medical contexts and replaced by “biomedical states that are disvalued”
(Ereshefsky 2009). The anti-psychiatry movement (Szasz 1960) has also been pre-
sented (more or less rightly) as being against disease categories in psychiatry.
However, while providing relevant critiques of the efforts to provide clear and use-
ful definitions of concepts of health and disease, the concepts have neither been
abandoned nor have alternative concepts have been well established.

As little consensus has been reached on the heteronomy of the concepts of health
and disease, prominent attempts have been made to make models of health and
disease that are able to capture the variety of features, characteristics, or aspects.

2.4 Models of Health and Disease

The most influential model was suggested by Engel in 1977 (Engel 1977). The bio-
psycho-social model is a multifaceted model that advances the interrelations
between biological, psychological, and socio-environmental aspects of health and
disease. It was developed and framed against a biomedical dominance, and as such
has been able to broaden the scope. Figure 2.2 illustrates the model.

While there is broad agreement on the influence of the model, it has been criti-
cized for not being evidence-based, having limited clinical and scientific value (e.g.,
in terms of aetiology), and having a poor philosophical foundation (Bolton and
Gillett 2019; Kendler 2010). While the model has been framed to be holistic (and
interdisciplinary), it can also be criticized for being reductionistic, reducing aspects
of health and disease to biological, mental, and social phenomena.

Other models have evolved to address other aspects. For example, a socio-
ecological framework, based on the developmental psychology Bronfenbrenner
(1977), has been established for a range of areas, especially for health promotion.
More narrowly, disease entity models have also been elaborated (Whitbeck 1977).

This is obviously not the place for in-depth studies of health and disease models
beyond pointing out that they try to address some of the basic philosophical issues
mentioned above. In particular, they try to address the multifaceted aspects of the
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Fig. 2.2 Visualization of
Engel’s biopsychosocial
model of health and
disease
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concepts and that many of them include personal, professional, societal, and envi-
ronmental features.

2.5 What Is the Relationship Between Health and Disease?

One important topic that has gained somewhat less attention is the relationship
between health and disease. Engelhardt points out that “health and disease are not
symmetrical concepts” and that the concept of disease is a pragmatic one directed
towards (the ideal of) health and that health is “a regulative ideal of autonomy”.
“The concept of health helps define the concept of disease by providing the telos for
the medical enterprise. Disease concepts are, as has been argued, pragmatic con-
cepts whose truth is found in action directed to the elimination of illness and toward
the establishment of health” (Engelhardt 1975).

Boorse and Nordenfelt have written extensively on both concepts. According to
Boorse “health is normal functioning, where the normality is statistical and the
functions biological” (Boorse 1977) while disease is state of statistically species-
subnormal biological functional ability, relative to sex and age (Boorse 2014). To
Nordenfelt, illness (un-health and not disease) is the opposite of health, while dis-
ease is an internal process that can cause illness (Nordenfelt 1986, 1993, 1995,
2005, 2007). WHO has stated that “health is more than the absence of disease”
(1946) but has not specified the relationship between the concepts and its definition
of health has been more politically motivated than philosophically sound
(Bickenbach 2015).

As I so far have focused more on disease than health, let me summarize some of
the conceptions of health that have been prominent in the literature in Table 2.4.
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Table 2.4 Overview of some prominent conceptions of health with explanations, examples,
and origin

Conception of

health Explanation or example Origin, reference
Normal (Statistically) normal functioning contributing to Boorse (1977)
functioning survival and reproduction
Wellbeing “a state of complete physical, mental, and social World Health
wellbeing and not merely the absence of disease or | Organization (1946)
infirmity”
Homeostasis, Internal and external balance Sigerist (1941), Recio
balance (1974), Ananth
(2017)
Meaning Sense of coherence Antonovsky (1985)
Ability Ability to realize own goals Porn (1984, 1993)
Capacity to contribute to realizing own goals Whitbeck (1981)
Ability to contribute to realizing vital goals Nordenfelt (1995,
(minimal happiness) 2005)
Capabilities Richardson (2016),
Venkatapuram (2013)
Flourishing Happiness and life satisfaction, physical and mental | VanderWeele et al.

health, meaning and purpose, character and virtue, |(2019)
close social relationships, and financial and
material security

Tolerance, margin, | Ability to adapt, tolerance of change, resilience to | Canguilhem (1989)
resilience stress

Deemed healthy What the prevailing culture deems as healthy Sharf and Vanderford
social construction (2003)

Four models of the relationship between health and disease have been identified
in the literature as well as in clinical practice and in the lay population: The ideal
model, the medical model, the holistic model, and the disjunctive model
(Hofmann 2005).

According to the ideal model, you are either healthy or diseased. Health and
disease are exhaustive and mutually exclusive concepts (Burns 1975). This model
excludes being both healthy and diseased and being neither.

The holistic model claims that it takes more than the absence of disease to be
healthy. Hence, health is the primary concept (to be defined). WHQO’s definition of
health is but one example of this model. According to the medical model it takes
more than the absence of health to be diseased. You need specific criteria to be dis-
eased, and disease is the concept primarily being defined.

Both the holistic and the medical model encompass being neither healthy nor
diseased, but none of them allow being both healthy and diseased. Both of these
options are available in the disjunctive model where health and disease are opposite
and partly independent concepts (Hofmann 2005).

It is interesting to notice that patients, professionals, and policy makers can apply
several models, e.g., in different contexts. Moreover, it may be argued that there are
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Table 2.5 Potential differences between the concepts of health and disease

Health Disease
Ontological Wellbeing, pleasure, function, balance, | Pain, suffering, dysfunction,
harmony dis-ability, reduced capacity
Epistemological | Physiology (partly learned through Pathology
pathology)
Nosological No taxonomy of health Many taxonomies of disease
Etymological Whole, hale Dis-ease, dys-function
Experiential Basis for experience, enigmatic, Experienced (pain, reduced
evasive, (minimal happiness) function, ability or capacity)
Axiological Positive value (mainly) Negative value (mainly)
(value)
Conceptual Difficult to define (Somewhat less) Difficult to define
Vague
Practical Difficult to operationalize (less) Difficult to operationalize
Moral Impetus to promote the wellbeing of | Impetus to reduce the suffering of
others (weak) others (strong)

crucial differences between the phenomena of health and disease and their concepts.
Table 2.5 summarizes some of these differences. For more details, see
(Hofmann 2005).

2.6 What Is the Relationship Between Disease and Diagnosis
and Between Health and Health Indicators?

Traditionally, diagnoses have been labels of disease, i.e., names for specific dis-
eases. Accordingly, diagnostic manuals were taxonomies of diseases, and there was
a close connection between a diagnosis and manifest (and experienced) disease.
However, with great advances in science and technology it became possible to iden-
tify and label a wide range of indicators of disease, such as risk factors, precursors,
and predictors (Hofmann 2018). As such indicators can be of great importance to
the prevention, diagnostics, and surveillance of disease as well as assessing treat-
ment susceptibility and progression, hey were given diagnostic names after the dis-
eases they indicated. However, this has resulted in a looser connection between
disease and diagnosis. Indicators only indicate disease, they do not verify it.
Moreover, you can have a diagnosis without having a disease (as classification sys-
tems included diagnoses of conditions that were not considered to be disease).
Gender incongruence is but one example (Beek et al. 2016).

Thus, diagnostic manuals are not (pure) disease taxonomies anymore. This has
implications for the ethics of disease. For example, if disease is the driver of moral
appeal due to its connection to pain, dysfunction, and suffering (Hofmann 2024),
then diagnoses closer connected to disease should have higher priority than those
who are remote or who are not connected to pain, suffering, or dysfunction, etc.
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Correspondingly, various health indicators and biomarkers are used more exten-
sively to confirm and monitor health (Sim et al. 2022; Etches et al. 2006; Levin and
Bradshaw 2023). On the one hand this may contribute to operationalize the concept
of health and further health measurement and management. On the other hand, it
can expand the concept of health by furthering health enhancement (Hofmann 2019a).

The point here is not to enter the vast and vivid debate on indicators of health and
disease, but only to indicate that technological advancements influence basic con-
ceptual relationships in medicine, such as the one between disease and diagnosis
and between health and its measures. Another interesting implication of this is that
technology not only influences our concepts of health and disease (Hofmann 2017,
2001c) but also our experiences of wellbeing and illness (Hofmann and Svenaeus
2018). Correspondingly, it can be expected that science and technology will influ-
ence the social role of sickness.

2.7 Concepts — Definitions — Theories

As health and disease are crucial concept for a key institution in most societies, i.e.,
the healthcare system, and they have great moral and social implications in terms of
attention, access to care, and resource allocation, great efforts have been made to
define the concepts. A range of criteria (Nordenfelt 2005; Bjgrn Morten Hofmann
2022b; Gerring 1999) and procedures (Gagné-Julien 2024; Burgess et al. 2020)
have been suggested for providing robust and useful definitions of health and
disease.

Some common formal criteria are precision, neutrality, operationality, and non-
circularity. In addition, there are a wide range of substantive criteria, such as that
definitions must refer to “real phenomena” (ontological), must be evidence-based
and differentiating (epistemic), be just in attributing and revoking rights and duties
(moral), must be communication-coordinating and action-guiding (practical), and
express the goal of medicine (teleological criteria) (Hofmann 2022b).

One additional criterium is more contested, i.e., the criterion that the definition
has to be theoretically well founded (Nordenfelt 2005; Fabrega Jr. 1976; Gannik
2002; Kovacs 1998; Nordenfelt 2000; Sade 1995; Wakefield 2014; Whitbeck 1981).
Clearly, sound theories can justify definitions, but they can also generate controver-
sies. As Kukla points out, one of the reasons why “the various attempts to define
health and disease have been so unsatisfactory is that those using the notion are
driven by deeply diverse theoretical and practical goals”(Kukla 2014). Table 2.6
provides an overview of selected theories of disease.

As there has been neither been agreement on theories of health and disease, nor
on the definition of the concepts, it has suggested that we need to define the concept
for specific (and limited) areas or purposes, such as within the field of overdiagnosis
(Rogers and Walker 2018). Others have elaborated on Carnap’s concept of explica-
tion (Carnap 1962) and developed what has become known as conceptual
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Table 2.6 Historical overview of selected theories of disease

Theory Time period
Demonic All times?
Vitalism 2000 BC

Humoral pathology | 400 BC-1800 AD

Miasma
Neohumoralism 1620-

Stimulus-Response | 1850-
theory

Germ theory 1850-

Bacteriology

Altered anatomy 1750-
1800-
1850-

Genetic 1980-

Risk (model) 1950-

Bio-psycho-social | 1980-
(model)
Systems biology 2000-

Artificial 2020-
Intelligence
Machine Learning

500 BC-1880 AD

Conception of disease
Evil spirits

Vital principle
Imbalance of four
humors

Pollution through air
Anomalies in blood
Response to stimuli

Bacteria

Altered organs
Altered tissue
Altered cells

Genetic causes

Elevated risk

Complex conception

Interaction of genes,
proteins, environment
Associations based on
BigData analysis

B. Hofmann

Origin, example, scholar
Ancient Egypt
Ancient Egypt, Greece

Hippocrates, Greek (Coan)
medicine

India, ancient Greece
William Harvey
Florence Nightingale

Louis Pasteur, Robert Koch

Giovanni Morgagni
Xavier Bichat
Rudolph Virchow

Frederick Sanger, Kary
Banks Mullis

Epidemiology, Disease
prevention and health
promotion

George L. Engel

Ludwig von Bertalanffy

Deep Medicine, Eric Topol

engineering in order to design, implement, and evaluate concepts (Burgess et al.
2020), including health and disease (Gagné-Julien 2024).

In sum, there is by now a range of definitions of health and disease, both general
and specific, theory-based and empirical, value-laden and value-free, as well as
theoretical and pragmatic. All have their merits and flaws, and no major consensus
has been reached.

2.8 Discussion

While I have addressed several issues, many have been left out (due to lack of
space). The epistemology of health and disease is but one of these, including causal-
ity and classification systems. Moreover, the concepts of health and disease change
over time. People now have different diseases than before, doctors change their
ideas about disease over time, and the social significance of disease alters (Jones
et al. 2012). These conceptual changes are worth separate studies.
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As argued, all the issues of this chapter are controversial. So is my presentation
of them. There is no “view from nowhere” in debates on health and disease. Hence,
my review of some of the core issues is itself open for discussion.

Additionally, each of the issues are worth books of their own. Therefore, this
chapter necessarily will appear swift and superficial. However, the intention has
been to provide an overview of the development and status of the topics that
Engelhardt raised in his seminal chapter in 1975.

While this chapter clearly has very many references, many more are left out. My
reference managing system on the topic of Disease alone has more than 1600 refer-
ences, and only a few of those are included. Not citing authors and references is not
due to the lack of interest or importance, but due to the scarcity of space.

2.9 Conclusion

In his seminal article, Engelhardt discussed the ontology of health and disease, the
evaluative status of the concepts, and the relationship between them. In this chapter,
I have tried to (narratively) review some of the discussions that have played out in
the 50 years since the publication. I have done so by addressing six key questions:
(i) what are the things called health and disease? (ii) to what extent and how are the
concepts of health and disease value-laden? (iii) what kind of concepts are health
and disease? (iv) what is the role of models of health and disease? (v) what is the
relationship between health and disease? (vi) what is the relationship between dis-
ease and diagnosis? So, what are the answers to these crucial questions?

The phenomena of health and disease can be studied from a wide range of per-
spectives, methods, and approaches, each uncovering important aspects. So far, it
has been difficult to unite these into one thing. As Engelhardt points out: “Diseases
are, as the physiological nosologists stressed, much more complex than the easy
simplicity implicit in many ontological nosologies. Diseases are, in fact, not only
multifactorial, but multidimensional, involving genetic, physiological, psychologi-
cal, and sociological components. .... diseases have a basically relational, not a
subject (i.e., substance)-predicate (accident) nature” (Engelhardt 1975). Hence, the
ontological question does not yet have a clear answer reaching adequate consensus.

There is fair agreement that the concepts of health and disease are normative in
some sense. However, what kind of norms (biological, social, cultural etc.) is con-
tested. I have tried to show how a range of various types of values are involved in
defining, classifying, and assigning health and disease. I have also pointed to a con-
nection between facts and values in the realm of health and disease. Hence, I think
there are good reasons to argue that health and disease are value-laden, but that
more work is needed to clarify their value formation.

While the literature is not clear on what kind of concepts health and disease are,
it is fair to say that their extension is so diverse, that it is difficult to cover with one
intension. The multifactoriality, multidimensionality, and heterogeneity of (health
and) disease that Engelhardt referred to makes it difficult to capture and define the
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concepts according to standard criteria for definitions in one “homogenous concept”
(Engelhardt 1975).

Corresponding to the multidimensionality of the concepts of (health and) dis-
ease, models have emerged, been applied, and critiqued. Common to many of the
models is that they include personal, professional, societal, and environmental
features.

For Engelhardt “[t]he concept of health helps define the concept of disease by
providing the telos for the medical enterprise. ... Health is the common way away
from the many ways of disease.” (Engelhardt 1975) However, the relationship
between health and disease seems to be more complex than health being a compass
and a trail away from disease. Several incompatible and competing models seem to
be at play at the same time: the ideal model, the holistic model, the medical model,
and the disjunctive model.

Lastly, and inspired by Engelhardt’s seminal work, I argued that there is an
increasing gap between disease and diagnosis and between health and its indicators.
This has substantial ethical implications for health priority setting and epistemic
consequences for disease causality. It also underscores how important philosophical
studies of the concepts of health and disease still are 50 years after Engelhard’s
seminal publication.
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Chapter 3 )
The Concepts of Health and Disease e

H. Tristram Engelhardt Jr

Health and disease are cardinal concepts of the biomedical sciences and technolo-
gies. Though the models of health and disease may vary, these concepts play a
defining role, indicating what should and what should not be the objects of medical
concern. The concepts are ambiguous, operating both as explanatory and evaluatory
notions. They describe states of affairs, factual conditions, while at the same time
judging them to be good or bad. Health and disease are normative as well as descrip-
tive. This dual role is core to their ambiguity and is the focus of this paper. In this
paper I shall examine first the concept of health; second, the concept of disease; and
third, I will draw some general conclusions concerning the interplay of evaluation
and explanation in the concepts of health and disease.

3.1 Health

Health is a normative concept but not in the sense of a moral virtue. Though health
is a good, and though it may be morally praiseworthy to try to be healthy and to
advance the health of others, still, all things being equal, it is a misfortune, not a
misdeed, to lack health. Health is more an aesthetic than an ethical term; it is more
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beauty than virtue. Thus, one does not condemn someone for no longer being
healthy, though one may sympathize with him over the loss of a good Further, it is
not clear exactly what is lost when one loses health.

The norms of health are difficult to compass within one homogeneous concept,
in particular within an independent definition which does not define health nega-
tively, as the absence of disease. The World Health Organization attempted a posi-
tive definition, that “health is a state of complete physical, mental and social
well-being and not merely the absence of disease or infirmity” (Constitution of the
World Health Organization 1958). But such a definition of health packs the ambigu-
ity of the concept of health into the ambiguity of a concept of well-being. Further,
this concept of well-being suggests the notion of a satisfactory lifestyle, including
successful adaptation to one’s environment Yet, even here the norms are obscure.
What is a good adaptation? Is a good adaptation possible in a complex industrial
society for those with 1.Q.’s of less than 807 Are such persons ill? Further, if health
is a state of complete physical, mental and social well-being, can anyone ever be
healthy? Does health become a regulative ideal, one to which one strives, but which
one can never fully achieve? On the other hand, if no one is truly healthy, is every-
one ill? Are health and disease exclusive or overlapping concepts?

These quandaries arise primarily out of the evaluatory, not the explanatory,
dimension of the concepts of health and disease. Health could, for example, be
defined as the ability to perform those functions which allow the organism to main-
tain itself, all other things being equal, in the range of activity open to most other
members of its species (e.g., within two standard deviations from the norm), and
which are conducive toward the maintenance of its species. This, though, is to
forego mention of why one might be interested in certain types of well-being (except
for the commitment to the survival of the species). Also, it is not clear whether,
within such a concept, degenerative processes generally distributed in the popula-
tion, which appear after the reproductive years, could count as diseases. Finally, if
health is to encompass issues raised by particular diseases, the concept may lose its
unity. The attempt to understand the concept of health thus brings us to the concept
of disease, suggesting that the concept of health may have as many nuances as there
are diseases, and that it may be derivative from these particular disease concepts.

3.2 The Concept of Disease

The concept of disease is used in accounting for physiological and psychological
(or behavioral) disorders, offering generalizations concerning patterns of phenom-
ena which we find disturbing and unpleasant. The concept of disease is a general
scheme for explaining, predicting, and controlling dimensions of the human condi-
tion. It grades into other concepts which are political, social, educational, and moral.
The difference between the concept of disease and these other concepts, and the
similarity of the various models of disease is complex and problematic. It is not
even clear that all the models of disease fall within a single genus. Perhaps the
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concept of disease indicates a family of conceptually consanguineous notions. That
is, the concept of disease may be a basically heterogeneous concept standing for a
set of phenomena collected together out of diverse social interests, not on the basis
of the recognition of a natural type or a common conceptual structure. Disease
would then be whatever physicians in a particular society treat, rendering circular
the definitions of disease and medicine.

It is worthwhile distinguishing, somewhat stipulatively, disease and illness. One
can be ill, feel bad, feel under the weather without explaining such phenomena in
terms of disease models. The concept of disease competes with other concepts, from
demonic possession to simple exhaustion. And, on the other hand, one can have a
disease without being ill, as in the case of Alvan Feinstein’s concept of lanthanic
diseases (Feinstein 1967). A person can, for example, have carcinoma of the lung
diagnosed before he is ill. To speak of diseases is to make an explanatory move and
at the very least to convert an illness into a syndrome, to recognize a cluster of phe-
nomena as a disease pattern.

The concept of disease acts not only to describe and explain, but also to enjoin to
action. It indicates a state of affairs as undesirable and to be overcome. It is a norma-
tive concept; it says what ought not to be. As such, the concept incorporates criteria
of evaluation, designating certain states of affairs as desirable and others as not so.
It delineates and establishes social roles such as being sick or being a physician, and
it interconnects these roles with a network of expectations structured by rights and
duties (Siegler and Osmond 1973). The concept is both aesthetic and ethical, sug-
gesting what is beautiful and what is good. By terming something diseased, one
indicates that the state of affairs is both naturally ugly as well as one that imposes
some obligations and relieves others.

The concept of disease is thus freighted with important ambiguities. These ambi-
guities are, as well, bound to what has been termed the physiological and ontologi-
cal concepts of disease, to the levels of abstraction involved in disease models, and
to the nature of particular models of disease, such as the medical and psychological.
I wish to introduce the physiological and ontological concepts of disease from a
primarily typological, not historical, point of view. They represent two general ways
of talking about disease. Historically, they developed out of disputes whether dis-
ease was the result of the malmixing of humors, or was due to the entrance of a
disease entity. The dispute roughly was whether diseases were primarily relational
and contextual in character, or in some sense substantial things. These different
ways of talking about disease are still apparent.

There is an important ambiguity in the significance of ontological concepts of
disease. The ens, the being of the disease, can be variously understood as either a
thing, or a logical type, or both. Medical ontology in the strong sense refers to views
in which disease is conceived of as a thing, a parasite (Engelhardt 1974a), in con-
trast with “Platonic” views of disease entities in which diseases are understood as
unchanging conceptual structures. In the strong sense a “disease entity” is a disease
thing, a material, invading agent of disease (Sigerist 1932, 105-106). This strong
sense of ontology involves a commitment to hypostatization, an attempt to reify
disease. For example, Paracelsus, whom Pagel describes as the prototypical
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ontologist, opposed the humoral pathologists who held that “the sick individual
determines the cause and nature of disease.” In contrast, Paracelsus taught “the
‘ontological’ view in which diseases are regarded as entities in themselves distin-
guishable by specific changes and causes.” In this view, it was “the individual dis-
ease that conditions the patient and manifests itself in a characteristic picture”
(Pagel 1958). This analysis suggested that specific therapies should be sought for
specific diseases. Or, more fundamentally, it advanced the notion that diseases had
specific characters, and would thus respond to specific therapies. Moreover, his
view suggested a distinction between “symptomatic” and “aetiological” therapy,
therapy aimed at the results and therapy aimed at the cause of disease. It was this
ontological, aetiological concept of disease which indicated the possibility of clas-
sifying therapies according to their focus on the specific causes of diseases. Further,
specific diseases led to specific local organ changes being sought by van Helmont
and others, and thus to the beginning of modern pathology (Pagel 1944). The iden-
tification of disease with particular causes, therapies, and, finally, with localized
pathological changes in organs is the focus of this viewpoint.

The ontological concept of disease spans the meaning of disease from Paracelsus’
concept of the disease as a parasite, to concepts of contagion as found in Harvey
(Pagel and Winder 1968), to modern bacteriological concepts in which illness is
variously identified with infectious agents. Bacteriology finally vindicated
Sydenham’s faith in the possibility of specific remedies for specific diseases. As
Knud Faber put it, diseases “came to be viewed from an etiological point of view,
and the efforts of clinicians were directed towards... a nosography founded on the
morbific causes” (Faber 1923, 98; see also 108-109). The picture emerged of the
host, the environment, and the disease agent as the elements of disease with the
accent falling heavily on the agent of disease, particularly as an infectious agent. As
Rudolf Virchow remarked, this “idea of particular, parasitic disease entities is with-
out doubt ontological in an outspoken manner” (Virchow 1895). This ontological
view involves as well a confusion of the cause of illness and the disease itself, as
when the disease, tuberculosis, is identified with Mycobacterium tuberculosis.
Virchow saw this as beginning with the discovery of microorganisms and presup-
posing a “hopeless, never-ending confusion, in which the ideas of being (ens morbi)
and causation (causa morbi) have been arbitrarily thrown together” (Virchow 1895).
In this, Virchow was undoubtedly correct. He, though, was himself also, by his own
admission, “a thoroughgoing ontologist,” who identified the pathological findings
as the ens morbi, the disease entity (Virchow 1895). Though he eschewed one form
of reifying nosology, he embraced another. Disease became specific pathological
changes in specific cells.

But the move to reification is only one dimension of the ontological thesis con-
cerning disease. The other dimension is bound to a judgment concerning the nature
of the disease pattern, the constellation or cluster of the signs and symptoms which
form the character of a disease. In ontological theories, these characteristic disease
patterns are interpreted as enduring disease types often without an immediate con-
nection to a particular theory of material disease entities. It is an ontological ques-
tion (in the philosophical sense) of the reality of disease types, one that asserts that
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they have a being beyond their particular instantiations. This interpretation of ill-
nesses as portraying natural or essential disease types suggests an almost Platonic
construal. In this view, courses of illnesses more or less fully achieve a natural type.
Classical cases of a disease are thus perfect instantiations of a disease type and
atypical cases imperfect realizations of a disease reality which exists as a natural,
logical possibility. “Ontological” in this sense refers to claims of a reality for dis-
eases existing apart from their embodiment in actual illnesses, which illnesses may
be “atypical.”

It is not clear that anyone held a fully realist view of diseases, but it is a viewpoint
presupposed in the ordinary discussions of hospital wards where reference is made
to “cases of X disease” in a way parallel with phrases such as “instances of X idea.”
To talk of illnesses achieving certain constant and real patterns, best illustrated by
classical cases, and obscured by atypical cases, is to talk in a realist mode. To a
point, it is illustrated by such classical nosologies as that of Francois Boissier de
Sauvages (1706-1767), Nosologia Methodica (de Sauvages 1768). Even with his
empirical dedication, symptom constellations were for Sauvages types of diseases.
Pinel’s Nosographie philosophique (Pinel 1798). distinguished the varying symp-
toms of diseases from the “essential fevers,” and attracted Broussais’ classical cri-
tique of ontological theories of diseases. “One has filled the nosographical
framework with groups of most arbitrarily formed symptoms... which do not repre-
sent the affections of different organs, that is, the real diseases. These groups of
symptoms are derived from entities or abstract beings, which are most completely
artificial ovroy; these entities are false, and the resulting treatise is ontological”
(Broussais 1821). As Peter Niebyl indicated, Broussais’ objection was against
abstraction, not against the specificity of disease entities (1971, 118). The moral of
the story is that there are strong Platonic, realist tendencies in talk about diseases,
and that the tendencies have met opposition from anti-realist quarters bearing a
resemblance, if only distant, to the old humoral theories. When viewed in contrast
to such anti-realist theories, ontological theories of disease indicate more “the ever-
recurring craving of... clinicians for... fixed categories of diseases,” (Faber 1923),
than an attempt to reify disease concepts, which I have called medical ontology in
the strong sense. The ontological sense of disease thus spans a range of significance
from the concept of a specific logical entity to a specific material entity.

The traditional viewpoint contrasting with that of the ontologist has been the
physiological or functional viewpoint Lord Cohen drew the contrast as between a
Platonic, realist, rationalist versus a Hippocratic, nominalistic, empirical view of
disease (Cohen 1960, 160). The argument against ontological concepts was, as
Waunderlich realized, an argument against the logical blunder of confusing abstract
concepts with things, “presupposing them as actually existing and at once consider-
ing and treating them as entities,” as well as against “models of diseases which
contain no truly essential feature... [and] to which we only by way of exception or
by using compulsion, find an example in nature” (Wunderlich 1842). But it was not
a denial that there are patterns of disease processes. Essential disease types are not
the same as basic laws of physiology or pathophysiology.
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Those arguing for a physiological concept of disease had at least three points to
make, which individual nosologists made more or less completely. First, they
wished to secure the concept of disease as a general, not a specific notion. That is,
they wished to make diseases functions of the general laws of physiology rather
than functions of the more particular laws of the pathology of specific diseases. Yet,
second, they wished to argue for a greater appreciation of the individuality of ill-
nesses so that every particular disease-state could be understood in terms of its
particular departures from general physiological norms. Heinrich Romberg put it
this way, “And we do not regard the mere placing of the disease under this or that
rubric as the final aim of diagnosis.... The most important thing remains the deter-
mination of the degree that the individual human is injured by his malady, and
which cause has produced the momentary disorder” (Romberg 1909, 4). Third, they
wished to avoid the metaphysical and logical muddles of ontological concepts of
disease. Diseases were not things nor were they perduring types of pathology.
Rather, for the physiological or functional nosologists, diseases were more contex-
tual than substantial, more the resultant of individual constitutions, the laws of
physiology and the peculiarities of environment, than the result of disease entities.
The physiological nosologists were closer to the Hippocratic appreciation of the
nexus of airs, waters, and places.

The dispute between ontological and physiological theories of disease turns cen-
trally on the ontological and logical status of disease entities. Ontological theorists
framed views within which diseases could be appreciated as specific entities.
Physiological theorists framed views within which diseases could be appreciated as
particular deviations from general regularities. In the first case, the accent of reality
fell upon the disease; in the second case the accent fell upon the individual and his
circumstances, including the laws of physiology. There is a temptation to see this
contrast as between a realist and a nominalist construal of the meaning of disease.
There are surely strongly nominalist leitmotifs in physiological and functional theo-
ries of disease. There is an emphasis upon the individual, not the disease, as the
reality in the illness. But though there is a sympathy with nominalism, there is no
commitment; physiological theorists have been willing to speak of diseases and
accord them a conceptual reality. For example, Ottomar Rosenbach’s term, “ven-
tricular insufficiency,” indicated a disease state which has a real universality, though
no reality apart from the instances of which it is the common property. It is a simi-
larity between processes but not a thing, nor a disease entity with a unique cause. It
is a resemblance common to a family of processes, not just a family of processes
collected together out of various resemblances.

In the end it is because of the need for universality that both ontological and
physiological disease theorists required more than a nominalism, though less than a
full-blown realism. Progress from syndromes to disease entities helped secure the
possibility of diagnosis, prognosis, and therapy, or, more generally, medicine’s
explanation, prediction, and control of reality. More than the mere ability to name
similar objects, one needed as well to indicate a common structure in reality, even if
that structure was only the physiological norms from which diseases were depar-
tures. Mere syndromes are, as the name implies, the running together of symptoms
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and signs. They are a constellation of phenomena without a nomological structure
to bind the signs and symptoms in a fashion to provide a model for explanation.
Treatment and prognosis concerning mere syndromes are empiric in the derogatory
sense of a maneuver based on correlations but devoid of an account of the relation
between the phenomena correlated. Disease entities offered a level of abstraction
that could bind together the signs and symptoms in an etiological matrix. In particu-
lar, reifying medical ontological theories could treat diseases as the substances
which bear the signs and symptoms, the accidents of the underlying essential reality.
Thus identification of phthisis with Mycobacterium tuberculosis or with anatomical
pathological findings gave a picture in terms of which the phenomena associated
with the clinical entity, consumption, could be collected and organized. This orga-
nization involved the binding of the phenomena of the syndrome to the etiological
matrix of pathophysiological laws. The temptation was, though, as has been illus-
trated, to reify the matrix as an ens morbi — to, as Virchow remarked, treat disease
as “a real substance (ens)” (Virchow 1895).

Similarly, the realist ontological theories involved a commitment to disease
types. But reality was closer to that of the physiological theorists in being etiologi-
cally open — disease entities did not prove to have unique etiologies. As Virchow
indicated, known pathogens can exist in hosts without pathology (Virchow 1895).
Disease causality is equivocal. Diseases are, as the physiological nosologists
stressed, much more complex than the easy simplicity implicit in many ontological
nosologies. Diseases are, in fact, not only multifactorial, but multidimensional,
involving genetic, physiological, psychological, and sociological components. The
presence of these various components does not merely entail a superimposition of
modifying variables upon basic disease structures. Rather, it implies that diseases
have a basically relational, not a subject (i.e., substance)-predicate (accident) nature.
That is, there is not necessarily a bearer for every disease, a substrate for each type
of disease.

This view of disease emerges from consideration of the complex of etiological
structures involved in modern “disease entities.” Diseases such as asthma, cancer,
coronary artery disease, etc., are as much psychological as pathophysiological in
that the likelihood of such illness is closely bound to experienced stress and the
availability of support for the person stressed (Holmes and Rahe 1967). They are
thus sociological as well. The result is a multidimensional concept of disease with
each dimension — genetic, infectious, metabolic, psychological and social — contain-
ing a nexus of causes bound by their appropriate, usually different, nomological
structures. The multiple factors in such well-established diseases as coronary artery
disease suggest that the disease could be alternatively construed as a genetic, meta-
bolic, anatomic, psychological, or sociological disease, depending on whether one
was a geneticist, an internist, a surgeon, a psychiatrist, or a public health official.
The construal would depend upon the particular scientist’s appraisal of which etio-
logical variables were most amenable to his manipulations. For example, the public
health official may decide that the basic variables in coronary artery disease are
elements of a lifestyle which includes little exercise, overeating and cigarette
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smoking. He may then address these social variables and consider such diseases to
be, as Stewart Wolf suggested, ways of life (Wolf 1961).

This shift in nosology is back to a “Hippocratic” notion of disease in the sense of
a “physiological” or contextual concept. The Greeks have been criticized for pro-
ducing “many separate disease entities, but never [arriving] at the concept of spe-
cific etiology” (Hudson 1966). In a sense, the criticism is justified. The Greeks
described syndromes, but did not succeed in providing nomological substructures
for diseases so that reliable explanation, prediction, and control of reality (i.e., diag-
nosis, prognosis, and therapy) were possible. The ontological nosologies can some-
what summarily be described as a response to this shortcoming; they were a move
to a further level of abstraction allowing the signs and symptoms clustered in a
disease to be understood as the appearance of either a disease-thing (an ens morbi),
or a specific disease pattern. But the actual complexity of diseases suggests that
though Hippocratic medicine failed to advance successfully a general account of the
syndromes it described, it was properly cautious in not accepting theories of specific
etiologies.

Conclusions in this area are at best tentative. But the ever more frequent epide-
miological studies of disease, such as the Framingham study of cardiovascular dis-
ease, indicate a pattern-pattern analysis within which the pattern of signs and
symptoms clustering in a syndrome is bound to a pattern of causal variables
(U.S. National Heart Institute 1968). Appearance is bound to a nomological sub-
structure, with both levels having a fairly open-ended character. Moreover, this
open-endedness is controlled by pragmatic interests which can bring the disease to
a genetic, metabolic, psychological, or social focus, etc., depending on which vari-
ables are to be manipulated. Such focusing, though, does not require a reduction of
other variables. That is, the genetic variables in heart disease are not reduced to
occult sociological variables when one focuses on the elements of lifestyle central
to treating heart disease. They are rather treated as mediate variables placed in rela-
tion to a model which has sociological variables and correlations as its central struc-
ture. One abandons ontological hypostatization of disease and nosological realism,
and construes the reality of disease as a conceptual nexus posited for understanding
the world of appearance.

Where does this put us with regard to models of disease? The adoption of either
a medical or psychological model is a pragmatic choice to focus on a particular
cluster of variables and their correlations in order to make certain explanatory, pre-
dictive, and controlling maneuvers. But, to isolate these distinguishable dimensions
of diseases, is to separate that which is distinguishable but of one fabric. The ques-
tion of the correct model is either a pragmatic question or a misunderstanding. All
diseases can be construed as both medical and psychological; only a confirmed
Cartesian would hold that the models are totally separable, while only a monist
would hold that they are not distinguishable. To assert that there is not a somatic
substrate for psychological events is to assert that psychological life takes place
nowhere in this world, that it is the enterprise of an at least partially nonembodied
spirit. If human experience and action is to be integrated in and for this world, it
must occur somewhere in this world. On the other hand, those psychological
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generalizations which coordinate mental events in terms of drives and inclinations
are distinguishable as such from models free of such intentional predicates and
generalizations (Engelhardt 1973a). If mind and body are not two substances but
two distinguishable levels of human significance, concerning which generalizations
of different characters can be made, as indeed does appear to be the case, then medi-
cal and psychological models of disease should be complementary, not competitive.
They should complete what would otherwise be one-sided assertions concerning a
particular model.

The concept of disease is an attempt to correlate constellations of signs and
symptoms for the purposes of explanation, prediction, and control. Pitfalls exist,
such as the temptation to reify diseases or to treat. diseases as rigid, specific types
with unique etiologies. Diseases involve patterns of causes correlated with clusters
of signs and symptoms which constitute the illnesses at hand. Disease models, as
nomological patterns, are interpretable in larger patterns in a way not readily appar-
ent if those models modeled disease things or independent disease types. Thus, one
can concomitantly have a medical and a psychological account of the etiology of
coronary artery disease, which are not incompatible, but mutually completing. That
is, the models are not modeling two different things, nor are they two models of the
same thing — a disease thing. Rather, they are two modes of correlating variables
intrinsic and extrinsic to an ill person. The variables are chosen for the purpose of
speaking about and altering that illness. They are relationships structured for par-
ticular diagnostic, prognostic, and therapeutic goals, and are based on distinctions
between psychological and physical phenomena, between psychological and physi-
cal predicates. The issue of the medical versus the psychological model of disease
is thus a rehearsal of the mind-body problem. It is bound in part to the claim that
diseases are things, with the consequent problem whether a disease thing can have
a psychological reality. The identification of objectivity with physical descriptions
suggests that if diseases are things, then they have nothing to do with the subjective
world of values and social relations often imported into concepts of mental illness.
Under such a view, mental illnesses could be diseases only if they described the
malfunctioning of a mental thing (e.g., a res cogitans).

Criticisms of medical model accounts of mental illness are heterogeneous
(Macklin 1972). The critique given by Szasz turns in part on the notion that prob-
lems in living are diseases only if they have a physical basis and that, moreover, true
diseases are value-free (Szasz 1960). Under this view, all diseases are medical dis-
eases. As a consequence, in such a view psychiatry becomes a moral enterprise
where blame and praise (i.e., responsibility for one’s own actions) are more appro-
priate than treatment, prognosis, and therapy (Szasz 1965). The myth of mental ill-
ness is the myth that the autonomy of mental life is intrinsically undermined by
disease. Disease in this account is identical with a form of reductionism which hides
social judgment under claims to scientific objectivity. The assumption is that medi-
cine deals with things and that psychology deals with broader issues such as social
development (Albee 1969). But if diseases are means for coordinating phenomena
for the purposes of prognosis, diagnosis, and therapy, then the issues can be refor-
mulated not only to allow for the coordination of mental phenomena in diseases, but



44 H. Tristram Engelhardt Jr

for the intrusion of values into medical models of diseases as well. To talk of dis-
eases, and an intrinsic role for values in medical diseases, is to abandon ontological
nosological analyses of disease and replace them with a contextual view closer to
the more open-ended physiological nosologies of the past.

Diseases such as cancer, tuberculosis, and schizophrenia thus exist, but as pat-
terns of explanation, not as things in themselves or as eidetic types of phenomena.
Owsei Temkin comes close to such an appreciation of the plastic nature of the con-
cept of disease. “The question: does disease exist or are there only sick persons? is
an abstract one and, in that form, does not allow a meaningful answer. Disease is not
simply either the one or the other. Rather, it must be thought of as the circumstance
requires. The circumstances are represented by the patient, the physician, the public
health man, the medical scientist, the pharmaceutical industry, society at large, and
last but not least, the disease itself” (Temkin 1961). But the disease in itself is in the
end the disease as it exists for us who both experience illness and explain it. Disease
as an explanatory account is bound to the circumstances of that account. In short,
explanatory accounts are not things; things are what explanatory accounts explain
and disease is a mode for explaining things — in particular, ill humans.

The portrayal of particular diseases involves pragmatic judgments which onto-
logical nosologies reified or stereotyped. C. S. Peirce argued that “In order to ascer-
tain the meaning of an intellectual conception one should consider what practical
consequences might conceivably result by necessity from the truth of that concep-
tion; and the sum of these consequences will constitute the entire meaning of the
conception” (Peirce 1965, 5.9). That is, evaluation enters into the enterprise of med-
ical explanation because accounts of disease are immediately focused on control-
ling and eliminating circumstances judged to be a disvalue. The judgments are in no
sense pragmatically neutral. Choosing to call a set of phenomena a disease involves
a commitment to medical intervention, the assignment of the sick role, and the
enlistment in action of health professionals. To call alcoholism, homosexuality,
presbyopia, or minor hookworm infestation diseases, involves judgments closely
bound to value judgments. Granted, there is a spectrum from broken limbs to color
blindness along which interest in construing a constellation of phenomena as a dis-
ease varies. The pain and discomfort of either a broken limb or a schizophrenic
break invite immediate medical aid, while issues of color blindness or dissocial
behavior lie at the other end of the spectrum. But all along the spectrum, the concept
of disease is as much a mode of evaluating as explaining reality.

Commitment to the concept of disease presupposes that there are phenomena
physical and mental which can be correlated with events of pain and suffering, so
that their patterns can be explained, their courses predicted, and their outcomes
influenced favorably. Further, the pain and suffering cannot be the immediate out-
come of circumstances which are directly the subject of free choice. They must
result from psychological or physiological laws; that is, they must be open to state-
ment in the form of laws, not moral rules. Medicine is the application of scientific,
not moral generalizations. Thus, involutional melancholia, duodenal ulcer, and
pneumothorax due to gunshot count as diseases, while ignorance, greed, and politi-
cal violence do not, insofar as the ignorant are capable of learning, the greedy of
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virtue, and the violent of pacific action. Thus, mental deficiency, kleptomania, and
paranoid reactions do count as diseases.

Of course, a broad concept of diseases including both mental and physical mod-
els opens one to greater influence by social values. Yet, social judgments are
involved in not considering such events as childbirth to be diseases, even though
they are associated with considerable morbidity and in fact mortality. Socially desir-
able goals help draw the lines (King 1954). The same is true with regard to aging
and what then counts as disease and health. The acceptable physical state of an
80-year-old would be disease for a 20-year-old Yet, will that always be the case as
more can be effected through geriatrics? Diseases are, as Lester King has indicated,
patterns which we structure according to our expectations (King 1954).

This is not to argue that confusion between medical and moral issues is not pos-
sible or that such confusion is unlikely. Quite the contrary, such confusion is very
likely, given the nature of disease. The concept of disease has fuzzy borders with
moral concepts. In the 19th century, for example, masturbation was considered to be
primarily a physical disease in the same sense that someone now may hold that
coronary artery disease is a physical disease though certain forms of stress may be
necessary conditions for the disease (Engelhardt 1974b). More alarming examples
exist, such as diseases developed to modify political behavior, such as drapetoma-
nia, the running away of slaves (Cartwright 1851). Szasz interprets such concepts as
a reductio of the use of disease models in psychiatry, rather than as a caveat with
regard to confusing compulsive and free action (Szasz 1971). One of Cartwright’s
contemporary critics was more to the point in his remark that “if a strong desire to
do what is wrong be a disease, the violation of anyone of the Ten Commandments
will furnish us with a new [disease]...” (Smith 1851, 233). In short, Cartwright’s
explanation failed because treating runaway slaves as free agents was a better
account than treating them as subjects of fugue states.

Of course, one can still use medical force for political ends. Hookworms can be
treated to eliminate anemia and thus make citizens more alert, or conceivably, citi-
zens could be drugged into lethargy. The difference is that the first, unlike the sec-
ond, is focused as well on the autonomy of the individual, his health. The accent of
medicine upon liberating individuals from the hindrances of otherwise uncontrol-
lable psychological and physiological forces, is the focus of the concept of health.
The concept of health helps define the concept of disease by providing the telos for
the medical enterprise. Disease concepts are, as has been argued, pragmatic con-
cepts whose truth is found in action directed to the elimination of illness and toward
the establishment of health.

3.3 Health and Disease

Models and accounts of disease are necessarily varied — they focus on the varied,
particular limitations to human life. Health, though, represents a direction common
to all the continua from particular diseases to wellbeing. If health is a state of
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freedom from the compulsion of psychological and physiological forces, there is a
common leitmotif in the treatment of either schizophrenia or congestive heart fail-
ure — namely, the focus on securing the autonomy of the individual from a particular
class of restrictions.! The unity of models of diseases is found more in the concept
of health than in the concept of disease. Health is the common way away from the
many ways of disease.

Thus, while the concept of disease is both an evaluatory and explanatory con-
cept, health as a positive concept is more a regulative ideal. This may account in part
for the difficulties surrounding attempts to define health operationally, though oper-
ational definitions of freedom from particular diseases are more available. Finally,
to stress the non-moral character of the concept of health, a reminder from Freud is
appropriate: treatment “does not set out to make pathological reactions impossible,
but to give the patient... freedom to decide one way or the other” (Freud 1961, 50,
n.1.). Medicine, whether in the case of medical or psychological models of disease,
is not an enterprise of applied ethics (Engelhardt 1973b), though values influence
what limitations on human actions will be considered significant, and at times lead
to confusing vices with the compulsions of nature.

In conclusion, health and disease are not symmetrical concepts, nor are they
things, though important confusions have arisen from conceiving of them as such.
Rather, the concept of disease is a mode of analyzing certain phenomena for the
purposes of diagnosis, prognosis, and therapy. The concept is in one respect prag-
matic, and in many respects influenced by issues of value. Particular diseases border
on questions of moral and political significance. And, while there are many dis-
eases, there is in a sense only one health — a regulative ideal of autonomy directing
the physician to the patient as person, the sufferer of the illness, and the reason for
all the concern and activity.
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Chapter 4 ®
Tracing Philosophy and Medicine Roots: e
A Focus on Philosophy of Disease

Mary Ann Gardell Cutter

4.1 A Reason to Celebrate

When I was asked to contribute an essay in honor of the 150th volume in the
Philosophy and Medicine series, I asked myself, what could a philosopher and clini-
cal ethicist who has spent most of her time teaching undergraduate biomedical eth-
ics say that could contribute to discussions? Ah, herein is the start of an essay. In this
essay, and in honor of the Philosophy and Medicine series’ 150th volume and 50th
anniversary in publishing, I share what I say to my students in the classroom: there
is a need for continued dialogue on the mutual dependence of biomedical ethics and
philosophy of medicine within a global context. In what follows, I illustrate this
mutual dependence of philosophy of medicine and biomedical ethics that is her-
alded in volumes in the Philosophy and Medicine series. I then illustrate this mutual
dependence in discussions of philosophy of disease, a focus of my work for over
three-plus decades now. As we celebrate the contributions of the Philosophy and
Medicine series, we are reminded of its deep roots and lasting legacy in the literature.

4.2 Situating the Philosophy and Medicine Book Series

As its website says, the Philosophy and Medicine book series is dedicated to the
publication of essays and monographs that contribute to scholarship in philosophy
of medicine and bioethics. Topics include concepts of health and disease (e.g.,
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Nordenfelt et al. 1984), the phenomenology of illness (e.g., Meacham 2015), and
ethical topics spanning from womb (e.g., Napier 2011) to tomb (e.g., Taboada
2015). It has sought to create an “intellectual and scholarly focal point that frames
the fields of philosophy of medicine and bioethics” (Philosophy and Medicine
2024). The fields have attended to the ontological (i.e., metaphysical or nature-
based), epistemological (i.e., knowledge-based), and axiological (i.e., value-based)
issues occasioned by thought and practice in medicine and the biomedical sciences.
With approximately 150 volumes in print since 1975, “no other series offers as sub-
stantial and significant resource for philosophical scholarship regarding issues
raised by medicine and the biomedical sciences” (Philosophy and Medicine 2024).

I have been fortunate to be acquainted with the Philosophy and Medicine series
since the late 1970s. At that time, and as a student of physician-philosopher Tris
Engelhardt (1941-2018) at Georgetown University, I devoured discussions in his
“Philosophy of Medicine” class. In the early 1980s, and after a year in biology
graduate school, I returned to the study of philosophy of medicine as a graduate
student under Dr. Engelhardt. I wanted to continue my philosophical work on dis-
ease, following in his scholarship on the subject. During this time at the Center for
Ethics and Public Policy at the Baylor College of Medicine, I assisted in organizing
Philosophy and Medicine conferences and editing resulting conference papers for
publication. Many of the authors that are featured in Philosophy and Medicine
series, such as Stuart Spicker, Loretta Kopelman, John Moskop, Corinna
Delkeskamp-Hayes, Bill Bondeson, and Mary Rawlinson became influential men-
tors to me. And there I met George Khushf, Becky White, Lisa Rasmussen, and
Mary Cherry, peers whose works I very much admire.

The Philosophy and Medicine book series provides valuable resource materials
in philosophy of medicine and bioethics. The body of scholarship in the series pro-
vides a forum for an internationally active group of scholars who document the
increasing importance of philosophical reflection for multiple dimensions of theory
and practice in the health care arena. While it is entitled the “Philosophy and
Medicine” series, it draws attention to philosophy of medicine and philosophy in
medicine, as well as medicine in philosophy (Carson and Burns 1997; Engelhardt Jr
2022; Marcum 2008). It attends to the dialectical interplay among the elements in
the discussion and practice and the importance of involving a range of voices.

There are two trends that drive the continued need for the Philosophy and
Medicine book series. First, there has been in the last five decades since Dr. Potter
(1970, 1971) (Jonsen 1998), an explosion of interest in one of philosophy of medi-
cine’s sub-specialties, biomedical ethics. This explosion has directed interest toward
numerous applied issues in health care (e.g., genetic therapy) at the cost of the con-
ceptual ones (e.g., what constitutes proper and beneficial boundaries of human
intervention and transformation). This is the case in part because of the contempo-
rary appeal for quick, practical answers to difficult questions and because concep-
tual presuppositions have been assumed away. A refocusing of attention on issues in
the philosophy of medicine is necessary in order to redirect interest to the concep-
tual approaches informing and framing the practical ones. This is the case because
itis our reliance on these approaches that guides our clinical and policy applications.
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Second, and in part due to insufficient attention on the conceptual issues that
frame biomedical ethical discussions, there is a need for theoretical analysis of top-
ics that traverse borders. These include, but are not limited to, the character of medi-
cal theory and practice, the extent to which disease and health are definable, and the
“proper” boundaries of medical practice and research in the third millennium.
Medicine is no longer a local enterprise. It is framed by professional methodologies
and research evidence that are handed down in the medical profession and are
reviewed and changed in light of new knowledge and practice, often across national
borders (Delkeskamp-Hayes and Cutter 1993). And it is not simply the methodolo-
gies and evidence that traverse borders. Determinants of health and disease cross
boundaries in an increasing global world, as we experienced during the COVID-19
pandemic (Cutter 2024). As a consequence, topics in philosophy of medicine and
biomedical ethics need to be framed within the context of a diverse and changing
global culture of medicine, as opposed to a parochial one.

Thus, it is important to have a sense of the field of the philosophy of medicine at
large as a broader framework, even if the interest is to focus on select elements in
order to address particular issues. In order to respond to these two-fold trends (or
concerns), while simultaneously celebrating the richness and diversity of the fields
of philosophy of medicine and biomedical ethics, volumes in the Philosophy and
Medicine Series take stock of medicine and emerging ethical issues in the broadest
sense of the term from philosophical perspectives. Some volumes take on an ana-
lytic approach (Sadegh-Zadeh 2011) and others a phenomenological one (Meacham
2015). Some focus on eastern concerns (Fan 2002) and others on western ones
(Brody et al. 2009). Some provide a particular religious perspective (Eberl 2017)
and others a secular one (Peset and Gracia 1992). Some are more historical
(McCullough 1998) and others quite contemporary (Sherlock 2024). Taken together,
volumes in the Philosophy and Medicine Series represent shared and disparate
views of topics in philosophy of medicine that span cultures. In the onset of a global
economy and increased demographic shifts in the world, volumes in the Philosophy
and Medicine can serve as tools for discussions across borders regarding how we
understand, undertake, and transform the medical human condition.

A central conviction that informs volumes in the Philosophy and Medicine Series
is that the older paradigm, when humanities and philosophical reflection were
regarded as external and somewhat secondary to medical science and practice, can
no longer be sustained. Although the volumes attempt to consider medicine from a
philosophical perspective, they are often not rigid to disciplinary perspectives.
Some of the authors in the Philosophy and Medicine Series do not have degrees in
philosophy. Some do not have degrees in medicine, nursing, or other medical or
clinical fields. Taken together, authors in the Philosophy and Medicine Series repre-
sent a cross-section of scholars from the international community reflecting on
salient topics in philosophy of medicine and the ways in which geographical and
cultural boundaries do and do not cross over.

Put another way, while the trends in contemporary medicine are to prioritize
biomedical ethics over philosophy of medicine and to offer local perspectives, the
Philosophy and Medicine Series has championed conceptual philosophical analysis
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of the claims and assumptions that frame medicine and clinical practice on a global
scale. Authors in the series lay out the terrain of select issues and, when appropriate,
develop the connections among the metaphysical, epistemological, and axiological
dimensions of the issues set within social contexts. That is, they probe “what is...?,”
“how do we know...?,” and “how do we value....?”” in medicine, then or now, and
here or there. The intent is sometimes not to provide solutions, but rather to frame
the questions and concerns that captivate the attention of medical scientists and
practitioners, along with scholars who attend to medical matters. When solutions
are offered, they are contextualized within a set of alternative options with the crite-
ria that one could use to make choices, both private and public, and local or global.

Volumes in the Philosophy and Medicine Series are not just publications. They
represent a tribe of scholars interested in topics at the intersection of philosophy and
medicine. For those of us who have worked on select topics (in my case, philosophy
of disease), the Philosophy and Medicine Series has continued to be a source of
scholarly research on the nature, knowledge, and value of topics in medicine. My
work on disease began with a Philosophy and Medicine publication and has devel-
oped through the years. It has focused on how epistemological commitments frame
and are framed by ethical ones in the ways in which we classify, describe, explain,
diagnose, and treat disease. Let’s consider this focus as we illustrate the mutual-
dependence of philosophy and medicine and biomedical ethics fostered by work in
the Philosophy and Medicine series.

4.3 Philosophy of Disease

While essays on philosophy of disease can be found in journals such as The Journal
of Medicine and Philosophy, there is a time and place for extended analysis of dis-
ease. A study of disease is important because disease is a centralizing notion in
health care, one that has direct and important consequences for daily life. How
medicine classifies, describes, explains, and diagnoses disease guides treatment
(Engelhardt Jr 1996, Chap. 5; Cutter 2003, Chap. 5). It guides what actions are
advised to be taken and which ones are not, as well as who is charged with what
tasks over what recommended period of time. If one is diagnosed with breast can-
cer, for instance, there will be certain avenues of treatment (e.g., mastectomy, che-
motherapy, radiation) that will be recommended (Cutter 2018, Chap. 4). If one is
diagnosed with coronavirus-19, one will not receive treatment recommended for
breast cancer but instead a different intervention (Cutter 2024, Chap. 4).

The ways in which we speak of, react to, and experience disease is shaped and
directed by a number of interests. These interests, stated philosophically, include
metaphysical, epistemological and evaluative ones. They constitute the “language”
of disease in that they provide the “grammar” and “rules,” so to speak, for construct-
ing meaning about and practical guidelines for addressing what patients bring into
the clinic and how it can and should be treated. In this way, biomedical ethics needs
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philosophy of medicine when reflecting upon concepts of disease (also see
Khushf 1997).

More specifically, disease is seen through a set of metaphysical assumptions,
ones that address the question “What is...?.” In medicine, defining and explaining
what comes into the clinic takes place by providing “facts.” The term “fact” is
derived from the Latin “factum” (The Complete Oxford English Dictionary 1994,
560) and refers to “a thing done” or a “reality of existence,” that is, to something that
has really occurred or is actually the case. Such a view assumes that there is a reality
“out there” to be discovered, a position called a realist view in philosophy. In medi-
cine, a typical test for a fact is verifiability, which seeks to confirm whether the facts
correspond to experience. Such a view assumes that matter is the basis of reality, a
position called a materialist view in philosophy. In clinical medicine, and over time,
a materialist view of disease has described a clinical condition in terms of organ
systems (e.g., reproductive), individual organs (e.g., breast), tissues (e.g., breast tis-
sue), cells (e.g., breast cells), and molecular components (e.g., biomarkers and
genes) (Cutter, 2018, Chap. 3). The position in which objects are reduced to their
component parts is known in philosophy as reductionism. Here the properties of the
whole are the addition or summation of the properties of the individual parts. In the
case of breast cancer, the National Cancer Institute describes breast cancer as the
abnormal growth and build-up of extra cells in the breast lobes, ducts, tissues, lymph
vessels, and lymph nodes that form a mass called a lump or tumor (National Cancer
Institute 2024). A tumor is then submitted to pathological tests to determine its size,
shape, and, if available, biomarkers and/or genetic characteristics.

The so-called “facts” in medicine are not neutral. They are seen through theoreti-
cal frameworks (also see Fleck 1979 [1935]; Cutter 2003, Chaps. 4-6). Descriptions
require standardization of terms and, as such, are framed by prior discussions, pre-
sumptions, and claims within particular frameworks. For instance, surgeons describe
disease in terms of surgical features, geneticists describe them in terms of genetic
factors, and pathologists describe them in terms of pathological criteria. Further,
such descriptions can and do change. One might think of the change that the
American Joint Committee on Cancer (AJCC) Breast Cancer Task Force made from
the fifth to the sixth edition in 2003 in recommending that the N (node) category of
the TMN (tumor, metastases, node) cancer staging system be changed from one to
three categories based on the number of axillary (i.e., under the arm) lymph nodes
that are present (American Joint 2010, 423). This change came about in part because
of a theoretical shift in understanding the role of lymph nodes in determining the
extensiveness of breast cancer and the need for more specific diagnoses of breast
cancer so that treatments for breast cancer can be more precise.

Given that the so-called “facts” of medicine are not neutral, it may be misleading
to say that disease is “out there” to be discovered as reducible matter. Rather, dis-
ease in part reflects the “lenses” through which a clinical knower views and manipu-
lates this so-called reality. Disease is in part the experience of a disability,
dysfunction, and/or suffering reported by a patient that hinders the achievement of
certain goals. On this idealist view of reality, disease may not be fully reducible to
matter that can be studied using laboratory tests. It is not a thing but an idea of a
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holistic event in the life of a patient. For instance, breast cancer reflects not simply
a collection of mutated cells that affects biological function in certain ways; it con-
stitutes an experience reported by a patient in the context of his, her, and their life
(Cutter 2018, Chap. 5).

Further, the “facts” of disease are structured in terms of epistemological claims
and assumptions. In this way, disease is an explanatory concept and, as such, brings
coherence to the multiplicity of events we encounter in medicine (Cutter, 2003,
Chap. 4). It brings coherence to the signs and symptoms that bring patients into the
clinic, and the pathoanatomical and pathophysiological data that are generated by
laboratory findings by gathering and interpreting empirical data within the frame-
work of interpretations that have been handed down and serve as clinical standards.
In that disease brings coherence to the signs and symptoms that patients bring into
the clinic, it is a rationalist concept. It accounts for orderly patterns of events
according to the laws of science and medicine. In that disease brings coherence to a
set of medical data, it is an empiricist concept. It brings sense and meaning to the
empirical data that is gathered by clinical investigators. Here clinical facts are veri-
fied by repeatable experiments and data and they maintain an accepted status until
they are shown to be non-verifiable. And should this occur, the interpretation of
clinical facts changes.

In this epistemic approach, disease relates “two worlds of observations”
(Engelhardt Jr 1996, 209), the world of the clinic and the world of the laboratory.
The findings of the clinician are related to the observations of the pathoanatomists
and pathophysiologists and take on a new significance through these anatomical and
pathological observations. For instance, molecular science shows us that breast can-
cer is no longer a single disease. Breast cancer is now understood in terms of
Estrogen-Positive, HER2-Positive, Triple-Negative, and BRCA frames of refer-
ence, among others (Cutter 2018, Chap. 2). With these shifts, what results is an
expansion of the epistemic or explanatory powers of medicine and the ability to
diagnose and treat clinical problems with greater accuracy or precision. Therein lies
the hope of precision or personalized medicine today.

Third, disease is an evaluative concept (Cutter 2003, Chaps. 6 and 7). To see a
phenomenon as a disease, illness, or disability is to see something wrong with it.
Disease is experienced as a failure to achieve an expected state, a state held to be
proper to the person afflicted. This may be a failure to achieve an expected freedom
from pain or suffering, an expected level of function or ability, a realization of
human form or grace, and/or an expected span of life. This may also be a failure to
achieve a state requested by a patient, determined to be beneficial to a patient, and/
or in keeping with the standards of ethical integrity and the moral virtues of the
health care profession. In other words, the “facts” of disease are inextricably tied to
the “value” of disease and its treatment, where value is understood as an important
and enduring sign of significance or worth, belief, or ideal that guides action or
intention.

The topic of the extent to which disease is a value-neutral vs. a value-ladened
concept has received much attention in the Philosophy and Medicine literature (e.g.,
Engelhardt and Spicker 1975; Wulff 1981; Nordenfelt et al. 1984; Reznek 1987;
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Stempsey 2000; Cutter 2003, Chaps. 6 and 7). Disease is an evaluative concept
because disease is not simply a “fact.” It entails judgments concerning what actions
ought to be taken, including trade-offs between beneficial and harmful outcomes
and respect for ethical boundaries that cannot be compromised. Consider the case of
ductal carcinoma in situ (Cutter 2018, Chap. 4). Ductal carcinoma in situ is marked
by notable cellular mutations that, if left untreated, may grown further and metasta-
size or leave the breast area. Ductal carcinoma in situ is typically not painful and
may not metastasize beyond the breast ducts. But it may, and if it does, it could lead
to significant harm to the patient, including death. As a consequence, cases of ductal
carcinoma in situ, as well as early states of hyperplasia in breast cells, may be the
focus of clinical interventions because, all things considered, they are disvalued and
might be harmful to a patient.

A related issue is the clinical determination of what is considered “normal” and
“abnormal.” “Normal” and “abnormal” are recognized as such within a particular
context of explanations and evaluation. Because the measure of an individual organ,
tissue, or cell is highly uninformative, a clinician has no idea from a single case
what range of data can count as “normal” or “abnormal.” Group data must be taken
into account. What is needed is a range of measurements for a range of populations
that clinicians and researchers can agree upon that constitutes “normal” or “abnor-
mal.” Here, “normal” can mean that which is statistical, average or mean, typical or
expectable, conducive to the survival of a species, innocuous or harmless, com-
monly aspired to, or excellent in its class (Murphy 1976, 117-133). In some sense,
hyperplasia in breast cells is “normal” in that it is a common preneoplastic response
to stimulus, leading to benign (noncancerous) cellular growth. Alternatively, “abnor-
mal” can mean what is statistical, average, not typical, not conducive to the survival
of a species, harmful, not commonly aspired to, or deficient in its class. In some
cases, hyperplasia in breast cells can lead to malignant or cancerous tumors. The
determination of what is “normal” and “abnormal” requires value judgments about
thresholds between and among points of data. In medicine, such judgments typi-
cally concern the ethical values of how to maximize patient welfare and minimize
patient harm, respect patient choices, and allocate limited medical resources.

Taken together, the metaphysical, epistemological, and evaluative dimensions of
disease operate within social contexts (Cutter 2003, Chap. 8). The diagnosis of a
disease takes place within the social practices of developing professional clinical
standards, devising educational requirements and licensure agreements, formulat-
ing funding options, and instituting health laws and policies. To claim that a patient
has a disease is to cast that individual in social roles where certain societal responses
are expected (Parsons 1958). Some of the social responses include assigning indi-
viduals a sick role, expecting that such persons seek help from socially recognized
professionals, excusing sick persons from responsibilities for certain tasks while
recovering from disease conditions, and expecting that care for certain diseases is
covered by medical insurance plans and is protected by particular health care poli-
cies. For instance, choices to divide stages and sub-divide breast cancer stages and
grades into a certain number turn on cost-benefit calculations and understandings of
prudent actions that have direct implications for the ways patients are treated within
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the social contexts of insurance practices, employee benefits, and the protection of
vulnerable individuals in a society.

Put another way, the social context of our understanding and treatment of disease
matters. It matters not tangentially, but at its core. In the United States, for instance,
a study shows that “[b]lack women with breast cancer ... are on average about 40%
more likely to die of the disease than white women with breast cancer” (Parker-
Pope 2024; also see Torres et al. 2024). Another study shows that those who are
economically challenged tend not to request or know about reconstruction options
after a mastectomy (Doheny 2014). Another study shows that there is a lack of stan-
dards for survivorship care in breast cancer medicine, including a lack of treatment
of postsurgical pain and immobility, infertility care, and general follow-up care for
women with breast cancer (Salz 2013). Understanding how social forces frame
clinical classifications, descriptions, and choices is critical in order to uncover
assumptions and claims in breast cancer medicine. Such a move opens up doors to
research questions and understandings that may address problems in treating breast
cancer that we currently face.

The metaphysical, epistemological, and evaluative dimensions of disease within
social contexts are not separate and distinct, but rather frame and limit each other
(Cutter 2018, Chap. 6). Facts are method-ladened, the fact/method dyads are evalu-
ative, and the fact/method/value triads are socially framed. In classifying breast
cancer, for instance, a decision has to be made regarding how many cells with devi-
ant changes of a certain kind in the biopsied breast tissue must be present before the
cells are labeled as “carcinoma” or “cancer.” An explanation is given about the rela-
tion between the mutating cells and breast cancer classifications and descriptions.
To be too liberal in classifying cells as “cancer” will lead to unnecessary treatment,
which harms patients, undermines patient autonomy, and wastes resources. To be
too conservative in the classification will lead to delayed treatment, which leads to
increased pain and suffering, as well as unnecessary deaths among women. On this
view, the lines among “benign,” “suspicious,” and “cancer,” as well as Stage 0
through 4 in breast cancer classification, are in part discovered and in part created.
The lines among who gets clinical care and who does not, and who lives and who
dies, are in part discovered and in part created. They involve explicit and implicit
appeals to fact/method/value triads within social frames of reference.

4.4 Some Thoughts on Where to Go

This essay has focused on a need for continued dialogue on the mutual dependence
of biomedical ethics and philosophy of medicine within a global context. Through
some case studies, it has illustrated a mutual dependence of philosophy of medicine
and biomedical ethics that is heralded in volumes in the Philosophy and Medicine
series. As we celebrate the contributions of the Philosophy and Medicine series, we
are reminded of its lasting legacy in the literature, and the need for such. On this
point, where might one go from here?



4 Tracing Philosophy and Medicine Roots: A Focus on Philosophy of Disease 57

For me, a legacy of the Philosophy and Medicine series points me in the direction
of focusing more on intersectionality in medicine. Intersectionality is originally a
sociological framework that makes sense of the impact of power structures and
macro-level discrimination on individual identities and social identities, including
gender, sex, race, ethnicity, caste, class (economic status), religion (spirituality),
disability, height, weight, physical appearance, and age (Cutter 2012). These inter-
sections and overlapping social identities may be both empowering and oppressing.
They can be empowering when such identities are dominant in a culture, such as
when someone shares the identities of the dominant culture or trend. The intersec-
tions and overlapping social identities can be oppressing when one’s identities are
disenfranchised or a target of prejudice (i.e., biased thinking) and discrimination
(i.e., biased actions against a group of people).

Intersectionality arises out of the work of feminists at the end of the twentieth
century. Civil rights advocate and legal scholar Kimberlé Williams Crenshaw (1989)
introduces the idea of “intersectionality” to demonstrate how such dimensions
frame the lives of black women and the discrimination and oppression that they
experience in terms of their interlocking racial and gendered identities. Her work is
ground-breaking as she shows that a focus on a single dimension of identity (e.g.,
gender) fails to explain the context in which individuals make choices in a culture.
Multiple dimensions (e.g., gender, race, and class) are needed. Writer Audre Lorde,
a self-proclaimed black, lesbian, mother, warrior, poet, and breast cancer patient,
detailed her life in “a country where racism, sexism, and homophobia are insepa-
rable” (Lorde 2007 [1984], 110) and the prejudice and discrimination that she expe-
rienced as someone who lives among the borders of multiple identities, some of
which are disempowering. And, yes, this was the case for her as a breast cancer
patient in the clinical setting before her death in 1992.

According to feminist sociologist Kathy Davis, intersectionality has two distinct
characteristics. First, intersectionality unpacks “effects of race, class, and gender on
women’s identities, experience, and struggles for empowerment” (Davis 2008, 71).
It shows how identities of difference impact and are impacted by experiences of
power, prejudice, and discrimination. Such is the focus of Crenshaw’s work. Second,
according to Davis, intersectionality assists in deconstructing the “binary opposi-
tion and universalism inherent in the modernist paradigms of Western philosophy
and science” (Davis 2008, 71). An intersectional account reveals how assumptions
and claims about how we know, what we know, and what and how we value gener-
ate, shape, and maintain explicit and implicit binary oppositions and universal para-
digms in thinking and practice. Classifying each other in terms of the binaries of
male/female, black/white, rich/poor, and old/young contributes to systems of power
and oppression that need to be dismantled if we are to interact with one another in a
way that breaks down the “haves” from the “have-nots.”

For instance, during the COVID-19 pandemic (Cutter 2024), individuals from
particular populations (e.g., the elderly; members of particular racial, ethnic, and
economic groups; the uninsured) were more likely to contract COVID-19, become
sick from it, and die from it. As Meredith Freed and her colleagues at the Kaiser
Family Foundation report, “[a]s of the week ending October 1, 2022, the United
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States has lost nearly 1.1 million lives to COVID-19, of which about 790,000 are
people ages 65 and older. People 65 and older account for 16% of the total US popu-
lation but 75% of all COVID deaths to date” (Freed et al. 2022). Further, Black,
Hispanic, AIAN (Alaskan Native), and NHOPI (Native Hawaiian and Other Pacific
Islander) people were more likely to contract COVID-19 and suffer debilitating
consequences. As Latoya Hill and Samantha Artiga report, “[a]s of August 5, 2022,
the Centers for Disease Control and Prevention (CDC) reported a total of over 84
million cases, for which race/ethnicity was known for 65% or over 55 million, and
a total of over 880,000 deaths, for which race/ethnicity was known for 85% or over
750,000” (Hill and Artiga 2022). Still further, individuals who lacked insurance
were more vulnerable to COVID-19. As Stan Dorn and Rebecca Gordan report,
“[n]ationally, roughly 1 out of every 3 COVID-19 deaths are linked to health insur-
ance gaps. More than 40% of all COVID-19 infections are associated with health
insurance gaps. By August 31, 2020, health insurance gaps were linked to an esti-
mated 2.6 million COVID-19 cases and 58,000 COVID-19 deaths. By February 1,
2021, 10.9 million infections and 143,000 COVID-19 deaths may have been associ-
ated with health insurance gaps” (Dorn and Gordon 2021). During the COVID-19
pandemic, factors, including lower mean income, lack of proper housing, frontline
jobs in the low-income essential category that precluded working from home, lack
of private transportation, and the absence of employment-linked healthcare benefits,
contributed to a stark divide between who lived and who died, and who got sick and
who were protected. Identities of difference mattered during the pandemic, and our
responses were less than attentive to systems of power that influenced individual
and public health outcomes. We can only hope that more work focuses on what we
can learn from our actions and inactions during the COVID-19 pandemic.

One can think about intersectional thinking and action in terms of the intersec-
tion of dimensions of identity and practice that create and sustain systems of power
and oppression in a culture. Here, cultural dimensions, systematic factors, relation-
ality, personal contextual factors, and the “isms” in our cultures (e.g., racism, sex-
ism, homophobia, ageism, classism, ableism, religious and spiritual intolerance)
intersect to create contexts in need of recognition and study. In medicine, for
instance, such influences make a difference between who is heard in the clinic and
who is not, who is diagnosed and who is not, who is treated and who is not, and who
lives and who dies, and in what ways. Such contexts raise conceptual and ethical
issues that may not be acknowledged and acted upon if not for reflections on the
assumptions and claims that frame medical thought and action. Herein lies the
important contributions of volumes in the Philosophy and Medicine series.

In this way, more work is needed on an intersectional account of disease. It can
assist in making explicit assumptions and claims that frame an understanding of a
particular disease. It can call into question such assumptions and claims. It can look
more closely at which populations of patients are more vulnerable to the harms,
including death, from particular disease conditions. This can serve as guidance in
clinical practice as well as research. While the COVID-19 pandemic is (sort of)
behind us and breast cancer medicine has significantly evolved, there will be another
pandemic and certain populations of women are more vulnerable to breast cancer
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than others. It’s time do to better, and discussions about such matters drawn from
those who engage in dialogue at the threshold of medicine and philosophy can assist
in guiding such questions and responses.

On this note, I conclude with celebrating the contributions of those who have
written in the Philosophy and Medicine book series and those who carry the series
into the third millennium. There is much to do, and with the work of those commit-
ted to such dialogues, I am confident that discussions will continue and we will be
able to continue to celebrate the lasting legacy of the Philosophy and Medicine
book series.
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Chapter 5 ®)
Phenomenology of Health and Illness Qs
in the American-English Tradition

Fredrik Svenaeus

5.1 Introduction

Kay Toombs’ The Meaning of lllness: A Phenomenological Account of the Different
Perspectives of Physician and Patient (1992) is not the first book in the series of
Philosophy and Medicine to contain chapters referring to and making use of works
in the phenomenological tradition. You find phenomenological perspectives in
chapters published in earlier volumes of the series, mainly addressing questions
related to the status and nature of the lived body, that is: the body as the point of
view of everyday experience in contrast to the body as a biological organism.'
However, to my best knowledge, Toombs’ book it is the first monograph — not only
in this series but in the English language — to deal explicitly with the
phenomenology of illness, and, also, to relate this perspective of the patient to the
medical encounter and the point of view of the physician.? In her endeavor, Toombs

!'Other early books in the series containing phenomenological pieces include: S. F. Spicker (Ed.),
Organism, Medicine and Metaphysics. Essays in Honor of Hans Jonas on his 75" Birthday (no. 7).
(1978); R. M. Zaner (Ed.), Death: Beyond Whole-Brain Criteria (no. 31). (1988); and D. Leder
(Ed.), The Body in Medical Thought and Practice (no. 43). (1992). Toombs’ book was published
simultaneously with the book by Leder: S. K. Toombs, The Meaning of lllness: A Phenomenological
Account of the Different Perspectives of Physician and Patient (no. 42). (1992).

2Four important early works in the English-Speaking tradition of phenomenology of medicine that
deserve to be mentioned here are: R. M. Zaner, The Context of Self: A Phenomenological Inquiry
Using Medicine as a Clue. (1981); H. Jonas, The Imperative of Responsibility: In Search of Ethics
for the Technological Age. (1984); D. Leder, The Absent Body. Chicago: (1990); and E. J. Cassell,
The Nature of Suffering. (1991).
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makes use of arguments found in works by first-generation German and French
phenomenologists, including works containing attempts to deal with the topic of
phenomenology of health and illness, which is, as a matter of fact, a rather rare topic
in the phenomenological tradition.?

5.2 Toombs’ Proposal for a Phenomenology of Illness

The chapter on “Illness” is number two in Toombs’ book, preceded by a Chap. 1 on
“The separate worlds of physician and patient,” and followed by a Chap. 3 on “The
body” and a Chap. 4 on “The healing relationship” (Toombs 1992). Toombs’ strat-
egy is to show how different in form and content the worlds of physicians and
patients are and that this difference depends on the focus on disease versus illness.
Physicians study the body of the patient as a biological organism out of order due to
functional failures caused by disease processes (or by injuries or congenital defects).
They live in a world defined by diagnostic hypotheses, bodily examinations, labora-
tory tests and treatment possibilities. Patients, in contrast, live in a world of person-
ally experienced illness, a world full of pain, bodily impairments, everyday
problems, and anxiety about the future brought about by the changed life situation.

How can these two radically different worlds be brought into contact with one
another? According to Toombs, not primarily by way of patients learning more
about medical diagnoses and disease processes, but by way of physicians learning
and understanding more about what it means to be ill. The way to do this is not only
to become more empathic and interested in what the patient feels and thinks. To
learn and understand more about the patient’s life situation and personal narrative
are, indeed, key moves in becoming a better doctor, but what Toombs also wants to
show is that the tradition of phenomenology can help doctors understand what the
experience of illness consists in and how it is different from, although related to,
having a body wrought by diseases.

To achieve this, Toombs turns to four classic phenomenologists: Edmund
Husserl, Alfred Schutz, Jean-Paul Sartre, and Maurice Merleau-Ponty. Husserl
helps her to put into play the concepts of subjectivity, intentionality, horizon, life
world, and temporality, whereas Schutz provides her with resources to tell apart the
different worlds of physician and patient in terms of their specific objects and proj-
ects. Sartre’s phenomenology is made use of to better understand the processes of

3Two examples of phenomenologists of illness that Toombs mentions in her book are Herbert
Pliigge and Jan Hendrik van den Berg (two others that she could have mentioned are Friedrich
Buytendijk and Victor-Emil von Gebsattel). If one considers not only somatic medicine, but also
the tradition of German and French psychopathology in the 20th century, there are many other
phenomenologists of illness to be included on the list: Karl Jaspers, Ludwig Binswanger, Eugéne
Minkowski, and Erwin Straus, to mention just a few (Straus also published works in English after
having emigrated to the USA in 1938 for political reasons).
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illness and how they are related to attaining a different point of view on your own
body. Merleau-Ponty, finally, is used to fine-tune the phenomenology of the body
that we need to fully understand illness and how it is related to disease. The coun-
terpart of illness — health — is not addressed by Toombs — but I will return to health
when discussing other phenomenological approaches to medical matters below.

So how is illness experienced according to Toombs? What is “the meaning of
illness,” to quote the title of her book? In summing up her analysis, she writes:

The fundamental level is that of pre-reflective sensory experience. At this level one’s imme-
diate experience is such that it leads one to become aware of some disruption in the manner
in which one “exists” one’s body. That is, some unusual sensory experience (such as pain,
weakness, or some visual apprehension of an alteration in body) causes the patient to shift
attention from ongoing involvements in projects in the world and to focus upon the bodily
disruption. Once the immediate experience of disruption is thematized at the reflective
level, it may be apprehended as “suffered illness.” “Suffered illness” is a synthetic totality
in that it incorporates the immediate bodily sensations — the various and varied aches and
pains — as part of a larger whole. . . . At a further interpretive level the patient apprehends
“suffered illness” to be “disease.” The lived body becomes objectified as a neurophysiologi-
cal organism and the immediate sensory disruption is apprehended as a particular illness
(Toombs 1992: 38).

At this point, it should perhaps be mentioned that Toombs suffers from a particular
illness herself, an illness with a specific diagnostic name: multiple sclerosis (MS).
The phenomenological description of how the patterns of pre-reflective experience
are gradually changed in falling ill, forcing the sufferer to focus attention on her
own body because of weakness and numbness, which in turn give rise to an experi-
ence of the suffered illness itself, and diagnostic hypotheses about disease pro-
cesses, fits very well with the onset and ongoing experience of MS. When the
sufferer turns to health care and meets with a physician, illness can finally be trans-
formed into a medical diagnosis by way of scientific investigations and a name hav-
ing to do with the bodily processes involved (in the case of MS rather with the end
state of the disease process, namely scars — sclerosis — formed as a result of the loss
of myelin normally protecting nerve fibers.)

To be diagnosed by a doctor is the final interpretative level of falling ill, accord-
ing to Toombs. However, to receive a medical diagnosis will certainly not by itself
lead to abatement of bodily symptoms, they stay, and sometimes become worse, as
do the life world problems and existential reflections brought on by illness. What
could lead to the ease of suffering is rather medical treatment alternatives induced
by way of the diagnosis. Consequently, the four-stage temporal process of illness
suffering put in place by Toombs, with the aid of Sartre, continues to contain ele-
ments of all four stages: pre-reflective sensory experience, illness suffering, disease
pondering, and disease by way of a diagnosis received from the physician.*

4Other phenomenologists of illness have further fine-tuned Sartre’s model, see Svenaeus (2009).
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5.3 Phenomenology and the Medical Encounter

In some cases, being told a diagnosis may lead to relief when the scientific explana-
tion becomes entrenched in the experience of the ill person: it hurts and is bother-
some, but I know what it is, and it is not dangerous (arthritis). In other cases, the
diagnosis will make the suffering worse because I learn that I am suffering from a
life-threatening condition (breast cancer). The example of MS is somewhat in
between — the disease is chronic and often gets worse with time, but it may progress
slowly, and much has to do with if the patient can compensate for the symptoms and
reorganize her everyday life patterns. Diabetes is a similar example of a chronic
disease, but in this case, there is even more room for personal reflection and change
of everyday habits to influence the experience of illness and the progress of the
disease.

Doctors may play an important supportive role in this process of getting accus-
tomed to a different form of life with chronic disease and not losing hope. A lot has
to do with how the physician addresses the patient in the first encounter and if he
tries to learn about her fears and thoughts about the diagnosis in question.
Toombs writes:

A few days earlier I had fortuitously read an article in a popular magazine in the doctor’s
office which related the story of a young woman (a former beauty queen), stricken with
M.S., who was now severely disabled and confined to a wheelchair. Consequently, on hear-
ing the diagnosis, my first question was, “Will I end up in a wheelchair?” The physician
replied that unfortunately he could give me no guarantees for the future. Not unnaturally I
interpreted this response to mean that I would indeed become disabled and perhaps in the
near future (Toombs 1992: 45).

Toombs goes on to point out that if the physician had been attentive to her pre-
understanding of the illness in question, he could have “acted as an arbiter of mean-
ing — perhaps enabling the patient to modify or change an inappropriate interpretation
of the situation” (Toombs 1992: 45). This would have been very valuable for her and
could considerably have eased her suffering. But the physician in question was
mainly focused on providing accurate information about how the disease might
progress, anxious to offer any promises that could later lead to a questioning of his
scientific competence. In this way, he was not focused on her, but on the disease
process and the fear to carry responsibility. It would have been very helpful if he had
at least pointed out to her that it may be a long time before she needed to make use
such equipment, and, even more helpful, if he had asked her about why she came up
with this very question about becoming bound to a wheelchair.

In the two following chapters of the book, Toombs further examines the different
aspects of embodiment involved in the illness experiences and the attitudes formed
towards the body in the medical encounter. She also mentions the possibilities of
empathy and illness narratives to connect the two different worlds of doctor and
patient and employs the terminology of a “healing relationship” (Toombs 1992:
110). All of these three strategies will develop into major alternatives for better
health care in the 1990s and early 2000s, keywords being ‘“clinical empathy”
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(Decety 2012), “narrative medicine” (Charon 2006), and, attached to the healing
relationship, the notions of “patient-“ and “person-centered care” (Marcum
et al. 2017).

5.4 Phenomenology of Medicine
in the Contemporary Context

Phenomenology of medicine significantly expands in the English-speaking context
during the 1990s and early 2000s, and Toombs herself has edited the volume in the
Philosophy & Medicine series which is most emblematic of this development:
Handbook of Phenomenology and Medicine, containing further explorations on the
themes that she introduced in her 1992 book by no less than 24 authors (Toombs
2001). In the 2000s and 2010s we have seen a lively discussion in journals and book
volumes on phenomenology of medicine themes, not least connected to feminist
and disability studies, but also to bioethics in a broader sense (Svenaeus 2017). It is
not possible to present an overview of this many-facetted literature in a single chap-
ter, so I will instead focus on the narrower theme of the second chapter of Toombs’
book presented above: phenomenology of illness (Toombs 1992: Chap. 2). In many
ways this theme is not only the heart and core of Toombs’ book but also of phenom-
enology of medicine as such. In contrast to medical science, the phenomenology of
medicine returns to the experiences of illness endured by persons, the happenings
that make diseases worth exploring in the first place, looking for ways to cease or
ease suffering. That medical therapies are not the only thing that can make life better
for patients is yet an important reason for turning to phenomenology of illness,
much depends on how the patient lives with and interprets her bodily ailments, as
Toombs points out in her book.

A large slice of contemporary phenomenology of medicine has been devoted to
developing an account of health and illness that proceeds from the first-person per-
spective when attempting to understand the ill person in contrast to and connection
with the third-person perspective on diseases. This first-person perspective includes
what we may call a second-person perspective — that is, the perspective of the
health-care practitioner meeting with the patient in attempting to understand and
heal. Roughly, it is possible to discern two contemporary proposals for how to con-
ceptualize health and illness in the literature following Toombs’ 1992 book: the one
proceeding mainly from the philosophy of Maurice Merleau-Ponty with Drew
Leder (2016, 2024) and Havi Carel (2008, 2016) as main proponents, and the one
proceeding from Martin Heidegger with Kevin Aho (2008, 2018), and Fredrik
Svenaeus (2017, 2022) as main advocates.

The essential idea of the first proposal is that illness consists in an appearance of
the own-body as conspicuous, obtrusive, or obstinate in the activities of the afflicted
person, much in line with Toombs’ observations. This is not a question regarding
maladies present in the physical body of the person — the body as it appears from the
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third-person perspective of medical science. Every human experience is embodied
and from the phenomenological perspective this means that the body is a person’s
point of view and way of experiencing and understanding every part and thing of the
world (Merleau-Ponty 2012). Not only can I experience my own body as an object
of my experience — when I feel it or touch it or look at it in the mirror — but the body
is also that which makes a person’s experiences possible in the first place. The lived
body (in contrast to the physical body) is an intentional arc — a body schema — that
makes it possible for me to exist in space and time and experience a world shared
with other persons (Gallagher 2005; Slatman 2014).

The second proposal acknowledges this pivotal role of the lived body in falling
ill, but emphasizes that illness amounts to finding oneself in an alienating mood that
involves the whole world of the suffering person (Heidegger 1996; Ratcliffe 2008).
The difference between the two proposals is mainly one of emphasis and terminol-
ogy, since the version found in Leder and Carel certainly also involves the life-
world matters and existential themes present in Aho and Svenaeus. We should also
mention here the English translation of a collection of essays by Hans-Georg
Gadamer with the title The Enigma of Health (1996). Gadamer’s approach to health
in this volume immediately attracted quite a few readers in the fields of philosophy
of medicine and medical ethics — because of his fame and standing in the continen-
tal tradition of philosophy — and have been important for Aho and Svenaeus in
developing more substantial health theories on Heideggerian ground. The essays by
Gadamer were originally published or presented as talks in the 1970s and 1980s, but
in the German speaking context of phenomenology of medicine and psychiatry,
which, as mentioned above, has attracted very little attention in the English-
speaking world.

As Toombs’ analysis makes clear, the phenomenon of illness is far more concrete
and easier to get hold of than the phenomenon of health. When we are ill, life is
often penetrated by feelings of confusion, helplessness, pain, nausea, fear, dizzi-
ness, fatigue, or difficulties to breath or move one’s body. Health, in contrast, effaces
itself in an enigmatic way. It seems to be the absence of every such feeling of illness,
the state or process which we are in when everything is flowing smoothly, running
the usual way without hindrance. But is illness our only possibility for phenomeno-
logical analysis? Cannot health itself be explicated phenomenologically?® Gadamer,
in the book mentioned above, The Enigma of Health, takes this to be the case:

So what possibilities do we really have when it comes to the question of health? Without
doubt it is part of our nature as living beings that the conscious awareness of health conceals
itself. Despite its hidden character, health nonetheless manifests itself in a kind of feeling of
well-being. It shows itself above all where such a feeling of well-being means that we are
open to new things, ready to embark on new enterprises and, forgetful of ourselves, scarcely

3The phenomenological theory of health and illness which is presented below is spelled out in a
more complete manner in my study from 2000: The Hermeneutics of Medicine and the
Phenomenology of Health: Steps towards a Philosophy of Medical Practice, which has recently
been published in a revised and updated version (Svenaeus 2022).
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notice the demands and strains which are put upon us. This is what health is (Gadamer
1996: 112, translation altered).

In spite of its character of enigmatic withdrawal, Gadamer consequently sees a pos-
sibility of conceptualizing health itself. Unfortunately, he does not provide us with
this phenomenological theory of health in his book. What he does give us are some
ingenious, albeit unsystematized, hints concerning how we should look upon the
phenomenon:

Health is not a condition that one introspectively feels in oneself. Rather it is a condition of
being-there, of being-in-the-world, of being-together-with-other-people, of being taken in
by an active and rewarding engagement with the things that matters in life. . . . It is the
rhythm of life, a permanent process in which equilibrium re-establishes itself. This is some-
thing known to us all. Think of the processes of breathing, digesting, and sleeping for
example (Gadamer 1996: 113, translation altered).

The terms that Gadamer uses to characterize health in the quotation — “being-there”,
”being-in-the-world”, “being-with-people”, “to be busy with projects in life” — indi-
cate that health is something we live through rather than rowards.® As we will see,
Gadamer’s terminology here is inherited from Heidegger. Illness is obviously an
obstruction to health and its transparency; everything that goes on without us paying
explicit attention to it when we are healthy — walking, thinking, talking — now offers
resistance. The ways of the body, our thinking, the whole world, everything is now
“out of tune,” coloured by feelings of pain, weakness, and helplessness, like in the

case of Toombs’ falling ill with MS mentioned above.

5.5 Heidegger’s Phenomenology

One obvious shortcoming in Husserl’s philosophy — which is Toombs’ major source
of inspiration — is the absence of a phenomenology of feelings for describing the
structure of perceptions, actions and thoughts in the life of an ill person. The “attun-
ement” of the self in its “being-in-the-world” is vital for the understanding of health
and illness, and this terminology descends from Heidegger rather than from Husserl.
Heidegger, in his main work Being and Time (1996), significantly widened the
domains of phenomenology. Husserl was mainly concerned with epistemology —
the theory of knowledge, with an emphasis on the theory of science; whereas
Heidegger rather focused the everyday world of being and understanding. His phe-
nomenology is accordingly what he calls a “fundamental ontology” — investigating
different modes of what it means to be, rather than what it means to know.

The “being-in-the-world,” the “worldliness” of human persons, is conceptual-
ized by Heidegger by stressing several different aspects of this process. Since the

®The hyphens indicate that human beings and the world are thought as a unity and not as subjects
and objects. The world is not something external to, but is constitutive for the mode of being of
persons.
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aspects belong to the only creatures that truly exists, human beings, and not to
things, they are called “existentials”. Human beings exist: that is, they have a rela-
tion to their own being, and they are open to the world as a possibility for them-
selves. This openness to the world is a pattern not only of action, but also of thinking,
feeling, and talking. The three important existentials which Heidegger names in
Being and Time are “understanding,” “attunement,” and “discourse”. These three
existentials are thought of as intertwined; they always work together, inseparably, as
an attuned, articulated understanding situated in the world. The choice of under-
standing instead of cognition makes a relation to action possible. Understanding can
include the active and incarnated sides of human life; and so can the concepts of
attunement and discourse.

To the existence of human beings also belongs an aspect that has not yet reached,
and perhaps never will reach, an articulated understanding. This is the territory of
feelings. With the aid of Heidegger, it is possible to see how feelings are one aspect
of our way of giving meaning to phenomena when we act, think, and speak in the
world. Our grasping of a phenomenon is a part of the ongoing, living activity in the
world that Heidegger refers to as understanding. But the understanding must always
be attuned in order to be meaningful: “Every understanding has its mood. Every
attunement understands” (1996: 309). Heidegger thus gives feelings, primarily in
the form of moods, an important function and position in his philosophy. Moods
open up the world to human beings in a precognitive way: “Mood has always
already disclosed being-in-the-world as a whole and first makes possible directing
oneself toward something” (1996: 129, italics in original). We find ourselves already
present into the world as attuned (in some type of mood), and these moods are the
primary and unarticulated form of being concerned through which we can accom-
modate ourselves in the meaning-structures of the world.

Attunement cannot simply be equated with different feelings as they are studied
by the psychologist. Psychology is what Heidegger refers to as an ontic science; it
studies the mental states of subjects. Heidegger’s fundamental ontology — like
Husserl’s phenomenology — is developed in order to provide a ground for every
such ontic science — psychology as well as biology. Moods form the way we under-
stand and articulate the phenomena in the world, and also, ultimately, the way we
understand ourselves and other persons. Things in the world matter to human beings
because they are part of a totality of relevance — a cultural tradition — and this “mat-
tering to” is attuned, it feels in a certain way. Certain moods are indeed the prereq-
uisite for reaching what Heidegger calls an authentic understanding (1996: 172).

5.6 Homelike Versus Unhomelike Being-in-the-World

Back to the phenomenology of health and illness. Heidegger never wrote anything
substantial about the subject. There is no analysis of the structures of the healthy
versus the ill existence in Being and Time. Although a whole chapter in the second
division of the book is devoted to an analysis of the meaning of death, Heidegger
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never links his ontological interpretation of death as the finitude of human existence
to an analysis of the meaning of illness. He makes clear that the existential interpre-
tation of death is prior to any biology or ontology of life, but he also mentions that
the medical and biological inquiry into life and dying could be of importance in the
analysis of the meaning-structure of human existence (Heidegger 1996: 229). The
relation between biology and phenomenology is not further discussed, however, nor
is a phenomenology of health and illness developed in the book (or in other books
by Heidegger).

It is tempting to interpret the opposition of authenticity and inauthenticity in
Heidegger’s philosophy as a difference between health and illness, at least when one
considers mental health or the “health” of a culture; and some philosophers inspired
by Heidegger and Nietzsche have done so (Boss 1979; Welsh 2016). But this is not
really an attractive option, at least not if one intends to preserve the normal, every-
day meanings of the terms “healthy” and “ill”. Authenticity and inauthenticity in
Heidegger’s phenomenology are two different modes of understanding. These are
the counterparts to Husserl’s two different modes of attention: the phenomenologi-
cal attitude and the natural attitude to life.

However, the authentic, philosophical understanding — which in Being and Time
is reached in the moment of anxiety — would obviously not always be identical with
a healthy being-in-the-world (Heidegger 1996: 177). The phenomenologist could
be temporarily ill, but still have an authentic understanding, or she could indeed
reach it while (or even through) being ill. Also, the phenomenologist would indeed
always have to return to the inauthentic understanding of her daily life, since it pro-
vides the necessary background for philosophical reflection, by being precisely that
which is thereby explored as a pattern of meaning. It would therefore be rather
strange to regard every human being living in an inauthentic mood of understanding
as ill. In Being and Time Heidegger associates the term “the they” with a certain
form of everyday existence lacking genuine selfhood and reflection (1996: 118); but
though there is certainly some contempt in Heidegger’s description of modern pub-
lic life, he did not mean to suggest that all human beings who never reach authentic
understanding are ill.

Despite the shortcomings of the attempts to identify health with authentic exis-
tence, it will be instructive here to go back to the account Heidegger gives of exis-
tential anxiety in Being and Time:

In anxiety one has an “uncanny” feeling. Here the peculiar indefiniteness of that which
Dasein (human being) finds itself involved in with anxiety initially finds expression: the
nothing and nowhere. But uncanniness means at the same time a not-being-at-home. In our
first phenomenal indication of the fundamental constitution of Dasein (human being) and
the clarification of the existential meaning of being-in in contradistinction to the categorical
signification of “insideness”, being-in was defined as dwelling with . . ., being familiar with
... (1996, p. 176, my additions in parentheses).

What authentic anxiety makes evident is essentially the same phenomenon that is
brought to attention, not in healthy, but in ill forms of life — the not being at home in
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the world. Unhomelikeness’ — which is taken to an extreme in the authentic mood,
is, also in our everyday modes of being-in-the-world, a basic aspect of our exis-
tence; but there it is hidden by a dominating being at home in the world and is
therefore covered up (Heidegger 1996: 256).

The being-at-home of human being-there — “dwelling with, being familiar
with” — is consequently, at the same time, a being not quite at home in this world.
The familiarity of our lifeworld — the world of human actions, projects, and com-
munication — is always also pervaded by a homelessness: this is my world but at the
same time I do not fully know it or control it. I will return to this alien nature of the
world shortly in discussing illness and the body, a theme that is central to the com-
plementary health and illness approach mentioned above: the tradition proceeding
from Merleau-Ponty (Carel 2008; Leder 1990).

Health, in this Heideggerian spirit, is consequently to be understood as a being at
home that keeps the not being at home in the world from becoming apparent. The
not being at home, which is a basic and necessary condition of human existence,
related to our finitude and dependence upon others, is, in illness, brought to atten-
tion and transformed into a pervasive homelessness. One of two a priori structures
of existence — not being at home and being at home — wins out over the other:
unhomelikeness takes control of our being-in-the-world. The basic alienness of my
being-in-the-world, which in health is always in the process of receding into the
background, breaks forth in illness to pervade existence (Svenaeus 2022: Chaps.
2 and 3).

5.7 Attunement and Balance

The attunement of our lives consequently is the phenomenon to focus upon, when
trying to get hold of the difference between healthy and ill ways of being-in-the-
world. To be healthy or ill is, however, certainly not identical with just having a
good or a bad feeling. As pointed out, attunement is not the quality of a thing — of
an isolated human subject — but rather a being delivered to the world, a finding one-
self in the meaning-patterns of the world while engaged in activities. Recall the
quotation from Gadamer I gave above:

Health is not a condition that one introspectively feels in oneself. Rather it is a condition of
being-there, of being-in-the-world, of being-together-with-other-people, of being taken in
by an active and rewarding engagement with the things that matters in life. . . . It is the
rhythm of life, a permanent process in which equilibrium re-establishes itself (Gadamer
1996: 113, translation altered).

"The double meaning of the German word “unheimlich” — it means both “uncanny” and “unhome-
like” (‘unheimisch’) — cannot be translated directly into English. For the etymology of the word
“unheimlich” and the relation between the phenomenon of Unheimlichkeit and mental illness, see
Freud (1925); and Trigg (2014).
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We now recognize Gadamer’s terms as derived from the phenomenology of Being
and Time, and we are able to understand this healthy, rhythmic being-in-the-world
as a form of attunement, which is certainly not a state that one feels in oneself, but
which nevertheless has a “tune,” a feeling component to it.

Citing another passage from Gadamer’s book, I pointed out that the phenomenon
of illness appears to be easier to get hold of than the phenomenon of health. When
we are healthy everything “flows,” the mood we find ourselves in does not make
itself heard or seen. It could possibly be felt as a certain form of rhythm in our
being-in-the-world connected to time and to the way we are incarnated — to our
breathing and to the beating of our hearts. It should not, however, be confused with
other positive moods like well-being or happiness. Such moods also colour our
understanding, but in a much more obvious and manifest way than health does.
Health is rather a non-apparent attunement, a rhythmic, balancing mood that sup-
ports our understanding in a homelike way without calling for our attention.

The homelikeness of health can in this case not be a balance between two (or
several) entities (like in homeostatic health theory). The “balance of health” must
phenomenologically refer to the way persons find their place in the world as a mean-
ing pattern — a being-in-the-world. Health is thus not a question of a passive state
but rather of an active process — a balancing. As an illuminating comparative exam-
ple in exploring balance and its relation to health, we will therefore choose a human
activity, namely the everyday activity of riding a bicycle.

The healthy mood — the healthy attuned understanding — is always in the process
of receding, since it is a mood of homelikeness. In the same way as you do not think
of your homelike being-in-the-world when you are healthy, you do not think of your
physical balance when you are riding a bicycle. These moods are similar in this
respect, though the first one is more complex, since it is not only an attunement of
one activity (bicycling), but of one’s entire being-in-the-world. Both are, however,
unobtrusive attunements, supporting our action and understanding.

If you fall off the bicycle or get ill, however, you will notice. When your balance
is challenged — when you ride over a stone, for example — you will make efforts to
regain your balance in order not to fall down, but eventually will not succeed and
will fall over. The moods of illness, in contrast to healthy attunement, seem to mani-
fest themselves in obtrusive ways, colouring our whole existence and understand-
ing. This is not always an immediate experience — like falling down from a
bicycle — but sometimes a gradual process, during which, however, in the same way
as in the example of riding a bicycle, one strives constantly to “stay upright,” to keep
one’s balance, but finally has to give in to illness, as in the examples offered by
Toombs of MS and other gradually appearing chronic illnesses, such as diabe-
tes (1992).
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5.8 The Lived Body and the Broken Tool

Authentic anxiety as Heidegger envisages it in Being and Time bears resemblance
to the unhomelike attunement of illness, which we have focused on above. The
unhomelike attunement of the ill existence would, in contrast to the attunement of
authenticity, be relatively long lasting (depending upon being curable or not). It
could, however, in a similar way to authentic attunement, in some cases, offer new
perspectives on the worldliness of human being.

Certainly not every breakdown in the ongoing activity of being-in-the-world is
equivalent to what is experienced in existential anxiety and similarly unhomelike in
character. Heidegger’s famous example of a limited disruption in Being and Time is
the broken hammer (1996: 65). While engaged in building a house, we do not, in the
act of hammering, explicitly focus our attention upon the hammer in an intentional
way. We are absorbed in the activity. Suddenly, the head of the hammer flies off, and
the tool can no longer be used for striking nails. The activity is now interrupted, and
we are forced to focus upon the hammer, to become conscious of it as a broken tool
which must be repaired or replaced, if we are to be able to go on building the house.

Heidegger’s point here is that through breakdowns in the activity, it becomes
possible to grasp the hammer as a piece of equipment — a tool — and not just as a
thing (1996: 68). Similar to authentic understanding, certain breakdowns of activity
(which, of course, must also be attuned but not necessarily in the mood of anxiety)
make it possible to explicate parts of the world-structure as tools. That is, the mean-
ing of the hammer is not revealed if we study it separately as a physical thing with
certain qualities — blackness, heaviness, a certain shape and so on — but rather it
must be placed in the context of the world as a meaning-structure for human beings.

Heidegger in Being and Time neglects to highlight the part played by the body in
activity and understanding. He never extensively discusses the body as a set of tools
or part of the meaning-structure of the world (Aho 2009; Leder 1990: 83-84). There
is no valid argument, however, for restricting the concept of tool as it is used in
Being and Time to things outside the human body. To place the limit of the meaning-
patterns of the world at the surface of the biological organism would be to proceed
from a third-person perspective, and not from the phenomenological point of view
which Heidegger adopts in this work. Once the positions of dualism and reduction-
ism have been given up in the phenomenological attitude they cannot be brought in
again in order to draw a line between the hammer and the hand in the phenomeno-
logical analysis. If the hammer and not the hand can be said to constitute a tool in
the phenomenological sense, this line of demarcation must be drawn from the phe-
nomenological position.

If the hand instead of the hammer breaks, the activity will likewise come to an
end. The hand consequently is also a sort of tool for activity and understanding
constituting a nodal point in the meaning-pattern of the world. The hand, like the
hammer, can be repaired or maybe even replaced by a prosthesis that would ade-
quately perform the functions of a hand. But the situation of the broken hand is also
different from the situation of the broken hammer since it is very differently attuned.
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The confusion and annoyance of the broken hammer can hardly be compared to the
pain we experience when having broken the wrist.®

The hand and the hammer are therefore rightly regarded as different forms of
tools; but the line of demarcation cannot be drawn with reference to the surface of
the biological organism. It is rather determined through an appeal to the importance
the tool plays in the totality of relevance for the human being in question. If the tool
belongs to the region we would identify with the self rather than the world in the
person’s being-in-the-world, then it would consequently be more likely to result in
illness if broken. The lived body would, in any case, just like language, form a vital
part of our transcendence into the world. It would indeed seem appropriate to accord
the lived body the status of being the fourth major existential of our being-in-the-
world, alongside the understanding, attunement and language in Heidegger’s con-
ceptual apparatus. As Merleau-Ponty writes, the body “understands” and “inhabits”
the world (2012: 139-148). Illness would mean an unhomelikeness of this structure
of being-in, which can be thematized as a peculiar kind of attunement, as a failure
in transcendence, or as a breakdown in the tool-structure related to the self.

Richard Zaner in The Context of Self investigates different ways in which the
body announces itself as uncanny in illness (1981: 48-55). This book is an early
classic in English speaking medical phenomenology and an important source of
inspiration for Toombs (and myself). My body is not just a tool that I use or a dwell-
ing I live in (this is the basic mistake of dualism) — it is me (failing to recognize the
significance of this “mineness” is the basic mistake of reductionism). I am my own
body. Yet this body, as Zaner remarks, also has a life of its own. As we have come to
realize through our reading of Heidegger, I belong to the world just as much as the
world belongs to me. In the same way I also belong to my body:

If there is a sense in which my own-body is “intimately mine,” there is furthermore, an
equally decisive sense in which I belong to it — in which I am at its disposal or mercy, if you
will. My body, like the world in which I live, has its own nature, functions, structures, and
biological conditions; since it embodies me, I thus experience myself as implicated by my
body and these various conditions, functions, etc. I am exposed to whatever can influence,
threaten, inhibit, alter, or benefit my biological organism. Under certain conditions, it can
fail me (more or less), not be capable of fulfilling my wants or desires, or even thoughts,
forcing me to turn away from what I may want to do and attend to my own body: because
of fatigue, hunger, thirst, disease, injury, pain, or even itches, I am forced at times to tend
and attend to it, regardless, it may be, of what may well seem more urgent at the moment
(Zaner 1981: 52).

The body is an alien, yet, at the same time, myself. It involves biological processes
beyond my control, but these processes still belong to me as lived by me. The body
seems to be the very form of finitude, in the sense of referring to our being born as
well as our having to die. Illness is an uncanny and unhomelike experience since the
otherness of the body then presents itself in an obtrusive, merciless way. The behav-
ior of the body in illness is often no longer under the person’s full control. It refuses

8For a survey and critical discussion of the different characterizations and theories of pain found
in the phenomenological tradition, see Svenaeus (2020).
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to obey the wishes of the ill person — when she becomes unable to move around in
the way typical for healthy being-in-the-world. And the emptying of bowel and
bladder may take place without the ill person being able to regulate it.

Of course, the body has a life of its own even in health — certain needs must be
satisfied; but the inconvenience, experienced in health, of urgently having to heed
the call of nature, is very different from the inconvenience of urinating or defecating
without noticing it until it is too late. The change in outer appearance and the loss of
mastery over one’s own body, which take place in many cases of illness, can in
themselves be stigmatizing and lead to problems in the relationship with other peo-
ple, which is an important theme in the study by Toombs presented above 1992:
Chap. 4).

5.9 Conclusion

The phenomenological focus upon health and illness, as aspects of our embodied
being-in-the-world, is intended to form, not an alternative, but rather a complement
to a biomedical science of diseases. Doctors and other medical professionals are
indeed very interested in diseases in attempting to heal patients and for very good
reasons. What the phenomenologists criticize are a too narrow approach to the goal
of clinical practice and not biomedical science itself. Given that the goal of the clini-
cal encounter is to restore lost health, the biomedical image of health — absence of
diseases — would tend to make medicine identical with applied biology. But this is
neither what medicine is or what it ought to be. Medicine is a meeting between two
persons and an interpretation of the ill person’s being-in-the-world, with the aim of
restoring a life that has turned unhomelike. To find diseases and to cure or mitigate
them form significant parts of this activity, but the activity includes much more
than that.

The point of phenomenological approaches to medicine is to give a general char-
acteristic of health and illness and provide a vocabulary with the aid of which one
can talk about different illnesses and different ill persons and, in each case, be able
to understand why and how this person is ill. However, this does not mean that all
phenomenology can give us is good descriptions of what different individuals expe-
rience. The phenomenological description aims at uncovering necessary features of
the meaning-patterns structuring our life. What breaks down in illness are precisely
the meaning-patterns of being-in-the-world, the way we inhabit the world through
our attuned, understanding activities. The unhomelikeness of illness is consequently
a certain form of senselessness, an attunement of, for instance, disorientedness,
helplessness, resistance, and despair. To understand this predicament and find ways
of making life less unhomelike for ill persons is the mission of health-care practitio-
ners. Clinical empathy, illness stories and person-centred approaches to the patient’s
suffering — Toombs’ signposts — are still feasible roads forwards in this domain, but
they should be anchored in a phenomenological understanding of the “healing rela-
tionship” (Toombs 1992: 110).
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Chapter 6 ®
Does the Philosophy of Medicine Exist: e
A Reappraisal

Seren Holm

6.1 Introduction

In 1992 Arthur Caplan published a paper arguing that the philosophy of medicine
did not exist as a field of inquiry. He summarized his argument as follows:

In order to constitute a field, an inquiry must be well-integrated with other cognate inquiries
and disciplines, have an established canon of key books, textbooks, anthologies and arti-
cles, and a set of distinctive and defining problems. The philosophy of medicine as it cur-
rently exists fails to satisfy these criteria and, thus, fails to exist as a field of inquiry.

Caplan lamented the non-existence of the philosophy of medicine as a field of
inquiry since many of the discussion in medical ethics/bioethics rely on contested
concepts foundation to medical research and practice that need analysis. He also
acknowledged that although there is no ‘philosophy of medicine’, there is consider-
able scholarly activity that can be described correctly as ‘philosophy and medi-
cine’. Philosophy & Medicine is also the name of the book series in which this
chapter is published, and which I co-edit. The question raised by Caplan in the title
of his paper, a title which I have partly re-used for this chapter, can in the context of
the book series be reformulated to: (1) Has Philosophy & Medicine ever published
any ‘philosophy of medicine’, and if so (2) does Philosophy & Medicine constitute
part of the canon of ‘philosophy of medicine’?

In this chapter I will argue that Caplan’s conclusion is wrong. That is, I will argue
that there is a field of inquiry which can properly be denoted as ‘philosophy of
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medicine’.! T will first present Caplan’s argument in more detail and elucidate and
criticise some of the key assumptions and stipulations that he makes. I will then
show that philosophy of medicine does have an established canon and a set of dis-
tinctive and defining problems, and that it engages appropriately with other cognate
inquiries and disciplines. Caplan’s analyses and claim of the non-existence of phi-
losophy of medicine was already critiqued immediately following the publication of
the 1992 paper, and I will build on and extend that critique (Wulff 1992; Velanovich
1994; Pellegrino 1998). I believe, but will not argue directly for the view that
Caplan’s conclusion was already unwarranted in 1992, which co-incidentally is the
year I started my PhD studies at ‘Afdeling for medicinsk videnskabsteori’,” at the
University of Copenhagen.

Some may take the argument in this chapter to be superfluous, since the exis-
tence of philosophy of medicine is now much more generally accepted. There is a
Stanford Encyclopedia of Philosophy entry for ‘Philosophy of Medicine’ claiming
in direct response to Caplan that:

.. as there are now dedicated journals and professional organizations, a relatively well-
established canon of scholarly literature, and distinctive questions and problems, it is defen-
sible to claim that philosophy of medicine has now established itself.

And there is a two volume ‘Handbook of the Philosophy of Medicine’ published by
Springer, with 68 chapters of which Caplan himself has authored one on the topic of
“How Can Aging Be Thought of as Anything Other Than a Disease?” (Schramme
and Edwards 2017; Caplan 2017)

I nevertheless think that a re-evaluation of Caplan’s arguments is appropriate
since philosophy of medicine, if it exists, is always at risk of being amalgamated
into and subsumed by one of the larger adjoining fields of inquiry, e.g. bioethics,
medical humanities, or science and technology studies. A better understanding of
the mode of existence of philosophy of medicine might therefore be useful in order
to delimit the field more precisely.

There is an interesting question about the relationship between medical ethics/
bioethics and philosophy of medicine. Medical ethics is clearly a philosophical
engagement with important aspects of medicine, including both medical research
and medical practices, and it is probably best described as a particular sub-field of
practical moral philosophy (Bennett et al. 2002). It could therefore, without contra-
diction be seen as a part of philosophy of medicine. If medical ethics/bioethics was
seen as a part of philosophy of medicine Caplan’s worries about integration, canon,
and distinctive and defining problems would presumably be alleviated, since at least
the largest sub-field of philosophy of medicine would then fulfil the Caplan criteria
to a reasonable degree. We might still have concerns about integration with the most
recent developments in moral philosophy or about the quality of the canon, but there
would undoubtedly be both some integration and a canon. We might also have the
kind of concerns raised by Henk ten Have and William Stempsey among many oth-
ers that medical ethics activity is displacing all other activities in the philosophy of
medicine (ten Have 1997; Stempsey 2007).

'T will from here on drop the quotation marks, unless required by the context.
2Literal translation ‘Section for theory of medical science’.
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In this chapter I will accept Caplan’s view that medical ethics/bioethics is not
part of the philosophy of medicine proper, although his argument for this position is
not very convincing. Caplan argues rightly that analysis of moral and legal issues is
different from analysis of logic, methods and conceptual foundations (Caplan
1992). But, this only shows that medical ethics/bioethics falls outside of philosophy
of medicine, if we have already decided by stipulation that philosophy of medicine
is about the latter set of questions, only. In this chapter I also accept Caplan’s view
that medical humanities is a separate field, although again there is an interesting
question about the position of the philosophical aesthetics of medicine.

6.2 Caplan’s Argument Further Explicated

The existence of the philosophy of medicine as a field is plausibly an ontological
question (Caplan 1992, p. 68), but it is clearly a question about social ontology.
Academic or scholarly fields do not exist and are not classified as natural kinds.
They come into and go out of existence through complex social processes. Some
parts of philosophy and what we now recognise as the field of psychology were, for
instance once united in the field of natural philosophy, but are now completely dis-
tinct fields. As William Stempsey points out:

How a discipline is delineated is often largely a question of pragmatic usefulness rather than
any reflection of fundamental ontological realities. (Stempsey 2004, p. 247)

In the section “What is a field?” in his paper Caplan provides a more extended
account of the three criteria mentioned above, i.e. integration, canon, and distinctive
and defining problems.

In relation to integration he argues that philosophy of medicine “is not well inte-
grated with the rest of either philosophy or medicine” and that only few philoso-
phers and few doctors know or are aware of the work in philosophy of medicine
(Caplan 1992, p. 72). He therefore describes philosophy of medicine as “an intel-
lectual island”. In relation to the canon he writes that “fields in the humanities must
have a paradigmatic or exemplary core” (Caplan 1992, p. 73) and that a reliable test
of the existence of such a canonical core is “whether or not disputes rage about the
composition of the canon”. Finally he identifies key, defining puzzles in the philoso-
phy of biology and argues that in comparison philosophy of medicine has only a few
defining problems, before claiming that there is actually only one real contender for
a defining problem, namely “the debate about the meaning of the concepts of
‘health’ and ‘disease’” (Caplan 1992, p. 73).

In the following I will first analyse whether philosophy of medicine has a core set
of defining problems, then move on to the existence of a canon, and finally investi-
gate the issue of integration with cognate fields.
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6.3 The Core Areas of Inquiry

Does philosophy of medicine have core areas of inquiry or problems that are dis-
tinctive and definitive for the field? In their article in the Stanford Encyclopedia of
Philosophy Reiss and Ankeny identify 12 core debates in the field:

1. “How Should We Define Health and Disease?

2. Contested and Controversial Disease Categories

3. Theories, Causes, and Explanations in Medicine

4. Reductionism and Holism in Medicine

5. Randomized Controlled Trials and Evidence-Based Medicine

6. Animal Models

7. Observational Studies and Case Reports

8. Diagnosis

9. Clinician Judgement and the Role of Expertise

10. How Are Collective Expert Judgments Made in Medicine?

11. Values in Medical Research

12. Measuring Medical Outcomes” (Reiss and Ankeny 2022, original publication
date 2016)

This listing is, however not exhaustive and may be skewed towards issues where
philosophy of medicine interacts with philosophy of science. We should as a mini-
mum add three other core issues to the list: the philosophical phenomenology of
health and illness, the analysis of the meaning of suffering, and the question of
whether medicine has a set of internal goals (and what they are). For each of these
additions there is both an active research literature, a canon, and important links to
philosophy in general.

The prominence of each core topic in the overall panorama of the philosophy of
medicine vaxes and vanes over time, and some topics may eventually be passed on
to other fields in whole or in part, as has happened to some degree with the study of
clinical decision-making. Some of the core topics are also core in other fields. If we
for instance conceptualise a three circle Venn diagram between philosophy of medi-
cine, philosophy of psychiatry,> and philosophy of psychology there will be very
considerable overlaps in core topics of inquiry, although each field may have its own
inflection in how a topic is analysed and discussed.

The precise delineation of distinctive and definining issues depend on whether
we take a narrow or a broad view on the scope and limits of the field (Stempsey
2004). Some argue that the proper scope of philosophy of medicine is narrow, and
that it has to be distinguished from other activities that also involve an interaction
between philosophy and medicine. Edmund Pellegrino and David Thomasma for
instance distinguishes philosoph of medicine from philosophy and medicine, and
philosophy in medicine (Pellegrino and Thomasma 1981). Philosophy and

3For the moment bracketing the issue of whether philosophy of psychiatry is a field in itself, or a
sub-field of philosophy of medicine.
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medicine concerns itself with problems that both areas of inquiry share, but each
contributes its own distinctive input and the inquiries are not integrated but proceed
on parallel tracks. Philosophy in medicine is the application of the tools of philoso-
phy to a medical problem, including problems in the medical sciences. Finally, phi-
losophy of medicine is the field providing philosophical analysis of the conceptual
foundations of clinical medical practice, only. Its scope is exclusively those phe-
nomena that are “peculiar to the human encounter with health, illness, disease,
death, and the desire for prevention and healing” (Pellegrino 1998, p. 327). On this
narrow conception many of the items listed on Reiss and Ankeny’s list, e.g.
‘Randomized controlled trials and evidence-based medicine’ or ‘Animal models’,
would fall outside of the scope of philosophy of medicine.

A broad view of the scope of philosophy of medicine includes philosophical
analyses of the scientific basis of medicine and the practices of medical scientists,
as well as analyses of clinical medical practice. That is, it includes the field of phi-
losophy in medicine as defined by Pellegrino and Thomasma within the philosophy
of medicine (Stempsey 2004). The broad view is also much less prescriptive a pri-
ori. We can’t necessarily decide in advance whether or not a philosophical analysis
of a particular question is within or outside the scope of philosophy of medicine.
That may to some extent depend on whether the analysis actually illuminates or
explicates an issue in medicine, or whether the analysis primarily uses a medical
example to illuminate or explicate an issue in philosophy. There are many reasons
to prefer the broad view of the scope of philosophy of medicine. First, it is congru-
ent with the self-understanding of most of the people working in the field, e.g. in
relation to analysis of issues peculiar to the medical sciences or peculiar to evidence
based medicine. Most philosophers of medicine would accept those areas as part of
the core of the field, even if it is not the areas they themselves work in (Stempsey
2008). Second, a stipulation that the field is limited to the analysis of phenomena
“peculiar to the human encounter with...” also seems to restrictive. In relation to an
analysis of the concepts of health and disease there must be a question about whether
these concepts have general scope across all or a sub-class of biological organisms,
or whether restricted in some way to humans, and answering that question again
seems to fall within the core of philosophy of medicine. Philosophy of medicine is
not identical to philosophy of biology, but the overlapping areas of interests between
these two fields should not be excluded from one of them by stipulation.

6.4 The Canon

Is there an established canon of key works in the philosophy of medicine? A quick,
but perhaps slightly facetious answer is again to point to Reiss and Ankeny’s ency-
clopedia entry. For each of the 12 core debates they identify, they also identify the
papers or books that are today seen as initiating the debate, and a raft of later papers
clarifying, criticising, extending etc. the analysis and conclusions provided in the
early works. This looks very much what one would expect to find if there is a canon
that is recognised and forms the basis for further work in the field.
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An even quicker way it to ask ChatGPT to identify the 10 most important books
in the philosophy of medicine, which it is happy to do with the claim that “These
texts provide a solid foundation for exploring the philosophical dimensions of medi-
cine, touching on ethics, epistemology, and the nature of illness and healing”
(Fig. 6.1). Unfortunately, a perusal of the list produced shows that some of the
details provided are examples of large language model hallucinations, and that the
list is therefore unreliable.

More seriously, it is, in fact relatively easy to identify key early works that are
still cited in and seen as central to discussions of the core areas of inquiry. Some of
these are identified in relation to the concepts of health, illness, and disease in the
contributions by Bjgrn Hofmann and Mary Ann Cutter to this volume, and others in
the contribution by Fredrik Svenaeus on the phenomenology of health and illness.
There are also many examples in the literature where explicit claims are made about
canonical status of a particular work or body of work. Here it should suffice to quote
one to establish that there is a recognised canon from the internal perspective of
those engaged in philosophy of medicine. In an introduction to a symposium on
Christopher Boorse’s work Thomas Schramme writes:

Similarly to what Robert Nozick once said about John Rawls’s work, it can be demanded
that philosophers of medicine must now either work within Boorse’s theory or explain why
not. It is simply the main contender in the so-called naturalist camp of contributions to the
theory of disease (Schramme 2014, p. 565)

There are a number of recognised core journals in the field. All of these publish
work on philosophy of medicine, as well as work on medical ethics, but they are
clearly distinguishable from on the one hand journals that publish medical ethics
and bioethics work only, and on the other hand journals that publish philosophy of
science or science and technology studies across a broader, or the whole spectrum
of sciences. Among the core journals in philosophy and medicine are Theoretical
Medicine & Bioethics (published since 1979, originally as Theoretical Medicine),
the Journal of Medicine and Philosophy (published since 1975), and Medicine,
Health Care and Philosophy (the official journal of the European Society for
Philosophy of Medicine and Health Care, published since 1997).

The number of relevant and active book series is too large to enumerate but
Philosophy & Medicine clearly falls within the category of core book series defin-
ing the contours of the field. The series has published works on philosophy of medi-
cine throughout its 50 years of existence. The first volume published in the
Philosophy & Medicine series in 1975 was on ‘Evaluation and Explanation in the
Biomedical Sciences’ and one of the books published in 2024 is on ‘A Pragmatic
Approach to Conceptualization of Health and Disease’ (Engelhardt and Spicker
1975; Schermer and Binney 2024). The two editions of the definitive ‘Handbook of
Analytic Philosophy of Medicine’ were also published in Philosophy & Medicine
(Sadegh-Zadeh 2015).

In a 2008 paper William Stempsey provided a content analysis of the papers and
books published in Theoretical Medicine and Bioethics, the Journal of Medicine
and Philosophy, and Philosophy & Medicine between 1997-2006. He found that of
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ChatGPT 40 mini — 07.10.2024 Reproduced verbatim with uncorrected ChatGPT
hallucinations

You said:
What are the 10 most important books in philosophy of medicine?

ChatGPT said:

The philosophy of medicine explores fundamental questions about health, illness, and the
practice of medicine. Here are ten influential books that have shaped this field:

"The Structure of Scientific Revolutions"” by Thomas S. Kuhn

Explores how scientific paradigms shift, relevant to understanding changes in medical
practices and theories.

"The Philosophy of Medicine: A New Perspective on the Science of Healing" by
Harold E.Himmelfarb

Discusses the interplay between medical science and philosophical thought.

"Medical Ethics: A Very Short Introduction” by Tony Hope

Provides an overview of key ethical issues in medicine, blending philosophy with practical
implications.

"The Nature of Medical Evidence" by H. K. S. Ashworth

Examines the epistemological aspects of evidence in medicine, including what counts as
valid medical evidence.

"The Patient's Ordeal: A Philosopher's Journey Through the Medical Maze" by Eric J.
Cassell

Explores the experience of illness from a philosophical standpoint, emphasizing the
patient’s perspective.

"Philosophy and Medicine" by H. H. J. C. B. S. de Boer

Investigates various philosophical approaches to understanding medicine and health.
"The Body in Pain: The Making and Unmaking of the World" by Elaine Scarry

Analyzes how pain affects perception and understanding, relevant to discussions on iliness
and medical treatment.

"The lliness Narratives: Suffering, Healing, and the Human Condition" by Arthur W.
Frank

Looks at personal narratives of iliness, offering insights into the subjective experience of
health.

"Thinking About Medicine: From the Perspective of a Philosopher” by H. Tristram
Engelhardt Jr.

Delivers a philosophical analysis of medical practices and the moral dilemmas inherent in
them.
"On the Medical Humanities" by Michael D. Bayliss

Explores the intersection of medicine and the humanities, emphasizing the importance of a
holistic understanding of health.

These texts provide a solid foundation for exploring the philosophical dimensions of
medicine, touching on ethics, epistemology, and the nature of iliness and healing.

Fig. 6.1 Screenshot of ChatGPT identification of the 10 most important books in philosophy of
medicine
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the 625 articles analysed 463 had a primary focus on ethics (74%), 162 had a pri-
mary focus on the philosophy of medicine (16%) including 110 on metaphysics, 47
on epistemology, 3 on logic, and 2 on aesthetics. Of the 36 books 21 were primarily
about ethics (58%), 12 about metaphysics including phenomenology, and 1 about
epistemology. The remaining 3 were collections of essays concerned with philoso-
phy of medicine as a field of inquiry (Stempsey 2008). There is thus some empirical
evidence for a small, but consistent level of activity in philosophy of medicine pub-
lished in the core journals and book series of the field.

Given that the philosophy of medicine in its current form is a relatively new field
of inquiry with an a fortiori relatively new canon it is questionable to what extent
we should expect “disputes [to] rage about the composition of the canon”. There are
many much more established philosophical fields where we do have disputes raging
about exclusions from the traditional canon in relation to the importance of histori-
cal female contributors to the development of the field, or in relation to de-
colonisation. It would, however be odd to expect exactly the same kind of disputes
in philosophy of medicine where the ‘traditional’ canon does, for the most part not
extend much further back than the 1960s (see for instance the references in Reiss
and Ankeny 2022; and for the history of pre-modern philosophy of medicine see
King 1978; Lowy 1990). We should of course, expect disputes about the contribu-
tion of other voices to the ongoing discourse and work in philosophy of medicine,
but that is slightly different than disputes about the canon.

6.5 The Relationship to Cognate Fields

If philosophy of medicine exists it exists in an interplay with other cognate fields.
As mentioned above Caplan conceptualises the field as “a sub-discipline of the phi-
losophy of science” (Caplan 1992, p. 69), but that does not seem quite right since
‘medicine’ as a field is both a field of science and a field of practice. A philosophy
of medicine must interrogate medicine both as a science and as a field of practice,
and must also interrogate the interaction between the two aspects of medicine.
Caplan’s characterisation may plausibly be related to his disciplinary background
leading him to conceptualise philosophy of medicine, should it exist, as a sub-field
of philosophy, and not as a potential sub-field of medicine or a hybrid field relating
to more than one parent discipline (Wulff 1992; Stempsey 2004).

Caplan’s observation that only few philosophers and few doctors know or are
even aware of work in the philosophy of medicine is probably empirically true. It is,
however not obvious that it entails that philosophy of medicine is not a bona fide
field. Only a few philosophers know or are aware of recent work in philosophical
logic, e.g. work in modal or temporal logic. They may all have had a compulsory
undergraduate course in logic covering the basics of syllogisms, propositional and
first order predicate logic, but most have no continued interest in logic and do not
read further to understand other logics, and do not follow work in the field. This
obviously does not mean that, say temporal logic does not exist as a sub-sub-field of
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philosophy, or that it is not properly integrated with philosophy as such. For any
large, overarching field it will be the case that most people working in the field are
ignorant of the work and questions being pursued in most of the sub-fields of their
discipline.

Caplan additionally argues that if philosophy of medicine existed, we should
expect that:

... it would and should be the topic of much debate, anguish, posturing and mutual recrimi-
nation between those doing the philosophizing and those actual [sic] engaged in the daily
practice of medicine (Caplan 1992, p. 70).

The warrant for this claim of what we should expect is quite opaque. Most practis-
ing scientists are not particularly interested in or anguished by current discussions
about evidence, truth, causation, or the social construction of knowledge as dis-
cussed in philosophy of science or science and technology studies, and it is difficult
to find a reason why those in the medical field should be more interested than scien-
tists in other fields. Scientists and doctors may be vaguely aware of the philosophi-
cal debates, but as long as they don’t actually influence the practice of science and
what is seen within the scientific or practitioner communities as good practice, they
are unlikely to spend much energy on debating or posturing.

As Henrik Wulff* rightly points out in his response to Caplan medical doctors are
a very heterogeneous group with highly variable degrees of interest in any kind of
philosophy. Even within the relatively small sub-group of physicians that has an
interest in philosophy Wulff further identifies three distinct types, category 2a who
“are members of the medical profession who have lost interest in the progress of
medicine and have taken up philosophy as a hobby, just as some of their colleagues
have taken up yachting or golf” (Wulff 1992, p. 80); category 3a to which the author
of this chapter belongs who “are members of the medical profession who at an early
stage after their final exams took up philosophical studies and some of them even
have a degree in philosophy” (Wulff 1992, p. 80), and finally category category 3b
who “are also members of the medical profession (or they belong to one of the other
health care professions), They are actively engaged in clinical medicine and do not
have sufficient time to immerse themselves in philosophical studies to the same
extent as the members of the other categories” (Wulff 1992, p. 80-1).

In most cases it will only be doctors who belong to one of Wulff’s three catego-
ries who will regularly engage with philosophical work, whether that be work in
philosophy of medicine, or (merely?) philosophy and medicine. Members of cate-
gory 3a or the philosophers working in philosophy of medicine may think and hope
that their work should lead to “much debate” and a change in medical practice, but
in most cases it will not, even if they can engage and enthuse those in category 2a
and 3b. The translational chain between, for instance a fundamental reconceptual-
ization of the concept of disease, and an actual change in disease classification is
just too long and too dependent on engaging and enthusing those who are outside of

] have a personal conflict of interest to declare here since Henrik Wulff was my main PhD
Supervisor.
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Waulff’s categories of the interested. A very similar point was made by Velanovich
already in 1994:

Why don't practicing physicians care about the philosophy of medicine? Although I do not
have hard data to support my opinion, I think there are three possible answers: (1) They are
not aware that philosophical issues exist. Or if they are aware, they do not feel that these
problems are of practical importance. (2) Many work-a-day physicians do not even keep up
with the change of the practical knowledge within their field, let alone theoretical knowl-
edge. (3) Physicians are problem solvers by nature and trade and as such wish to know only
that information which will help them solve clinical problems. Traditionally, physicians are
intellectual conservatives and view with (at least initial) scepticism edicts from academia
that a foundational change in their mode of thinking is warranted. For example, witness the
slow conversion to the use of statistical analysis in clinical research and even slower spread
of the understanding of statistics among practicing physicians. The increase in the number
of physicians understanding the applications of statistical analysis is due more to the teach-
ing of this subject in college and medical school rather than by widespread self-education
of extant practicing clinical physicians. I suspect that same will be true of the philosophy of
medicine (Velanovich 1994, p. 80).

There are, however some cases where we can point to philosophical work within the
philosophy of medicine that has had the effects that Caplan calls for. Sometimes it
is because the philosophical work speaks to an issue that is already contentious for
other reasons, e.g. at the time of writing questions about the proper conceptualisa-
tion of gender diversity and the pharmaceutical treatment of transgender children,
adolescents and adults (Giordano 2023). Sometimes it is because those in Wulff’s
category 3b spot a concept that is practically important but unclear and therefore
requires philosophical work, e.g. at the time of writing the concept of ‘overdiagno-
sis’ (Hofmann 2014). In both types of cases the philosophical analysis speaks to a
current issue that, as an issue is already of interest to medical researchers and
practitioners.

6.6 Conclusion

This chapter has argued that philosophy of medicine is a bona fide field of research.
It may not be a big field, but it has a set of defining problems, a canon of recognised
classical works, and an appropriate connection to other cognate fields. Philosophy
of medicine may be a small island, but it is not isolated. It has ferries, bridges and
tunnels to many other islands in the philosophical archipelago and further afield;
and is securely anchored to the continent of medical research and practice. Like
most small islands its influence on world affairs is limited, but now and again its
voice is heard, and it does make a real impact. The island does not suffer from over-
population, but it is not experiencing population collapse either; and despite it being
yoked to the much larger island of bioethics in the ‘philosophy with and for medi-
cine’ federation it still manages to maintain its intellectual identity and distinctive-
ness through the concerted efforts of those keeping its journals, book series and
conferences alive and well. As a book series Philosophy & Medicine has played a
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role in maintaining philosophy of medicine as a vibrant field by publishing high
quality work in the field for the last 50 years.
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Chapter 7 )
Volumes on the History of Medical Ethics <o
in the Philosophy and Medicine Series

Robert Baker

The ancient Athenians believed their city was founded by a Greek goddess, Athena,
who sprung fully formed from the head of Zeus as a wise and beautiful goddess,
armored to defend her city and its citizens. Bioethicists share a similar origin story,
believing that their field was founded in a similar fashion, emerging fully formed
from the minds of Daniel Callahan, Willard Gaylin, and André Hellegers, wise,
good, and armed to defend the rights of patients and research subjects. Since, in
both origin tales, their subjects emerged fully formed, neither Athenians nor bio-
ethicists have any reason to probe any prior history. In 1988, I was lunching with
two historians of medicine, Dorothy and Roy Porter, when I happened to mention
the similarity between Athenians’ and bioethicists’ origin stories. My historian
friends immediately suggested that we challenge bioethicists’ origin “myth” by
bringing historians and bioethicists together to explore precursors to bioethics.

To implement this idea the three of us drafted a proposal to the Wellcome Institute
requesting funding for a pair of conferences on the historical development of medi-
cal ethics in Britain and America. The Institute funded our proposal, and we brought
together eleven historians of medicine, (Peter Bartrip, Chester Burns, M. Anne
Crowther, Mary Fissell, Johanna Geyer-Kordesch, David Harley, John Pickstone,
Dorothy Porter, Roy Porter, Stanley J. Reiser, and Russell G. Smith), and four bio-
ethicists trained in philosophy, Tom Beauchamp, Laurence McCullough, Robert
Veatch, and me. In successive conferences we explored the history of how, in the
eighteenth and nineteenth centuries, British and American physicians, philosophers
and lawyers transformed medical manners and medical jurisprudence, into a new
field that came to be called, “medical ethics.”

R. Baker (<)
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Given the preponderance of historians participating in these conferences, we ini-
tially sought out scholarly presses specializing in the history of medicine. When
these presses showed no interest in publishing our conference volumes, we turned
to the founding editors of the Philosophy and Medicine series, Tris Engelhardt and
Stuart Spicker. They welcomed the idea. So, curiously enough, a scholarly press
dedicated to publishing works at the intersection of philosophy and medicine pub-
lished bioethicists and historians of medicine’s collaborative effort to develop a
non-mythic history of how concepts and codes of medical ethics developed in the
eighteenth and nineteenth century Anglophone medical cultures and lexicon.

Volume one, which came out in 1993, explored the emergence of “medical
police” and codes of medical ethics as a response to the failure of eighteenth-century
British and American medical etiquette to prevent physicians and surgeons’ quar-
rels, “flytes” (a form of public verbal dueling), pamphlet wars, and duels. By January
of 2024 this volume had been cited 44 times and was accessed online 966 times.
Volume two focuses on subsequent nineteenth-century British and American devel-
opments in medical jurisprudence and medical ethics, and on the influence of
Scottish moral sense theory on British-American medical morality. It has been cited
96 times and accessed 1563 times.

Once this precedent was set, I worked with fellow historically minded bioethi-
cist, Laurence McCullough, to support other publications on the history of medical
ethics. The next historical volume published in the Philosophy and Medicine series
was McCullough’s 1998 magisterial two-volume republication and study of the
ethical works of the eighteenth-century Scottish enlightenment physician and phi-
losopher, John Gregory, whose integration of moral sense theory into ideals of med-
ical conduct influenced the development of medical morality in Britain and its
colonies, including those in North America and Australia. As of January 2024,
McCullough’s edition of Gregory’s writings (volume 57) had been cited 117 times
and accessed online 1069 times; his companion book John Gregory and the
Invention of Professional Medical Ethics and the Profession of Medicine (volume
56), has been cited 151 times, and accessed online 1099 times.

McCullough’s republication of Gregory’s writing set a precedent for reprinting
historically important works in medical ethics. So, the next Philosophy and Medicine
publication was William Stempsey’s 2005 republication of nineteenth-century
American physician Elisha Bartlett’s 1844 book, An Essay on the Philosophy of
Medical Science (volume 83). Reflecting the move to online publication, this vol-
ume was published as a hardback, a paperback, and an e-book. By January 2024, it
had been accessed online 2832 times and had two citations. Similarly, Howard
Brody, Zhara Meghani, and Kimberly Greenwald’s 2009 publication of Michael
Ryan’s Writings on Medical Ethics was cited twice, but the online edition was
accessed 6860 times. Dr. Ryan, a faculty member at the University of London’s
medical college, was notable for defending patients’ rights to refuse to serve as
research subjects. His defense of these rights was lampooned in The Lancet, as
“Irish idiocy.” As this comment indicates, Ryan also had to defend his right to
respect as an Irish Catholic who presumed to teach ethics to English medical stu-
dents in anti-Catholic nineteenth century Britain. As the first person to introduce the
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formal study of the writings of Gregory and Percival on “medical ethics” into a
medical school’s curriculum, Ryan was also the first person to have the official title
“Professor of Medical Ethics.”

In 2020 Lisa Rasmussen re-published the 1973 edition of Sir Kenneth Mellanby’s
Human Guinea Pigs (volume 134). In this edition, as in his best-selling 1945 edi-
tion, Mellanby proudly describes his use of World War II British conscientious
objectors as human guinea pigs. In the 1973 edition Mellanby also defends the Nazi
researchers condemned at the 1946 Nuremberg Medical Trial for their abusive
exploitation of concentration camp internees as human guinea pigs. This third edi-
tion has two citations and was accessed online 5387 times.

Recognizing the endemic monolingualism of anglophone bioethicists, the
Philosophy and Medicine series also publishes translations of important works pub-
lished in other languages. Among these was the 2011 publication of, Geschichte der
Falliativmedizin: Medizinische Sterbebegleitung von 1500 bis heute, by Michael
Goldberg, MD, PhD, director of the Institut fiir Geschichte der Medizin, Universitcit
Wiirzburg (Institute of the History of Medicine of Wiirzburg University). An updated
and revised Philosophy and Medicine edition of Goldberg’s history of palliative
care was published in 2017 as, A History of Palliative Care, 1500—1970: Concepts,
Practices, and Ethical challenges (volume 123). In this English translation Dr.
Goldberg updates his account of the evolution and practice of palliative care, mod-
ern hospice movements, and medical aid in dying (MAID). The German edition has
been cited 35 times, accessed 67 times; Philosophy and Medicine’s English transla-
tion and update of the book has been cited 14 times and has been accessed over
12,000 times.

Perhaps the most challenging of the Philosophy and Medicine historical reprints
is Melvin Wayne Cooper, MS (Bioethics), and MD’s translation and reprint of a
1947 textbook by Rudolf Ramm, SS-Standartenarzt (SS physician), medical educa-
tor, and Fiihrer im Rasse-und Siedlungshauptamt (Leader of the Central Department
of Race and Settlements), Arztliche Rechts — und Standeskunde. Der Arzt als
Gesundheitserzieh, (volume 135). This Philosophy and Medicine translation was
published in 2019 as Medical Jurisprudence and the Rules of the Medical Profession.
While serving as a physician on a US military base in Germany, Dr. Cooper came
across and read Ramm’s textbook. He soon realized that it was the Nazi régime’s
official textbook of legal and ethical regulations for physicians, which was required
reading for all medical students and healthcare professionals during the Nazi era.
Given the textbook’s role in acculturating German physicians in Nazi medical ethics
and conditioning them to accept or participate in the Holocaust and the eugenic
extermination of children with disabilities, Dr. Cooper believed it imperative to
translate the book into English. He undertook on this task as his Masters of Bioethics
project and, after graduating, spent decades refining the translation and footnoting
it to make the text more accessible to twenty-first century readers. It has three cita-
tions was accessed 837 times.

The most recent publication in the history of medical ethics series is another
magisterial study by Laurence McCullough; a 2022 book, Thomas Percival’s
Medical Ethics and the Invention of Medical Professionalism (volume 142). In this
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book McCullough reprints Percival’s groundbreaking work, Medical Ethics, and
several other ethically relevant writings, including Percival’s book of morality tales
for children. McCullough also explores why and how, in 1803, Percival introduced
the concept of a code of professional medical ethics into the English language medi-
cal lexicon. He argues that, if one accepts Robert Baker’s account of moral revolu-
tions, Percival’s book, Medical Ethics, and John Gregory’s earlier writings were
pivotal in a moral revolution in which medical ethics supplanted medical manners
and etiquette as the morality of modern medicine.

In Greek myth and religion Zeus impregnated a goddess who gave birth in the
usual manner to another daughter, Clio, the goddess of memory and history. In the
Nichomachean Ethics, the Athenian philosopher, Aristotle, urged the transforma-
tion of memory into history through the systematic interrogations of information
(data) by posing the following six questions: Who? What? Where? When? Why?
and, How? St. Thomas Aquinas would later dub these questions the Septem
Circumstantiae. Today such interrogations of memory in all its forms remain the
backbone of historical scholarship, irrespective of whether these memories are pre-
served as emails, documents, images (e.g., in or on books, coin reliefs, newspapers,
paintings, prints, sculptures, videos. etc.), letters, memorials, websites, and prior
scholarly publications.

Bioethicists may still opt to embrace their inherited memories, their origin sto-
ries, uninterrogated by historians. If so their experiences and knowledge base will
be limited to the present. Thus, to modify a well-known warning penned by a famous
Hispanic American philosopher Jorge Agustin Nicolds Ruiz de Santayana y Borras
(better known in English as George Santayana), insofar as they ignorant of their
history, “They are condemned to repeat it.” For the past fifty years, history scholar-
ship published in the Philosophy and Medicine series has preserved and interro-
gated memories of the past and will continue to do so to create the historical works
that should enable bioethicists to understand their past, use this knowledge to better
confront the present, and to more accurately anticipate the future.



Chapter 8 )
The Catholic Studies in Bioethics Subseries <o

Christopher Tollefsen

8.1 The Founders

To the best of my recollection, H. Tristram Engelhardt invited me to take over the
editorship of the Catholic Studies in Bioethics (CSIB) subseries in 2001 or perhaps
early 2002. The first volume under my editorship, Pope John Paul II's Contribution
to Catholic Bioethics (which I edited) appeared in 2004; the last, and final in the
series before its ending, was Jason Eberl’s Contemporary Controversies in Catholic
Bioethics, in 2017."' T'1l return to my stewardship of the series shortly. But first, I’ll
discuss the origins of the series and the work of its early editors. Mapping the aspi-
rations of the series founders will make possible an appraisal of continuities and
discontinuities between the first ten years of the series’ life and the remaining fifteen
and a judgment of whether the series was overall successful by its own lights.

The Philosophy of Medicine series at the time was overseen by Engelhardt and
S.F. Spicker. In a recent email to me, Fr. Kevin William Wildes, SJ, noted that
Engelhardt saw an opportunity for a subseries on the Catholic moral tradition to
publish work that did not fit neatly into the P & M series. In its initial run, Francesc
Abel, SJ, and John Harvey were listed as subseries Editors, with Fr. Wildes identi-
fied as the Associate Editor. The first volume, which appeared in 1992, was titled
Birth, Suffering, and Death: Catholic Perspectives at the Edge of Life and was listed
as edited by all three, although with Fr. Wildes named as first editor. The volume

'See Appendix 1 for a complete list of the CSIB volumes. Although the subseries does not exist
anymore as such, Eberl is joining the P&M series as an associate editor, and is currently at work
on a volume on emerging issues in Catholic bioethics. Thus, I anticipate that the P&M series as a
whole will continue to fulfill much of the mission of the subseries.
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contains a Foreword by Edmund Pellegrino, a Preface by Abel and Harvey, and then
a brief introductory essay by Wildes. Across these three brief pieces, I think we see
four different justifications and explanations for the existence of a new subseries
within the Philosophy and Medicine series.

Of least continuing relevance of these, but important to the actual history, was a
pragmatic decision discussed by Abel and Harvey. In the 1980s, a body of scholars
had formed the International Study Group on Bioethics to “promote dialogue among
medical scientists on the one hand and Roman Catholic ethicists and moral theolo-
gians on the other” (Abel and Harvey 1992, xii). At the outset, “no record or pro-
ceedings” from the Group’s meetings were published. But Abel and Harvey report
that in consequence, “much valuable philosophical and theological reflection...was
being lost” (Abel and Harvey 1992, xii). The CSIB subseries in the P&M series was
thus conceived partly to create an outlet for publication of the fruits of these meet-
ings. Fr. Wildes reports (again via email) that a Dutch foundation provided early
funding for meetings of the Group that then led to content for early volumes, and the
structure of the first volume reflects the nature of the Study Group, with an initial set
of essays authored by medical professionals, and subsequent essays by philosophers
and theologians.

When [ inherited the editorship, however, Engelhardt made reference neither to
the Study Group nor to potential sources of funding, and the series subsequently
proceeded independently of any organized meetings by which to procure written
content. It is very possible this was as much a feature of my relative juniority as of
anything else; I only received tenure in 2002, and had not been trained in bioethics.
I thus did not have the connections that might have made seeking funding a real
possibility and did not give that much thought.

The three other justifications mentioned in the first volume were, however, to
remain highly salient through the series’ existence. First: in his “Forward,” Pellegrino
noted a shift in medical ethics from a time in which the preeminent, if not sole,
voice of philosophical and theological reflection was Roman Catholic, to the (then)
most recent two decades, in which the “center of gravity of ethical reflection shifted
sharply”, and the field had become dominated by secular thinkers. Pellegrino char-
acterized the new approach to bioethics as “pluralistic, libertarian, and individualis-
tic,” “antipathetic to natural law arguments,” and possessed of a relativistic and
utilitarian ethos (Pellegrino 1992, ix). “Believers of whatever their persuasion are
virtually disenfranchised in public policy debates” (Pellegrino 1992, x). Thus, CSIB
was born in an attempt to offer “more visible, effective witness to the Catholic
Perspective on Medical Morals” (Pellegrino 1992, x). Pellegrino’s charter for this
effort is worth quoting in full:

To be effective that witness must be informed, intelligent, and scholarly. It must be in dia-
logue with the mainstream of thinkers in secular biomedical ethics. The Christian ethical
points of view must be authentically, responsibly, and charitably presented. Such an effort
must be international and trans-cultural, since medical progress presents a world-wide chal-
lenge to moral values (Pellegrino 1992, x).
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So the CSIB series was, in Pellegrino’s vision, an attempt to regain a “voice” for
Catholic bioethics, a voice which, if adequately “informed, intelligent, and schol-
arly,” might hope to be heard in the world in secular bioethics.

Fr Wildes articulates a second justification and aspiration for the series, deeply
complementary to the first. In his introductory essay he speaks of the “experience of
moral pluralism and the inability to speak in terms of a more fundamental, content-
full universal narrative” (Wildes 1992a, 3). Wildes’ essay, showing the influence of
both Engelhardt (Wildes’ advisor) and Alasdair MacIntyre, argues that “In the face
of such cultural changes it becomes crucial for traditions, such as Catholicism, to
reinterpret and rearticulate themselves so that they can understand themselves and
speak to others” (Wildes 1992a, 3). In his subsequent essay in the volume on the
good of human life, Wildes pursues this point in a critical engagement with the
“New” Natural Law Theory:

In a purely secular, pluralistic context, one finds numerous competing interpretations of
human nature and basic human goods. One cannot choose among them without having
already taken a particular moral stand. Finnis, Boyle, and Grisez need to acknowledge the
extent to which their arguments are embedded within a particular moral tradition and its
richness (Wildes 1992b, 147).

The CSIB subseries thus was understood by Wildes at least in part as an attempt to
understand and articulate Roman Catholic bioethics self-consciously as a contentful
moral tradition; Wildes saw this as a necessary condition for that tradition’s being
able, as Pellegrino hoped, to speak to other traditions.

Finally, Wildes identified a fourth aspiration or justification for the series, namely
that the series bring the resources of the Catholic tradition to bear on emerging
issues, especially those driven by technological change and exacerbated by the cri-
sis of moral disagreement and pluralism. Accordingly, several chapters of the first
volume addressed the question of providing nutrition and hydration to patients in a
persistent vegetative state, an issue brought to prominence by the then still relatively
recent cases of Karen Ann Quinlan and Nancy Cruzan.

How and to what extent did the series under my editorship succeed in realizing
these goals? In the next three sections, I’ll briefly discuss each relation to what I take
to be some of paradigmatic books and essays that the CSIB subseries published
between 2004 and 2017. I think there is a strong case to be made that the subseries
both met the expectations of the early founders and provided and important schol-
arly and specifically Catholic voice in contemporary bioethics.

8.2 Reengaging with Secular Bioethics

Recall Pellegrino’s concern that the voice of Catholic bioethics had been silenced in
the secular world; he urged that reengagement was only possible through “informed,
intelligent, and scholarly” interventions in which the Catholic view was authenti-
cally and charitably presented. To my mind, a central case of this effort is to be
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found in the volume edited by Stephen Napier in 2011, Persons, Moral Worth, and
Embryos: A Critical Analysis of Pro-Choice Arguments.

As Napier makes clear, Persons, Moral Worth, and Embryos is an explicit attempt
to engage dialectically with the philosophical consensus regarding embryonic and
fetal human life. That consensus arose out of secular work in the philosophy of
personal identity and in ethics that largely preceded philosophical explorations of
the morality of abortion. In the realm of philosophy of mind, Napier identifies in
particular the work of Sydney Shoemaker, who argued, using a particularly persua-
sive thought experiment involving brain swapping, for a psychological account of
personal identity through time (an account indebted to John Locke and Locke’s own
ingenious thought experiments). It is a short step from such an account, for which
psychological connectedness is a necessary condition of the identity of persons
through time, to the view that an entity with no psychological states is not the kind
of thing with which a person can be trans-temporally identical. Accordingly,
embryos and fetuses, which have no or few psychological states, are not persons.

In ethics and the philosophy of value, Napier again notes philosophical currents
preceding the abortion debate that nevertheless influenced it. The dialectic described
in the paragraphs above concern what it means, metaphysically, to be a person
through time. But one could detach concerns about moral status from questions
about the essential nature of beings such as the readers and author of this essay, and
use the word “person” less as a designator of a being’s essential nature and more as
a marker for whether a being’s life matters in the ways relevant to the abortion con-
troversy. If a being possesses the kind of moral status according to which it would
be wrong to kill that being at will, or for the sake of benefits that would accrue only
to another, then such a being would be designated a person. But any being not pos-
sessing such a moral status, including, potentially, some human beings, would fail
to be a person in this moral sense.

Such a distinction could emerge in view of axiological claims about the link
between “intrinsic value and consciousness,” and Napier demonstrates in his intro-
duction that once again the philosophical path was paved prior to the beginnings of
serious debate about abortion, in work going back to G.E. Moore, and cited approv-
ingly later in the century by Brand Blandshard: “Moore's final conclusion was, then,
that a universe without consciousness would be a universe without value. With this
I think we must agree” (Blanshard 1961, p. 273).

That there is a link between this claim about the value of consciousness and
claims to the non-valuable standing of embryos and fetuses seems plausible. It is not
long into the abortion debate that philosophers such as Mary Ann Warren and
Michael Tooley are found denying that moral status could belong to a being not yet
possessed of sentience or sapience, a view refined and defended with great skill and
subtlety by later philosophers such as Jeff McMahan, David DeGrazia, and David
Boonin. A particularly prominent version of this view holds that because fetuses do
not and cannot fake an interest in remaining alive, that therefore their being killed is
not a harm to them (discussed at some length in Tollefsen 2011).

The various essays in Napier’s book engage head-on with this array of secular,
mainstream, philosophical arguments, all of which can reasonably be described as
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forming the professional philosophic “consensus” on the question of abortion.
Napier’s authors, such as Alexander Pruss, Jason Eberl, and Francis Beckwith,
argue against the metaphysical claim concerning personhood by defending in one
form or another the view now known as “animalism”, which holds that you, the
reader of this essay, and I, the author, are essentially animal organisms, namely,
human beings. Thus, as Pruss argues, it is true of me, and for you, that each of us
was “once a fetus” (Pruss 2011).

Likewise, Pruss and Napier’s authors, including myself, argue that fetuses are
possessed of full moral status, that their lives are of intrinsic value, and that killing
fetuses is wrong in the same circumstances generally that killing other human
beings is. Each essay in the section of Napier’s volume titled “Philosophical
Considerations” engages at length with the best and most rigorous arguments that
secular metaphysics and moral philosophy has to offer (with David Hershenov even
writing about the implications of four-dimensionalism about time in his essay).

I would note another important feature of the Napier volume as regards this issue
of engagement with secular bioethics. If you and I are human beings, and all human
beings possess a right not to be killed at will, then it is essential to the debate about
both abortion and embryo destructive research that we possess a sound account of
when human beings begin. Many of the authors of Napier’s volume have, in various
places, addressed this question, understanding it as fundamentally a question of
biological fact, not one of speculative metaphysics. Maureen Condic’s contribution
to the volume, “A Biological Definition of the Human Embryo,” looks at this ques-
tion from the standpoint of developmental biology, proposing a definition that takes
account of both function and composition, and demonstrates, convincingly to my
mind, that most human embryos begin their lives with “the fusion of sperm and egg
plasma membranes” (Condic 2011, 222). Her essay is essential reading for anyone
who wants to engage with this biological question in a scientifically informed manner.

The view that you and I are essentially human beings; that human beings by their
nature are possessed of a rational nature; and that all beings possessed of a rational
nature possess a fundamental right to life, is often referred to as the “Substantial
Identity View,” so called because moral status is said to depend on one’s identity as
a being of a certain kind of (rational) substance (in this case, human being). Some
of the most prominent defenders of that position were contributors to Napier’s and
other volumes of the series, including Francis Beckwith (to the Napier volume);
Patrick Lee and Joseph Boyle (to multiple volumes — together they are the most
prolific authors in the subseries); and Robert P. George (to the festschrift for Joseph
Boyle, Bioethics with Liberty and Justice: Themes in the Work of Joseph M. Boyle).
The Substantial Identity View is one of the two major competitors to the consensus
view on which human beings lack intrinsic value and rights prior to the achievement
of some state of consciousness.

The other competitor view is that of Donald Marquis, dubbed by him the “Future
of Value View” (Marquis 1989). On Marquis’s account, abortion is wrong because
it deprives a fetus of a future of value, a future that, it could reasonably be expected,
would be full of many worthwhile experiences. Intuitively, such a view differs from
the substantial identity view less in its claims about abortion than, e.g., in its claims
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about euthanasia and physician assisted suicide, particularly in cases in which the
subject of the death would soon die anyway.

The Boyle festschrift is notable for an extended discussion between Marquis,
criticizing the view of Boyle, Beckwith, Lee, and George, and Lee and Boyle them-
selves. As Boyle notes, the exchange marks an important contribution to the debate,
with Marquis leveling a number of criticisms of the Substantial Identity View, and
Lee providing significant refinements of the theory in response (Marquis 2012; Lee
2012). For example: a claim of the Substantial Identity View is that certain rights,
which are possessed universally and invariantly by all mature human beings, such
as the right not to be enslaved, or killed at will, must be based on properties that are
themselves universal and invariant across all the beings who possess those rights.
Thus, proponents hold, the right should be based not on properties such as the devel-
oped ability to engage in this or that feature of cognition or volition, since that abil-
ity comes in degrees and sometimes not at all, but rather on the possession of a
rational nature, which does not come in degrees and is of course possessed by every
being with that kind of nature.

Marquis interprets the Substantial Identity View as saying that there are two
kinds of capacities, basic natural capacities, and developed capacities. Since the lat-
ter, on his understanding of the argument, exist on a continuum, they are inappropri-
ate bases for a right to life. But, objects Marquis, such capacities do not exist on a
continuum throughout an individual’s life, since they do not exist early in a human
being’s life at all. Moreover, capacities of the first sort (natural capacities) do not
exist equally in all human individuals, even from the beginning, since some humans
are “naturally dim-witted and some are naturally smart.” So the Substantial Identity
View’s effort to find a strong contrast between a property that exists everywhere on
a continuum and a single universal and equally held property fails.

Lee’s clarifications are subtle and complex, and not easily summarized here; but
the two crucial points are these. First, there are not in fact two different capacities,
anatural one, and a developed one. Rather, the developed capacity just is the natural
capacity at some particular stage of development and expression. Second, that a
being has a natural capacity for rational thought is a capacity held equally and
essentially by all beings that have it, even if other accidental properties prevent (or
foster) a fuller expression of that capacity. Thus, as Lee writes,

Having basic rights — moral immunity from being killed or enslaved, the right to be treated
as others would have themselves be treated — follows upon being an individual with a ratio-
nal nature, not on the possession of a degree of some property (such as the immediately
exercisable capacity for reasoning), nor on factors in one’s constitution that will aid or
impede the more complete development of one’s rational nature (Lee 2012, 30).

It is fair to say of Marquis’s Future of Value View that it is the most prominent secu-
lar “pro-life” approach to abortion, converging with a “Catholic” view in its conclu-
sion, but departing in its starting point. The dialogue between Marquis, on the one
hand, and a large number of contributors to the CSIB subseries marks, in my view,
a significant achievement in relation to Pellegrino’s desire that the series serve to
restore Catholic moral thought to the domain of secular moral discussion.
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8.3 Interpreting and Articulating the Tradition

Fr Kevin William Wildes identified a second motivation for the series and a bench-
mark by which entries in the series might be assessed, namely that, in cultural con-
ditions of pluralism and disagreement, “it becomes crucial for traditions, such as
Catholicism, to reinterpret and rearticulate themselves so that they can understand
themselves and speak to others” (Wildes 1992a, 3).

It is perhaps worth saying a bit about the roots this idea has in the thought of
Alasdair Maclntyre, whom Wildes cites approvingly. In After Virtue, Maclntyre
described a crisis in what he later came to call, with Bernard Williams, “the morality
system.” For centuries, according to Maclntyre, philosophers had attempted to jus-
tify “morality” in a way that was in principle available for agreement and acquies-
cence by anyone, anywhere. Such justifications would presuppose no cultural,
historical, or religious tradition, and indeed, philosophy in service to the
“Enlightenment Project” of providing such a form of justification has been and
remains deeply suspicious of tradition (MacIntyre 1984).

Yet, Maclntyre argued, the concepts and language of morality themselves grew
out of particular cultural, historical, and ultimately religious contexts and traditions,
especially those of ancient Greece, Israel, and eventually Western Christianity.
Shorn of that complicated and multi-faceted context, justification becomes impos-
sible, and moral philosophy practically becomes, on MaclIntyre’s telling, bankrupt.
Moral language itself is available only as a means of furthering the expression of
one’s emotions.

Macintyre’s Whose Justice, Which Rationality? probed deeper into what it means
for a morality’s understanding of justice and practical rationality to be embedded
and intelligible within a tradition (MacIntyre 1988). Sympathetic entry into, if not
first-person life within, a moral tradition is a necessary condition for being able to
understand its conceptual apparatus and language and to begin both to articulate that
tradition, and to identify and overcome internal challenges to it, such as disagree-
ment between inhabitants of the tradition.

Maclntyre went still further in Whose Justice. Talk of tradition-bound rationali-
ties and justices seems dangerously close to relativism, a danger compounded by
Maclntyre’s tendency to speak of “rival and incommensurable” traditions. Indeed,
Bernard Williams, who is similar to MaclIntyre in various ways, was himself deeply
skeptical of the claim that one tradition could be vindicated in relation to another
sufficiently alien moral tradition. One might tell a historical story about how, say, a
Roman world in which political authority was insensitive to the ideal of democratic
voice, human equality, and political representation had disappeared, to be replaced
by a Western world of liberal democracy and human dignity, but that story would
not be one of vindication (Williams 2006).

In Whose Justice, Maclntyre forwarded an account both of how internal tensions
and errors in a tradition of moral enquiry might be overcome, such that a tradition
might be said to make intellectual progress, and also of how two “rival and incom-
mensurable” moral traditions might come into rational conflict, so that one tradition
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might be vindicated in relation to another. The first kind of progress is a necessary
condition for the second and requires:

e That later stages of the enquiry presuppose the findings of the earlier stages
while being able to explain instances of irresolvable disagreement at earlier
stages (Maclntyre 1988, 79-80);

» That later stages provide a “successively more adequate account of the good of
the enquiry” and an increasingly adequate idea of what it would be mean to com-
plete the enquiry is developed (Maclntyre 1988, 80);

* That the correction of false views comes with an explanation of why such false
views might be expected if the overall standpoint was correct (Maclntyre
1988, 118);

* And that there be genuine confrontation between rival views within the tradition
“so that we may arrive at a conclusion as to which of these best survives the
strongest objections which can be advanced on the basis of the others” (MacIntyre
1988, 118).

All this both as prolegomenon to entering into genuine conflict with rival views, and
as essential to a tradition’s being able “to reinterpret and rearticulate “itself.

To a Maclntyrean, it might seem that my description of the series’ efforts to pit
the Catholic moral tradition against the secular “philosophical consensus” on a mat-
ter such as abortion put the engagement cart before the interpretive horse. But in
fact, the work of engaging with secular culture went hand in hand, in the subseries’
development, with the work of understanding, interpreting, and articulating the
Catholic tradition of moral enquiry from within, and of engaging at the same time
in the work of sustaining “genuine confrontation” between rival views within that
tradition. Nowhere is this clearer that in the recurrence, constantly within the sub-
series, of work on the question of nutrition and hydration.

Several chapters of the inaugural volume of the subseries had already addressed
the question of providing nutrition and hydration to patients in a persistent vegeta-
tive state, an issue brought to initial prominence by the cases of Karen Ann Quinlan
and Nancy Cruzan, and later by the case of Theresa Schiavo, and with a rich history
of discussion within Roman Catholicism. The consensus view taken in the first vol-
ume, Birth, Suffering, and Death: Catholic Perspectives at the Edges of Life, was
that for patients in a persistent vegetative state, provision of nutrition and hydration
by artificial means, such as a PEG tube, typically constituted “extraordinary”
means — means that could, reasonably, be rejected and which are not obligatory to
provide or accept. The essays of the volume are a window into the state of the
Catholic debate in the 1990s: almost each essay to address the question of tube feed-
ing of PVS patients takes aim at either Germain Grisez or those with whom he
worked, as among the few representatives of the view that tube feeding was in most
circumstances obligatory for patients in a persistent vegetative state. In that volume,
Porter Storey, Benedict Ashley, O.P., Paul Schotsman, Kevin Wildes, S.J., Thomas
Bole, and John Paris, S.J. all argued that ANH should be considered an extraordi-
nary, non-obligatory form of care. No author in the volume took the contrary posi-
tion (Storey, 1992; Ashley 1992; Wildes 1992b; Bole 1992; Paris 1992).
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The dominance of that position was challenged twelve years later in 2004 with
Pope John Paul II's address, “Care for Patients in the Permanent Vegetative State.”
In that allocution, the Pope announced that providing artificial nutrition and hydra-
tion to patients in a PVS should be considered “ordinary care” and thus in principle
obligatory:

I should like to underline how the administration of food and water, even when provided by

artificial means, always represents a natural means of preserving life, not a medical act. Its

use, furthermore, should be considered, in principle, ordinary and proportionate, and as
such morally obligatory, insofar as and until it is seen to have attained its proper finality,

which in the present case consists in providing nourishment to the patient and alleviation of
his suffering (John Paul II 2004, no. 4).

The Pope went on to warn that withdrawal of ANH from such patients “ends up
becoming, if done knowingly and willingly, true and proper euthanasia by omis-
sion” (John Paul II 2004, no. 4). According to one commentator, the document “sent
shock waves through the Catholic health care system,” prompting a widespread
rethinking of the ethics of ANH (Hamel 2007).

Happily, the subseries was perfectly poised to contribute this debate. That same
year, I had edited John Paul II's Contribution to Catholic Bioethics. The volume
contained probing essays on the Pope’s philosophical and theological treatments of
the good of human life, the importance of the human body and of human relational-
ity and sexuality, and deep investigations into John Paul’s personalism. These were
written by top Catholic bioethicists, including Luke Gormally, Patrick Lee, and
Andrew Lustig, among others, who all made clear just how central a figure in
Catholic bioethics the Pope had become. The volume also included prominent non-
Catholic voices such as Michael Murray, Mark Cherry, and Joel Shuman, reflecting
my desire that the series make possible engagement between Catholics and other
Christians both on matters of agreement and disagreement.

Following the publication of Christopher Kaczor’s monograph, The Edge of Life
in 2005, the third volume under my series editorship addressed the papal allocution
head on. Artificial Nutrition and Hydration: The New Catholic Debate contains
contributions from many of the leading defenders of the Pope’s allocution, as well
as an exchange between perhaps the most prominent critic of the Pope’s allocution,
Fr. Kevin O’Rourke, and defenders Patrick Lee and Mark Latkovic.

It is worth spending some time on the essays from this volume, for it contains, in
my opinion, some of the best Catholic writing on that topic, much or all of which
tracks the MacIntyrean aspiration to interpret, understand and articulate the Catholic
tradition, while overcoming internal disagreement and furthering the goal of prog-
ress in moral enquiry.

Consider, for example, then Bishop (now Archbishop of Sydney) Anthony
Fisher’s “Why Do Unresponsive Patients Still Matter?” (Fisher 2008). Fisher’s
essay exemplifies the principle, articulated by John Paul II in his encyclical Fides et
Ratio, that the Catholic tradition, including its moral tradition, breathes through
“two lungs”, faith and reason. Thus, genuine Catholic teaching on the matter of
artificial provision of nutrition and hydration should be expected to find support
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both in positive natural law argument and dialectical exchange with other moral
approaches, and in the revelation of Scripture.

Bishop Fisher thus proceeds first to identify the philosophical anthropology that
underlies the claim that unresponsive patients still “matter” — pace the work of secu-
lar thinkers such as Ronald Dworkin. Rather than see human beings as of value
merely insofar as they are loci for autonomous choice in pursuit of personal prefer-
ence, so that severely debilitated human beings would no longer count as persons,
the Catholic approach sees the moral life as guided by objective moral norms, and
the human being as possessed of an intrinsic value and dignity. Bishop Fisher’s
discussion of the philosophical dialectic on this topic repays study.

It is, however, on the theological side that Bishop Fisher’s essay is most notewor-
thy. Fisher notes that all religions are concerned in some way with eating and feed-
ing. But Christianity goes much further:

In fact the turning points of Jesus’ life are always marked by eating and drinking. His first
great sign is turning water into wine; his first preaching to a gentile began with a request for
a drink and ended with a promise of endless living water; his most recorded miracle is the
multiplication of loaves and fishes; his last wonder before his ascension is the huge haul of
fish (Mt 14:13ff par; Jn 2:11f; Chaps. 4 and 21). All these miracles were of end-time propor-
tions, divine in their extravagance, a foretaste of the longed-for messianic banquet (Isa
25:6-8; 1 Sam 2:5; Lk 1:53). As his ministry

came to its climax, he took his closest friends aside for a last meal, investing the Passover
Seder with new significance: his own Pasch memorialized and perpetuated in the Eucharist
(Mt 26:20ff par; cf. Jn Chaps. 6 and 13). Before returning to the Father he dined again with
disoriented disciples in Emmaus, with confused apostles at the Sunday gathering and with
his nearest and dearest at the lakeside breakfast in Galilee (Lk 24:13ff; Mk 16:14; Jn Chap.
21) (Fisher 2008, 23).

From these and other Scriptural observations, Fisher begins to provide a theology of
eating and of feeding, and the relation of these to questions of power, service,
dependence, community, in and out-groups, and ultimately of salvation. It is an
exemplary instance of the working out in the Catholic moral tradition of the impli-
cations of an elemental but often overlooked intersection between our quotidian life
and the life of Jesus in the Gospels, and is one of the essays I am most proud to have
published in my time as series editor.

The virtues of Artificial Nutrition and Hydration: The New Catholic Debate are
not exhausted by Bishop Fisher’s essay, however. Beyond a number of philosophi-
cally sophisticated essays by thinkers such as Joseph Boyle, J.L.A. Garcia, and
Peter Cataldo, and a helpful tour of the relevant legal questions by Jacqueline Laing,
the volume also includes the aforementioned exchange between Fr. O’Rourke and
Patrick Lee and Mark Latkovic. Considerations of space will not allow me to do
justice to the dialectic, but the four essays in this part of the volume together consti-
tute precisely that genuine confrontation between rival views within a tradition that
Maclntyre believes enable us to “arrive at a conclusion as to which of these best
survives the strongest objections which can be advanced on the basis of the other.”
I will leave it to readers to judge which position on this matter does best survive the
objections of the other, but I trust they will agree with the following: by the second,
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Maclntyrean, measure of success proposed by Fr Wildes, the subseries should be
judged a success.

8.4 Addressing New Issues

In his introduction to the first volume of the subseries, Fr Wildes spoke of the need
for Catholic bioethics to be “responsive to new needs and challenges,” and of the
dilemmas raised by modern medical practice. This requires an orientation back-
wards, towards the tradition from which Catholic bioethicists draw their resources,
and forwards, to creative engagement with emerging issues. This Janus-faced orien-
tation of Catholic bioethics is evident enough in the topic discussed at such length
in the previous section, artificial nutrition and hydration. Catholic attention to the
ethics of eating and feeding is hardly new; as Fr. Daniel Cronin (subsequently the
Archbishop of Hartford) discussed in his 1958 dissertation, republished as Ordinary
and Extraordinary Means of Conserving Life, discussion of circumstances under
which it is permissible to refuse life-sustaining nourishment goes back at least to
Francisco de Vitoria, who wrote in his Relectiones Theologicae:

If a sick man can take food or nourishment with a certain hope of life, he is required to take
food as he would be required to give it to one who is sick. However, if the depression of
spirits is so severe and there is present grave consternation in the appetitive power so that
only with the greatest effort and as though through torture can the sick man take food, this
is to be reckoned as an impossibility and therefore, he is excused, at least from mortal sin
(quoted on 49-50 of Cronin 2011).

But Vitoria was, obviously, not familiar with the opportunities and challenges pre-
sented by modern medicine with its capacity to sustain a non-responsive patient for
perhaps years through the artificial administration of nutrition and hydration. The
tradition required development.

Nor, as we have also seen, was that development without disagreement. Core
principles such as the sanctity of human life and the ordinary-extraordinary means
distinction can be held by all, yet the understandings and applications of such prin-
ciples can differ even among Catholic thinkers of sound faith and good will. Thus
we again return to Maclntyre’s dictum that progress in a tradition requires the artic-
ulation and prosecution of even vigorous disagreements.

And so, in pursuit of the third desideratum of the Catholic Studies in Bioethics
subseries, that the Catholic tradition be brought to bear on new and emerging issues,
it is unsurprising that we find once again an attempt as well to articulate and inter-
pret the tradition in its bearing on what, even within the Catholic tradition, are at
present deeply contested questions. To give two examples:

First, 2008 saw, in addition to the volume on nutrition and hydration, a volume
edited by Sarah-Vaughan Brakman and Darlene Fozard Weaver, The Ethics of
Embryo Adoption and the Catholic Tradition, which addressed an issue scarcely
conceivable to Catholics prior to the advent in the 1960s and 70s of radically new
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technologies for assisted reproduction, especially in vitro fertilization. In conse-
quence of the way in which IVF is conducted, which typically involves numerous
“spare” embryos left unimplanted and stored in cryopreservation, a question had
arisen for Catholic bioethics about the appropriate response to these embryonic
human beings.

For, on the one hand, as we have seen in our discussion of Bishop Fisher and
elsewhere, the Catholic moral tradition is unequivocal in holding that there is a dig-
nity and sanctity to every individual human being, and that positive obligations are
owed for the care and preservation of human life (e.g., by feeding). On the other
hand, less discussed in this essay, but well known, the Catholic moral tradition’s
understanding of the sanctity of marriage has consequences for how children should
come into existence. As the Congregation for the Doctrine of the Faith put it, “[t]he
bond existing between husband and wife accords the spouses, in an objective and
inalienable manner, the exclusive right to become father and mother solely through
each other” (CDF 1987, I1.A.2).

This injunction has been taken as an obstacle to the proposal made by some, in
defense of the lives of cryopreserved and abandoned human embryos, that they be
saved from their “absurd” fate by being rescued or adopted: transferred into the
womb of a willing woman and perhaps adopted by the gestating mother along with
her husband. This is clearly oriented towards the good of an unborn human being,
and seems in accord with the Catholic understanding of the sanctity even of embry-
onic human life. But does such a proposal violate the norm that spouses become
“father and mother solely through each other,” given the intervention of a medical
technician and the lack of a biological relationship between the parents and the
implanted embryo?

Though perhaps less vigorous now, the early 2000s were dominated, in the
world of Catholic bioethics, by discussion of this question, which raises questions
of act analysis, the nature of adoptive parenthood, and pro-life witness. Brakman
and Weaver accordingly brought forth a volume in which both sides saw equal
representation in an effort to get the best available arguments for and against
“embryo adoption” in conversation with one another. They also brought into the
conversation Protestant thinkers, such as Eric Gregory (Protestants had been gener-
ally supportive of embryo adoption, while theorizing about it somewhat less than
Catholics) and practitioners of embryo adoption, both on the medical side, and on
the parental side. Thus their volume uniquely addressed both theoretical and expe-
riential aspects of the question, setting a high mark of scholarly excellence in the
treatment of a relatively novel issue. This volume remains an invaluable resources
for those working on this issue, and I have consulted it myself in recent work on
this issue.

Which leads me to the final volume of the series, Contemporary Controversies
in Catholic Bioethics, edited by Jason Eberl. As the title indicates, this volume
was explicitly conceived as an effort to bring together Catholic bioethicists who,
while agreeing at some level of principle, had not yet achieved agreement on
emerging and essential issues in Catholic medicine. Eberl’s volume contains forty
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essays over seven parts, with each part organized around a disputed issue, and
framed in each case with a helpful introductory section by Eberl outlining “the
history of how the issues treated therein emerged and have been addressed by both
secular authorities and the Catholic magisterium” (Eberl 2017, 4). The volume is
“intended to provide an up-to-date resource for both Catholic and non-Catholic
scholars of the various debated issues treated herein, each author marshalling the
latest scientific information, philosophical and theological arguments, and
Catholic magisterial teaching to make the case for their respective conclusions”
(Eberl 2017, 4).

And thus we return full circle to the three aspirations and benchmarks for judg-
ment of the series: Catholic engagement with the secular world of bioethics,
Catholic articulation and interpretation of the tradition, including vigorous intra-
traditional argument, and Catholic grappling with new and emerging issues. To
my mind, Eberl’s volume encapsulates everything that the subseries founders
aspired for the series to be and that I strove to realize over the fifteen years and ten
volumes that I was its editor. Abel, Harvey, Wildes, and Engelhardt put into motion
an intellectual and moral venture that bore significant fruit; the many authors and
editors of the subseries and of the Philosophy and Medicine series more generally
are due considerable gratitude for their contributions to realizing the goals of the
series founders. Working with all of them to make that happen was a great
privilege.

Appendix 1 Volumes Published in the Catholic Studies
in Bioethics Subseries

Wildes, K.W., SJ, Abel, F.,, SJ, and Harvey, J.C., Eds. 1992. Birth, Suffering, and Death: Catholic
Perspectives at the Edge of Life.

Wildes, K. W., SJ, Ed. 1995. Critical Choices and Critical Care: Catholic Perspectives on
Allocating Resources in Intensive Care Medicine.

Wildes, K.W., SJ, Ed. 1997. Infertility: A Crossroad of Faith, Medicine, and Technology

Tollefsen, C., Ed. 2004. John Paul Il's Contribution to Catholic Bioethics

Kaczor, C. 2005. The Edge of Life: Human Dignity and Contemporary Bioethics

Tollefsen, C. Ed. 2008. Artificial Nutrition and Hydration: the New Catholic Debate

Brakman, S.V. and Weaver, D.F., Eds. 2008. The Ethics of Embryo Adoption and the Catholic
Tradition

Napier, S., Ed. 2011. Persons, Moral Worth, and Embryos: A Critical Analysis of Pro-Choice
Arguments

Mazur, G., O.P. 2011. Informed Consent, Proxy Consent, and Catholic Bioethics: For the Good of
the Subject

Tollefsen, C., Ed. 2012. Bioethics with Liberty and Justice: Themes in the Work of Joseph
M. Boyle

Taboada, P., Ed. Sedation at the End-of-life: An Interdisciplinary Approach

Sobiech, E. 2016. Ethos, Bioethics, and Sexual Ethics in Work and Reception of the Anatomist Niels
Stensen (1638-1686)

Eberl, J., Ed. 2017. Contemporary Controversies in Catholic Bioethics
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Chapter 9 ®)
The Place of the Family in East Asian e
Bioethics

Dawei Pan and Ruiping Fan

9.1 Introduction

During the past several decades, the world has witnessed the increased awareness of
the significance of philosophical investigations into the domains of life science and
healthcare, as illustrated by the ‘“Philosophy and Medicine” (P&M) series by
Springer. Among the almost 150 volumes in the series, there has been a special
outpouring of interest regarding East Asian contributions to bioethics. Initiated in
1999, the P&M Asian subseries primarily aimed to provide readers a way to under-
stand moral and cultural issues involved in healthcare, particularly in East Asian
contexts. Over time, it has revealed an intriguing perspective on the development of
a culturally sensitive approach to bioethics known as the family-based approach.
This approach becomes particularly relevant in an era of growing cross-cultural
exchanges, communication, and global political tensions, like the one we are cur-
rently experiencing.

Although those engaged in this approach are primarily philosophers and ethi-
cists, they face a special and delicate challenge that is somewhat similar to that of
an anthropologist, as depicted by Clifford Geertz. To meet this challenge, presum-
ably, as Geertz (1988) puts it, simultaneously requires both the conviction of a
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pilgrim and the dispassionate assessment of a cartographer.! Two closely interwo-
ven questions are raised throughout the P&M Asian subseries: (1) How do the
authors of the volumes establish their own identities as Asian or Asian-based bio-
ethicists? (2) What research are they expected to perform? The first question is a
matter of constructing a scholarly identity, notably one that is connected to the inter-
national community of bioethics while at the same time that has its own “signature,”
or, rather, perhaps its own unique “Asian” or “Confucian” identity.> Such an identity
is critical for the researchers not only because contentious moral issues are nearly
always involved in a variety of specific contexts and appeal to historic precedent and
cultural heritage rather than to abstract principles. More importantly, like anthro-
pologists, ethicists and philosophers concerning themselves with real issues must
stay in the real world and be there for people instead of detaching themselves from
it to get a better understanding of what humanities scholars can do in and for it. The
second pertains to developing a way that aligns with this identity in the academic
world. The first brings charges of certitude, of finding one’s own voice, making a
trenchant stand, and arguing about normative matters or even cultural or spiritual
commitments. The second question calls for objectivity to tell the truth about the
ongoing reality in their areas’ healthcare and bioethical issues, of revealing true
evidence for the existence of a distinctively East Asian Confucian ethos.

The creative tension between Asian or Asian-based bioethicists as pilgrims and
as cartographers runs throughout all of the nearly dozen volumes of the Asian
Subseries under the P&M series. This approach begins with an elucidation of con-
cerns about moral differences, or even conflicts between cultures or religions, fol-
lowed by inquiries and evaluations to address these concerns in empirically sound
and increasingly precise ways. The early exploration of the approach can be dated
back to 61st P&M volume titled Confucian Bioethics (1999) edited by Ruiping Fan

' Geertz argues that conducting anthropological research necessitates embodying the conviction of
a pilgrim and the dispassionate assessment of a cartographer. The metaphor of a pilgrim refers to
the researcher’s immersion in the culture they study, adopting a genuine curiosity and openness to
understanding it from within. This perspective allows the researcher to grasp the meanings and
values that shape the cultural practices and beliefs of the community being studied. On the other
hand, the metaphor of a cartographer highlights the need for a certain level of detachment and
objectivity. Like a mapmaker, the researcher must carefully observe, document, and analyze the
cultural phenomena without imposing personal biases or judgments. The difference lies in the
balancing act between immersion and detachment. Geertz suggests that anthropologists should
immerse themselves in the culture they study to gain a deep understanding, but they should also
maintain a critical distance to avoid becoming overly subjective or romanticizing the culture. This
approach allows for a nuanced and comprehensive analysis of the cultural context. See Geertz
(1988, p. 10). Although the East Asian scholars engaged in the P&M Asian subseries primarily are
conducting normative Confucian studies, they need, on the one hand, to comprehend its underlying
values, principles, and perspectives from the inside, and on the other hand, to maintain a critical
stance, employing rigorous analysis and avoiding undue ethnocentrism.

2The majority of volumes within the P&M subseries focus on bioethical and healthcare issues in
East Asian societies, examining them through a Confucian lens. However, it is important to
acknowledge that while Confucianism is a prominent cultural force in these societies, other reli-
gions and cultures, such as Buddhism and Daoism, are also present and influential.
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as well the 74th P&M volume titled Bioethics and Moral Content: National
Traditions of Health Care Morality edited by Tris Engelhardt and Lisa Rasmussen
(2002). Both appeared within the subseries “Asian Studies in Bioethics and the
Philosophy of Medicine” via Kluwer Academic Publishers. In subsequent years,
Asian or Asian-based researchers became increasingly engaged in this work. This
process eventually turned East Asian bioethics from a vision to a committed and
feasible reality embodied in the subsequent publications of the series since the 21st
century. The subseries in this regard suggests a truly global movement in the com-
munity of bioethics and the philosophy of medicine. It triggers responses not only
from the center of the global ethics community, namely the West (Walker 2009;
Sullivan 2016; Pennings and Symons 2024), but also from non-Western, notably
Asian countries (Elliott et al. 2010), which play an important role in determining
its course.

Unsurprisingly, a sense of the challenge can only be gained from looking into the
volumes themselves, which include not only well-thought-out arguments on peren-
nial hard problems in bioethics but also fresh questions enabled by the introduction
of alternative views. Central to this approach is the role of the family in East Asian
bioethics. In this article, we focus on the theme of the place of the family in East
Asian bioethics and review the volumes and authors in the associated subseries.

9.2 A Family-Based Approach to Bioethics

9.2.1 Thinking About Bioethics Comparatively

Moral diversity is a lived reality. Moral visions, regardless of the situation, may
lapse into error not only in the realm of philosophical analysis, but even in that of
life and morals. There are increasingly more bioethical issues whose resolution
requires not only a full appreciation of moral diversity at the global level, but, more
importantly, an even deeper exploration of the potential of cultural and religious
resources at the local level. In the first few years of the 21st century, the publication
of three volumes marked the beginning of a new phase in bioethics in East Asian
societies. These volumes include Confucian Bioethics (no. 61 of the P&M series,
1999); Cross-Cultural Perspectives on the (Im)Possibility of Global Bioethics edited
by Julia Tao Lai Po-wah (no. 71 of the P&M series 2002); and Bioethics: Asian
Perspectives. A Quest for Moral Diversity edited by Ren-Zong Qiu (no. 80 of the
P&M series, 2004).

A sure sign of the early fledging movement of East Asian bioethics is the 2002
volume Cross-Cultural Perspectives on the (Im)Possibility of Global Bioethics. As
the title suggests, awareness of moral diversity has developed to meet the concep-
tual and practical challenges of bioethics. The volume features an expanded vision
on several fronts. First, the contributors of the volume are from diverse cultural —
Hong Kong, Taiwan, mainland China, Japan, Germany, and the U.S. — as well as
religious backgrounds, varying from orthodox Christian to secular liberal
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egalitarian to Confucian perspectives. The second feature is the volume’s diversified
content. As well as a theoretical analysis that provides the philosophical basis for
bioethical disputes and healthcare policy, discussions on a wide range of conten-
tious topics are included, such as sex reassignment surgery, prenatal genetic screen-
ing or treatment, and genetic engineering.

Nevertheless, the most attractive aspect of Tao’s volume is the challenge it poses
to the universalistic view that is centered on the idea of individual liberty. In this
view, the handling of moral issues is based on the principle that individuals have the
right to make decisions on their own, which should and must be respected by others
and guaranteed by institutional and governmental policies. This entails practices
such as individual-oriented informed consent, which is regarded as the standard
practice for decision-making in healthcare. According to this individualistic model,
global bioethics inherently possesses a cosmopolitan characteristic that prioritizes
the moral agency of individuals over the communal structures based on kinship,
personal relationships, ethnicity, or religious affiliations in healthcare policy. The
contributors to the volume propose that readers expand their perspective beyond the
confines of the current Western framework. More specifically, a significant differen-
tiation is made between the individualistic notion of autonomy, which has tradition-
ally been regarded as progressive and universal, and a revitalized, culturally
sensitive, and pluralistic moral understanding presented in the volume. This view-
point necessitates that bioethicists familiarize themselves with the vast diversity in
lifestyles and perspectives. According to some authors for this volume, the issue
with Western bioethics lies in its transformation into a cosmopolitan myth, despite
its inherent cultural and ideological specificity.

Published in 2004, Bioethics: Asian Perspectives. A Quest for Moral Diversity
provides further evidence that a general turn had already begun. A noteworthy fea-
ture of the volume is a manifest quest for a cultural identity, which was referred to
as the introduction of “Asian perspectives” in bioethics, or, succinctly, Asian bioeth-
ics. The main argument, according to Qiu, is against an “overarching universal eth-
ics or global ethics” even though some values might be shared among cultures.
Emphasis, correspondingly, was placed on the demonstration of the diversity in
moral visions, moral reasoning, and above all moral identities. In this matter, con-
sideration of the variety of authorship is important. Qiu stresses that the authorship
of the volume consists mostly of non-Western contributors — from mainland China,
Hong Kong, Japan, South Korea, the Philippines, and Nepal — as well as researchers
who are of Chinese origin and work at universities in North America. This may sug-
gest an attempt to construct an identity grounded in the East—West binary opposition.

However, it could be critiqued that the argument presented for “Asian bioethics”
in this volume lacks clarity in supporting a radical change in the field of bioethics.
Firstly, the term “Asian bioethics” is often used interchangeably with “Chinese” or
“Confucian” bioethics without adequate explanation in the volume. This approach
may obscure the internal cultural, religious, and linguistic diversity within Asia or
East Asia, which extends beyond a mere geographic expression or a vague construct
with a Sinocentric bias. Secondly, similar to Tao’s volume, Qiu’s volume covers a
wide range of topics, including cloning, brain death, euthanasia, birth control, HIV/
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AIDS, and healthcare systems. However, certain arguments presented in the vol-
ume, such as the defense of China’s former one-child policy, have become outdated
and irrelevant due to the significant changes in China’s population policy over the
past two decades. Thirdly, while the “global versus local” dichotomy proposed by
Qiu is thought-provoking and somewhat reasonable, relying on stereotypical depic-
tions of “the West” hampers the understanding of the underlying systems of
“Western bioethics” and the biomedical and ethical contexts associated with it.
Creating new generalizations around the issue of anti-universalism can be equally
concerning as the previous Eurocentric approach taken in bioethics.

It is not surprising that a more focused volume would be better equipped to
address concerns regarding Confucian biomedical morality and its practical appli-
cations. Confucian Bioethics, edited by Fan, appears to have aimed at concentrating
solely on Confucian ethical perspectives in response to contemporary bioethical
challenges and the growing demand for particularity or specificity in bioethics.
Notably, the contributors to this volume were all Chinese scholars studying or work-
ing in North America, possessing familiarity with modern Western ethical theories
alongside their adherence to the Confucian way of life. This unique combination
allows for a more compelling and targeted exploration of bioethical issues associ-
ated with the Chinese people and the well-defined tradition of Confucianism.
Consequently, it becomes easier to compare the Confucian perspective on bioethical
matters with the universal claims of global bioethics, which often assert justification
based solely on reason and apply indiscriminately to all individuals and societies. In
the vision presented by the authors in this volume, the latter perspective may reveal
more about modern Western liberalism, which represents just one among many
viewpoints, rather than true cosmopolitanism.

The advent of a workable conceptual framework also meets a need for an identity
in the Geertzian sense. In East Asian societies, such as mainland China, Hong Kong,
Taiwan, Japan, and South Korea, Confucian values, notably the importance attached
to the family, still play a role in both conventional moral and political life. This is
where the distinction between a “real” Confucian bioethics instead of what Fan
refers to as “museum” Confucianism was made: traditions, if viewed as a repository
for more than inanimate objects or a sense of previous occupation, could produce a
meaningful transformation in the image of bioethics that holds sway in contempo-
rary academia. Moreover, an enhanced moral vision that incorporates the respect
and goodwill of bioethics towards existing moral diversity has the potential to foster
a program or guide to action — whether legal or political — rather than an armchair
analysis for its own sake. The subsequent volumes of the subseries over the past two
decades have demonstrated the growing significance of Confucian bioethics as a
prominent voice among diverse perspectives in the global arena of bioethics. What
began as an idea in the 1999 volume has evolved into a substantial and influential
presence, solidifying its position within the field.
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9.2.2 Clinical Decision Making: Informed Consent, Trust,
and Other Issues

Philosophical thinking about an alternative approach to bioethics leads to discus-
sions on more specific topics at the clinical, institutional, and even disciplinary lev-
els. It opens dialogue on topics ranging from medical decision-making or informed
consent, to the politics of healthcare. The contributions of the Asian subseries in this
regard include, in chronological order, The Family, Medical Decision-Making, and
Biotechnology (2007), edited by Shui Chuen Lee, China: Bioethics, Trust, and the
Challenge of the Market (2007), edited by Julia Tao, and Family-oriented Informed
Consent: East Asian and American Perspectives (2015), edited by Ruiping Fan.

A rough outline for the application of a Confucian approach to contemporary
bioethical issues can be found in The Family, Medical Decision-Making, and
Biotechnology, which was edited by Shui Chuen Lee and presented as the 91st vol-
ume of the “Philosophy and Medicine” series in 2007. The volume consists of arti-
cles from theoretical and empirical perspectives. The first perspective involves a
philosophical exposition of the family’s centrality in Confucian thought as well as
its ethical and ontological significance. Discussions on topics that later became both
widely known and vividly disputed in the East Asian bioethical community — such
as the Confucian understanding of decision-making or truth-telling in the healthcare
context — were integrated into the volume; the second focuses on the challenges that
emerging technologies pose to the Confucian tradition (to be discussed in Sect. 2.3).

In 2015, a significant contribution to the discourse on informed consent was
made with the publication of “Family-oriented Informed Consent: East Asian and
American Perspectives.” This volume presents several compelling arguments in
favor of family-oriented informed consent. While individual-based informed con-
sent remains the prevailing norm in Western cultures and has been adopted or
adapted by non-Western cultures, this volume uniquely benefits from the insights of
four American contributors and 14 Asian contributors from Hong Kong, mainland
China, South Korea, and Taiwan. In the United States, individual-directed informed
consent is enforced through legislation such as the Health Insurance Portability and
Accountability Act (HIPAA) within contemporary biomedical practices. However,
alternative approaches to safeguarding and promoting well-being receive limited
attention within the Western-dominated bioethics community. Recognizing the
family as a foundational concept, the volume proposes the adoption of a family-
oriented model of informed consent specifically within the context of East Asian
healthcare. While the family-oriented model of informed consent may face objec-
tions, such as concerns about respecting individual wishes or interests, the authors
in this volume endeavor to defend its legitimacy within the framework of East Asian
biomedical practices characterized by prominent Confucian moral and cultural
influences. Regardless of their success or failure, these attempts provide valuable
academic resources for further study and contemplation.

On a conceptual level, a major difference exists between the broad and strict
meanings of the family. Discussions surrounding biomedical decision-making in
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post-industrial Western societies often revolve around the concept of the family as a
voluntary social entity, irrespective of its structure or the sexual orientation of its
members. However, for most researchers from East Asian societies, the concept of
the family was largely understood to be of the “traditional” type, which was built
around a heterosexual couple and which usually involves three generations - the
couple, their children, and their respective parents. While the premise concerning
the “strict” or “traditional” family as many Asian researcher see it, has a factual
basis, it was also endowed with a normative connotation. That is, the engagement of
family members in informed consent, which is critical to medical decision-making,
is deemed not only a reality in a Confucian cultural context but, more importantly,
as morally acceptable or even appropriate and just.

The focus of this volume is to examine the limitations of applying the individu-
alistic approach of the Western medical establishment and social decision-making
apparatus to the Confucian context of East Asian biomedical practices. It presents
an alternative model for more balanced decision-making in these practices. The
primary concern with informed consent arises from the shortcomings of the indi-
vidualistic model. In contemporary Western biomedical practices, informed consent
predominantly relies on an autonomous individualist perspective. The family is
often viewed as potentially conflicting with the ideal of personal autonomy, which
is considered a fundamental principle of equality and social justice, particularly
within the liberal tradition. It should be noted that the purpose of the US/Western
system is to allow patients to decide whether or not to involve their families, rather
than preventing them from seeking advice from their loved ones. Many families do
engage in regular conversations about healthcare decisions. However, under the
Western model, the patient ultimately holds the final decision-making power or
authority, whereas the Confucian model emphasizes shared power or authority
between the patient and the family. In Western biomedical institutions, the decision
of whether the family should be involved in the decision-making process is typically
left to the patient, following a documented procedure. While this does not discour-
age family involvement institutionally, it places individual decisions as a primary
requirement and positions them at the core of informed consent. As a result, patients
are expected or even encouraged to make decisions independently.

The emphasis on individual decisions in informed consent has multiple draw-
backs, as elaborated by several contributors to the volume. Firstly, it is important to
note that the individualistic approach may not necessarily facilitate optimal decision-
making for the individual. According to Jue Wang’s chapter in the volume, a
Confucian perspective suggests that optimal decisions can only be achieved through
practical reasoning rooted in the practice of family interdependence. This perspec-
tive emphasizes the importance of reaching out to others rather than isolating one-
self, as it promotes a deeper understanding of the complexities involved in
decision-making. As Jue Wang shows, the critically ill can become estranged from
others and deviate from the proper direction that they need to truly follow because
of the influence of diseases or disorders. They may only return with the help of the
communities to which they belong, which can be interpreted as an extension of their
families, or in many cases, the family per se. Individualized informed consent, as
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she argues, depends on a fundamentally flawed and narrow understanding of indi-
vidual autonomy. Second, the patient’s capability to exercise the right to self-
determination is overrated in high-tech medical circumstances, such as the Intensive
Care Unit (ICU). In fact, it would be unrealistic to assume a clearcut dividing line
between seeking aggressive medical intervention and simply ending such interven-
tion, given the increasingly formidable power of life-support equipment in biomedi-
cine. Third, individualized informed consent does not conform to the cultural reality
of East Asian societies, especially when it comes to medical decisions. For instance,
reports from both South Korea and Taiwan show that family involvement in per-
sonal decisions, notably regarding medical issues, is common. Finally, the principle
that sustains the individual-oriented model of informed consent can result in insen-
sitivity or even indifference to the complexities of medical practices.

In contrast, according to some contributors of the volume, family-oriented
informed consent can be devised to circumvent the negative consequences of indi-
vidualism’s failure concerning neglected families and moral plights. The justifica-
tion of family-oriented informed consent corresponds, on a descriptive level, to the
socio-cultural fact that the family in its “traditional” forms is a fundamental unit for
making medical decisions for the patient in East Asian societies. On a normative
level, the family-oriented model of informed consent, or broadly, decision-making,
can be justified in four ways. First, family involvement in medical decision-making
can help alleviate the stress caused by the dehumanizing proclivities of biomedicine
and provide care and emotional support for patients. Second, the family has both
good knowledge of its members’ physical and mental needs to make better deci-
sions and the ability to implement the decisions that are taken. Third, family involve-
ment in informed consent would yield better medical outcomes in difficult cases,
such as cadaveric organ donation or participation in clinical trials. Finally, the fam-
ily’s engagement in medical decisions is supported by Confucian moral virtues and
the ontological-metaphysical account of the family — both of which are still preva-
lent in East Asian societies. Similar to Christianity, according to Engelhardt (2013),
the family under the Confucian account is appreciated as a deep, normative social
entity that carries both ethical and ontological significance. The corollary of the
Confucian metaphysics of the family is that the flourishing of the family precedes
human flourishing, and is a prerequisite for the latter.

However, this does not imply that family-oriented informed consent is without
its challenges in the modern world. Among the most representative challenges are
concerns that the family may ignore or override the individual and damage the inter-
ests of the latter by imposing a kind of family paternalism. Other relevant chal-
lenges in a similar vein include issues of truth-telling to patients and preparing
advance directives before the patient has no or limited civil capacity. Although exact
ways to meet these challenges require thorough discussion, according to Fan, Jue
Wang, Wenqing Zhao, and many other contributors to the volume, the key to a solu-
tion is the standard by which medical decisions are taken, be they taken in a family-
or individual-oriented manner. The family and the individual are not necessarily
antagonistic. The Confucian approach to bioethics does not rest on a utilitarian basis
providing for the calculation of benefits and costs. Nor is it intended to provide a
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fixed formula that fits all contexts. Instead, it recommends fair consent solutions
that are structured under the guidance of virtues in interested parties and are funda-
mentally contextual.

Concerns about the healthcare system date to the beginning of the East Asian
bioethical movement. During the first decade of the 21st century, widespread dis-
content regarding healthcare provision among Chinese people attracted increasing
attention. Soaring costs combined with explosive growth in the number of reports of
bribery, malpractice, and medical disputes sparked heated discussion about the
direction of China’s healthcare reform and what path it should take. Discussions on
social justice in healthcare in relation to the Confucian tradition can be dated to the
1999 volume Confucian Bioethics and culminated in 2007, when two volumes of
the Asian subseries were published, both of which contributed to sustained discus-
sions. Three articles included in the 2007 volume The Family, Medical Decision-
Making, and Biotechnology focus on the problem of healthcare, rationing, and
responsibility, using the examples of Singapore and Hong Kong, both of which exist
in an “in-between” position between the East and West.

At the same time, the 96th volume of the P&M series, Bioethics, Trust, and the
Challenge of the Market edited by Julia Tao (2008), is a whole volume dedicated to
China’s healthcare crisis and attempts to give advice on how to rebuild China’s
beleaguered healthcare system. Although healthcare policy is known to present
moral and political challenges worldwide, the situation in contemporary China is
distinctive in that its healthcare reform is complex and interwoven with the political
and economic transformation marked by the policy of reform and opening-up
implemented since the late 1970s.

In general, the volume distinguishes between three approaches to healthcare
policy: (1) the Western social-democratic welfare approach, which is based on a
social welfare ideology and committed to equal access to basic healthcare for all
members of society; (2) the Singaporean approach, which is marked by mandatory
family health saving accounts; and (3) a market-based approach, which, some sug-
gest, would be a solution to China’s disturbingly disoriented healthcare reform.
However, each approach has strengths and weaknesses. The social-democratic
approach adopted by most European countries and Canada has proven to pose a
severe financial burden on the social-welfare state and could hurt China’s economy.
This could be a fatal flaw for a country with a large poor population and stifle its
economic future, which is crucial for the legitimacy of the Party-state. Alternatively,
a market solution to China’s healthcare crisis has much allure, especially regarding
the country’s transition to a market economy. However, embracing the free market
is likely to pose a challenge to the official socialist agenda and draw the government
into a damaging ideological mire in which its credentials will also be on trial. Given
the situation, following the Singaporean model was once regarded as a promising
option. The model puts some weight on the health responsibility of the family
through financial instruments while at the same time leaving individuals and fami-
lies with healthcare choices. Moreover, such a model is thought to be a successful
integration of Confucian moral traditions into the healthcare system and could guide
an East Asian approach to healthcare policy.
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Thus, to what extent and in what ways China’s healthcare reform can learn from
Singapore, and sometimes Hong Kong, the situation of which is somewhat analo-
gous to Singapore, forms the center of attention throughout the volume. Overall,
contributors to the volume agree that the market is not a panacea; unregulated mar-
kets favoring private institutions, typically for-profit ones, tend to produce undesir-
able results. According to the contributors, a mix of public—private health care
provision and the corresponding distribution of health responsibility between the
family and the state implemented by Singapore strikes a better balance between
social benefits and efficiency. Some Chinese contributors have examined contempo-
rary Chinese healthcare policy, notably its evolution and its realized and unrealized
moral commitments. Nevertheless, the majority of the volume includes normative
analyses of how efficient and sustainable healthcare provision can be attained in
alignment with Confucian heritage, in which the family plays a central role. More
specifically, China’s difficult changes in healthcare policy should be seen as a call
to restore trust, as suggested by Tao, and to change the way of thinking. Confucian
values can be a resource to foster not only the benevolence of the physician but also
institutional integrity (Iltis) or a culture of responsibility (Fransen). Furthermore, as
Fan puts it, from a Confucian perspective, the idea of welfare is essentially family-
centered and not built upon an egalitarian underpinning. This provides an alterna-
tive framework with which a top-level design of the national healthcare system that
is more suitable for China can be developed. At the same time, to engage in discus-
sion also gives new life to Confucian thought and creates what Fan calls “recon-
structionist Confucianism.”

9.2.3 Biotechnologies

The moral consequences of biotechnology in relation to multiculturalism have
attracted the attention of bioethicists since at least 2007, as shown in The Family,
Medical Decision-Making, and Biotechnology edited by Shui Chuen Lee (2007).
Seven (Chapters 7, 9, and 10, 11, 12, 13, 14) of the 17 articles included in the col-
lection focus on the application of emerging biotechnologies from a broad theoreti-
cal or comparative perspective: sex selection technology, organ donation, and
human embryonic stem cell research. Although, like in mainland China, sex selec-
tion is banned in Taiwan, ethical analysis shows that the preference for boys, or
sexism more generally, is entrenched in societies deeply shaped by Confucian
thought, and requires more careful consideration in legislation to protect women’s
well-being and reproductive autonomy. Comparative studies of research policies in
different societies have revealed curious discrepancies. Unlike Western societies,
East Asian societies tend to adopt more permissive approaches to embryo research.
While some researcher put this down to “Western liberal individualism” (Fan),
some others argue for the influence of Judeo-Christian theological ethics
(Engelhardt), including the Islamic approach of Near Asian countries reported by
Aksoy et al., on Western thinking about embryo research.
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The growing interest in cultural influences on organ donation among Asian and
Asian-based bioethicists, particularly the role that the family plays, later developed
into an entire collection dedicated to the topic. In the latest volume of the subseries
published in 2023, Incentives and Disincentives in Organ Donation: a multicultural
study among Beijing, Chicago, Tehran and Hong Kong edited by Ruiping Fan
(2023), researchers focus on the moral and cultural dimensions involved in the
application of the biotechnology of organ transplantation. While patients in need
benefit greatly from organ transplantation, organ shortages are common in both liv-
ing and cadaveric donations worldwide. This necessitates examination of incentive
and disincentive models, as well as of how organ donation rates are conditioned by
cultural factors. Generally, incentive models can be divided into three types: liberal
(honorary), compensationalist, and familist. The liberal or honorary model, which
was adopted in North America and most European countries, presupposes that the
action of donating one’s organ is driven by altruistic and egalitarian motives and can
be encouraged through measures designed for honorary incentives such as medals
or thank you notes. In contrast, the compensationalist model emphasizes the finan-
cial compensation provided to the donor. As shown in the Islamic Republic of Iran,
such compensation is not given by the recipient but endowed by the government in
monetary or non-monetary (e.g., health insurance) forms to hedge the risk of organ
trafficking. The familist model for organ donation, first devised by Israel, prioritizes
family members of donors and incorporates a corresponding stratified priority sys-
tem for family beneficiaries. The national system for the distribution of donated
organs established in mainland China in the 2000s primarily follows the familist
model, suggesting the importance the Chinese assign to the family.

Benefiting from authors from four societies — namely, mainland China (taking
Beijing as a sample), Hong Kong, Iran (Tehran as the sample), and the United States
(Chicago as the sample) — the collection celebrates a curious multicultural perspec-
tive in analyzing moral considerations and policy design regarding the improvement
of organ donation rates. The collection provides a varied and well-balanced account
of the incentive problem at individual, societal, and cultural levels. The combined
use of empirical studies (notably quantitative analysis and extensive in-depth inter-
views with donors, recipients, family members, medical professionals, policymak-
ers, and ethicists with different cultural backgrounds), literature reviews, and
theoretical analyses makes the collection’s arguments organized and plausible.
Examinations of incentives and relevant public perceptions in the four societies sug-
gest significant differences in incentives and disincentives between societies.

Of particular interest is that the family’s impact on organ donation may have both
positive and negative consequences, depending on the family’s social and cultural
milieu. For example, the idea of appropriate death, notably concerns over bodily
integrity even in death, can constitute an obstacle to organ donation, as the biotech-
nology of organ transplantation entails the removal of the donor’s organ(s), typi-
cally within a specific time limit. This partly explains the considerably low donation
rates in mainland China and Hong Kong, both of which have culturally entrenched
legacy values placed on filial piety and encounter difficulties with deceased organ
donations. A package of incentives or mixed incentive measures, rather than
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deploying a single incentive model, has been suggested to be ethically justifiable,
politically legitimate, and more likely to improve donation rates. Sufficient thought
given to the discrepancies in cultural and social values, as convincingly shown
throughout the 16 articles, is key to optimizing mixed incentive measures.

Moreover, while a Hong Kong-based survey suggests that the vast majority of
the Hong Kong public approves familist incentives such as offering a columbarium
niche to a deceased donor, there are also concerns about whether it would inappro-
priately favor large families while putting those with fewer siblings or children — the
number of these people is increasing in the process of urbanization — in a disadvan-
taged position. Moreover, families may have different ideas regarding organ dona-
tion. In extreme cases, this leads to potentially compelling donation against a
deceased family member’s wish or, conversely, the family’s veto of a deceased
member’s donation wishes. Given this situation, a family’s wishes can conflict with
an individual’s will and undermine individual autonomy. A defense by Fan, the edi-
tor of the collection, for the “familist decision model” in organ donation is that
concerns about impairing individual autonomy can be regarded as a reflection of an
individualistic mentality, which, however, may be problematic from a family-based
Confucian perspective. An agreement within the family regarding organ donation
wishes is recommended prior to possible disagreements that may emerge between
the individual and his or her family while living or posthumously.

9.3 Challenges and Further Explorations

The transformation from a traditional to an industrialized society led to the break-
down of the family clan and the rise of modern individuals in China throughout the
20th century. The predominant Chinese ideology has no longer been Confucianism
since the establishment of the People of Republic China in 1949. The trend towards
individualization was sped up due to China’s turn to a market economy and untied
its Communist ideological control since the late 1970s. Nevertheless, the Chinese
society has undergone massive changes since the beginning of the 21st century. Far
from being overwhelmed by an apparently increasingly strong individualist con-
sciousness in younger generations, the power of the family was sometimes strength-
ened by the way it functions in realignment with these trends (Yan 2021; Jing 2000).

The relevance of Confucianism, or tradition broadly, to the contemporary world
can only be properly understood in this context. While some observers have noticed
this intriguing realignment, philosophers and ethicists to date seem to have paid
insufficient attention.® A closer and updated examination of contemporary Chinese
society, in particular, and Asian societies in general, can provide more insight into
the understanding of bioethical issues.

3A few Chinese philosophers have made exceptional strides in their recent research, exploring the
contrasting features of Confucian culture’s familist orientation and the individualist culture preva-
lent in the modern Western context. See Yang (2017), Zhang (2017) and Sun (2019).
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Another issue that calls for further exploration is cultural and religious differ-
ences within and across East Asian societies. Although some of the authors or edi-
tors of the subseries have long recognized this, much needs to be done to tap into the
full potential of a diversified, well-communicated rather than narrow-minded East
Asian ethos. A full evaluation of the complexities of us—them negotiations, which
are represented in both intercultural and intracultural communications, will be of
great help to future bioethics.

9.4 Conclusion

As convincingly revealed by the growing number of volumes in the Asian subseries,
an increased awareness of moral diversity in bioethics is not only feasible but also
imperative because of political, economic, and moral crises caused by the elevated
global state of conflict. This subseries is successful in delineating what happens
when global bioethical ideas and practices diffuse into the cultural and institutional
contexts of East Asian societies, which are deeply influenced by Confucian perspec-
tives on the family, social justice, and morality. Benefiting from the contributors
who engage in and enact an East-West dialogue, the subseries tells a broad story of
how the global can settle down and made local, as well as how the local can be navi-
gated to generate global impact and eventually become global.
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Chapter 10 )
Lost in Translation: How 1979 Proved e
Pivotal for Bioethics and Why We Need

a Narrative Account of Morality

in Medicine

D. Micah Hester

A ten-year span, between 1969 and 1979, was all it took to establish the foundations
of modern bioethics. In *69 and ’70, the Hasting Center, the Kennedy Institute of
Ethics, and Penn State-Hershey’s medical humanities program identified bioethics
as an academic, scholarly endeavor. By 1973 the National Commission manifested?
Governmental interests in ethics and medicine. Court cases arising from clinical
situations like the 1976 case of Karen Ann Quinlan spoke to the idea that hospitals
should establish institutional bodies that can think through ethically challenging
situations.

As a nascent but growing academic “demi-discipline” (cf Jonsen 1997), bioeth-
ics in the “70s needed a carefully considered base of scholarship in order to ground
itself as a legitimate intellectual, professional enterprise. While books and articles
had appeared in the decades before (e.g., Fletcher 1954), those works identified a
“gap” in our moral considerations about medicine and science, stimulating others to
more comprehensive and detailed discussions. In fact, the book series, Philosophy
and Medicine, itself, was established by Tris Engelhardt and Stuart Spicker in 1975
precisely to “examine the conceptual background in terms of which questions in
medical ethics can best be assayed,” building a scholarly foundation for the field of
bioethics. But what eluded the field was a lingua franca—a common language—
that could ground moral insights and debates under the disciplinary umbrella known
as “bioethics.”

By the end of this pivotal decade all that changed with the publication of two
critical manuscripts, The Belmont Report (1978) and the Principles of Biomedical
Ethics (1979). These two documents suggested that a fundamental, limited set of
ethical norms of practice could be identified for both the research and clinical

D. M. Hester (<)
Department of Medical Humanities & Bioethics, UAMS, Little Rock, AR, USA
e-mail: DMHester @uams.edu

© The Author(s), under exclusive license to Springer Nature Switzerland AG 2025 127
L. M. Rasmussen, S. Holm (eds.), 50 Years of Philosophy and Medicine,
Philosophy and Medicine 150, https://doi.org/10.1007/978-3-031-95175-6_10


http://crossmark.crossref.org/dialog/?doi=10.1007/978-3-031-95175-6_10&domain=pdf
https://doi.org/10.1007/978-3-031-95175-6_10#DOI
mailto:DMHester@uams.edu

128 D. M. Hester

environments, norms that spoke to the obligations of investigators and providers,
respectively. These basic “principles” of research (respect for persons, beneficence,
justice) and biomedical ([respect for] autonomy, beneficence, nonmaleficence, jus-
tice) ethics capture important aspects of moral truth in medicine and were quickly
adopted by bioethicist and clinicians/investigators, alike.

To be sure, the principle-based approach was not without its vocal detractors
early on, but even in the face of strong critiques, so-called “principlism” increased
in usage through both scholarship and education. Fast forwarding nearly 50 years
later, there is hardly any healthcare professional, trainee, student who has not heard
about the 3—4 basic bioethical principles, and nearly every issue of a professional
journal that has an article on ethics in medicine in it will allude at some point to the
principles (whether as set and unquestioned or as problematic and concerning).

In light of this background, the focus of this chapter, while recognizing the impor-
tance of our established biomedical principles, turns to what was and is lost when
reducing the moral framework of medicine to said-principles.' The problem is, in
part, that a robust discussion and awareness of various philosophies of medicine
have receded while more targeted use of basic (and often “sloganized”) norms are
asked to do more than they were intended to do. I will demonstrate this by focusing
on two essays on clinical judgment published the same year (1979) as the first edi-
tion of The Principles...—essays written for the 6th volume of the series Philosophy
and Medicine (also published in 1979), not by humanities scholars but by erudite,
practicing physicians, Edmund Pellegrino and Eric Cassell. I will suggest that while
we remain well-served by careful elucidation and nuanced application of ethical
principles in medicine, taking a step back to consider larger frameworks for under-
standing the “art and science” of medicine can substantively and positively affect
the ethics of medicine, as well.

In the late 1990s, during his presidential address to the Society for Health and
Human Values, Al Jonsen muses, “Many of us have wondered how the desiccated
moral philosophy of the 1960s turned into the vigorous ethics of bioethics...”
(Jonsen 1997). While Joseph Fletcher’s 1954 work, Medicine and Morals, made an
early statement about the need for a discussion of the ethics of healthcare, the rise
of analytic philosophy in the United States had pushed aside value theory and moral
philosophy in many corners of academia. As such, we found, as Tom Beauchamp
notes, “Prior to the early 1970s, there was no firm ground in which a commitment
to principles or even ethical theory could take root in biomedical ethics” (35, 2010).
Stemming from their collaborations at the Kennedy Institute of Ethics, Beauchamp
and his colleague, James Childress, endeavored to effect change in bioethics to give
“the embryonic field of bioethics a shared method for attacking its problems,...[with]
some minimal coherence and uniformity” (36, 2010). Akin to what The Belmont
Report (1978) did for research, Beauchamp and Childress identified fundamental
ethical norms in clinical care. And so in 1979, they published the first edition of a

"For accounts of various “losses” in the history of bioethics, cf. Baker (2024) and Evans (2012).
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singularly important text in the field, Principles of Biomedical Ethics. It is this work
that elucidates four basic ethical principles, or “action guides,” for clinical practice
in medicine.

Much has been written in bioethics both about and with the principles, and it is
not my intention here to recount myriad uses and debates. Whatever one’s thoughts
are on these principles—whether championed as “basic” and ‘“fundamental” or
couched (somewhat deridingly) as “principlism” or “The Georgetown Mantra”—it
seems that one important reason for their rapid and steadfast acceptance in the field
is that “Principles were used to present frameworks of evaluative assumptions so
that they could be used by, and readily understood by, people with many different
forms of professional training. The distilled morality found in principles gave peo-
ple a shared and serviceable group of general norms for analyzing many types of
moral problems” (36, 2010). As sociologist John Evans puts it, “Principlism created
a set of predetermined ends, portrayed as universally held by people. [With this, t]he
bioethics profession....now had solid jurisdiction over research bioethics and
health-care ethics consultation” (Evans 2012, 68).

In other words, it is no overstatement to say that the principles-approach of
Beauchamp and Childress flourished after the publication of the first edition. Again,
whatever one’s take, it is hard to deny that the principles capture important aspects
of moral truth—that individuals matter, that their well-being matters, that fairness
matters. The principles speak to these moral issues, even if we may not all agree
they do so in a satisfying, robust, clear way. By speaking to these issues, though,
they found fertile soil in which to take root. In fact, they remain today the most cited
framework for bioethical deliberation, taught in medical schools and other health
professional training, used in licensure exams for health professions, and continu-
ally applied or debated throughout the medical ethics literature. A simple search in
Google Scholar or PubMed will readily find articles and books published just within
the last couple of years that either refer to the principles in support of some ethical
analysis of clinical care or take the principles as the main foil in order to argue some
other ethical insight or framework.

My point is that, for better or worse, principles did become that lingua franca for
bioethics—language that when doing the work of bioethics we all must either use or
explain why we are not. But the use (and abuse) of this framework as well as its
ubiquity has created a culture of bioethics in practice that regularly relies on express-
ing the principles to others rather than understanding them robustly. They have
become slogans, even caricatures, not so much “readily understood by’ the clinician
who expresses them, as merely stated and broadly agreed to. Of course, this prob-
lem is not to be laid fully at the feet of Beauchamp and Childress themselves, but
they are also not wholly without some blame.

Initially more concerned with the role of moral theory in relationship to profes-
sional practice, Beauchamp and Childress describe their principles in early editions
as norms that arise from a “convergence” of deontological and utilitarian consider-
ations (through such thinkers a WD Ross and William Frankena). Here, then, the
authors claim a theoretical basis, but a fairly tenuous one where traditionally com-
peting philosophical frameworks are taken not as divergent but instead as
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co-foundations of one and the same set of principles. This tenuousness is evident in
the first edition when the concept of autonomy vacillates between “freedom of
action” (a la Mill) and “freedom of will” (a la Kant), shifts that are sure to raise the
hackles of many moral philosophers. This vacillation leads to their “principle of
autonomy” (as it was then known) being explicated primarily by a lengthy discus-
sion to the importance and practice of “informed consent” rather than a careful
rendering of a consistent account of autonomy, itself (1979, 62-85). Eventually,
then, Beauchamp and Childress (from the 4th edition onward) unshackle the prin-
ciples from any particular moral philosophy or theoretical basis, rooted instead in
“the common morality” and described as “pre-theoretical” principles that can find
reasoned justification from a wide variety of moral theories—a kind of Rawlsian
“overlapping consensus” among a number of comprehensive moral doctrines. In
fact, with principles grounded in common morality, what results is that theories that
do not comport with the principles are themselves to be considered prima facie mor-
ally suspicious.

To be clear, neither Beauchamp nor Childress eschew the place of theory in ethi-
cal reasoning. In fact, it is clear in their own individual work that they both hold
tightly to particular moral philosophies. However, as a form of “applied ethics,”
they suggest that their principle-based approach is best understood at the level of the
principles themselves, and not in relation to any particular moral theory. Of course,
this is, in part, why they have been so successful, creating a kind of “big tent”
approach to practical ethics that attempts to forestall theoretical debates in order to
get significant everyday moral work done. And yet, as I have argued elsewhere
(Hester 2001), no moral norms can stand outside of theory entirely—they involve
commitments to intentions or consequences or virtues (or some combination). They
implicate claims about human nature(s), the moral life, and the philosophy and
practice of medicine that should not go unrecognized but instead, once recognized,
become the fodder for discussion and debate about both the acceptability and use-
fulness for the principles themselves. And while there may be convergence in the
common morality and among ethical theories about these principles, any supposed
convergence stands at such a high level of abstraction that it leaves the principles
themselves almost completely unfettered and open to a variety of interpretations
and uses, undermining their place as a truly common language. For instance, the
utilitarian suggests the importance of “autonomy of action,” while the deontologist
leans into “autonomy of will”’—the former looking to see what actions can be
allowed or curtailed while the latter addressing a conditional state for the possibility
of moral activity in the first place.

Again, my point here is not to adjudicate the promises and challenges of princi-
ples but to note that they set a particular kind of moral culture in medicine, a culture
that is less concerned with what grounds our moral consideration (save, maybe, for
common morality), and more concerned with how to frame moral issues. Framing
delimits but does not secure. It attends to what is happening here and now—a very
important task in everyday clinical medicine, to be sure—but has difficulty address-
ing underlying conditions that lead to problems in the first place. That is, by setting
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aside talk of (moral) theory and philosophy in lieu of “mid-level” principles, deep
analysis of biomedical and moral conditions that underlie current situations is lost.

I would suggest the disconnected character of the principles from moral theory
actually may arise from fact that there is no account of any philosophy or theory of
medicine, as well. Why should that matter? Well, as Beauchamp and Childress
themselves note, “we draw from the common morality to formulate these princi-
ples? To make them suitable for biomedical ethics” (2023, 151). In other words, the
principles identified are not principles of the ethical life writ large, but of biomedi-
cal ethics, in particular. Even more directly, they purport to speak to the field of
clinical medicine (and possibly other healthcare professions), as opposed to, say,
research ethics which is covered by The Belmont Report. And yet, there is no place
in their book where they take the time to explain what constitutes clinical medi-
cine—what the aims, purposes, or scope of medicine itself are.

It is my contention that a look into what constitutes medicine and healthcare matters
in light of a set of norms purporting to arise from and speak to biomedical practices.
That is, a broader view looking into what medicine is about, in fact, may make prin-
ciples of medicine more effective, and that work—the work of looking at the mod-
ern practice of medicine itself—was happening at the same time as the work of
Beauchamp and Childress, but has been overshadowed—almost forgotten—by the
normative work of principles.

I would hope it uncontroversial to say that the field of bioethics needed a lingua
franca, a useful language available beyond the ethics experts. And yet, language is
a fundamental characteristic of any culture (Dewey 1938). So, as a language devel-
ops, culture develops as well. During the 1970s, bioethics searched for its voice,
with religionists, lawyers, philosophers, sociologists, and clinicians all contributing
to the conversation. As we have noted, in the end, the language of principles, as
articulated by two humanists, Tom Beauchamp (philosopher) and James Childress
(religious ethicist), gave a framework in which that voice could express itself. But
at the same time that the moral concerns that led Beauchamp and Childress to
develop their model, others who recognized similar concerns took quite different
tactics, and some of the leading voices who took dissimilar approaches were, them-
selves, physicians, not philosophers. Surprisingly, given that the profession in ques-
tion is medicine, the approaches they took, while still influential among academic
bioethicists, made little headway in how we think about clinical practice and clini-
cal ethics for practicing clinicians who are outside the scholarly debates in bioethics.

Two such authors were Edmund Pellegrino and Eric Cassell, both practicing
internists with rich backgrounds in philosophy and ethics, and both of whom began
their work on the “nature” of medicine, clinical practice, and ethics in the decades
preceding the “70s.

Edmund Pellegrino approached his philosophy of medicine and bioethics through
an Aristotelian, virtue-based philosophy, reaching back to what he called Hippocratic
values and filtered through a Catholic (more specifically, Thomasian) lens. An inter-
nist who began his work in the 1940s, Pellegrino was highly steeped in the humani-
ties and always stayed within an academic environment, even becoming chancellor
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of Health Sciences at the University of Tennessee and president of the Catholic
University of America, before ending his career at Georgetown seeing patients and
doing bioethics at the Center for Clinical Bioethics at Georgetown, which is now
named in his honor. Pellegrino’s writings in medical and bioethics journals, along
with his numerous books, place him squarely in the important moral conversations
of a burgeoning field. He was a highly respected figure in the field of bioethics,
earning recognition and honors throughout his career.

Much of the same can be said for Eric Cassell, whose career began in the 1950s,
continuing until his death in 2021. Cassell was an internal medicine specialist and
professor of public health at Weill Cornell Medical College. In 1971 he became a
founding fellow at the Hastings Center, where he focused on issues at the end of life,
laying groundwork for academic acceptance of palliative care. His book, The
Healer’s Art (1976), suggested that illness be seen by clinicians as transformative,
not merely a problematic adjunct of living. And The Nature of Suffering (1991)
became the seminal work on the topic of suffering, suggesting that it is a transfor-
mative experience to be taken seriously and individually by physicians.

With the great longevity of their careers, and their early infusion into academic
bioethics, it is not unreasonable to think that, particularly as physicians themselves,
either Pellegrino or Cassell, if not both, would have made a significant impact on
how clinicians today understand the moral landscape of their practice. To be sure,
writing important works during the nascent stage of professional bioethics, both
Cassell and Pellegrino were significant parts of the academic discourse. And yet, by
the end of the 1970s, two humanities professors set the course for moral evaluation
of clinical practice in a way that nearly eliminated the effects of Cassell’s and
Pellegrino’s insights, at least in terms of any impact of practicing clinicians.

Why might this be? I suggest that one powerful reason for this is that both Cassell
and Pellegrino (in rather different ways) approach the ethical landscape of medi-
cine, not through identifying moral norms of practice, but by discussing what they
took to be the “nature” or “purpose” or “practice” of medicine itself. Again, this
way of coming at the moral life of medicine is an approach somewhat ignored by
Beauchamp and Childress. This contrast in approaches between Beauchamp and
Childress, on the one hand, and Pellegrino and Cassell, on the other, is brought into
stark relief if we take a brief moment to look at two chapter publications by
Pellegrino and Cassell which came out in the same year as The Principles, 1979, in
volume 6 of the book series, Philosophy and Medicine, entitled, Clinical Judgment:
A Critical Appraisal.

The volume itself, edited by Engelhardt, Spicker, and Towers, is the result of a
symposium on clinical judgment held in 1977. At the time, new pressures had arisen
in medicine regarding the use of computers to aid in, even provide, diagnostics for
clinicians (sound familiar in today’s Al landscape?—for this reason alone, the vol-
ume is worth a close read even today). After two sections of debates discussing the
role of diagnostic critical thinking and logic, computers, and human reasoning, the
third section turns to insights on clinical judgment by clinicians themselves—
namely, Pellegrino and Cassell.
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What we learn, by implication if not always direct explication, through a careful
reading of these chapters is that for both Pellegrino and Cassell clinical medicine is
an inherently moral enterprise. Particularly in the case of Pellegrino, medicine is
decidedly teleological, aimed (practically) at the “right healing action for a particu-
lar patient” (Pellegrino 1979, 173). As Karen Geraghty succinctly puts it,
“[Pellegrino’s] argument is deceptively simple: medicine is at heart a moral enter-
prise founded on the covenant of the patient-physician relationship” (2001). His
account, then, of clinical judgment is necessarily infused with this “end,” and as
such, requires that the particularities of the patient themselves are necessary to iden-
tifying the “right healing action.” As such, “[i]n making the ‘right’ decision for an
individual patient..., personal, social, economic, and psychological characteristics
of the patient must be factored in.” (Pellegrino 1979, 181).

In his own chapter in the volume, Cassell focuses on the “subjective” consider-
ations of patient themselves—note: not the subjective considerations of the physi-
cian, but the patient. Patients bring to the clinical encounter their experiences,
beliefs, and feelings about their situation. Cassell suggests that clinicians, not in lieu
of deep understanding of physiology and pathology but in order to use that under-
standing effectively, must “learn how the person of the patient interacts with basic
pathologic mechanism to produce the illness that is this person with this disease”
(205). Cassell argues that the subjective considerations of the patient must necessar-
ily be a focus for the clinician because, “If [the physician] listens only to the sense
data of the experiencer he [sic] will hear only about disease and will miss the per-
son. If he hears only about the subjectivity he will miss the disease” (214).

In both Pellegrino’s and Cassell’s accounts, the argument for professional prac-
tice (habit) development requires a rich understanding of patients as both the every-
day people they are and the patients they see themselves to be. Such a robust
approach to the medical practice, which is the groundwork for the ethical landscape
of medicine, is not to be found in the early editions of the Principles. Even as late
as the fourth edition, Beauchamp and Childress suggest that respecting a patient is
to focus on their autonomy through “express and informed consent” (1994, 128)
which only lightly touches on the broader considerations of what it means for a
clinician to respect the patient in front of them. Pellegrino and Cassell both call for
a deeper understanding of the individual patient. To be fair, a moral concern for
understanding who the patient is has not been wholly ignored; however, leaning into
“then” rather than “thick” case descriptions (cf. Gavin 1995), much of the clinical
ethics literature—especially articles and commentaries written for clinical journals,
trades on principlist discussions of cases, not robust considerations of the “personal,
social, economic, and psychological characteristics of the patient” as germane to
moral medical practices.

To be clear, however, the point of my brief discussion of Cassell and Pellegrino
and their views of medicine should not be taken as an endorsement of their specific
philosophical accounts, per se, but instead is intended to suggest that a moral culture
in medicine demands something more (not necessarily something other) than a
principles-based approach to clinical ethics. An account of the moral life of medi-
cine reduced to norms and precepts runs the risk of losing touch with the lived



134 D. M. Hester

experiences of both patients and providers, becoming a “cookie cutter” approach to
the conditions that manifest ethical concerns in medicine in the first place.

Taking my lead from pragmatist philosophy, phenomenology, and yes, people like
Pellegrino and Cassell, back in the late 1990s I began arguing that the principle-
based accounts of Beauchamp and Childress (and Engelhardt, for that matter) left
us wanting because at least in their early incarnations, they mischaracterized the
role of principles, the “nature” of autonomous humans. They ignored the impor-
tance of theory and philosophy for grounding an ethical account of patient-provider
relationships in light of a pragmatic understanding of moral intelligence and artistry
performed by socially situated selves which develop into and arises out of an atti-
tude of community as healing. The following section, then, is a kind of precis of that
argument.’

Just in the degree in which a physician is an artist in his work he uses his science, no matter
how extensive and accurate, to furnish him with tools of inquiry into the individual case,
and with methods of forecasting a method of dealing with it. Just in the degree in which, no
matter how great his learning, he subordinates the individual case to some classification of
diseases and some generic rule of treatment, he sinks to the level of the routine mechanic.
His intelligence and his action become rigid, dogmatic, instead of free and flexible.
(MW12, 176)

As I’ve suggested, there is a need for an account of medicine as a profession, as a
practice—a kind of philosophical expression of health care—and my work in bio-
ethics starts from a philosophical grounding in American pragmatism. It is through
this lens that I will argue for a more robust sense of medicine and ethics that
acknowledges ethical norms but situates them within a more comprehensive context
in which patient and providers reside in relationship to each other.

Pragmatism is a philosophical movement or “school” that arose in the late 19th
and early 20th centuries. It included such figures as C. S. Peirce, William James,
John Dewey, and George Mead (among others). While there is, of course, no one
philosophical system that is “pragmatism,” the “spirit” it captures can be found in a
group of philosophical positions and theories that emphasize the practical outcomes
of philosophical inquiry for human purposes. These outcomes and purposes arise
from the intelligent and contextual nature of inquiry, take seriously the centrality
and continuity of experience, and stress the evolution and habitual underpinnings of
character. And though some may object to the fact that pragmatism is not clearly
defined in one system, “The resistance of pragmatism to a precise definition is a
mark of its vitality, an indication that it is a living philosophy rather than an historic
relic” (Talisse and Aikin 2008, 3). Philosopher AO Lovejoy suggested over a cen-
tury ago (1908) that there are at least “thirteen pragmatisms,” but even so, most
constructs of pragmatist philosophy aim at practical consequences, grounding in
naturalism, recognition of fallibility, a belief in meliorism, and an integration of
human thought and action. In light of these shared characteristics, many pragmatists

2The following section is a reduction/redaction from Hester (2001).
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suggest that ideas, beliefs, and emotions are essentially biological and cultural hab-
its. Habits trigger us to perform. Habits, defined as controlled adjustments between
an individual and their environment, stand at the ready in order to manifest in spe-
cific situations. These acquired tendencies can be found in human action, thought,
and emotion. For example, discovering a broken car window triggers a sequence of
habitual reactions: blood rushing to the face, checking the watch, realizing missing
electronics, and briskly walking back to the house while feeling frustrated and wor-
ried. These activities, driven by habits, are actions mobilized by circumstances. The
violation of property activates habits of fear, frustration, investigation, and stress.

Habits are double-edged, though. While they make our efforts less taxing, their
“automation” runs the risk of overwhelming reflection and intelligence. Let us call
these thoughtless habits “habituations.” They take the environment (at the time) as
fixed and uniform; thus “adjustment is just fitting ourselves to this fixity of external
conditions” (MW9, 51). Habituations are mechanical and routine.

Habit as habituation is indeed something relatively passive.... Conformity to the environ-
ment, a change wrought in the organism without reference to ability to modify surround-
ings, is a marked trait of...habituations.... Habituation is...our adjustment to an environment
which at the time we are not concerned with modifying. (MW9, 51-52 [emphasis added])

We can see this through how routine functions for practitioners® of medicine—from
taking of vital signs to patient histories. Such habits are necessary for good medical
care, but these and other habits become concerning if they are “set, rigid, and inflex-
ible,” leading to “unvarying behavior” (Columbia Associates in Philosophy 1923,
8). Such stagnation, what we might call 'habituations’, can result in dogmatic physi-
cians who “cannot successfully meet new situations” (Columbia Associates in
Philosophy 1923, 8) precisely because patient differences need sensitive and adap-
tive responses. Dewey reminds us, “A habit marks an inclination—an active prefer-
ence and choice for the conditions involved in its exercise.” (MW9, 53) As
“inclinations,” habits “prefer” and “choose” the conditions that call them forth; they
do not simply wait in reserve but seek out conditions in which to act. They attempt,
at least upon first appearance, to be exercised in particular ways along very restricted
lines. The active nature of habits can lead to the “unthinking” exercise of them.
Again Dewey:

Routine habits are unthinking habits.... [T]he acquiring of habits is due to an original plas-

ticity of our natures: to our ability to vary responses till we find an appropriate and efficient

way of acting. Routine habits, and habits that possess us instead of our possessing them, are
habits which put an end to plasticity. They mark the close of power to vary. (MW9, 54)

However, let us not be fooled in to believing that habits undermine intelligence. In
fact, habits and intelligence have an intimate, if paradoxical, relationship.

3Throughout I will use terms like ‘medical practitioners’, ‘health care professionals’, and ‘physi-
cians’ interchangeably and do so to highlight that many of the issues discussed herein apply in
varying degrees to MDs, DOs, APRNs, PAs, RNs, PTs, etc. alike.
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Habits are a condition of intellectual efficiency. They operate in two ways upon intellect.
Obviously, they restrict its reach, they fix its boundaries.... All habit-forming involves the
beginning of an intellectual speculation which if unchecked ends in thoughtless action....

Habit is however more than a restriction of thought. Habits become negative limits
because they are first positive agencies. The more numerous our habits the wider the field
of possible observation and foretelling. The more flexible they are, the more refined is per-
ception in its discrimination and the more delicate the presentation evoked by imagination.
(MW14, 121 & 123)

Dewey contrasts habits unchecked by intelligence (for which they were initially
placed into service) with flexible, productive habits that expand intellectual hori-
zons. Let us call these productive habits “intelligent,” serving as thoughtful and
flexible manipulations nuanced in order to affect old habits in light of the unique-
ness of each new situation.

We are always possessed by habits and customs, and this fact signifies that we are always
influenced by the inertia and the momentum of forces temporarily outgrown but neverthe-
less still present with us as a part of our being.... [However, i]n its largest sense,...remaking
of the old through union with the new is precisely what intelligence is. (LW11, 36-37)

Given this, the medical profession, any more than other activities of life, cannot help
but be replete with habits. And the tension between “unthinking” and “intelligent”
habits also, then, exists in medicine. Unreflective approaches to patient care can run
on virtually unchecked, from the expectations of physicians about their patients
(and vice versa) to taking histories to using a stethoscope or palpating the abdomen,
habits of medical practice make encounters with patients efficient but dangerous,
possibly stifling positive, flexible interactions with unique individuals and situations.

Further, the institutions of medicine (from medical education to medical centers
to medical insurance to ACOs) provide an environment in which habituations not
only thrive but are even encouraged. At one time, HMOs used a term for time spent
with patients—“medical-loss ratio,” (Anders 1996), meaning that the medical
encounter is to count as a negative loss from the standpoint of the “business” of
medicine. Now days, RVUs (or RVWs) are the coin of the realm, with pressure on
providers to “generate” high levels of RVUs—namely, patient encounters. But if
institutions champion such metrics, then time is of the essence, where unthinking
habits are more likely to run unchecked, since intelligent habits are typically more
time-consuming than simple habituations.*

Now, equal to, if not more problematic than, turning the practitioner into a
mechanical object, however, is the fact that the habituations of the practitioner must
treat patients as categorizable problems, fitting into known groupings. The unique
content of a patient's life-story—the “subjective,” as Cassell puts it—is devalued, if
not entirely lost. Without reflection in activity, medical personnel cannot account for
the subtle but important differences among individual patients. In the life of every-
day people, medicine often comes into play when someone is concerned about his/

4Sociologists Raymond DeVries and Peter Conrad have pointed out that bioethicsts themselves
have paid far too little attention to the institutional environments in which medical practice
becomes habituated and supported. See DeVries and Conrad (1998), (in particular) 235-237.



10 Lost in Translation: How 1979 Proved Pivotal for Bioethics and Why We Need... 137

her health, and health is typically felt in intimate and sometimes even mortal/vital
ways when in the midst of illness or injury. A cough may not simply mean a cold; it
could spell pneumonia. A fast heartbeat could be the sign of over-exertion or critical
heart problems. Patients come to doctors precisely because they sense these differ-
ent possibilities even if they do not know them all. That is, each patient comes to
medicine with their own unique experiences of the conditions they harbor.

Now, for some medical encounters, there certainly exist relatively “straightfor-
ward” occasions when neither party feels misunderstood or unsuccessful in reach-
ing his/her goals. Stitching up a cut, dealing with a sinus infection, or setting a
broken bone can, depending on the pervasive level of disruption in a patient’s life,
be instances where conditioned practice can work to all parties’ satisfaction. And
yet, there remains risk in even these “simple” cases, where the patient’s own values,
interests and pursuits (the surgeon with a broken finger, the singer with a sore throat)
can turn the condition into something more than mere “routine” for them. And as
cases get more complex—e.g., head injury, cancer, genetic disorders, congenital
heart conditions, etc.—the chances of missing the boat both ethically and medically
(if these two can be cleanly separated) increase if reflective care is not given.

Not simply bad personal interaction but bad medicine results from inattention to
the differences and uniqueness of each case, each particular patient; in this both
Pellegrino and Dewey agree. Each patient brings to the table a new situation never
before encountered. Medicine, therefore, can never merely be a strict science of
classification but an art-form that imaginatively applies the instruments of medical
science based on careful investigation, dialectic, probability, and communication.
Intelligent solutions require attention to the individual case, and clinical practice, in
its attempt to bring about a healthy patient, is no less immune to the dangers of rote,
dogmatic practice, than is any other occupation. “Medicine must not only perform
well but act well, it must choose what should be done to heal a particular patient
whose good is the true end of the whole activity” (Pellegrino 1979, 191). Science in
its “pure” form relies on general principles and “scientific” medicine is no excep-
tion. But art is individual; it is unique. And medicine as an art-form must investigate
and treat the individual patient, not a general type. “Medicine exists as medicine
only when it engages in the full range of activities which constitute clinical judg-
ment and which lead to decisive action in the interest of a particular patient”
(Pellegrino 1979, 190 [emphasis added]). Dewy concurs,

[Health] varies with [each person’s] past experience, his opportunities, his temperamental
and acquired weaknesses and abilities. Not man in general but a particular man suffering
from some particular disability aims to live healthily, and consequently health cannot mean
for him exactly what it means for any other mortal. Healthy living is not something to be
attained by itself apart from other ways of living. A man needs to be healthy in his life, not
apart from it, and what does life mean except the aggregate of his pursuits and activities?
(1920, MW 12:175, emphasis added)

I argue, then, that medicine must develop a pragmatic understanding, or habits of
intelligence, employed in the service of individual patients as they present them-
selves. In other words, medicine must rely on artistic methods which recognize the
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individuality of patients, an individuality which is developed out of the communi-
ties of which they are a part.

If this account is correct, then medicine must be seen necessarily as a moral enter-
prise because it is a practice focused on how people relate to each other, concerning
the treatment of persons and the responsibility for that treatment. It is important,
then, to inquire into not only the issue of habituation in practice but, further still,
what kinds of habits and habituations should be developed and perpetuated in medi-
cine in order to fashion moral encounters between medical professionals and
patients. Rather than basing an account of moral rationality on principles and rules
a richer account arises from an ethics based on imaginative, intelligent habits—
what we might call “moral artistry.”

In both medicine and ethics problem solving is often reduced to a formal process.
Medically, we observe, gather information, apply norms and definitions, determine
diagnoses and project outcomes. Ethical investigation, too, has been described as
routine application of imperatives or principles, the following of rules and order.
But such descriptions belie the fact that much imaginative activity is involved. Of
course, truly rigid routine has little place in intelligent activity. As such both medi-
cal and moral deliberation, itself, cannot be rote application of principles and rules,
it must be creatively flexible and adaptive. For Dewey, ethics concerns all aspects of
moral living—values (character), duties (roles), and goods (ends). We might say,
then, the “field” of ethics—i.e., the territory of values and interests covered by
moral considerations—comprises those evaluations of human (and some other ani-
mal) conduct, both arising from and affecting character, which result in appraisals
of “good” and “bad,” “right” and “wrong.” Moral considerations must take ends
seriously, but those ends are inextricably tied to motivations and means, character
and action. Thus, both what constitutes a “good” and what constitutes appropriate
ways to achieve our goods are open for debate because “it is the characteristic of any
situation properly called moral that one is ignorant of the end and of good conse-
quences, of the right and just approach, of the direction of virtuous conduct, and that
one must search for them” (1930, LW5 280)

In the face of this challenge of the moral life, a pragmatic account of deliberation
begins with

our capacity for imagination. Imagination, like drama, is story-structured and is spurred by

conflicts and contrasts among characters and contingent events.... Rather than being a lyric

outburst, imagination (and thus the aesthetic) is constrained and guided by the exigencies

and pressures of a situation along with our vast array of internalized social habits. (Fesmire
1995, 569-570)

As Dewey himself says, “deliberation is a dramatic rehearsal (in imagination) of
various compelling possible lines of action” (MW 14, 132).

The imagination, then, has a moral function since “[i]n language and imagina-
tion we rehearse the response of others just as we dramatically enact other conse-
quences.” (MW 14, 216 [emphasis added]) This “story-structured” capacity “guided
by” environmental pressures, cultural institutions, and social habits helps us
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deliberate among a variety of ends-in-view in order to choose a particular path to
follow. “For deliberation to be brought to a dramatic resolution, it must develop so
as to have a form that expresses coherently the conflicts that originally set the prob-
lem of inquiry.” (Fesmire 1995, 570). Moral deliberation, thus, starts from particular
problems in order to develop a coherent story. Specifically, particular problems are
characterized by conflict with existent conditions. Moral deliberation through imag-
ination works, in part, to develop a coherent story (or “narrative”) that adequately
“expresses” the conflicts which characterize the particular problem to be solved.
And here, it might be best to understand, for moral purposes, the term “coherence”
in a particular way.

On this traditional account of morality, there is an attempt to create one universal
rational scheme—be it deontology or utilitarian or other—where “right”” and “good”
are defined rationally or “by nature” in a way that our deliberations must comport
with these a priori notions. Pragmatists, however, start with a framework where
“right” and “good” are the results of the end of inquiry and moral deliberation, not
the beginnings, and as such, will only arise after careful consideration of all persons
affected by the current situation and the consequences of our proposed actions. In
this light, deliberation must attempt to create a narrative that includes as many con-
crete interests as possible. Philosopher William James states succinctly, “Invent
some manner of realizing your own ideals which will also satisfy the alien
demands—that and only that is the path to peace” (James [1897], 623). In other
words, the narrative of the moral situation should include disparate but relevant nar-
ratives in its account. Steve Fesmire suggests that this be done by setting ourselves
in the place of the other:

[A]...“complete” dramatic rehearsal strives to weave the interests and purposes of ourselves
and others into an integrated and enduring tapestry. Hence, not only must we forecast con-
sequences for ourselves, but also, ... we must (and do) dramatically play the role of others
whose lives interlace with our own. We must imaginatively project ourselves into the
emerging dramas of their lives to discover how their life-stories or ‘narrative’ may be mean-
ingfully continued alongside our own. Immoral conduct is thus not merely a deficiency in
one’s capacity to follow moral laws or rules. Much more than this, immorality stems from
a scarcity of moral imagination and a failure in moral artistry. (Fesmire 1995, 571)

Dramatic rehearsal in imagination, then, leads to moral artistry through the weaving
of coherent narratives that take the other in his/her desires seriously. As such, moral
activity is not easy. Fortunately, however, moral artistry can be understood as the
imaginative use of habits of intelligence in everyday social situations. The moral
artist never merely attempts to apply abstract rules or principles; s/he learns to view
problems through habits of intelligence that creatively and dramatically rehearse
possible solutions to problematic situations at hand, adjusting desires and the situa-
tion in order to develop a story that takes the other seriously. “Deliberation is not a
mathematical utilitarian calculation, nor is it a Kantian determinate judgment; it has
a dramatic story to tell.” (Fesmire 1995, 574 [emphasis added])
Stanley Hauerwas and David Burrell expand this even further, for like Dewey, they say,

There can be no [one] normative theory of the moral life that is sufficient to capture the
rich texture of the many moral notions we inherit. What we actually possess are various and
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sometimes conflicting stories that provide us with the many skills to use certain moral
notions. What we need to develop is the reflective capacity to analyze those stories, so that
we better understand how they function. (Burrell and Hauerwas 1989, 170)

Hauerwas and Burrell note that morality is not simply about isolated individuals and
their desires and stories, but in order to develop moral rationality, we must pay close
attention to stories.

With such an account of morality’s connection with narrative, important implica-
tions follow for medical encounters. As important as any insight we might have is
this: Bioethical theories like that of Beauchamp and Childress have been based
primarily on Enlightenment conceptions of the self, treating selves as insular and
atomic. In such a scheme individual patients are empowered primarily through the
act of “free and informed” consent, leaving the patient in a passive state. However,
narrative accounts of morality challenge this account of the self, arguing instead that
the self is insulated, but is itself a product of social interaction, evolving and adjust-
ing as the story moves through its context. The self is not an unchanging entity at the
core of each human being but is a process and function—Ilet’s call it a “narrative”—
which develops and changes as individuals learn to adapt to and manipulate the
world around them.

As Larry Churchill notes, “Narrative is a profound mode for understanding ...
because it forces us to attend to the human voices, including our own, behind what
is being said” (2014). Seeing people (in particular, patients) as narratives affects our
moral approach to patient care. Dewey tells us,

[T]he discovery that a man [sic.] is suffering from an illness is not a discovery that he must
suffer, or that the subsequent course of events is determined by his illness; it is the indica-
tion of a needed and a possible course by which to restore health. Even the discovery that
the illness is hopeless falls within this principle. It is an indication not to waste time and
money on certain fruitless endeavors, to prepare affairs with respect to death, etc. It is also
an indication to search for conditions which will render in the future similar cases remedi-
able, not hopeless. The whole case...stands or falls with this principle [namely, that facts
are contextual and call for an intelligently determined response]. (MW 8, 18-19)

As such, the role of narrative in the medical and moral consideration of the patient
is that “Narratives represent events not as general laws but rather as elements of a
history where a continuing individual or collective subject suffers or brings about
dramatic, i.e. meaningful, changes. A change is meaningful in relation to past and
future events” (Bernstein 1990). Clinicians must, then, approach medicine with
imaginative moral artistry of creatively intelligent persons. This is an active process
of involvement in the current circumstances and future pursuits expressed and
required in the situation at hand. Thereby, the engaged participant, and not the pas-
sive, consenting patient, becomes our “model” for clinicians and patients alike.
Together, healthcare professionals and patients pursue desired ends that, as
Pellegrino states it, are the right healing actions for particular patients, and as
Cassell points out, treats the patient for the subject, not object.

Something got lost along the way in the development of contemporary bioethics.
The loss, I would suggest, is profound. It has affected the education of medical
trainees since the 1980s. While bioethics certainly needed to find its disciplinary
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footing, its acceptance and reification of basic principles (while necessary) had the
effect of reducing, if not eliminating, a richer account of the moral space of medi-
cine. The insights of writers like Pellegrino and Cassell (among others, to be sure)
are practically missing for generations of clinicians. And yet what they pointed to as
clinicians themselves was the need for a broad account of the moral considerations
within medical encounters, an account that can include and yet goes beyond basic
norms and precepts to an expectation of a robust consideration of the full character
of the people and conditions that make-up the encounter itself. This, I have argued,
acknowledges that patients are not insular beings but contextually narrative beings,
and thus our moral approach to medicine requires a moral imagination and artistry
that aims to help individuals live healthily within the unique and collective contexts
through which they become the individuals they are.
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Chapter 11 )
The Anatomy of Clinical Judgments: Some <o
Notes on Right Reason and Right Action

Edmund D. Pellegrino

For it is uneducated not to have an eye for when it is necessary
to look for proof and when this is not necessary.

Aristotle (1940, Metaphysics 1V, 1006a)

11.1 Introduction

Richard Cabot, one of the most celebrated of American diagnosticians, labelled his
attempts to anatomize the process of differential diagnosis “a very dangerous topic —
dangerous to the reputation of physicians for wisdom.... Physicians are naturally
reluctant on such matters, slow to put their thoughts to paper, and very suspicious of
any attempts to tabulate their methods of reasoning” (Cabot 1916, 19).

Sixty years later most clinicians remain reluctant and more than a little suspi-
cious. Many still take refuge in the “art” and its exclusive mysteries, to resist for-
malization of their mental operations. In recent years, the “dangerous” subject has
been boldly attacked by a few clinicians with unusual facility in the language of
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logic and statistics so that dissection of the tangle of science, art and conjecture is
now well underway (Black 1968, 17-19; Feinstein forthcoming; Jacquez 1964;
Ledley and Lusted 1959; Murphy 1976; Wulff 1976). They have been joined by
statisticians, engineers, psychologists, and philosophers who are bringing the more
sophisticated techniques of their disciplines to bear on this important and complex
question.

Physicians and philosophers have puzzled for a long time over the nature of the
physician’s enterprise. Its dissection began with the Hippocratic physicians who
first insisted on the primacy of observations of patients, refined by reason. They thus
made medicine a natural science, separating it from both philosophy and religion
with which it had so long been intimately associated (Jaeger 1944, 17-19).

Intuitive, hieratic, artistic and even magical elements of the physician’s enter-
prise were not so easily removed however. Celsus, the Roman Hippocrates, spoke of
medicine as an “ars coniecturalis”; William Osler, the modern Hippocrates, deemed
it “... a science of uncertainty and an art of probability.” Medicine has yet to become
a science comparable in method and explanatory power with the laboratory sci-
ences — though this is the expressed aim of some of our contemporary thinkers.

The puzzlement continues today in the growing tension between the scientific-
actuarial and the artist-intuitionist models of clinical judgment (Elstein 1976). Each
view tries earnestly to understand, and thus to improve, the clinical enterprise. One
seeks to transform the conjectural elements into respectable science by formal anal-
ysis in terms of probabilistic logic or decision theory. Meanwhile, the other declares
the nuances of clinical judgment to be an art, insusceptible to formal analysis, and
improvable only by cultivation as one cultivates painting, music or sculpture.

This essay undertakes nothing so pretentious as the resolution of what seems to
be a polemically seductive polarity in viewpoints. It takes the view that: Clinical
decisions can be made more rigorous logically, without reducing everything to algo-
rithm and regression equations. While much of the process remains opaque and
insusceptible to extant methods of formal analysis, this need not forever be the case.

Much of the polarization between explanations of clinical judgment seems
avoidable, if two significant features which have been neglected are sufficiently
taken into account. These are: First, the over-riding fact that the whole process is
ordained to a specific practical end — a right action for a particular patient — and that
this end must modulate each step leading to it in important ways. A value screen is
thus, in a way, cast over the entire sequence. Second is the fact that no unitary expla-
nation or logical method can encompass the several different reasoning modes and
several kinds of evidence acceptable in answering the different kinds of questions
the clinician must answer.

The aim of this paper is not to countermand the utility of scientific actuarial for-
mulations, or offer in their stead a benignant eclecticism which allows equal place
to the explicable and inexplicable, i.e., to the “science” and the “art” of clinical
judgment. Rather, it hopes to locate more precisely the several reasoning modes
useful at each of the sequential and simultaneous steps which eventuate ultimately
in a clinical action. This localization constitutes the anatomy of clinical judgment,
an essential foundation for further formalization of the process.
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The complete process is a multi-step, end-oriented concatenation of decisions
demanding different types of reasons and reasonings which will justify a particular
course of action, for a particular patient, given that patient’s particular existential
situation at the time of the decision. Each step is shot through with uncertainties,
some eradicable, some not. Selection of the “right” action requires optimization of
these uncertainty states.

Inasmuch as the nature of the uncertainties varies, the logical instruments used to
achieve optimization will vary also. Thus, the methods of deductive and inductive
reasoning, of dialectic, ethics and rhetoric are each appropriate to some step. Prudent
and judicious action, rather than a true statement or scientific law, is the end to
which the whole is directed. No one kind of evidence is universally applicable, and
no single logical or epistemic mode suffices for all.

Customarily, discussion of clinical judgment ends at the establishment of the
most probable diagnosis, or at best at the selection of a treatment. The third step —
whether the treatment selected ought to be instituted, how, when, under what condi-
tions — is usually not formally analyzed. Yet, one cannot speak legitimately of
clinical judgment without seeing the whole process, particularly the way the end
conditions the steps that precede it.

Four questions must be examined to sustain these assertions:

(1) What is the character of the end of clinical judgment?

(2) What questions must be answered in attaining that end?

(3) How does the end project itself on each step, i.e., what kinds of reasons does it
require?

(4) What are the theoretical and practical implications of the proposed view of
clinical judgment?

The answers bear to some extent on the difficult problem of a general theory of
medicine. Such a theory must account for the full range of medical activity — seek-
ing general laws of disease and treatment, but also taking specific actions in the
interest of specific patients. Science, art, and the virtue of prudence infuse the sev-
eral operations. But medicine justifies itself uniquely as medicine — as opposed to
medicine as clinical or basic science, or as the art of performing medical acts —
when it ends in a decision to act for, and in behalf of, a human who seeks to be
healed (Pellegrino 19764, b). To the extent that it identifies features which distin-
guish medicine from other human activities, the analysis of clinical judgment can
contribute to the emerging structure of a theory of medicine.

11.2 What Is the End of Clinical Reasoning?

When a patient consults a physician, he/she does so with one specific purpose in
mind: to be healed, to be restored and made whole, i.e., to be relieved of some nox-
ious element in his/her physical or emotional life which the patient defines as dis-
ease — a distortion of his/her accustomed perception of what is a satisfactory life.
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Usually some event has occurred — pain, lack of appetite, fatigue, trauma, a lump,
spitting blood — some sign or symptom which exceeds a certain highly personalized
threshold of tolerance in such fashion as to compromise, obstruct or discolor the
person’s perception of him/herself and his/her health. At the point when this percep-
tion leads to the need to be healed, the person becomes a patient. This transition has
two existential connotations crucial to this discussion. Becoming a patient is to
become one who suffers (patior, pati), and simultaneously one to whom something
is done, a recipient as distinguished from an agent (O.E.D.). The patient, then, is a
suffering person who comes to the physician to have something done to assist him/
her to regain his/her former state or a more optimal one.

It is important to interject here that the term “patient” does not necessarily imply
a passive restoration in which the physician is the sole agent. The patient ideally
also participates in the restoration. He/she is seen as bearing a burden of illness
which requires some action or decision mutually arrived at for cure to take place.
The patient can yield his/her moral agency to the physician only by direct mandate.
Only in the rarest circumstances will the physician legitimately be the patient’s
moral agent (Maclntyre 1977; Pellegrino 1977).

The end of the medical encounter, and the process of clinical judgment through
which it is achieved then, is restoration and healing — some corrective, remedial or
preventive action is directed at what the doctor and the patient perceive as a diminu-
tion of the patient’s wholeness, each in his/her own fashion. The end is not a diag-
nosis, a scientific truth, testing an hypothesis or evaluating a treatment, though the
knowledge derived therefrom enters into several states in making the decision to act.

The clinical decision comes at the end of a chain of deductive and inductive
inferences, serially modified by recourse to “facts” and observations, usually them-
selves to some degree uncertain. Truth and certitude are, therefore, almost always
problematic. Out of the uncertain conclusions of earlier syllogisms, a decision to act
must be taken which has a different character from the conclusions that precede it.
The conclusions of the earlier reasoning chains become premises for further reason-
ing. This is the normal condition of scientific reasoning — a cumulative and progres-
sive series of hypotheses and conclusions, always open to further recourse to fact
and experiment.

Each clinical decision is, however, a terminal and unique event in that it cannot
remain forever open and it is not universalizable. It must close on the selection of
one or a series of remedial actions — or none. The action chosen must be the “righs”
one for this patient. That is to say, it must be as congruent as possible with his/her
particular clinical context, his/her values and his/her sense of what is “worthwhile”
or “good”. What the physician and the patient seek together is a judicious decision,
one which optimizes as many benefits and minimizes as many risks as the situation
will allow. The definition of risk is highly personal, and it turns on the patient’s
estimate of a danger “worth” running. The end is, therefore, not a general statement
of the probabilities, but a particular statement of what a particular patient should do.

The criteria of a right or good decision lie not in its certitude, rigor, logical or
mathematical soundness, though the probability of a judicious action is enhanced
greatly when these qualities in here in the prior conclusions on which it is built.
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These qualities must be secured wherever possible, but they are not sufficient for a
“right” decision. They can, on the view I am propounding, be displaced or modu-
lated by the more complex criteria of a decision “good” for this patient — what
among the many things that can be done ought to be done?

Clearly, value considerations and moral issues — for both the patient and the phy-
sician — can color the selection of the facts and reasons which justify placing one
diagnosis over another, the justifications accepted for taking action, and the degree
to which the physician persuades or the patient assents to the final decision. The end
must therefore be understood in all its fullness, because it projects itself so force-
fully on the entire sequence.

The primary end of clinical judgment — a right healing action for a particular
patient — imposes an atmosphere of prudence, over the whole process. Truth, for the
practical intellect, is rightness with respect to human deeds, those dependent upon
human will and intention. It differs thus from the truth of science which is a certain
conformity with the reality it seeks to explain, and art, with the product it wishes to
produce.

It is the end of medical judgment which also gives authenticity to the professions
a physician makes — that he/she will use his/her knowledge and skill to “heal”,
according to the fullness of meaning of the word for his/her patient. Not to keep that
end paramount is to make an inauthentic — indeed an immoral — profession. Medicine
qua medicine is then more than a clinical or basic science applied to individual
cases. It is a particularized knowledge of prudent healing actions, dependent upon
scientific methods and art, but not synonymous with them.

Whatever formal analysis one favors — traditional syllogistics, the logic of prob-
abilities, Bayesian conditional probabilities, decision analysis theory, information
processing models, or judicial algorithms — each must account for the modulation
and shaping imposed by the end. This would be so even if a high degree of certitude
were possible at every step. Usually, however, we deal with varying “degrees of
belief,” and the judicious choice of actions becomes an even more critical and sensi-
tive activity, difficult to formalize and formularize.

11.3 What Questions Must Be Addressed and with What
Reasoning Modes?

When a person becomes a patient in the sense we have defined that state, a whole
series of questions becomes crucial for him/her as a knowing and valuing being.
What is wrong? Is it serious? What will it mean to me? Can it be cured, and by what
means? Is the cure worthwhile? What will it cost? What should 1 do? These and
corollary questions must be addressed if the process of clinical judgment is to be a
complete and authentic medical judgment. They are reducible to three generic ques-
tions: What can be wrong? What can be done? What should be done for this patient?
(Fig. 11.1) Let us look briefly at each question to see the kinds of reasoning relevant
to each question, and what kinds of justifications are acceptable.
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Fig. 11.1 What can be
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11.3.1 What Can Be Wrong? (Fig. 11.2)

This is the diagnostic and classificatory question — the first part of the process and
the one which has received the most vigorous theoretical examination. Given the
signs and symptoms presented by this patient, what classificatory patterns fit best?
Of the possible patterns, which is most probable, and with what degree of certainty?

This part of the process most closely fits the scientific paradigm and under ideal
conditions can yield a diagnostic conclusion with a high degree of certitude — i.e.,
the error rate approaches zero. The conditions for such certitude must be stringent,
however. The input data of signs and symptoms must be reliably observed, stan-
dardized and specified; the classificatory patterns must be equally reliably deter-
mined; the probabilities of different combinations of signs and symptoms must be
derived from sufficient numbers and combinations of sets and subsets of signs and
symptoms; laboratory and other ancillary data must be sensitive, accurate, specific
and precise. The rules of deductive or probabilistic logic must be followed rigorously.
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In addition, a highly specific and sharply discriminating test is required — like a
biopsy, fiber endoscopy, angiography, or an enzymatic or immunological determi-
nation. Where all these conditions are met, diagnostic closure can be obtained. This
means that all essential criteria for a diagnosis have been met. The diagnosis could
even meet the test of scientific “elegance” if it is arrived at with an economy of steps.

These rigorous conditions are only rarely satisfied in clinical reality. Bedside
data are notoriously unstandardized and poorly quantified (Koran 1975a, b); labora-
tory tests very widely in sensitivity, specificity, reliability and accuracy (McNeil
et al. 1975); “Almost all data on the general incidence and prevalence of disease are
inaccurate” (Feinstein 1967, 214). Even less secure are estimates of the cost of error
of a clinical act so that the hopes of decision theorists to assign a numerical value to
every nodal point in a decision tree are even less secure (Sokal 1964; Raiffa 1968;
Feinstein forthcoming). Finally, probability statements say something about the
population of individuals sharing some common characteristic but they are weakest
in their description of the actual state of any individual in that population.

Thus, even when the rules of probabilistic logic are rigorously applied the diag-
nostic conclusions are still open to question. They are, more often than not, tentative
“working” diagnoses and have more the quality of opinions than scientific judg-
ments (Weaver 1968, 101-117). Adding more empiric data may as easily compound
an error as move the conclusion closer to the asymptote of a true statement. At some
point adding more tests adds only marginally to certitude if at all.

Differential diagnosis consists then in the selection of some diagnosis as more
probable, or more justifying of an action than others. At some point, every diagnosis
must proceed without further recourse to empirical input. The strength of the case
for each diagnostic claim must be assessable and put in some order of priority
against the others. Why, for example, is this chest pain due to angina pectoris and
not to the fifty or more other kinds of chest pain? The selection must be made when
all the empiric data are “in”, and further appeals to the empiric are either impossible
or insufficient to bring us any closer to diagnostic closure. This part of the differen-
tial diagnostic process is not synonymous with application of the laws of statistical
probability. Indeed, a critique of the statistical argument as one among other argu-
ments is itself requisite.

The process of differential diagnosis is really most akin to the process of classi-
cal dialectic (Adler 1927, 31, footnote 1 and 243-247). Each diagnostic possibility
can be seen as a “claim”; the strength of arguments for, and against, each claim is
evaluated; each position is clarified and set against its opposite; the inherent logical
probity of each is delineated. Dialectical discourse properly conducted becomes an
internal soliloquy in which the clinician examines his own conclusions critically, or
tests them externally against his colleagues or consultants. No new truths are dis-
covered this way, and the dialectic ends if an appeal to experience is possible. The
process is therefore not “scientific” in either the classical or modern sense of science.

Differential diagnosis is usually addressed as synonymous with an assessment of
relative probabilities. Yet part of the dialectical procedure is to examine the probity
of the statistical method itself. When the facts are not determinative, we must estab-
lish which diagnostic claim has the strongest logical position. This is more akin to
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arguing a case in court than it is to proving a scientific hypothesis. The whole effort
is to make one diagnosis sufficiently more cogent than the others so that it becomes
a defensible basis for decisive action.

The dialectical process is especially important in science where it has been
shown that psychologically the tendency is to prove rather than disprove one
hypothesis (Sober 1978). New possibilities are often uncovered only by disproving
an existing hypothesis entirely. Dialectical discourse assures an adversarial stance
which challenges the tendency to settle too easily for a merely “workable”
hypothesis.

The “old-fashioned” clinico-pathological conference was primarily an exercise
in clinical dialectic. It has fallen into disrepute, yet it remains an invaluable way to
teach the process of internal soliloquizing which enables the diagnostician to exam-
ine his own reasoning critically, when the possibility of adding more observations
and tests is no longer open to him. Contemporary pedagogical opinion to the con-
trary, the dialectical discourse of a clinico-pathological exercise more closely
approximates the clinical conditions of differential diagnosis than the scientific
model of serial hypothesis testing.

In answering the first of the triad of questions that make up a clinical judgment,
several different kinds of reasoning, and reasons, must be employed. To understand
the pathophysiology of clinical manifestations, to define and apply a classificatory
schema, “scientific” reasons are appropriate. To make general statements of proba-
bility for populations, statistical logic is needed. In differential diagnosis the rules
of dialectic are the most pertinent. Uncertainty pervades every step of the diagnostic
process from its epistemological assumptions to its logical operations. Each of sev-
eral reasoning modes is suited to optimizing different forms of uncertainty. In the
next section we shall see how the practical end modifies each of these modes at
every step.

11.3.2 What Can Be Done? (Fig. 11.3)

This is the therapeutic question. Having made some decision about the nature of the
patient’s problem, what kinds of actions could be taken to remove or ameliorate the
probable disorder?

Here again, the process is in part, and under certain stringent conditions, scien-
tific in character. When there is a verifiable data base on the course of the untreated
disease, and its modification by drugs, surgery, diet or other measure, the conditions
for a scientific decision can be fulfilled. Equally indispensable are quantifiable and
precise information about effectiveness and toxicity, since these must be weighed
against each other before the decision is made. Under these conditions “closure” on
a therapeutic action can approach certitude.

The therapeutic decision is easy to make when there is a specific and highly
effective treatment which demonstrably alters the natural history of the disease.
Penicillin for pneumococcal pneumonia, isoniazide and PAS for tuberculous
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meningitis, vitamin B12 for pernicious anemia, or abdominal surgery for ruptured
peptic ulcer are examples. In these instances, the action recommended can be scien-
tifically validated, and it will in most instances take precedence over other consid-
erations. The recommended procedure then becomes synonymous with right action,
and little choice is open to patient or physician, though the patient may in extreme
circumstances reject even this kind of advice.

Unfortunately, to a much larger degree than in diagnostic decisions, genuinely
scientific information in therapeutics is scanty. The many pitfalls of therapeutic tri-
als have been the subject of a vast literature. They are generally acknowledged to be
among the most difficult experiments to design, control, carry out and interpret.
Even the randomized clinical trial has come under fire recently (Feinstein and Wells
forthcoming). Especially problematic are the large number of therapeutic maneu-
vers which are not radical —i.e., they do not eradicate the causal agent or the offend-
ing process. Their benefits, if any, are marginal and the ratio of risk to benefit often
vacillates widely. One has only to recall the sad history of anticoagulants in myocar-
dial infarction, the recent national dilemma about influenza vaccination, or the
belated appreciation of the long-term vascular effects of oral contraceptives or anti-
diabetic agents.

Today, we must often decide whether to recommend complex, expensive, pallia-
tive procedures with unpleasant and dangerous side effects — as in chemotherapy for
cancer. Data on effectiveness and toxicity are usually available in these circum-
stances, but the questions are a different order: Is the discomfort worthwhile for this
patient? Is length of life more important to him or her than its quality? This kind of
question must rest firmly on scientific data, but that is only the foundation for a
discussion permeated by the physician’s and the patient’s value systems.

The therapeutic and prognostic domains may well be, as Feinstein opines, the
truly unique elements of clinical science. They are also the least secure scientifi-
cally. We simply lack the long-term observations of carefully selected patients in
sufficient numbers to warrant secure prognostications about the course of a particu-
lar disease in a particular patient. Without such data, it is impossible to ground
effectiveness of any agent scientifically unless it is so radically effective that a few
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cases will suffice. If the untreated mortality is 100%, any change will indicate effec-
tiveness, as it does in treating subacute bacterial endocarditis or tuberculous menin-
gitis with specific antibiotics.

The choice of what action to recommend involves more questions of value, by
far, than diagnosis. The closer we come to the end of the process of clinical judg-
ment — the right action — the less useful and less available is the scientific model.
Reasoning becomes, in smaller part, scientific and probabilistic, and in larger part,
dialectical — arguing one alternative against another without recourse to new fac-
tual data.

11.3.3 What Should Be Done for This Patient? (Fig. 11.4)

Having decided what the probable diagnosis is, and what treatment can be expected
to be most effective and least harmful, the final question in clinical judgment is
whether the treatment should be used in this patient, and what alternatives can be
offered. The right action — the best one for a given patient — is not always synony-
mous with the logically or scientifically deduced action. The amount and kind of
information needed to secure a diagnosis may be quite different from that needed
for decisive action. It is the task of the last stage of clinical judgment to make these
distinctions with as much precision as possible.

Decisive action frequently involves the counter position of what is good scientifi-
cally, what the physician thinks is good, and what the patient will accept as good.
Scientific, personal and professional values intersect each other and can be in con-
flict. The scientific evidence and the probability statements about diagnosis,

WHAT SHOULD BE DOONE ?

RECOMMENDED ACT/ON FOR THIS PATIENT
7 T~

7 N
PATIENT'S VALUES PHYSICIANS VALUES
what he/she dums, what | he/she deems
"good" & "warmwli\/g" 'gofzd”& “worthwhile”
AN /

e
ETHICAL PERSUASION ANO MAN/PULATION

CONSENT

r T v 1
what must not be done what? must be done what should/may be done

"RIGHT" ACTION

Fig. 11.4 What should be done for this patient?
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prognosis and treatment become arguments for or against a choice of alternatives —
to do nothing, or, if something is to be done, what must be done, what may be done,
and what should be done.

If the patient exhibits the minimal criteria for an acute abdomen, signs of intra-
cranial pressure, a stab wound of the heart, he/she must be operated upon; with
severe blood loss, bacterial endocarditis, tuberculous meningitis, or diabetic coma
proper, medical therapy must be instituted. On the other hand, a non-strangulated
hernia, symptomatic gall stones, or mildly symptomatic benign prostatic hypertro-
phy are things that should be treated but may not be in the must category. Finally,
hemorrhoids, varicose veins or lipomata may be removed surgically; or mild hyper-
tension, a cold or sinusitis may be treated, but need not be.

When it comes to making the right decision — the judicious one for this patient —
the categories of must not, must, should and may can all shift, depending upon a
myriad of factors in the patient’s life situation and his/her notion of what he/she
deems worthwhile. In the more obvious situation — like a Jehovah’s Witness reject-
ing transfusion or a Christian Scientist rejecting surgery — the shift is to the must not
category regardless of the canons of good science. In the more usual case, the cate-
gories into which a recommendation falls may shift several times in the course of
the illness.

For one person, a lipoma, acne or sebaceous cyst is something to be ignored; for
another, it is a horrid blemish, so emotionally disabling that it demands removal. For
this person may becomes must. For an elderly man or woman chemotherapy of dis-
seminated cancer may mean a few months more of life, less pleasantly lived. For
this patient, a should or may becomes a must not. For another person, the few extra
months to do some essential things may make the rigor of treatment worthwhile. For
still another, mild depression, anxiety or headache is tolerable, and can be coped
with without resort to daily medications; to another, as the twenty-four million
Americans daily taking mood modifiers will attest, even slight anxiety must be
treated (Chambers et al. 1975, 141).

In making the “right” decision for an individual patient then, personal, social,
economic, and psychological characteristics of the patient must be factored in. They
clearly may modify, or even nullify, the scientifically cogent or logically consistent
answers to the questions of what can be wrong? And what can be done? Here, where
we are closest to the end, the telos, of the whole process, scientific modes of reason-
ing and scientific reasons are least pertinent, and indeed must be submitted to dras-
tic revision in consideration of the patient’s value choices.

The reasoning at this stage is mainly dialectical, ethical, and rhetorical. Physician
and patient together must clarify the relationship of one recommendation with its
opposite and weigh the reasons for each action. The ethical nature of the discourse
at this point is obvious. Conflicts in the obligation of patient and physician to each
other must be resolved before a “right” action can be settled upon. Where these
conflicts are fundamental, the medical relationship may even be severed by either
party, to be resumed with another physician.

Once the ethical and logical possibility and “strength” of arguments for one
action over another are assessed by dialectic, then the reasoning becomes
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“rhetorical” — in the more classical sense of artful persuasion, of relating a dialecti-
cally established decision to prudent action, generating belief of another kind from
scientific or logical cogency, belief that this particular action should be taken in
preference to all others (Tversky 1972, especially 27-28).

We enter here the delicate realms of how much persuasion is ethically defensible,
how vigorously the physician should pursue his/her own priority system. Does he/
she believe the scientifically recommended action must take priority? Is he/she a
therapeutic enthusiast who prefers to “do something” rather than nothing? Does he/
she think people should be “strong” and ignore minor infirmity?

Likewise, the patient can use artful persuasion to modify the physician’s scien-
tific or dialectically secured recommendation to gain an action more congenial to
his/her view of what is good. The patient’s vulnerability can easily tip the resolution
of conflict in the physician’s favor. But these are subtle influences, as well, which
can significantly shape the physician’s final judgment. The last question in the
sequence then — what should be done? — the capstone question, as it were, which
completes the whole structure, is the most prickly. Scientific and semi-scientific
conclusions of varying degrees of certitude are examined under a light strongly
tinged with moral hues. The accessibility of the questions to scientific modes of
reasoning declines, as does the degree of certitude, as we move from determining
what is wrong. To what can be done, to what should be done. The optimization of
several kinds of uncertainty remains a central concern even when the conclusions
are scientifically defensible.

The intermingling of several modes of reasoning — clinical scientific, probabilis-
tic, dialectical, rhetorical and ethical — does not suggest immunity from explicit
statement nor deprecation of attempts to secure truly scientific conclusions. But, it
is warrant for setting limits on the utility of any of the current explanatory models —
scientific, probabilistic, Bayesian, judicial simulation, decision analysis, inference,
information or catastrophe theories. Perhaps the fullest explication will come from
some combination of these new theories and more classical modes of reasoning.

11.4 Projection of the End of Right Action on the Process
of Clinical Judgment

We have seen that clinical judgment requires confrontation with three generic ques-
tions which end in a particular decisive action for a particular patient. Several inter-
dependent reasoning modes are requisite and suitable to each question, and no one
question is entirely isolable from the others. We are ready now to turn briefly to a
more specific delineation of how the end of right action projects itself upon the way
the questions are answered. We might accordingly label this section “clinical pru-
dence” — or, medicine viewed as a virtue.

Whenever possible, the clinician will try to achieve diagnostic closure, i.e., sat-
isfy all the stringent criteria for certitude in locating his/her patient precisely in a
classificatory schema. This is the admirable aim of scientific medicine; it is the ideal
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taught in academic settings; the more it is achieved, the better foundation there will
be for the decision to act, at least some uncertainty will be eliminated.

Many clinical realities can upset the orderly processes of diagnostic reasoning:
the urgency of the patient’s condition, the absence of a diagnostic set or algorithm
which fits the presenting signs and symptoms closely enough, lack of specific tests
to discriminate among probable diagnoses, incomplete or inconclusive probability
estimates, limitations on data selection related to cost or geographic locale, unreli-
ability of the patient as historian, and the dilemma of weighting the probability of a
serious vs. nonserious, and treatable vs. nontreatable disorder, when none of these
possibilities is definitely excludable.

Experienced clinicians deal with these commonly occurring inevitabilities with
interpretative schemata, which enable them to act prudently on inadequate informa-
tion and incomplete evidence. These schemata can be loosely regarded as rules of
clinical prudence, empirically derived but certainly not mysterious sources of inspi-
ration. We can examine a few of these (Fig. 11.5).

SOME_RULES FOR CLINICAL PRUDENCE

1. ACT TO OPTIMIZE AS MANY BENEFITS, MINIMIZE AS MANY RISKS AS POSSIBLE.

2. THE SERIOUS AND TREATABLE MUST NOT BE MISSED; THE NON-SERIOUS AND NON-TREATABLE MAY BE MISSED.

3. USE THE CLINICAL OCKHAM'S RAZOR: DON'T MULTIPLY CAUSES, DISEASES, TESTS OR TREATMENTS

WITHOUT JUSTIFIABLE NECESSITY.

4, "“REST" THE CASE FOR ANY DIAGNOSIS OR TREATMENT WITH RELUCTANCE.

5. CLINICAL SKEPTICISM IS THE ONLY GUARD AGAINST THE TYRANNY OF THE "ESTABLISHED" DIAGNOSIS,
OR ANCILLARY DATA, AND THE FINDINGS OF COLLEAGUES (LAB, X-RAY, ETC.).

6. MAINTAIN A HIGH INDEX OF SUSPICION FOR UNCOMMON MANIFESTATIONS OF THE COMMON.

7. "HOOFBEATS DON'T MEAN ZEBRAS," UNLESS ZEBRAS ARE IN THE VICINITY.

8. WHEN THE DATA ARE "IN," CONTINUING DEBATE IS THE SAFEGUARD AGAINST ERROR.

9. RECOGNIZE YOUR OWN CLINICAL STYLE, PREJUDICES AND BELIEFS ABOUT WHAT IS "GOOD" FOR

PATIENTS.

10. BE WARY OF HUNCHES, INTUITIONS, E.S.P.--GAMBLE WITH YOUR OWN FATE, NOT THE PATIENT'S.

Fig. 11.5 Some rules for clinical prudence
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For one thing, the clinician thinks not so much of meeting the criteria for diag-
nostic closure, but how much evidence is “enough” to take an optimizing action.
Diagnostic closure for example in streptococcal pharyngitis might demand sore
throat, plus cervical adenopathy, tonsilar exudate, and positive culture for Beta
hemolytic streptococcus. The physician is justified in giving specific treatment with
penicillin on any combination of these signs and symptoms and positive culture. But
he/she usually acts presumptively — taking a culture, treating, and awaiting the cul-
ture to determine whether to continue or discontinue penicillin. If the patient, how-
ever, lives in a family or school in which streptococcal illness is frequent or currently
present, the most minimal clinical signs may justify treatment even without culture.

Acute abdominal pain is another example. It may result from a wide variety of
conditions all of which can present similar signs and symptoms. Examples are:
ruptured peptic ulcer, appendicitis, twisted ovarian cyst, strangulated internal her-
nia, mesenteric adenitis, pancreatitis, cholecystitis. Some of these conditions require
immediate surgery, some delayed surgery, some none at all, and in some surgery is
positively dangerous. The surgeon looks not for definitive diagnosis but for the least
signs of acute abdomen — spasm and rebound — which justify laparotomy. Only in
this way can he/she assure that the treatable lesion is not missed. Each surgeon is
allowed a certain number of normal appendices or negative explorations, provided
he/she has no cases in which lifesaving surgery is missed.

In every branch of medicine, there are disorders for which specific and dramatic
treatment or genuine cures exist. They must not be missed. They shape the diagnos-
tic process very often out of proportion to their probability in a given case or in the
general population. Some are rare like pheochromocytoma; some relatively rare like
parathyroid adenoma; some are rare only in a particular locale like malaria or acti-
nomycosis or blastomycosis. Still others were once common, but now infrequent,
though still important like syphilis, malaria or diphtheria.

The clinician’s attention therefore may not be focused on getting all the informa-
tion needed to fill out the most probable classificatory set in its entirety. Rather,
more emphasis is placed on the information he needs to take decisive action, or to
“rule out” the conditions which in the interest of the patient’s safety must not be
missed. The clinician must find justification for his/her actions, therefore, in terms
of what is right and prudent for the patient. If a serious treatable disease cannot be
adequately “ruled out,” therapeutic trial may be used as a diagnostic maneuver, i.e.,
specific treatment is undertaken for the serious disorder, and diagnosis arrived at
indirectly by observing the effect. Such a course of action may be taken justifiably
even if the probability of a less serious, nontreatable disease is much higher.

A corollary principle, which to some extent balances the search for the treatable
and serious, is the admonition “don’t look for zebras when you hear hoofbeats.”
This is a precaution against accepting the rare and esoteric even if the symptom
complex is suggestive. Obviously, one cannot justify missing the more common, or
losing the more unusual manifestations of a common disorder in the search for the
curable but esoteric. Of course, on the African plain, hoofbeats do mean zebras and
not palomino ponies or quarterhorses.
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Equally influential is the clinician’s Ockham’s razor — “plurality of causes and
diseases is not to be assumed without necessity.” Clinicians, particularly in the clini-
copathological conference, are conditioned to seek unitary explanations of signs
and symptoms. This is another of the organizing principles which become part of
the projective schema used by clinicians to select, screen and weigh data and to
justify their decision. The same advice is salutary in therapeutics — the rule of thera-
peutic parsimony states that treatments must not be multiplied without necessity.

Another rule of prudence is the cultivation of a “high index of suspicion” —
another quasi-rational way to cope with uncertainties and avoid “missing” some-
thing. Clinicians who follow this rule are unusually sensitive to the most minimal
criteria for a diagnosis. They use that sensitivity to open up previously unsuspected
possibilities or challenge what appears to be a more firmly established diagnosis.

Indeed, the most dangerous ground for clinical judgment is often not in making
a new diagnosis, but in maintaining an index of suspicion high enough to challenge
what appears to be an established diagnosis. Physicians, like all humans, tend to rest
their cases if no contrary position challenges it. They become locked into or even
enamored of the patient’s classification, which can render them unresponsive to the
most obvious signals of a new disorder, or an original diagnostic mistake. The more
prestigious the original diagnostician or institution and/or the more respect one has
for the colleague who has made the diagnosis, the more seductive is this error.

Skepticism is, as Santayana so mordantly said, the “chastity of the intellect” —
and an indispensable attribute of the prudent clinician is an untiring skepticism
about every aspect of a diagnosis or treatment. Perhaps the greatest failing of the
contemporary clinician is an overadulation for laboratory and x-ray data fed in by
specialists, whose techniques grow more arcane and also more potent daily. Far too
often, a right action is justified by the uncritical acceptance of a chemical determi-
nation, a biopsy or an x-ray examination.

I do not intend to provide here a complete primer of clinical prudence. These few
principles derived from experience illustrate how the intensity of the clinician’s
concentration on the end — a good decision for his/her patient — provides a projective
schema which shapes every step on his way (Abercrombie 1974).

Projective schemata are, of course, individualized and personalized. They sum-
mate what a particular physician holds to be “good” medicine. Which rules of
thumb are selected, why, and how, are fascinating questions still very much open to
logical and psychological examination. A whole series of attitudes of mind, logical
and epistemological assumptions, are combined to make up a clinician’s diagnostic
and therapeutic “style,” just as genuinely as the way word and phrase are used to
make up a writer’s style. The clinician’s “style” is really a statement of the reasons
he/she will accept as justification for a particular action, for setting aside certain
probabilities, or for earnestly persuading a patient to take one course rather than
another, equally earnestly propounded by his/her colleagues.

Are these not the elements of the “art” of medicine, and are they not closed to
precise analysis, the way the style of Horace or Camus is closed? I think not. I agree
with Claude Bernard’s comment in warning against sole reliance on clinical instinct
and clinical sense.
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Everyone knows in fact that habit may give a kind of empirical knowledge of
things sufficient to guide practitioners. Even though they may not always be able to
account for it at first. But what I blame is willfully staying in this empirical state and
not trying to get out of it. (Bernard 1927, 203).

Each clinician’s rules of prudence need more precise statement. Many are held in
common by all good clinicians. Their utility or fallacy can and must be better stud-
ied. Most theoreticians have concentrated on the normative aspects of clinical judg-
ment. We need to know more about the descriptive nature of the process — who uses
what justifications, and how do they benefit or imperil the outcome for the patient?
How much difference in mortality, disability, side effects, costs is there between a
good and a poor decision maker?

Some physicians are therapeutic enthusiasts. They treat more often than not; they
require less justification for using a medication than parsimonious therapists, who
insist on demonstrable evidence of effectiveness and frown on the use of placebos
or chemical coping for minor disorders. How much of “style” is simply peer confor-
mity, personal intolerance of ambiguity, an obsessive compulsion to “prove” the
diagnosis, or satisfy some idealized notion of what constitutes clinical “science”?
Much of the cost of medical care, and even its outcome and satisfaction for the
patient can turn on how the clinician plays the “game” of clinical judgment.

The psychological components in different reasoning styles are coming under
closer investigation (Sokal 1964; Elstein 1976). We also need more extensive
empirical descriptions of the reasoning habits of “good” and “bad” clinicians. What
is the effect on outcome of different habits of reasoning? Which ones are crucial,
which incidental and which positively deleterious? In this era of concern for the
quality of care, answers to these questions cannot be avoided for very long.

There remain, to be sure, certain features of clinical judgment which for the
moment seem closed to explicit analysis. Clinicians have their undeniable moments
of sudden insight and discovery. Some clinicians are more consistently accurate in
their insights than others. What does happen at that precise moment when the clini-
cian decides that there is “enough” information to “make” a diagnosis or “take” a
decisive action? Or, when a set of signs and symptoms suddenly “assembles” itself
into a new classificatory pattern? Or, when a patient’s clinical features suddenly
“fit” a previously described pattern; or, when the precise datum which will answer
a puzzling question is suddenly identified?

There is no reason to suspect that clinical diagnosis is unique in this regard. The
phenomena of “insight” and “discovery” are common to scientific and nonscientific
endeavors. Polanyi and Lonergan have attempted to describe the deep epistemologi-
cal structures and relationships which permit the leap from the obvious and the
known to the previously unknown. Polanyi holds that scientific knowledge is never
wholly explicit but resides in tacit understanding which provides the belief which
makes thinking about a truth possible. Lonergan links belief to immanently gener-
ated knowledge. Polanyi’s “discovery” and Lonergan’s “insight” are likened by
their authors to the “Eureka” of Archimedes (Kroger 1977).

To what extent these epistemological notions can account for the obscure fea-
tures of clinical reasoning is problematic. What must be avoided is the easy appeal
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to some special illumination peculiar to clinicians. To resort to terms like “art” or
intuition is to impede explication of a socially significant process. Whatever name
we use to subsume the indefinable elements in the process, the effort to explicate
them further is a moral as well as intellectual responsibility.

This warning against subjectivism is consistent with a major thesis of this essay —
that the nature of the end projects itself on the steps leading up to it. Everything in
medicine ultimately is judged by its end — the healing of a patient — even those steps
we think most immune to pre-logical or subjective interpretation like pattern defini-
tion and recognition. In defining a disease pattern, for example, we must choose
among an infinite set of properties — signs, symptoms, tests, etc. That resultant pat-
tern is useful only if it includes a finite, and manageable number of characteristics.
In making the finite selection we apply a test of utility, related to the purpose of the
pattern definition. That purpose is making a “right” decision for a particular patient.

In pattern recognition, the selection is similarly shaped by the end. We seek suf-
ficient congruence with the pattern characteristic of the more serious or the more
treatable disorder. We select in favor of patterns which optimize the decision for the
patient even though they may be less defensible by the rules of logic or probability.

Statisticians, logicians and engineers can help the clinician to apply criteria of
validity to the characters he/she selects and to manipulate the sets once they are
defined. But these aids are of limited use without definition of the purpose for which
the classificatory set is to be used. Sokal, a pioneer in mathematical taxonomy, rec-
ognizes that in medicine we may limit ourselves to fewer characters than might be
taxonomically desirable because we want those most pertinent to decisive action for
a patient (Schwartz et al. 1973).

Projective schemata shaped to the practical end of decision making are to a sig-
nificant degree subjective. But they do not provide warrant for a wholly subjectivist
interpretation of clinical judgments. The schemata can themselves become objects
of critical scrutiny. We can in fact often judge whether a clinical diagnosis, treat-
ment or decision is the right one by the outcome for the patient. The test of reality
is always there in medicine, and it sharpens and corrects the projective schema, and
the values assigned in each of the more formal inferential steps. It is as Ernan
McMullin said of the interpretive schemata of science which contemporary philoso-
phers of science have adduced to counter the ultra-objectivism of logical positivism:

But what must be emphasized is that the skills of interpretation that help bridge the gap
between the formalism of inference and the subjectivism of sheer personal assertion are
themselves continually responsive to the demands of the objective order (McMullin 1974).

In medicine we have more immediate and dramatic verificatory possibilities than in
many other sciences (death, recovery, disability, complication, dissatisfaction). We
can aim realistically therefore to reduce to a minimum the residuum of indefinable
elements in each step of the process of arriving at clinical action. This applies even
to the more subtle nuances in style which distinguish superior from merely average
clinicians.
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11.5 Some Theoretical and Practical Implications

Clinical judgment is what physicians do that most clearly distinguishes their enter-
prise from other human activities. If there is to be a theory of medicine therefore, an
understanding of clinical judgment must be a central element — though certainly not
the whole of such a theory.

This essay has argued two major theses which bear on a theory of medicine: that
clinical judgment is justified and defined by its end — a decisive action for a human
in distress and that different kinds of reasons, and reasonings, are appropriate to the
formulation of a “right” end.

There are several important implications for a theory of medicine or at least its
prolegomenon as well as medical education. Only two of these will be examined
briefly: (1) Is medicine a science, art, or virtue or all three; (2) What information
should a physician have?

(a) Medicine — science, art or virtue?

Sober has, in this conference, summarized the arguments on both sides of
the art-science controversy and they need no repetition (Sober 1978). He firmly
identifies clinical reasoning with scientific reasoning. On the view we have pro-
posed there is no question that significant parts of the process do fit both the
classical and modern descriptions of a science.

Deductive, inductive and retroductive inference are used to evaluate, inter-
part and explain clinical observations. Hypotheses are tested by further obser-
vation, experiment and measurement, and reliability, accuracy and
standardization of data are sought, if not always achieved. These criteria of the
scientific method are most clearly pursued in making the diagnosis and select-
ing and evaluating treatments. Medicine is even more convincingly a science
when it seeks explanations of clinical phenomena, in theories and mechanisms
of disease. Medicine then fits Einstein’s definition of science as:

... the century-old endeavour to bring together by means of systematic thought, the per-
ceptible phenomena of this world into as thoroughgoing an association as possible. To put
it boldly, it is the attempt at the posterior reconstruction of existence by the process of
conceptualization. (Chambers et al. 1975, 24).

But the principal aim of medicine, its distinguishing feature, is not the expla-
nation of clinical phenomena, useful as this may be in raising the clinician’s
enterprise above empiricism and technicism. Explanations in Einstein’s sense
are the proper business of the sciences basic to medicine, but they are not syn-
onymous with medicine. Medicine exists as medicine only when it engages in
the full range of activities which constitute clinical judgment and which lead to
decisive action in the interest of a particular patient.

In its complete expression as medicine, the clinician’s enterprise embraces
non-scientific as well as scientific reasons and justifications. This essay alludes
to the dialectical nature of differential diagnosis, the ethical construction in
deciding what is “good” for this patient, and the rhetorical dimensions in the
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mutual persuasion essential to a decision taken jointly by patient and physician.
These latter are skills traditionally imparted by the liberal arts and humanities.
They may be exercised in medicine on data validated by scientific method.
While dependent upon the reliability of these data, medicine is not identical
with the means whereby they are validated.

Is medicine then in any sense an art? Not as the term is used in the current
art-science controversy. We have argued that clinical judgments must not be
assigned to realms of the intuitive and ineffable which find their source in a
presumed special intellectual light possessed by clinicians. I would prefer to
reserve the word art in medicine to the perfection of the things done by the
physician — the craftsmanship without which the decisions taken would be
improperly, unsafely or clumsily done. The art of medicine lies in the degree of
perfection each clinician exhibits in history taking, physical examination, per-
formance of manipulative techniques like surgery and various diagnostic
maneuvers — the work done.

These must not be mindless activities. They are a tekné in the classical
sense — knowing what to do, how to do it, and why one does it. Art and tekné
were synonymous in Aristotle and both involve reasoning,”... art is identical
with a state of capacity to make, involving a true course of reasoning” (Aristotle
1940, Met. V1, 4, 1140a, 10). Aquinas, extending the Aristotelian notion called
art a recta ratio factibilium, thus distinguishing it from science, a recta ratio
speculabilium and prudence, a recta ratio agibilium. The undeviating determi-
nation of the work to be done (art) is distinguished from the undeviating deter-
mination of what is to be known (science) and the undeviating determination of
the act to be done (prudence) (Maritain 1949, 7, notes 4 and 5; Aquinas n.d.).

If we carry this distinction a trifle further medicine becomes not only science
and art, but also the virtue of practical wisdom — ... a true and reasoned state
of capacity to act with regard to the things that are good or bad for man”
(Aristotle 1940, Met VI, 5, 1140b, 5-6). Aquinas expanded the Aristotelian con-
cept somewhat. He argued that, while art gives the capacity to reproduce a good
work it does not assure that the product will be used for a good end. That
remains to the virtue of prudence — “Consequently, prudence which is right
reason about things to be done, requires that a man be rightly disposed with
regards to ends” (Aquinas n.d.).

In this sense then, medicine is both art and virtue. It is art since it is certainly
concerned with the perfection of what it does — with the skills needed to make
logically secure clinical decisions and to do the procedures decided upon. But
it is also a virtue since it must make “right” choices about the ends and purposes
for which the decisions and actions are produced. Medicine must not only per-
form well but act well, it must choose what should be done to heal a particular
patient whose good is the true end of the whole activity.

Medicine is then all three — science, art and virtue synergistically and inte-
grally united in the clinician’s daily activities. To disarticulate one member of
this triad from the others is to dismember medicine — the essential feature of
which is the special relationship each holds to the other. When this happens one
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becomes a scientist, an artist or a practitioner, but not a physician. Clearly, any
unitarian formalization of the clinician’s activity is bound to be misleading, and
to define a part of what constitutes medicine but not the whole of it.

What should a physician know?

I have explored elsewhere the many meanings of the term medical human-
ism — which can so easily become a slogan for whatever version of intellectual
or practical activities we wish to justify (Pellegrino 1974). Here it is only neces-
sary to reiterate that medical humanism is both a cognitive and compassionate
response to the person of the patient. It embraces humanism as a set of cognitive
skills largely derived from the humanities and these are integral to the concep-
tion of medicine as science, art and virtue. Humane medicine — indeed moral
medicine — requires that the physician understand the distinctions between
these intellectual and practical activities, the kinds of reasons each may adduce,
their limitations when applied to each other’s realms, the different sources of
their methodology and the different subject matter appropriate to each.

If there is any merit in these proposals, they should be reflected in what it is
physicians are expected to know. If medicine is a science, and art, and a virtue
(in the classical sense) — medical students will need a more explicit education
in the non-scientific components of clinical judgment. The skills required for
sound dialectical, ethical and rhetorical reasoning modes must be more explic-
itly incorporated into professional education — especially in the clinical con-
texts within which decisions for patients are being made. The liberal arts, and
the humanities, even though they might have been presented in pre-medical
studies, need vigorous refurbishment in medical education where it will become
more obvious to the student that he needs the liberal attitudes of mind to func-
tion fully as a physician.

The liberal arts have a legitimate place in medicine, not as gentle accoutre-
ments and genteel embellishments of the medical “art”, or even to make the
physician an educated man. Rather, they are as essential to fulfilling the clini-
cian’s responsibility for prudent and right decisions as the skills and knowledge
of the sciences basic to medicine.

These are very good reasons for rein fusing the liberal arts into medical edu-
cation in addition to, but not necessarily to replace, the liberal education in the
universities. Premedical education is shallowly rooted for a variety of reasons:
The pressure for admission to medical school converts non-scientific subjects
into obstacles to be endured rather than essentials to an educated life. Similarly,
the humanities may have become too specialized themselves to fulfill their
functions as instruments of the liberal arts. Appreciation of the humanities may
come more slowly than in the sciences — usually only after the young physician
has had some experience of the moral nature of so many of his decisions. Then,
the intellectual constraints of a life dedicated only to professional studies are
only belatedly perceived. For all these reasons, the liberal arts and humanities
are today being taught as part of a medical education in a significant number of
schools (Pellegrino 1976b).
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The full implications of the anatomy of clinical judgment for the philosophy
of medicine cannot be examined further in this essay. Clearly a theory of medi-
cine must account for this, the physician’s most characteristic activity.
Hippocrates was partially right to make medicine a natural science; Celsus to
call it a conjectural art, and Osler, a science of uncertainty. Any theory of medi-
cine must accommodate all these elements and in the special way demanded by
the need to make particular decisions for particular patients. A theory of right
thinking, right doing and right acting must then be related to each other. The
theory of medicine must also be shaped by the end to which all medical activity
points — a right healing action — for that is what defines medicine uniquely.

It is a simple fact but almost universally ignored in modern thought that when one loses
sight of the end of one’s thought and action, the thought and action waver between fanati-
cism and futility. (Buchanan 1938, 174).
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Chapter 12 )
The Subjective in Clinical Judgment i

Eric J. Cassell

12.1 Introduction

Someone telephones the doctor that he has had increasing dull pain in the right side
of his abdomen and back for several hours. While not exactly nauseated, he is
repelled by the thought of food. He thinks the pain is the same as that of his wife
when she had her gallbladder attack. The patient’s complaint is clearly subjective
and of the type that most often initiates the medical act. Yet, in its subjectivity, the
report lies in a domain of medical practice that is least understood, or more precisely
that is least systematized. The deficiencies of medical practice in regard to the sub-
jective are highlighted by the increasing use of the problem-oriented medical record
as a tool of medical education. In Medical Records, Medical Education, and Patient
Care; The Problem-Oriented Record as a Basic Tool, Lawrence Weed (1969) points
out the equal importance of patients’ subjective experience with objective, measur-
able facts of medicine. Further, Dr. Weed gives excellent examples of the kind of
profiles of patients’ personal and social lives that should be included in any com-
plete medical record.

It has been my experience, however, that the problem-oriented medical record as
actually used by the medical students and house officers at the New York Hospital
(many of whom trained at other schools) is a sterile instrument that rarely meets the
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goals set for it precisely because it is deficient in its recording of the subjective. It
has also been my experience that many younger (and too many older) physicians
distrust the patient’s report of his own symptoms and experience.

One more comment seems necessary to document the problem of the subjective
in medical practice. The social medicine movement of earlier decades succeeded in
establishing the importance of the patient’s social and personal history as part of any
complete medical record. And yet, a generation later that aspect of a patient’s his-
tory is usually confined to personal habits (tobacco, alcohol, etc.), job history and
some marital and family facts. The movement was successful in getting some
aspects of the patient as subject into his own care but in a fashion often uselessly
sparse because only the objective facts of the patient’s existence are recorded.

12.2 The Subjective in Medicine'

I believe the subjective involves four aspects: the sociologic person, the uncon-
scious, experiencer, and assigner of understandings. The sociologic person includes
the patient’s past and present cultural set, his roles (attorney, mechanic, father, son,
etc.), the unfolding story of his life and his important others. The subjective also
includes the unconscious self, generally considered to be conflicts, repressed mate-
rials, drives and motivations — matters not volitionally available to the conscious
mind. Then there are the things experienced by the body or person of the patient.
These may be objectively non-confirmable as in the instance of abdominal pain or
objectively confirmable as in the instance of fever. In all instances, after the experi-
ence has passed it is non-confirmable, although subsequent objective evidence may
allow it to be inferred. Lastly the subjective includes the meanings assigned by the
patient to the experience and events he reports. This includes feelings evoked,
beliefs about the nature of disease or illness as well as its causes, and extends to
feelings, perceptions and beliefs about physicians and the world of medicine.

Obviously these four aspects of the subjective in medicine are not truly separate
and cannot be made to remain separate except for purposes of explication, as I am
doing here, and except for action as when the physician asks questions. Together
they are the subject in medicine and the subject of medicine. They are, in other
words, the patient.

Indeed it would be difficult, for example, to distinguish that part of the patient
that assigns meanings from, say, the unconscious, or even from the perceiving expe-
riencer. But I hope to show that these domains of the subjective can be kept apart, if
only in action, well enough to serve the physician as he makes his diagnosis and
treats his patient.

' This essay deals primarily with the subjective of the patient, not the physician. It is concerned
with the subjective information that is obtained from patients, not with how that information is
processed by the doctor.
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12.3 The Sociologic Person

Two domains of the subjectivity of the patient have received the most attention in
medicine: the sociologic person and the unconscious. There is ample evidence that
the sociologic person is important in medicine. Diseases as disparate as tuberculosis
and coronary heart disease are influenced in their occurrence by the life history of
the person who has them. The malnourished black child from a large ghetto family
has a much higher probability of acquiring tuberculosis than the white suburban
child of a Bell Telephone supervisor, especially if there is an old person with tuber-
culosis in the crowded ghetto apartment. And the Bell Telephone supervisor has a
greater probability of dying of a myocardial infarction than the unemployed father
of the black child, especially if the supervisor smokes cigarettes, is sedentary and
has a family history of coronary heart disease. Modern medicine has made much of
the contribution of sociological variables to disease production (although even
Virchow was politically radicalized by his awareness of the contribution of social
factors to typhus prevalence in Silesia). But while probabilities may be crucial to
directing the diagnostic thinking of a physician, probabilities are often not as neces-
sary in making a diagnosis as what the sick person says. More important, however,
is that probabilities are objective parameters of the sociologic person, not subjec-
tive. The probabilistic person is seen as propelled towards his expected pattern of
disease by facts of his existence which he (usually) did not create and over which he
(often) has no control. In other words it is not that the sociologic person cannot be
construed as a part of the subjective domain of medicine — part of the domain of the
consciousness of the patient, but rather that its current use by medicine is primarily
in the objective domain: measurable or at least objectively confirmable personal
facts linked to confirmable facts about the lungs or the coronary arteries. Even
Weed’s use of the subjective in the profiles of patient examples is aimed towards
useful objective information. This kind of information might help in the interpreta-
tion of other diagnostic information (in the sense that “divorced women with young
children are often...” and so on). But such data, while undoubtedly helpful and even
often vital in clinical decision making, are part of the subjective of the physician
more than of the patient. Sociologic parameters do not tell us about this divorced
woman, but rather about the class of divorced women. In a sense the use of these
facts to speak for the person so much occupies the physician’s head (not to say his
or her preconceptions) that they prevent the physician from hearing what this
divorced woman has to say.

12.4 The Unconscious

The other aspect of the subjective that has received widespread attention in medical
practice is the unconscious. It is fair to say that one of Freud’s major contributions
to medical practice was to put the person as subject back into medicine. It is not
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necessary to detail the evidence to support the belief that there are unconscious
determinants of symptoms and disease. The widespread acceptance of psychoso-
matic medicine is an acceptance of the influence of the mind on the body. Oddly, it
is conceived of as the influence of the unconscious mind on the body: a mind not
available to the volition of the person and almost always conceived of as causing
illness or symptoms. It is somewhat interesting, if only historically, that this view
maintains the Cartesian duality but gives the (separate) mind some control over the
body. This view of the duality is not nearly as meaningful or useful as the view of
mind and body as a polar duality discussed by Guttentag (1969). Much as North and
South cannot exist without each other and mutually influence each other, so also do
mind and body. Of more immediate importance to our discussion is that the way the
unconscious domain of the subjective is most often used in medical practice
excludes the subject. That is to say, the patient is seen as not knowing what his
unconscious contains or is doing. It is not under the patient’s control and even the
patient’s words are an untrustworthy guide to its contents and its actions. We, the
physicians, take it that we know better than the patient what are the unconscious
determinants of his symptoms or his disease. While that may well be the case, it is
an uncharitable view of the patient since that view bypasses the consciousness of the
patient just as effectively as does the dominant view of the sociological person.

To view the unconscious as solely an inaccessible domain with only negative
effects on the body is also, I believe, an uncharitable view of the unconscious. This
is not the place (nor am I the person) to attempt a summary of the various views of
unconscious process. Nonetheless, it seems important to point out that any such
summary would have to include the understanding that the patient’s unconscious is
part of his subjective aspect that is able to communicate to another person. And, the
unconscious and its communication are legitimate expressions of that person.
Unconscious communications are not merely unsuspected leaks of inadequately
repressed material but purposeful expressions. As the unconscious can speak, it can
also be spoken to (Harley 1967). Finally, and of more direct importance to medi-
cine, the unconscious appears able to communicate with the body. These phenom-
ena which can be glimpsed in biofeedback techniques, hypnosis and certain yoga
feats suggest a relationship of the subjective person to the body that is at present
minimally understood.

Thus, just as the sociologic person is often used and viewed in medicine as an
objective thing apart from the consciousness of the patients, so too is the uncon-
scious used and viewed. For both sociologic person and unconscious, such under-
standings tend to diminish the potential importance to medicine of those aspects as
factors of subjectivity.
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12.5 Experiencer and Assigner of Understandings

I believe I am warranted, if only for methodological reasons, in making a distinction
between the experiencer and the assigner of understandings within the subject.
When the patient reported the dull pain in the right side of his abdomen and back,
which he thought was similar to his wife’s gallbladder attacks, he was actually
reporting two distinctly different things: first, the experience of a body sensation;
and, second, his understandings — the meaning attached to the body sensations. The
assignment of understandings was on at least two levels; that the sensation was
painful, and that it might be gallbladder disease. Considerable attention has been
paid to the “subjectivity” of reports of pain, (for which, the way it is usually used,
you may substitute the word “unreliability”). It has been shown that what patients
say, or that their behavior in response to pain, is influenced by their ethnic group
(Zborowski 1969). But that is merely another way of saying that the report of pain
generally includes some kind of meaning to the patient. On the other hand, I do not
know of studies which show that what some people call “pain,” others label “itch”
or “tickle.” And that seems to be because what people call pain are sensations aris-
ing from a discrete group of nerve fibers called pain fibers. What is shown by differ-
ing reports of what is presumed to be the same kind of pain, is that valuation by the
patient is part of the report. A seemingly different kind of the assignment of under-
standing is that which implies that the pain is from a gallbladder attack. Indeed,
many patients when reporting their illnesses never tell of symptoms but simply use
diagnostic terms. “First I got a cold and then it turned into bronchitis.” Or, “last
week I had a virus and then it started my colitis off.”

The dominant voice of the patient with abdominal pain was the voice of the
assigner of understandings (the pain is gallbladder disease) rather than the experi-
encer. And it is common to say that the patient’s understanding might not be an
accurate reflection of the meaning of his symptom. But meaning in whose terms? It
must indeed be an accurate reflection of the meaning of the symptom to the patient
(unless he is lying — the unusual case). Rather when we speak of the patient’s under-
standings being inaccurate, we mean inaccurate by the doctor’s standards. To dis-
miss the importance of the patient’s understanding is to dismiss him as subject.
After all, whatever the actual disease, its importance to the patient, even if it is fatal,
will depend on how it meshes back into the subjective — the collectivity of his mean-
ings. Thus, to deal adequately with the subject of the patient we must find within the
patient’s report of an experience two things: what is the matter in our terms, and
who is the patient. Since the patient’s report of an experience is so heavily influ-
enced by his understandings, careful questioning about the report of the experience
offers the opportunity of finding out about both the disease and the patient.

To understand the process of the assignment of understanding it may be useful to
view it in the same manner that has been used to relate a speaker to what he says
(Percy 1975). A speaker, in relating a sentence, is saying something about some-
thing; the speaker is thus the coupler between what he says, and what he says it
about. Thus when the patient tells us about a symptom, he does the same thing. He
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is the coupler between the experience and his verbal report of the experience. As we
have already seen, to assign language to the report is to assign meaning, and to give
meaning is to give his understanding of the experience.

But it is obvious that the report of experience is not the experience itself and that
the memories and sensations that constituted the original experience remain avail-
able for reinterpretation. This is not to deny that perception is to some degree guided
by the assignment of meaning, and that what steps the patient takes to broaden his
perception of an event — for example, taking his temperature, feeling his abdomen,
trying to remember what was eaten and so forth — are also guided by the assignment
of understanding. But, if the raw sense data of an experience remain available for
re-interpretation, than a new coupler — the questioning doctor — can be introduced
between what is said (the assignment of meaning), and what it is said about (the raw
sense data of the experience). To put it another way, the doctor can insert himself
between the patient as experiencer and the patient as assigner of understandings.
This may seem a complicated way of saying that to obtain the story of an illness, the
doctor asks the patient questions, but I think more is being said. Since by eliciting
answers the physician is forced to continue to use the patient as coupler (someone
saying something about something), how does he disengage the patient as assigner
of understandings? The classic answer is that the physician offers (at least to him-
self) an alternative hypothesis. That is to say, if the doctor believes the man with
abdominal pain does have gallbladder disease, he asks questions about the pain, its
relationship to food, previous episodes, associated symptoms, and so forth, until he
has enough evidence to support his tentative diagnosis. Or if such evidence is not
forthcoming, he rejects that diagnosis, proposes (to himself) another diagnosis, and
repeats the procedure. In doing this, he is using the same reasoning that will guide
his physical diagnosis, choice of diagnostic tests or other diagnostic aids. If he is a
good physician, he will use strict standards for hypothesis testing, and if he is a poor
physician, he will use loose standards.

The classic picture I have just provided of the physician as history taker is inad-
equate for several reasons. First, the physician will only find what he already knows.
Each case may flesh out his conception of the disease as the patient describes some-
what different expressions of symptoms, but he cannot find that for which he has no
diagnosis. Second, he will miss in the patient’s symptoms the unfolding process that
the disease represents within the patient. Thus he will be held to basically static or
structural views of disease rather than as a process occurring through time. After all,
the patient, as the container of the memory of succeeding events influenced by the
abnormality within him, is virtually the only source of information about such a
process (reinforced by the physician’s observation of the change in physical find-
ings and laboratory tests over time). Third, in that classical method of questioning,
the doctor will emerge knowing little about the person who has the disease, the
subject of his work. The idiosyncratic differences presented by different patients are
seen by some physicians as obstructions to the diagnostic process rather than as an
inherent part of the diagnosis. Finally, the doctor will not learn how the person of
the patient interacts with basic pathologic mechanisms to produce the illness that is
this person with this disease.
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I would like to expand somewhat on those four points in a somewhat different
vein. The classic understanding of the physician taking a history from the patient by
extracting those, admittedly subjective, facts of the illness in order to make a diag-
nosis of disease is deficient because it excludes the person from the diagnosis. It is
by now cliche in medicine to speak of the importance of the “person of the patient”
to diagnosis and treatment. We do not label as cliche the saying “a coin lesion of the
lung is a carcinoma unless proven otherwise.” Why is the former a cliche but the
latter not? Because “treat the patient as a person” is more a wish than agreed upon
necessity and does not rest on established facts and procedures which lead to a
defined course of action. It is more an ethical imperative than a medical directive. I
would like to point out, however, that the clinical expression of the primary diseases
of our time, arteriosclerotic heart disease, hypertension, diabetes, degenerative joint
disease, and perhaps the malignancies depend on the individuating characteristics of
the patient. Further, in marked contradistinction to the infectious diseases or the
surgical diseases, the patient is the primary agent of his own treatment. That is to
say, the patient must change his life style or behavior and comply with often com-
plicated treatment requirements. This was brought home to me the other day as I
tried to discuss with a Chinese-speaking patient the use of insulin, diet, and exercise
for the treatment of diabetes through an inadequate interpreter.

Contrary to directives based on analogy to the infectious diseases, what is needed
are directives for obtaining information about the patient as person now necessary
because of the change in the disease pattern and the preponderance of chronic dis-
ease. This involves some understanding, in methodological terms, of how under-
standings are assigned by the patient to the sense data of experience — the meaning
of experience. An experience is given meaning along four planes, or conversely in
reporting sense data, the patient modifies it to conform to his understanding along
four planes. They are: (a) the space-time continuum — when and where things hap-
pened; (b) the assignment of value in relationship to other values of the self — the
process of adjectivization; (c) the assignment of causality — where did the thing
come from and what is it expected to do; and finally, (d) the relationship of the
experience to previous experiences of the self or of significant others.

When patients feel pain, or experience fever, diarrhea and abdominal pain, they
interpret it to themselves along those four planes. I believe that virtually no alien
body sensation can go uninterpreted although the degree and complexity of the
interpretation may vary widely — as in dismissing a twinge or conversely building a
case for cancer on the twinge. What I am describing is a process in which the origi-
nal body sensations can lead to interpretation which is followed by a search for
other data in memory or at the moment that aids in, confirms or disconfirms the
interpretation. In this process some sense information will be dismissed as irrele-
vant, and other sense data perhaps will be elevated in importance within the patient.
The assigner of understanding (within the patient) takes a history from the experi-
encer (within the patient) in much the same manner that the physician questions the
patient.

The importance of examining the various dimensions along which the experi-
ence is given meaning is not only that by so doing the physician will obtain a more
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accurate picture of the original experience, but also a more accurate understanding
of the subjectivity of the patient.

12.6 The Space-Time Continuum

People seem to vary enormously in their ability to report details about the time and
place (including place on the body) of experiences. In part, this appears to be idio-
syncratic — some remembering in great detail events of the distant past and some
assigning everything before yesterday to the hazy past. It is my impression that the
future may be handled by different individuals in a manner similar to their handling
of the past. Time and place are often related... “It must have been 1975 because that
was the summer we were in New Hampshire.” Time may be used as a mechanism
of denial so that the events become difficult to recall because they cannot be located
in time. In an opposite manner, “I remember it as though it were yesterday” becomes
a means of maintaining the largeness of the event. Some handlings of time do not
seem to be due to individual variation. Terribly threatening events that are remem-
bered seem to remain, for most people, close in time — “that accident couldn’t have
been a year already.” Similarly, a far future but bad prognosis is often handled as
though the threat were immediate. In all of this time seems to be dealt with as
though it were a spatial not a temporal dimension. The more important the event is
considered the closer to the present self it is perceived. An understanding of this is
important to the physician both in obtaining the history of an illness and in discuss-
ing prognosis, future therapies and so forth. A patient with a right-sided abdominal
mass and fever was considered to have an ameboma because his symptoms started
while on an Asian journey. In fact, however, the first episode of abdominal pain had
started a month earlier in London but was attributed by the patient to carrying a
heavy suitcase (to borrow from a later topic). Careful questioning that related times
and places on the trip to body sensations produced the classic story of an appendi-
ceal abscess. The original appendicitis, the relief of pain with its rupture, a few days
of fever, then quiescence, followed by a return of fever, pain, and a perceived mass.

From what we know of the patient’s subjective use of the time-space dimension
in relating a story, we may be able to tailor our description of his future as we think
it will happen. The basic point is that an objective outline of the future temporal
relationships of a disease process will be necessarily reprocessed by the subjectivity
of the patient in terms of his past use of that dimension. And that reprocessing influ-
ences the course of the patient’s illness. For example, one patient with rheumatic
heart disease, told that an operation will probably be required in two years, lives in
constant and continuing dread of the surgery, behaving as though it is imminent. For
another patient, saying that the medication he is taking now is to forestall an event
that might occur many years in the future (as in the prevention of stroke or heart
disease in hypertension) is the equivalent of removing any sense of the importance
of the event and therefore of taking the medication. Thus, the objective time scale of
a disease or a projected course of action provides merely the language for time, only
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the patient’s subjectivity can provide its meaning to the patient and the meaning is
what the patient will use to direct his actions and his fears. As with all the dimen-
sions of the subjective, the person’s subjective sense of time-space can change.
Indeed, some changes in time sense from childhood to old age appear developmen-
tal but events in one’s life also can produce change in an individual manner. “What
my illness taught me is that I have to value each day.”

12.7 The Assignment of Value

A second plane of subjectivity is the assignment of value to experience, or the pro-
cess of adjectivization. Adjectives used by the inner assigner of understanding do
not merely modify nouns such as for example pain, swelling, dizziness, or nausea,
rather they give those experiences a value relative to other values of the self. A pain
may be described as mild, or excruciating, uncomfortable or sore. One patient
describes the pain as merely discomfort while for another patient the same kind of
pain is unbearable. The assignment of value is both idiosyncratic and held in com-
mon. Certain kinds of pain, for example, pressure on a nerve root, will be described
with the same kinds of adjectives by most people and this commonality allows
adjectives to enter the diagnostic process much like an objective referent. On the
other hand, the experience of the pain may be adjectivized differently. In this con-
text, I can point out that physical behaviors such as writhing or grimacing, or con-
versely sitting stoically, add to the process of value assignment. For some people
experiences are either black or white — things are terrible or simply fantastic. For
others, things are more varied but the colors of their adjectives are always intense.
Every experience, bad or good, is assigned a strong term. For others everything is
subdued, nothing is fantastic, nothing is terrible. Pain may be awful but never ter-
rible. Their weakened leg is not “useless” but “rather awkward.” Their whole, near
fatal illness was “a bore.” The ethnic or cultural contribution to the assignment of
value is well known.

The experiences of life enrich adjective use because these are values assigned
relative to the other values of self. Since it is virtually impossible to speak without
using adjectives, speakers quickly display their palette of value terms. On the other
hand, many phrases or utterances do not include adjectives but their voice pitch,
inflection and modulation emphasize or deemphasize the words, serving the same
valuative function as the adjective in displaying the weight the speaker assigns to
the words or thought. Consequently, as the physician obtains the story of an illness,
he has available to him the scale of value assignment used by the patient. Consciously
or not, those adjective usages and speech inflections (as well as clothes and body
motion) allow him not only to understand the patient’s value scale but also to revalue
in his own terms the experience being reported. Similarly, since values are assigned
relative to other values of the self, the physician has the opportunity to find out how
important a symptom or possible consequence of an illness may be. Mild



174 E. J. Cassell

diminution in vision may be well tolerated by a patient who does not like to read but
the same loss would be “intolerable” to an avid reader.

The pattern of valuings of a person is a basic constituent of that person. When the
patient complains that something is “terrible” it is useless for the physician to say

9

that it is not terrible. For the patient the thing is “terrible”, “useless”, “hopeless”,
“sad”, “wonderful”, “amusing”, “interesting”, “dirty”, “smelly”, etc. It is part of
their understanding of the thing. And as it is part of their understanding of the thing,
it is part of them as a person for we are constituted by our meanings and our mean-
ings include the values we assign. For the physician to argue with his patient in
order to change the valuing of something from “terrible”, for example, to “mild” is
not to change a word but the person himself. When two people look at a plate of six
raw oysters one sees six oysters revolting and the other six oysters delicious. Induced
to eat those oysters, a person may change his valuing of oysters from “revolting” to
“delicious” because he has changed in regard to oysters. (The six remains a con-
stant, however, and that is the infinite advantage of the number in the realm of
value.) The patterning of value may change with experience and with that change
comes a new understanding of experience and an alteration in the person himself.

This is an appropriate place to point out again that dividing the assignment of
understandings into four planes and even separating these dimensions from the
sociologic person or the unconscious is a useful procedural device for a physician
but does not correspond to the person as he lives and thinks.

The person is a functional unity and these planes and dimensions interpenetrate.
The assignment of value is heavily influenced by the sociologic person, by the cause
of a symptom as perceived by the person (pain that is heart disease versus pain from
a sore muscle), as well as by repressed unconscious material and even by the inner
relationship of person and body. That these levels are a nexus rather than discrete
does not detract, however, from finding out how a person assigns value. On the
contrary, understanding how a patient assigns value is an important clue not only to
the complete entity but to how the interpenetration occurs.

12.8 The Assignment of Cause

A third plane of subjectivity is the assignment of cause to the sense data of experi-
ence. No event can be experienced without a search for cause. I have called this the
dimension of causality, rather than cause and effect, because as every event is under-
stood in part by understanding its cause, it is also given meaning by a conception of
what will follow from the event, in other words, what it will subsequently cause. As
is the case with space-time and the patterning of value, understanding the cause of
one individual event does not occur apart from the person’s whole pattern of causal
understandings. To believe that his pneumonia was caused by a bacterium or virus,
the patient must conceive of micro-organisms as existing and as being part of the
general class of causes. If that understanding exists, it may be applied by the patient
to a whole range of phenomena experienced in his body. Thus, alien body
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sensations may be subsumed under their cause as in “I had a virus last week.” The
physician also has such a causal nexus but his understandings may be different. To
him virus may mean for example coxsackie, varicella-zoster, or mumps virus in
their most specific technical sense as well as a more general and vague sense he
shares with the patient of viruses as a cause. This distinction should allow me to
make clearer what I mean by cause as part of subjectivity. The mumps virus is in the
physician’s understandings, an objective technical thing having among other spe-
cific characteristics physical shape, and also a distribution among the population or
in the tissues of the host. By that general class of cause called “a virus” no such
specific virus is meant, although specific viruses remain the objective referent on
which the subjective is based. Rather, the subjective allows experience to be classi-
fied and put at rest, so to speak. Causes within subjectivity such as “viruses” always
have antecedent causes such as “I was run down”, which may have its own anteced-
ent such as “I was under a lot of strain” and so forth. Viruses, in subjectivity, are not
considered serious and so they usually are not seen as causing other serious events.
The important thing for this discussion is to realize that when the patient says “J had
a virus last week”, he is saying very little about the sense data of the experience but
a great deal about his causal nexus. For the information to be meaningful in classic
diagnostic terms, the doctor must inquire of the experiencer within the patient for
the specific symptoms to which the understanding “virus” was applied. To accept
that the word “virus” means to the patient what it means to the doctor may lead to
serious diagnostic errors, as may acceptance of the patient’s words “bronchitis”,
“sinusitis”, “stomach upset”, or what have you. (Those words contain not only
cause but also value assignment and time-space information since they are often
more specifically inclusive than “virus”.) However, not to listen to those words and
to hear only the specific sought after symptoms is also to miss valuable information
about the person. The causal relationships tell not only how the patient views this
illness, but how all illness may be perceived in terms of cause. The train of anteced-
ents I suggested before may ultimately have led to some psychological conception
of disease causality. In another person the ultimate nexus may be self-blame and sin.
The first words of a patient of mine who was found to have a cancer of the breast
were, “I knew it, I'm being punished.” As it is useless to argue with people about
their time-sense or valuations, it is equally useless to tell them that carcinoma of the
breast is not punishment for illicit behavior. Rather, it is important to see the disease
and its treatment within the causal network of the patient. And that network is
revealed in the words of the patient when symptoms are related. The patient’s con-
ception of cause may have to be sought but to understand the subjectivity of the
person (indeed the person himself) that search is as vital as the hunt for symptoms.
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12.9 The Association of Experience

The fourth plane helpful in assessing the subjectivity of the patient is that in which
an experience is given meaning by its association with the experiences of significant
others. The patient has noted pain and stiffness in his fingers. The cause is not read-
ily apparent — that is, he cannot remember doing something to the hand that might
cause pain. His knowledge of the word includes the conception of arthritis, but, at
age forty, he seems too young. His mother had arthritis, and remembering her, he
concludes he also has arthritis. The experience of the mother appears to be dealt
with as though it is part of his experience. Many other examples could be given to
show the influence on the patient’s assignment of understanding that is exerted by
the experience of family. That a young woman with an elevated cholesterol inter-
prets every pain in her chest as angina may seem reasonable to a physician since
many of her relatives died at an early age of coronary heart disease. We find it rea-
sonable because we know the relationship between familial hypercholesterolemia
and premature coronary heart disease. While the patient may use those objective
facts to support her fears, the fear is part of her subjective experience of her parents.
For example, another person with normal blood pressure and headache worries
always about stroke and we are not surprised to find that a parent died of a stroke.
The fear of the patient that he has the disease of the parent is believed by many to
arise from unconscious deter- minants such as unresolved oedipal conflict, or unre-
solved guilt. Such interpretations may be correct, but whatever the reason, patients
behave in a manner suggesting that the experience of significant others is part of
their own experience when they assign understanding to their own experience.
Further, I am frequently surprised at how difficult it is to dislodge the patient’s belief
that he has the same problem as the parent even in the face of considerable counter-
evidence. As the physical therapist was working successfully on her previously
painful knees, the patient was sure the therapy would be useless because her mother
had been crippled by arthritis. Two different lines of thought are suggested by these
observations. The first is that subjectivity, the collectivity of meanings, extends
beyond the physical confines of the person. Such a conclusion, which is neither new
nor world shaking, achieves its importance in this context because when the doctor
talks to the patient he generally acts as though he is facing a unique free standing
individual. The physician does not see the continuity of the patient with the parents
or siblings and neither may the patient. The continuity might not even be important
if it did not so color the assignment of meaning to experience. But more striking,
that continuity tends to determine the experience. It is in this area that the relation-
ship of the unconscious domain of subjectivity to the assignment of understanding
seems most obvious. The relationship to parents and other important people does
tend to occupy the content of repressed or conflictual material making much of that
content unavailable (except by inference), to even the most skilled questioner in the
limited time available to the physician taking a history.

On the other hand much of the continuity of experience is available to the patient
on reflection and so also is the patient’s belief that the experience of significant
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others may determine his own experience even if he does not consciously know why
that should be the case.

Where the physician obtains a family history he generally obtains facts of family
disease, such as diabetes, as well as who is alive or dead and their ages and so forth.
That the mother may have had diabetes influences the probability that the patient
has diabetes but does not help in the diagnosis. On the other hand the fact that the
mother had diabetes may have a great influence on how the patient interprets and
reports increased urination or other symptoms of diabetes. It may have even more
influence on how the patient behaves after he is told of his own diabetes. I should
like to stress that this frequent clinical observation should not be confused with
interpretations as to its psychological cause. The subjectivity of the patient influ-
ences not only the assignment and report of the meanings of an experience but the
patient’s interpretation of subsequent events in the illness. It cannot be overstated
that the interpretations of the patient help determine the way the disease will be
expressed in the patient and the patient’s behavior towards the disease. Not only the
symptoms but also the totality of meanings, and actions that follow these meanings,
are the illness.

Another line of thought follows from these observations. Patients do not only
borrow from the experience of family but also from that of friends and associates as
they give understanding to their own experience. Physicians are sometimes frus-
trated to discover that the misinformation of friends or even casual acquaintances is
given more weight by the patient than the doctor’s knowledge. Why should this be?
It seems to me that uncertainty is the primary impetus for the assigner of under-
standings. Uncertainty is intolerable. Where the previous experience or knowledge
of the person is inadequate to give meaning to the events, others must be consulted.
The fact that opinion from the unknowledgeable is influential cannot be because
they lack knowledge, but rather because they have knowledge. But what knowledge
can that be? I suspect that the associates have two advantages over the physician in
the service of certainty. First, they know cause in the same terms as the patient, and
second, the patient thinks they know him because they are like him. That is to say
that the experience of the associates is useful in giving meaning to the patient’s
experience because the associates and the patient are similar. As one’s subjectivity
includes parents and siblings, it also includes the surrounding group. In providing
their experience or knowledge the members of the group do two things: they give
understanding to the events of the patient and they assure that what is happening to
the patient does not exclude him from the group. The myths of the group are part of
the subjectivity of the patient. It is often the case that the physician is not part of the
group and further that his knowledge is seen as threatening whereas the knowledge
of the group offers security.
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12.10 Conclusion

For the purpose of understanding I have divided the subjective of the patient into (1)
the sociologic person, (2) the unconscious, and (3 and 4) the experiencer and the
assigner of understandings. Further, I suggested that understanding is assigned
along four planes — (a) timespace, (b) value, (c) causality and (d) association. I think
that the physician who is trained to hear in those dimensions will learn how the
patient represents his symptoms to himself and assigns them meaning. But further
the physician will also learn how the patient will understand future events including
what the doctor will tell him of his illness. The patient does not have the option nor
an interest in seeing things objectively, at least as far as his illness is concerned,
because processing the sense data of experience requires the subjectivity of con-
sciousness. Details of timing and causality and the adjectives that describe and
modify the description of things to come only have meaning to the patient in his
own spatiotemporal, causal and value terms. A month may have thirty days, but
which is longer, thirty days of health or thirty days of pain caused by my own
carelessness?

Two important things remain. First, my division of subjectivity is entirely artifi-
cial. Even for the purposes of understanding, these realms and planes should not be
seen as parts of a whole. They are not like the muscles, nerves, blood vessels or
bones of a limb—things in themselves. Perhaps at their most discrete they are reflect-
ing facets of the whole, a way of beginning to know and appreciate the whole. To
see them separately, to listen for them as the patient tells the story of his illness has
methodological advantages since the person as subject is so hard to grasp as a
whole. The pianist practices the concerto by working out parts of it until those seg-
ments are part of him sufficiently so that he can present the whole concerto to him-
self and then to others. I stress this because two previous attempts to get the subject
into medicine represented by the unconscious and the sociologic person foundered
because those aspects of person entered medicine as separate and unique entities.
Nor have I said what in the person is the assigner of understandings. I do not know
and I do not think it is necessary to know. It has been said that a spoken utterance is
unique because it can mean literally anything. It achieves its meaning in the moment,
the context of other utterances, situation and place and by who says it and who lis-
tens. Here also the meaning of events is relative. My divisions and planes of the
subjective, as my colleague Dr. Skopek has pointed out, are merely schemes of
relationships and in those terms are not totally artificial. But what in the person
untangles the relationships is irrelevant.

Finally in this discussion, the interpreter of particulars of the subjective is the
physician. Earlier I suggested the image of the physician interposing himself
between the experiencer and the assigner of understandings. If he listens only to the
sense data of the experiencer he will hear only about disease and will miss the per-
son. If he hears only the subjectivity he will miss the disease. To listen to both
without knowledge of disease and knowledge of persons is to miss everything. Have
I assigned a role to the physician that I deny to the patient—the ability to keep
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separate his observation of what the patient says (including how he says it) from his
own assignment of understanding or interpretation? Yes, I have done that because I
believe that to make use of the subjective (rather than just to live it in the everyday)
the physician must learn to separate his observation from his interpretation. A dif-
ficult task but one that can be taught and learned. We teach the same art in physical
diagnosis because we know what we want the student to see and provide a schema
with which to evaluate it. Then we hope he will go on to see not only what he has
been taught but also, for example, how the skin looks and feels; how the patient
walks and how he moves — the endless details of the visible body. The analogy to
physical diagnosis is important because there, as in the subjective, we do not expect
very much in the beginning. It is our hope, as teachers, that having provided the
reason and the tools to see the body, time and the student’s ability will enlarge both
his knowledge and his views. With the subjective we can only do the same. Provide
the reason and the tools to listen and then hope that the physician will hear the per-
son much as the pianist first reads the music and practices individual parts of the
concerto. The art of physical diagnosis, then laboratory diagnosis and even clinical
thought itself has evolved over the years in a reciprocating relationship to knowl-
edge of disease. The place of the subjective in clinical judgment has rested on intu-
ition for too many centuries. But now it is emerging in response to the demand for
a medicine of persons rather than a medicine of disease — a whole medicine, not
merely a medicine of the body.
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Chapter 13 )
What Is the True Death of a Human Creck o
Being?

Jason T. Eberl

13.1 Introduction

There are several notable historical contributors to the “birth of bioethics,” one of
which is the report of an ad hoc committee of the Harvard Medical School (1968)
that offered a re-examination of the definition of death, leading to the US President’s
Commission for the Study of Ethical Problems in Medicine and Biomedical and
Behavioral Research (1981) to develop model legislation known as the Uniform
Determination of Death Act [UDDA] (Jonsen 1998, pp. 238-244). The UDDA —
subsequently adopted either verbatim or with limited modifications by every US
state, district, and territory, and influencing additional legislation around the world —
states that a human being’s death may be legally declared utilizing either of the
following criteria: “(1) irreversible cessation of circulatory and respiratory func-
tions, or (2) irreversible cessation of all functions of the entire brain, including the
brain stem.”

Almost immediately following the publication of the Harvard committee report,
debate ensued among medical practitioners and scholars within the nascent field of
bioethics regarding the validity of the use of neurological criteria — typically refer-
enced as “whole-brain death”! — to determine that a human being has died. Critics
have generally gone in one of two directions: either calling for (a) adherence to the
traditional circulatory/respiratory criterion alone — (1) in the UDDA - or (b)
recognition that the death of a human being qua “person” occurs with the

'"Though, for reasons specified below, a perhaps more accurate label would be “death of the brain
as a whole” (Bernat 2019).
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irreversible cessation of neocortical functions alone — so-called “higher-brain
death.”? Defenders of whole-brain death have developed various biophilosophical
rationales to justify its continued clinical use alongside the circulatory/respiratory
criterion as stipulated by the UDDA

The debate concerning how to conceptually define and clinically determine a
human being’s death has thus been a central concern for the entire lifetime of the
field of bioethics. At the root of this debate are several philosophical claims regard-
ing, for example, the definition of human personhood and criterion of personal iden-
tity, operative concepts such as “organism as a whole” and “irreversibility,” and the
question of whether death should be understood as a strictly biological or a partially
socially constructed fact. It was thus most appropriate for Springer’s ‘“Philosophy
and Medicine” series to have taken up this topic with two volumes specifically
devoted to it. The first volume, edited by Zaner (1988), responded directly to the
President’s Commission report and its formulation of the UDDA. It comprised
essays that examined the questions at hand from historical, conceptual, legal, and
cultural vantage points, including essays that not only critiqued the whole-brain
criterion but also argued in favor of the neocortical criterion. The second volume,
edited by Potts et al. (2000), followed the publication of a series of landmark articles
by pediatric neurologist and brain death critic D. Alan Shewmon. The essays com-
posing this volume are authored by physicians, philosophers, and theologians rep-
resenting international perspectives from the U.S., U.K., Europe, and Japan.

A quarter-century later, the brain death debate has not waned and in fact has been
re-energized by recent cases involving apparent post-brain death survival such as
that of Jahi McMath (Aviv 2018), an attempt to revise the UDDA through the US
Uniform Law Commission (Lewis et al. 2019, 2020), and the development of a
novel means of organ procurement known as normothermic regional perfusion fol-
lowing determination of death by the circulatory/respiratory criterion (Bernat 2024;
Busch 2024). It is thus time to revisit the arguments for and against brain death,* as
well as arguments favoring the circulatory/respiratory criterion. In this essay, I will
not only defend the conceptual validity of brain death, but also argue that brain
death indicates the true death of a human being and that the circulatory/respiratory
criterion is valid only insofar as it may also serve as a clinical indicator that brain
death has occurred.

2For an example of the latter position, see Veatch and Ross (2016, Ch. 5). References to advocates
of the former position will be provided below.

3T will discuss two representative biophilosophical rationales below.

“From here on, unless otherwise specified, any use of the term ‘brain death’ will refer to the whole-
brain criterion. There is an unfortunate conflation of the term ‘brain death’ with both whole-brain
and higher-brain criteria, as evidenced during discussions of the case of Terri Schiavo, who was in
a persistent vegetative state for fifteen years but was not whole-brain dead (Bernat 2008a).
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13.2 Biophilosophical Arguments for and Critiques
of Brain Death

13.2.1 Bernat

James Bernat has offered the most thoroughly developed biophilosophical defense
of brain death. He roots his justification of the brain death criterion in an under-
standing of death being related to an organism “as a whole,” which refers to “that set
of vital functions of integration, control, and behavior that are greater than the sum
of the parts of the organism, and that operate in response to demands from the
organism’s internal and external milieu to supports its life and to maintain its health”
(Bernat 1998, p. 17; cf. Bernat 2008b, Chap. 11, Bernat et al. 1981).° Nearly all par-
ties to this debate accept some version of this concept; otherwise, if we stipulate that
every last neuron in the brain must cease firing before we declare someone dead, we
would have to abandon even traditional cardiopulmonary means of determining
death and await the onset of putrefaction before declaring a human being to have
died (Oderberg 2019).

Bernat (1998, p. 17, 1999) further defines the “critical functions” of an organism
as a whole, the cessation of all of which is necessary and sufficient to constitute the
loss of an organism’s functional unity: “(1) vital functions of spontaneous breathing
and autonomic control of circulation; (2) integrating functions that assure homeo-
stasis of the organism ... and (3) consciousness.” Bernat (2001, p. 176) then shows
how these critical functions are dependent upon the brain:

A review of the critical functions of the organism as a whole reveals that they are subserved
within the brainstem, hypothalamus, thalamus, and cerebral hemispheres. Respiration and
blood pressure control are generated in the brainstem. The complex array of regulatory,
feedback, and homeostatic mechanisms are integrated in the brainstem and hypothalamus.
Consciousness requires the ascending reticular activating system of the brainstem, thala-
mus, and cerebral hemispheres. Therefore, the clinical functions of each major part of the
brain must be absent for the cessation of the critical functions of the organism as a whole.

Bernat contends that the absence of these neural functions is not only necessary for
a human organism’s death, but also altogether sufficient. His three categories of
critical functions that define the existence of an organism as a whole can be collec-
tively termed the organism’s “integrative unity.” Bernat (2002, p. 334) concludes
that the brain, as a whole, is an “irreplaceable, indispensable, complex, structural-
functional control system that maintains the health and life of the organism, without
which the organism no longer can function as a whole.”

SFor further articulation and defense of the concept of an “organism as a whole,” see Bonelli
et al. (1999).
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13.2.2 Shewmon

As noted above, one of the most vocal and oft-cited critics of the any neurological
criterion for determining human death is D. Alan Shewmon. A previous defender of
both higher- and whole-brain death (Shewmon 1985, 1992), Shewmon planted his
stake firmly in the anti-brain death ground with a quartet of seminal articles pub-
lished in legal, medical, philosophical, and theological journals (Shewmon 1997,
1998a, b, 2001). Shewmon rejects the brain death criterion after examining cases in
which a human body appears to maintain its integrative unity after whole-brain
function has irreversibly ceased. Such cases lead Shewmon (2004, p. 38) to con-
clude that the brain does not function as the body’s central organizer, but rather
“fine-tunes” the vital functions that the body itself exercises as an integrated whole:

5 ¢

The brain cannot be construed with physiological rigor as the body’s “central integrator,” in
the sense of conferring unity top-down on what would otherwise be a mere collectivity of
organs ... A living body possesses not an integrator but integration, a holistic property
deriving from the mutual interaction among all the parts.

If, as Shewmon argues, a body can maintain its integrative unity without any brain
function, then brain death cannot be equated with a human organism’s death.
Shewmon (2007) thus favors the circulatory/respiratory criterion alone for deter-
mining when death occurs.

Shewmon (2001, p. 460) purports that a human organism, without a functioning
brain, can have “at least one emergent, holistic-level property” and that the exis-
tence of any such property is sufficient for an organism to have integrative unity.
Nicanor Austriaco (2003, p. 292) elaborates: “A property of a composite is defined
as ‘emergent’ if it derives from the mutual interaction of the parts, and ‘holistic’ if
it is not predicable of any part or subset of parts but only of the entire composite.”
To demonstrate that the requisite holistic-level property exists, Shewmon (2001,
pp. 467-468) provides what he terms a “litany of non-brain-mediated somatically
integrative functions” that have been observed to persist in the body of a brain dead
individual. Such functions include homeostasis of various mutually interacting
chemicals, cellular waste handling, energy balance, maintenance of body tempera-
ture, wound healing, infection fighting, stress responses, proportional growth, and
even sexual maturation.’

Shewmon appeals to a number of cases in which a brain dead individual appears
to exhibit integrative somatic functioning.” The most provocative cases involve
patients who are properly diagnosed as brain dead and yet survive for extended

¢Shewmon (1998b) offers a detailed analysis of 56 cases of whole-brain dead individuals with
prolonged survival and persistence of these apparently somatically integrative functions; although
he actually collected 175 cases in which whole-brain dead individuals survived at least 1 week
(Shewmon 2007, p. 307). For an additional list of vegetative functions which may persist after
whole-brain death, see Karakatsanis and Tsanakas (2002, pp. 129-133).

"The longest recorded case of somatic survival — 24 years — following brain death is known in the
literature as “T.K.” (Repertinger et al. 2006).
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periods of time with technological and pharmacological support. Despite the
requirement of mechanical ventilation for respiration and circulation of oxygenated
blood to occur, Shewmon contends that these patients exhibit integrative unity by
virtue of exercising the somatic functions listed above. He thus concludes that these
patients cannot be considered dead, even though they lack brain function.

13.2.3 President’s Council on Bioethics

In 2008, the US President’s Council on Bioethics [PCB] published a white paper
that provided, in light of Shewmon’s challenges, an alternative biophilosophical
foundation for brain death to the integrative unity rationale:

Determining whether an organism remains a whole depends on recognizing the persistence
or cessation of the fundamental vital work of a living organism — the work of self-
preservation, achieved through the organism’s need-driven commerce with the surrounding
world. When there is good reason to believe that an injury has irreversibly destroyed an
organism’s ability to performs its fundamental vital work, then the conclusion that the
organism as a whole has died is warranted (PCB 2008, p. 60).

This “vital work” rationale has been roundly criticized for, among other issues,
implying that individuals who have experienced not only whole-brain death, but
also higher-brain death, are no longer engaged in “need-driven commerce with the
surrounding world” — despite the PCB explicitly rejecting higher-brain death — as
well as insufficiently justifying spontaneous respiration as the sine qua non for an
organism to be engaged in such commerce, eschewing all the other holistic-level
activities Shewmon and others have previously identified as persistent in the bodies
of whole-brain dead individuals (Shewmon 2009; Johnson 2016; Nair-Collins and
Miller 2017). The PCB’s “vital work” rationale, however, has been defended
recently by Adam Omelianchuk (2021),® who calls attention to the need to consider
the role neuroendocrine function plays in subserving an organism’s “vital work”
and the need to continually revisit the clinical diagnostic tests for brain death in light
of cases such as that of Jahi McMath, to which we will now turn.

8 For another defense of the “vital work™ rationale as fitting with a phenomenological, as opposed
to a cybernetic, understanding of organismic life, see Scherz (2022).
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13.3 Recent Controversies

13.3.1 Jahi McMath

As discussed above, critics of the continued use of neurological criteria to deter-
mine death argue that moral certitude is lacking in light of purported evidence of
persistent integrative unity of patients who have been declared brain dead and have
yet vegetatively persisted for weeks, months, or even years. A recent case that
sparked national controversy was that of a 13 year-old patient named Jahi McMath,
who was declared brain dead following complications from oral surgery in Oakland,
California. Her family did not accept that she was dead, however, and arranged to
have her transferred to a long-term care facility in New Jersey, which allows for
patients or families to conscientiously refuse brain death determination (Olick
1991). While some commentators warned against giving the family “false hope”
(Caplan 2014), and it is the case that Jahi never recovered consciousness and her
body ultimately succumbed to liver failure in 2018, others have questioned the
accuracy of the initial brain death determination or have utilized her five-year
somatic survival to challenge the validity of brain death altogether (Shewmon 2018;
Shewmon and Salamon 2021).°

A significant issue highlighted by the McMath case, but well known for decades
prior, is the “legal clinical mismatch” between what the UDDA requires for brain
death to be declared and what is done in clinical practice, where testing for neuro-
endocrine function has never been required for determination of death (Robbins and
Bernat 2020). A recent review showed a significant number of patients who met the
criteria for brain death nevertheless had persistent hypothalamic and pituitary func-
tion and thereby did not meet the UDDA’s requirement of “irreversible loss of all
functions of the entire brain” (Nair-Collins et al. 2016; Nair-Collins and Joffe 2023).
This issue has sparked disagreement among brain death proponents concerning
whether testing for neuroendocrine functions, specifically those associated with the
hypothalamus, should be added to the authoritative brain death assessment guide-
lines published by the American Academy of Neurology [AAN] (Greer et al. 2023).

Recognition of this discrepancy between the UDDA and actual clinical practice
has led to diverse calls for revising the UDDA to bring the law and practice into
alignment. In one direction are those who contend that testing for neuroendocrine
function should be added to the AAN guidelines (Nair-Collins 2023; Sulmasy 2019;
Sulmasy and DeCock 2023; Sulmasy et al. 2024). In the other direction are those
who argue that the language in the UDDA referencing “all functions of the entire

° Another well-publicized case is that of Marlise Muiioz, who became brain dead while 14-weeks
pregnant (Stevens 2014). Although Mufioz was eventually taken off of the ventilator prior to her
fetus attaining viability, there have been several cases of brain-dead pregnant patients being venti-
lated until their bodies are able to birth a viable fetus (Bernstein et al. 1989; Field et al. 1988;
Dillon et al. 1982).
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brain” should be changed such that persistent neuroendocrine function is not a
defeater for brain death determination (Lewis et al. 2019, 2020).

13.3.2 NRP-cDCD

Another change being sought by some proponents of revising the UDDA is to
change the ‘irreversible’ requirement to ‘permanent.” The rationale is another mis-
alignment between what the UDDA legally requires for death to be declared and
what occurs in practice — specifically, the process of organ procurement following
circulatory determination of death. The current practice of controlled donation after
circulatory death [cDCD] begins with a patient who is not brain dead but is being
maintained by life-sustaining treatment such as mechanical ventilation.'” A decision
is made, either in accord with the patient’s advance directive or by an appropriate
surrogate decision-maker, to discontinue life-sustaining interventions and to donate
the patient’s organs. In standard cDCD, once life-sustaining interventions are dis-
continued, the transplant team waits for the patient’s heart to stop beating (asystole),
followed by a “hands-off” waiting period of usually 2-5 minutes to ensure that
spontaneous heartbeat will not resume. At the end of this waiting period, the patient
is declared dead and organ procurement begins. This practice purportedly accords
with the “dead donor rule” [DDR], which states that organ procurement should
never kill a patient and may begin only after the donor has been declared dead
(Robertson 2000).!"

A novel form of this practice involves maintaining the circulation of oxygenated
blood using extracorporeal membrane oxygenation [ECMO] or cardiopulmonary
bypass, known as normothermic regional perfusion with controlled donation after
circulatory death [NRP-cDCD]. This process begins the same way as other cDCD
procedures; however, following the declaration of the donor’s death, the arteries that
provide blood to the donor’s brain are ligated in order to occlude cerebral circula-
tion and, as the American College of Physicians [ACP] (2021) describes it, “to bring
on brain death.”!> The donor is then connected to ECMO or a bypass circuit that

0 Uncontrolled DCD [uDCD] occurs when a patient suffers spontaneous cardiac arrest and death
is declared after the decision has been made to cease or not employ resuscitative efforts; uDCD is
less practically feasible than cDCD for obtaining viable organs for transplant. For further details
on DCD - formerly known as “non-heart-beating donation” — see the two reports from the Institute
of Medicine (1997, 2000).

For ethical analyses of the validity of DCD with respect to the DDR, see DuBois (1999, 2002)
and Menikoff (2002).

12For a response to this ACP’s statement, see Parent et al. (2022), which describes the intentionality
behind the occlusion of cerebral blood flow as removing “doubt regarding any degree of coordi-
nated neuronal activity” (p. 1308).
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restores circulation and enables regional perfusion of the thoracic and abdominal
organs.'

NRP-cDCD has illuminated what was already a “legal clinical mismatch”
between what the UDDA requires and what is done in practice with respect to
c¢DCD. Critics of such organ retrieval protocols contend that 2 minutes — or 5 or
8 minutes in more conservative protocols — is insufficient to ensure that spontaneous
circulation cannot resume, and thus the irreversibility requirement has not been met:

It is not clear that patients are dead within the first few minutes of apnea and asystole. It
takes considerably longer than a few minutes for the brain and other organs to be destroyed
from cessation of circulation and lack of oxygen. Moreover, it takes longer than this time
for the cessation of heartbeat and breathing to be unequivocally irreversible, a prerequisite
for death. As proof of this assertion, if cardiopulmonary resuscitation were performed
within the first few minutes of cardiorespiratory arrest, it is likely that some of the purport-
edly “dead” patients could be successfully resuscitated to spontaneous heartbeat and some
intact brain function (Bernat 1998, p. 20).

Although it would be quite rare for spontaneous circulation to resume without any
resuscitative efforts, for many patients, if resuscitative measures were employed
during the waiting period, spontaneous circulation could potentially resume. This
potentiality evinces that the cessation of the patient’s circulatory function is not, in
fact, irreversible; rather, the resumption of circulatory function is prevented by the
physician’s decision — even if based on sound ethical reasons — not to employ resus-
citative measures.

The practice of cDCD has led to calls to revise the UDDA to stipulate a require-
ment of permanent cessation of circulation following a decision to cease life-
sustaining interventions and not to employ resuscitative measures once the patient’s
circulatory function ceases. Although the US Uniform Law Commission has to-date
elected not to revise the UDDA in this way, ! it is nevertheless a widespread practice
to treat the permanent (by fiaf) cessation of circulatory function as equivalent to
such function being irreversible. Some philosophers have thus argued that we should
reconstrue death not as a biological event determinable as an objective fact but
rather as a complex constructed concept that involves not only biological realities
but also social conventions regarding when it is appropriate to treat someone as
dead (e.g., Lizza 2006).

Additionally, what is ethically problematic about NRP-cDCD is that the arteries
providing blood flow to the brain are occluded to ensure that neurological function
will not resume. The evident intentionality underlying this practice is to violate the
DDR by bringing about the cessation of neurological function, which, I will argue

13 An alternative version of this procedure provides circulation only to the abdominal organs, still
occluding circulation to the brain.

4See https://www.uniformlaws.org/committees/community-home?CommunityKey=al380d75-
62bc-4a5b-ba3a-e74001a9ab57.


https://www.uniformlaws.org/committees/community-home?CommunityKey=a1380d75-62bc-4a5b-ba3a-e74001a9ab57
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below, constitutes the true death of a human organism.!'> Again, this issue goes back
to the original cDCD protocols:

At the time that the individual is declared dead, it is quite possible that substantial portions
of that person’s brain (including the higher brain, responsible for thoughts and emotions)
have not yet permanently ceased to function. If one, for example, were to restart pulmonary
and cardiac function in that person, the brain (including the higher brain) might then be
brought back to some degree of function (Menikoff 2002, p. 14).

From a regulatory perspective, it is not necessary to establish that non-heart-beating donors
would meet brain-based criteria for determining death ... Nevertheless, from an ontological
or metaphysical perspective, we can still ask whether it is possible for a person to be dead
before his or her brain has died. Given the centrality of the role the brain plays in human
life ... it is difficult to see how a person with a living brain could be dead (DuBois 2002,
pp. 34-35).

In its report, Defining Death: Medical, Legal, and Ethical Issues in the Definition of
Death, the President’s Commission (1981, pp. 34—-37) affirmed two formulations of
the whole-brain criterion. The first defines death as the irreversible cessation of an
organism’s “integrated functions” and contends that loss of cardiopulmonary func-
tion and loss of whole-brain function are equally suitable criteria for declaring
death. The second recognizes the brain as the “primary organ” that is both “the
sponsor of consciousness” and “the complex organizer and regulator of bodily func-
tions.” This view asserts that the loss of whole-brain function is the primary crite-
rion for declaring death and affirms the loss of cardiopulmonary function as a
practical surrogate. In what follows, I will defend the latter interpretation.

13.4 Brain Death as True Human Death

13.4.1 Defense of Brain Death'®

Shewmon describes the brain as more a “regulator” or “fine-tuner” of the body’s
vital functions, rather than being constitutive of them, and thus integrative unity
may persist in an adequately supported brain dead body. It does not seem, however,
that this distinction makes a real difference in criticizing brain death. While brain-
stem functioning is certainly not solely responsible for the vital functions of circula-
tion and respiration, a human body cannot carry out such functions on its own in the
absence of brainstem functioning. The assumption of such functions by life-support
machinery indicates that the body has lost the capacity to perform them under its
own control. It thus remains arguable that integrative unity has been lost in
such cases.

5For discussion of the evident intentionality underlying NRP-cDCD, see Karches and Eberl
(2024). For broader ethical analyses of NRP-cDCD, see Karches et al. (2023) and Turner (2024).
*For a more complete defense of brain death and critique of Shewmon’s arguments, see Eberl
(2020, Ch. 6), from which this subsection is derived.
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I contend that a human being remains biologically alive only if able to control
one’s vital functions such that they act in a self-integrating fashion and not in a
merely coordinated fashion among themselves with no reference to their composing
a larger, more complex organism. Maureen Condic (2016, p. 271) aptly explains
this key distinction:

Integration: The compilation of information from diverse structures and systems to
generate a response that (1) is multifaceted, (2) is context dependent, (3) takes
into account the condition of the whole, and (4) regulates the activity of systems
throughout the body for the sake of the continued health and function of the
whole. Integration is (by definition) a global response and during postnatal stages
of human life is uniquely accomplished by the nervous system, most especially
the brain.

Coordination: The ability of a stimulus, acting through a specific signaling mole-
cule, to bring responding cells into a common action or condition. Coordination
can reflect either (1) a single type of response that occurs simultaneously in mul-
tiple cells or (2) a set of synchronous, but cell-type specific responses.
Coordination can be local or global and is accomplished both by the brain and by
other signaling systems.

In a brain dead body, there does persist a degree of reactive functionality of one
organ or organ system in relation to another, which accounts for the fact that such a
body may undergo the complex coordinated activities associated with, for example,
physical maturation or fetal gestation; but it is a conceptual leap to describe such
reactive functionality as “integration.” Hence, the principled requirement that one
must have the intrinsic capacity to control one’s vital functions, which requires a
functioning brain — particularly the brainstem — is a sine qua non for an organism to
exist as a living whole. A key indication of the brain’s essential role in somatic inte-
gration is its unique connection with every other part of the body:

By contrast with other cells and organs that influence each other through molecular signal-
ling locally and/or via the bloodstream, the brain is the only organ that can receive informa-
tion simultaneously from all parts of the body, and can respond to that information by
crafting a global, adaptive response that directs the functions of multiple bodily systems at
once (Moschella 2017, pp. 754-755).

A human body without a functioning brain is like a “‘conductorless orchestra,” each
part playing its own role without any regard for the flourishing of the whole
(Moschella 2019).

If one’s brainstem is no longer intact and functional but a mechanical ventilator,
ECMO, or cardiopulmonary bypass machine is utilized to support one’s vital func-
tions, then such functions and the capacity for performing them are no longer attrib-
utable to the individual. One would only passively receive the benefits — oxygenated
air being introduced and circulated throughout one’s body — that such support can
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provide.!” Of course, other artificial mechanisms may also “take over” for vital
functions of the body — for example, dialysis replacing kidney function or an insulin
pump replacing pancreatic function — but these particular functions are not as cen-
tral to a human organism’s integrative unity as those which circulate oxygenated
blood throughout the body, which is essential for all other organic functioning — in
the absence of artificial replacement — to persist.

If, however, one’s brainstem is intact and functional, then, regardless of whether
one’s dependence on artificial life-support is temporary — for example, a patient on
cardiopulmonary bypass during an open-heart procedure — or permanent — such as
an artificial heart or ventricular assist device — it does not follow that one no longer
possesses integrative unity insofar as their functioning brainstem materially grounds
their persistent capacity to actualize integrative control of their vital functions, even
if other material conditions of one’s body precludes ever actualizing such control.'

A human body loses integrative unity when it no longer has the intrinsic capacity
to coordinate the vital functions of circulation and respiration — by virtue of an
intact and functional brainstem — and such functions can be maintained only by
artificial means. The clinical sign of this capacity being lost is the irreversible ces-
sation of spontaneous heartbeat and respiration. These two vital functions are
emphasized insofar as the circulation of oxygenated blood throughout the body is
the fundamental biological requirement for any and all organic activity in the
absence of technological replacement. While other functions — such as digestion,
waste excretion, and immune response — are also vital for an organism to survive,
the respective organs associated with these functions are dependent upon oxygen-
ated blood being circulated through them.!® It must be noted, however, that the func-
tions of the kidneys and hormonal system are also required if oxygenated blood is
to be circulated throughout the body. Nevertheless, such organic activity supports,
but is not constitutive of, the vital activity that brings oxygen into the organic system
(respiration) and transports it throughout the body (circulation). These other sys-
tems help maintain the transport system — i.e., blood — but do not effect the transport
itself. Inductive support for this contention is the near-immediacy with which an
organism dies with the cessation of circulatory/respiratory activity contrasted with
the longer period required for an organism to perish due to renal or other systemic
failures. Thus, the form of dependency a brain dead individual has with respect to a

7While the essential form of artificial life-support that precludes an individual having the capacity
for vital functions is a mechanical ventilator, ECMO, or cardiopulmonary bypass machine, addi-
tional supportive treatment may need to be provided, such as the use of vasopressive drugs and
other pharmaceuticals, to maintain the homeostatic conditions of body temperature, fluid and elec-
trolyte balance, etc.

18 For explication of the metaphysical import of the capacity/actualization distinction in this con-
text, see Eberl (2008).

The PCB (2008, pp. 62-64) also affirms the “indispensable” requirement of spontaneous breath-
ing to assert, on their alternative biophilosophical foundation, that a human organism is “doing the
work that constitutes — and preserves — it as a whole.” They conclude, “The simulated ‘breathing’
that the ventilator makes possible is not, therefore, a vital sign: It is not a sign that the organism is
accomplishing its vital work and thus remains a living whole.”
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mechanical ventilator or functionally similar device is quite different from that of a
living human being who requires a pacemaker, insulin pump, or a similar device, to
regulate or help maintain their vital functions.

Shewmon’s claim that certain functions are “integrative” just because they are
holistic does not follow.* Following Condic’s distinction, such functions can be
understood as emerging from the interaction of a body’s organ systems in a coordi-
nated fashion without entailing that they are integrated as a whole. I contend that a
human body’s having control over its vital functions of circulation and respiration
is a necessary criterion for it to have integrative unity; these specific activities are
the vital functions necessary for somatic integrative unity insofar as all other organs
of the body depend upon oxygenated blood being circulated through them in order
to survive and function. The case for abandoning brain death depends upon there
being cases in which spontaneous heartbeat and respiration occur in the absence of
whole-brain function, and such a case has not yet been presented.

13.4.2 Persistent Neuroendocrine Function

As noted above, the case of Jahi McMath and others who have experience long-term
somatic survival — with supportive interventions such as mechanical ventilation,
medically-provided nutrition and hydration, etc. — has ignited disagreement among
brain death proponents regarding what biological functions constitute the necessary
and sufficient conditions for determining the loss of integrative unity. Unquestionably,
there must be irreversible loss of cerebral and brainstem function. But what about
the hypothalamus, which Bernat’s biophilosophical rationale supporting brain death
specifically mentions as one of the brain’s “critical functions™?

While the hypothalamus undoubtedly plays an important role in preserving a
human organism’s integrative unity by producing hormones related to reproduction
and puberty, as well as telling the body to manage its fluid homeostasis, tempera-
ture, satiety, sleep, and blood pressure, it does not drive homeostatic function in the
same way that, for example, the brainstem drives breathing. In the context of brain
death — when the hypothalamus has lost its brain-mediated input/output connec-
tions — the only way for the hypothalamus to have any influence on the rest of the
body is through the neuroendocrine pathways: hormonal secretion and regulation of

Tn an exchange with Shewmon, Conrado Estol effectively demonstrates how such non-brain-
mediated functions fail to qualify as “holistic,” while José Masdeu challenges Shewmon’s conten-
tion by comparing the presence of the properties he lists in both a whole-brain dead body and an
artificially maintained hand (Sorondo 2007, pp. xxxv—xxxvii). David Hershenov points out that
corpses also possess properties, such as bloating and rigor mortis, which are both emergent — that
is, they are not properties of the parts — and holistic — that is, they apply to the body as a whole
(personal correspondence).



13 What Is the True Death of a Human Being? 193

osmotic homeostasis through the secretion of the hormone vasopressin.?! Does such
neuroendocrine function alone constitute the integrated functioning of an “organism
as a whole”?

Unfortunately, no additional biological data can help answer this question, as it
is subject to interpretation within a particular biophilosophical framework. It is
worth noting, though, that the hypothalamus connects to various organ systems
beyond the central nervous system. Some commentators have emphasized the hypo-
thalamic connection to the reproductive system, noting the onset of puberty in the
cases of McMath, T.K., and others as ontologically significant (Sulmasy et al. 2024;
Sulmasy and DeCock 2023). But why privilege the reproductive system above other
systems to which the hypothalamus is functionally connected? Would persistent
functioning of the integumentary system (hair, skin and nails) suffice for someone
to be alive? If we do not require loss of function of all organ systems for an organ-
ism to cease existing as an integrated whole, why cannot loss of central nervous
system function be the sole necessary and sufficient condition for declaring death?
Further, many animals — and even some humans? — go through life without experi-
encing puberty; but no human can live without circulating oxygenated blood.

Indeed, people can live well without a hypothalamus — e.g., after removal from
surgery due to a tumor extraction — with exogenous hormonal replacement. The
brain’s other structures can be irreversibly destroyed — with no potential for recov-
ery — and the hypothalamus can be preserved because of collateral blood flow from
vessels external to the brain if organ support is maintained via intravenous fluids
and a ventilator to stabilize blood pressure and oxygen levels. Thus, while it is the
case anatomically with hypothalamic function preserved that not all functions of the
entire brain have ceased, it is the case functionally that patients determined to be
dead by neurological criteria “will never regain consciousness or breathe indepen-
dently again, irrespective of whether neuroendocrine function is present or not”
(Thomas and Manara 2022, p. 123).

We thus return to the role of the hypothalamus with respect to the integrative
unity of a living human body. Does the hypothalamus fulfill a “critical function” in
terms of bodily integration, control, or behavior? For the reasons outlined above, it
is evident it does not. While playing an important role, there is no evidence that
hypothalamic function is either necessary or sufficient for the persistent integrative
life of a mature human organism. In fact, it is not substantively different from the
function of other endocrine glands like the adrenal glands that lie above the kidneys,
yet no one believes testing for adrenal function is relevant for determining death. It
is a mistake to assert the hypothalamus’s location as being more relevant than its
function. This is why some other legal jurisdictions, such as the UK, require only
irreversible cessation of brainstem function, given its unique and irreplaceable role

21T am grateful for E. Wesley Ely and Allen Aksamit for helpful input on the relevant neurobiologi-
cal considerations here.

2For example, those with Kallmann Syndrome: https://medlineplus.gov/genetics/condition/
kallmann-syndrome/.
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in preserving and regulating cardiopulmonary function (Pallis 1982).% Therefore, I
conclude that the hypothalamus, while performing critical regulatory functions, is
not a sine qua non with respect to the human body’s integrative unity. Rather, the
spontaneous and self-regulated circulation of oxygenated blood, accomplished by
the heart and lungs through the mediation of the brainstem, is that without which a
human body cannot sustain itself as a living organism.

If brain death constitutes the true death of a human being, then the circulatory
criterion may function as a surrogate indicator assuming a sufficient waiting period
is allowed before organ procurement begins, which would be problematic for DCD
protocols, including NRP-cDCD. As Jerry Menikoff (1998, p. 160) notes,

It would indeed be disingenuous to claim that X [loss of cardiopulmonary function] is being
used as a surrogate for Y [loss of whole-brain function] while interpreting the statute
[UDDA] to allow reliance on X at a time when one is certain that Y has not yet occurred.

Menikoff (1998, p. 158) further asserts, “Irreversibility is a statement about the
physical state of our world and our ability to alter it,” not a statement about what we
elect to alter. In short, we should not “mistake the ‘prognosis of death’ for the ‘diag-
nosis’ of death’” (Zamperetti et al. 2003, p. 183).

13.5 Conclusion

As Aristotle (2019, bk. 1, ch. 3) noted, moral science can only provide the degree of
certainty its subject matter allows; hence, we cannot expect the same degree of cer-
tainty in our moral reasoning as we can in other areas of inquiry, such as logic or
mathematics. We must thus reason toward moral certitude; in other words, we must
aim toward as much certainty as can be reasonably had that we are acting morally
(Haas 2008). But what are the criteria for claiming moral certitude in ethical matters
such as when we can procure vital organs from putatively dead human beings? In
the face of reasonable doubt, should we err on the side of caution and not risk caus-
ing death because we have utilized the wrong criterion? (Brugger 2016) Or, should
we balance such risk with the potential benefits to those whose lives may be pro-
longed through organ transplantation? Two opposing responses, neither of which I
endorse, are either to await the onset of putrefaction as the sure sign that death has
occurred (Oderberg 2019), precluding any possibility of organ transplantation, or, in
order to respect autonomy and diverse cultural and religious perspectives, to aban-
don the DDR and allow individuals or their families to decide for themselves which
criterion of death — even including higher-brain death — ought to be employed in
each case (Miller and Truog 2011; Veatch 1993).

% Note that I am not advocating for a solely brainstem-based criterion of death as it does not rule
out persistent neocortical function, which I contend is essential for a human being’s death
(Eberl 2005).
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While it is certainly the case that clinical criteria and diagnostic tests for deter-
mining brain death ought to be continually revisited and critiqued — as well as ensur-
ing uniform compliance with such criteria?* — the biophilosophical validity of brain
death remains justified. The use of the whole-brain criterion not only respects the
DDR in organ procurement, but also allows for families of brain dead individuals to
cease resuscitative or life-sustaining interventions that only serve to generate false
hope of recovery.?
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