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Philosophy of medicine is a subject that has been around since the beginning of
medicine but has only fairly recently, roughly in the last 40 years, been profession-
ally developed into a discipline in its own right. It has gained a stronger status in
relation to medical ethics or bioethics, which focuses on moral issues in medicine,
whereas philosophy of medicine has a broader and less applied remit, addressing
metaphysical, epistemological, and other philosophical issues in medicine.

There are now dedicated societies and academic centers dealing with different
topics in philosophy of medicine. This interest is continuously increasing, not least
because it has become obvious that several issues in bioethics are based on more
theoretical problems of medicine.

The Handbook of the Philosophy of Medicine is offered as an all-embracing
reference work that analyzes and discusses philosophical issues in relation to
medicine and health care. It does not directly focus on ethical issues in health care,
which have been thoroughly discussed in the last few decades, but centers around the
basic concepts and methodological problems in medicine, which often underlie the
ethical debates in health care.

This is the first wide-ranging, multiauthored handbook in the field. It introduces
and develops dozens of topics, concepts, and issues and is written by distinguished
specialists from multiple disciplines. The Handbook of the Philosophy of Medicine
aims to be the most thorough book of its kind, covering all major topics that have
been discussed in this vibrant area. It provides a single source of information for this
far-ranging and still developing field. The chapters also advance these debates and
aim at setting the agenda for years to come. The handbook will provide essential
reading for anyone who wishes to develop an in-depth understanding of the philos-
ophy of medicine or any of its subfields. It will be an invaluable source for laypeople,
academics with an interest in medicine, and health care specialists who want to be
informed and up to date with the relevant discussions.

A book project of this scale is very much a team effort. We are immensely grateful
for the support of so many friends and colleagues. Most importantly, our authors
have been fantastic to work with. Their enthusiasm for the project and their desire to
advance the discipline, as well as their level of scholarship in the relevant areas, have
made our task very easy. The members of the Advisory Board, Ruth Chadwick, Wim
Dekkers, Martyn Evans, Elselijn Kingma, Lennart Nordenfelt, and Pekka Louhiala,



Vi Preface

were extremely supportive and helped us enormously in identifying relevant topics
and suitable authors. Finally, editorial staff at Springer, Alexa Singh, Navjeet Kaur,
and Abhijit Baroi, were a pleasure to work with. They diligently and speedily
produced the submitted chapters. In addition, Mike Hermann at the New York office
supervised the project from beginning to end and provided invaluable advice.

Department of Philosophy, University of Thomas Schramme
Liverpool, Liverpool, UK
Philosophy, History and Law, Swansea Steven Edwards

University, Swansea, UK
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Abstract

The chapter discusses ways to understand the notion of philosophy of medicine,
with a special focus on the relation between philosophy of medicine and bioethics.
Philosophy of medicine has been distinguished from other associations between
philosophy and medicine. These conceptual distinctions lead to an account that
delineates bioethics from the realm of philosophy of medicine. It has often been
argued that medicine itself is a normative practice in that it aims at the good of
patients. This undermines a simple account of medicine as a purely empirical,
natural science. Yet such a normative account of medicine does not show that
philosophy of medicine needs to aim at normative guidance like bioethics.

T. Schramme (<)
Department of Philosophy, University of Liverpool, Liverpool, UK
e-mail: t.schramme@liverpool.ac.uk

© Springer Science+Business Media Dordrecht 2017 3
T. Schramme, S. Edwards (eds.), Handbook of the Philosophy of Medicine,
DOI 10.1007/978-94-017-8688-1_58


mailto:t.schramme@liverpool.ac.uk

4 T. Schramme

Introduction

Philosophy of medicine is now an established field of study. Whether it could also
be called a discipline or at least a subdiscipline in its own right is a contested matter,
depending on a particular understanding of what constitutes an academic discipline.
In any case, philosophy of medicine has not always been acknowledged as a distinct
field of study, and important debates about its status and, indeed, whether it exists at
all took place in the fairly recent past. It is important to get some grasp of these
debates and the issues surrounding it to appreciate the tasks and the scope of
philosophy of medicine. So the main aspect of this chapter is to clarify the notion
of philosophy of medicine.

Another central problem is the relation of philosophy of medicine and bioethics.
Although ethics is a part of philosophy, it is sometimes equated with moral
philosophy — and although bioethics is obviously closely related to medicine,
bioethics is arguably not a part of philosophy of medicine. Philosophy of medicine
is distinctive in focusing on conceptual, methodological, axiological, epistemolog-
ical, metaphysical, and other philosophical issues regarding medicine from a
theoretical point of view, i.e., in order to analyze, understand, or explain aspects
of the theory and practice of medicine. Bioethics, in contrast, discusses normative
problems in medicine from a practical point of view, i.e., in order to provide
guidance as to how people should act. Philosophy of medicine and bioethics are
here delineated by distinguishing between a theoretical and a practical perspective
or stance, not by their scope. Both might focus on theoretical and practical issues in
medicine, for instance, they might address medical research aimed at gaining
knowledge about the functioning of organisms (an issue regarding the theory of
medicine), or they might be concerned with the clinical encounter between patient
and doctor (an issue regarding the practice of medicine), but they do this with
different aims. Put briefly and somewhat crudely, philosophy of medicine aims at
analysis, whereas bioethics aims at guidance.

Bioethics could also be described as a field of inquiry that does not aim at the
specific and peculiar characteristics of medicine. It consists rather in an application
of the instruments provided by ethics to a specific area, namely, to biomedicine. To
be sure, there can be genuine normative issues in philosophy of medicine, but here
the impetus is to understand the specific evaluative and normative aspects of
medicine, for instance, the notion of suffering. Also, for a topic to belong to
philosophy of medicine, the direct object of understanding must be an aspect of
medicine, not a general issue that is pursued by merely using examples from
medicine, for instance, when discussing the philosophy of scientific experiments
or of causality.

To say that philosophy of medicine and bioethics are different fields of study
obviously does not mean that there is no connection between them. For instance,
in order to discuss the ethics of organ transplantation, one needs a clear understanding
of the concept of death. To analyze this concept is a task for philosophy of medicine.
To distinguish between bioethics and philosophy of medicine also does not imply
that there are no issues regarding value or morality in philosophy of medicine.
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Yet, these issues are discussed within philosophy of medicine from a theoretical
point of view, i.e., not in order to solve practical problems but in order to
understand and explain evaluative and normative aspects of medicine. To do
bioethics properly, one needs some acquaintance with philosophy of medicine,
and to do philosophy of medicine properly, one needs some knowledge of ethical
problems in medicine. After all, theories to explain aspects of medicine should
serve specific purposes, and these are usually determined by the need to solve
normative problems. The latter connection also speaks against reducing philoso-
phy of medicine to a mere subfield of philosophy of science. Although philosophy
of medicine obviously is part of the philosophy of science, it is also not restricted
to explaining medicine as a science (Pellegrino 1998, 326). Medicine is both a
science and an art; it has theoretical as well as practical aspects. It is different
from many other sciences in its interpersonal aspects, the encounter between
patient and clinical personnel. Hence, there are accordingly philosophical aspects
of medicine that are not usually found in other areas of philosophy of science. To
be sure, whether philosophy of medicine can be fully subordinated to the philos-
ophy of science obviously depends on the interpretation of the scope and
perspectives of philosophy of science itself, a topic that falls out of the remit of
this chapter.

It should be noted that the distinction between bioethics and philosophy of
medicine, as it has just been introduced, is itself contested. There are certainly
philosophers who would see bioethics, or medical ethics for that matter, as one
element of philosophy of medicine. Yet the rationale for such subordination seems
to be based on a myopic, if not entirely incorrect, vision on ethics as a subfield of
philosophy. It is true, of course, that bioethics can be aligned with the philosoph-
ical subdiscipline called “ethics.” Hence, bioethics is a field of study, in this
perspective, that is itself part of philosophy as applied to medicine. Yet, this
does not preclude other important differences between philosophy of medicine
and bioethics, as has been stressed before, especially regarding their aims and
purposes. It is also important to be clear about the relation of philosophy and
medicine when speaking of the philosophy of medicine. As will be seen shortly,
not every application of philosophical methods to medicine is an instance of
philosophy of medicine.

Whether philosophy of medicine exists then depends on our understanding of
it. The question can further be separated into two aspects. First, we might ask
whether philosophy of medicine exists as a separate genuine discipline or field of
study. We have already touched upon this issue and replied affirmatively. It should
be noted, though, that for philosophy of medicine to exist in this way, there need not
be any person doing it. It means an existence as a theoretical entity, as an idea.
Second, it could be asked whether philosophy of medicine exists as an institution.
This would require certain real entities such as persons doing philosophy of
medicine, learned societies, academic journals, a canon of key book, textbooks,
and possibly degrees in the field, etc. (Caplan 1992). Although philosophy of
medicine in this respect is still a nascent endeavor, an answer can be given in the
affirmative.
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The Definition of Philosophy of Medicine

Philosophy and medicine are both academic disciplines as well as practices. They
can be put in many different relations to each other. For instance, philosophical
methods or approaches, such as conceptual analysis, phenomenology, or herme-
neutics, may be applied to medical notions or medical practices. This alone does not
make it an instance of philosophy of medicine. The genuine interest in understand-
ing must focus on medicine. So to do philosophy of medicine, the philosophical
methods and approaches are mere instruments in gaining knowledge about aspects
of medicine, rather than gaining knowledge about methods and approaches in
philosophy by using medicine as an area of application. Surely, this distinction
lays out an ideal type that will not always be visible in real publications. Yet, to use
two books as examples, there is a difference between a scholar using medical
examples in order to philosophically discuss pain (Hardcastle 2001) — obviously a
phenomenon that is common in medical settings — and a scholar analyzing the
notion of suffering in relation to the goals of medicine (Cassell 1991). The first
relation could be called, following the distinctions drawn by Edmund Pellegrino
(Pellegrino 1976, 1986), philosophy in medicine, whereas the latter would be
genuine philosophy of medicine. As with other “philosophy of” relations, the
purpose of study here is to gain knowledge about the nature of medicine, about
the specific aspects of that particular theory and practice. A similar difference can
be seen between a study discussing autism in order to explore a theoretical issue in
the philosophy of mind, namely, how we gain access to another person’s mind,
(Gordon and Barker 1994) and a philosophical investigation into what it means to
live with chronic illness (Toombs 1992). Admittedly, these delineations are some-
what stipulative and probably contested. They are also, as has been said before, hard
to draw in reality. Yet they should also help us in thinking about the proper domain
of philosophy of medicine.

In antiquity, the relationship between philosophy and medicine was strong
(Frede 1986). This of course applied to other disciplines as well, which have
today become separated from their philosophical origins. Many philosophers,
such as Pythagoras, Empedocles, and Democritus, were medical experts and
some of them had advanced theories regarding the nature of disease. This was
usually described as an imbalance of important elements of bodies, called humors.
The attention of philosophers at the time revolved around a general theory of
nature, especially human nature; hence, medical phenomena were of particular
interest. These anthropological and ontological issues were complemented by a
practical interest in giving advice for a good life, of which mental and somatic
health was deemed part and parcel. Doctors developed a theoretical interest in
medicine, roughly from the fifth century BC, because disease more and more came
to be acknowledged as a condition that could be altered and possibly healed. Hence,
the task of medical experts was to gain access to the necessary related knowledge.
To be sure, the search for a systematic approach to study medicine was not so much
caused by a theoretical attraction but by social pressure, which threatened the role
and status of physicians. Doctors accordingly started to explore issues that were
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oriented toward the practice of medicine, for instance, the way theoretical knowl-
edge could be applied to individual cases and what were the inherent limitations of
the art of healing. From this emerged different accounts of the role of philosophical
methods in medicine and, roughly from the fourth century BC, competing theories
regarding methods of treatment. Another topic of interest was ethical problems,
especially regarding the relation of medical experts to patients. One aim was to
defend their social status by drawing a rigid demarcation to quacks.

In many other countries and cultures, there were occasional strong links between
philosophy and medicine, and also in later modernity, there were quite a few
academic outputs that are in the field of philosophy of medicine (Temkin 1956;
King 1977). Yet, the current more concerted and institutionalized debate regarding
the philosophy of medicine within the Western civilization began in May 1974
(Potter 1991). It was then that the first interdisciplinary symposium on philosophy
and medicine took place at Galveston, Texas. From this annual meeting, the
important book series in philosophy and medicine (now published by Springer)
emerged, which was originally edited by Tristram Engelhardt and Stuart Spicker. In
1976 the first issue of the Journal of Medicine and Philosophy was published. Its
founding editor was Edmund Pellegrino. In the same year, a meeting of the
American Philosophy of Science Association focused on epistemological issues
in medicine. Other important journals in the fields were released later, for instance,
Theoretical Medicine and Bioethics (originally called MetaMed, founded in 1977
by Kazem Sadegh-Zadeh) and Medicine, Health Care and Philosophy (founded
1998, official journal of the European Society for Philosophy of Medicine and
Health Care). There are also numerous journals that publish in the field of philos-
ophy of medicine, as well as specialized journals with an interdisciplinary bend, for
instance, Philosophy, Psychiatry and Psychology (founded 1994, official journal of
the Association for the Advancement of Philosophy and Psychiatry). Finally, there
are a couple of learned societies and an important email distribution list, run by
Jeremy Rosenbaum Simon.

Not surprisingly, maybe, there was a lot of optimism in the 1970s regarding the
potentials of the discipline called philosophy of medicine. This can be clearly seen
in a quote from Edmund Pellegrino, who wrote in 1976: “We are entering a new era
of dialogue — perhaps one as promising as that between Greek medicine and
philosophy” (Pellegrino 1976, 12 f.). Yet, this positive prognosis was later put
into doubt, for instance, by Arthur Caplan in 1992, who claimed that philosophy of
medicine does not exist, and by Heinrich Loewy, when he announced a new journal
section on “Philosophy and its Role in Medicine™: “Surprisingly little has been
written in English about the philosophy of medicine: Physicians often see medicine
as a purely technical occupation and can make little of the term ‘philosophy of
medicine’. Philosophers, likewise often feel that medicine is a merely technical
discipline and that its philosophy is somehow not worthy of serious attention”
(Loewy 1994, 201 f.).

Altogether, both the very optimistic and the bleak outlook seem wrong from
today’s point of view. There is now a genuine discipline philosophy of medicine.
Still, there is scope for discussing what exactly it is or what it should be. The way
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we conceive of philosophy of medicine obviously has repercussions on how it is
faring in terms of its disciplinary viability. In the following, two influential accounts
of the philosophy of medicine will be scrutinized more closely.

Edmund Pellegrino

In his important contribution “Philosophy of Medicine: Problematic and Potential,”
Edmund Pellegrino thoroughly discusses the possible relationships between med-
icine and philosophy. He categorizes these relations into three different types:
Philosophy and medicine, philosophy in medicine, and philosophy of medicine.

Philosophy and medicine comprises the mutual considerations by medicine and philosophy
of problems common to both (...). Some of the recurrent problems of philosophy — the
mind-body debate; the meanings of perception, consciousness, language; the special or
nonspecial character of chemical and physical laws in living things — are susceptible to this
type of collaborative attack. (...) Philosophy in medicine refers to the application of the
traditional tools of philosophy — critical reflection, dialectical reasoning, uncovering of
value and purpose, or asking first-order questions — to some medically defined problem.
The problems can range from the logic of medical thought to the epistemology of medical
science as science, the problem of causality, the limitations of observation and experiment,
and of course, the whole range of vexing issues in the active field of biomedical ethics. (. ..)
When philosophy turns to the meaning of medicine as clinical practice and examines its
conceptual foundations, its ideologies, its ethos, and the philosophical bases for medical
ethics, then it becomes the philosophy of medicine. The questions examined by philosophy
in medicine are then carried to the unique realm of the clinical encounter with a human
being experiencing health, illness, neurosis, or psychosis, in a setting which involves
intervention into his existence. The philosophy of medicine seeks explanations for what
medicine is and ought to be (...) These three types of engagement are rarely separable in
actual fact, and philosophers can, and do, engage in all three. We have dissected them free
to underscore the central importance of the philosophy of medicine: the philosophical
issues imbedded in the theory of medicine as a practical human activity. Ultimately, the
more proximate issues dealt with by philosophy and medicine, and philosophy in medicine,
must rest on the philosophy of medicine. (Pellegrino 1976, 19 ff.)

Pellegrino explicitly excludes biomedical ethics from philosophy of medicine.
He also describes as an essential part of the philosophy of medicine a practical
component, the clinical encounter. This practical element is especially important,
according to Pellegrino, because it is its unique feature, in contrast to, say, biology.
Medicine here has a set aim, in contrast to natural sciences, namely, health or
healing of living beings. The personal relationship between doctor and patient in
pursuing this aim turns medicine into a value-laden, a moral, activity. Hence,
medicine cannot be reduced to other sciences, for instance, to a mix of biology
and psychology (cf. Shaffer 1975). Pellegrino claims: “Medicine, then, is an
activity whose essence appears to lie in the clinical event which demands that
scientific and other knowledge be particularized in the lived reality of a particular
human, for the purpose of attaining health or curing illness, through the direct
manipulation of the body, and in a value-laden matrix. It is in this sense that medical
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theory is a theory of practical reality and not just the theory of the sciences which
contribute to it” (Pellegrino 1976, 17).

There are several issues that can be queried in this account of the philosophy of
medicine. For instance, it can be queried whether cure of illness and promotion of
health are really the essential or only goals of medicine. Relatedly, there is also a
worry that Pellegrino has resolved an issue by stipulation that should be first
clarified by a debate within philosophy of medicine: to determine the “nature” of
medicine. It seems wrong to restrict philosophy of medicine to the practical realm
of medicine by claiming the clinical encounter as the essence of medicine. To
clarify what role the practice of medicine has in relation to the theory of medicine is
a genuine task of the philosophy of medicine itself and should not be excluded by
restricting the scope of the nature of medicine to the clinical setting.

Ten years later, Pellegrino revisited his three-partite distinction of the relation-
ships between medicine and philosophy. Here, he advances a definition of the
philosophy of medicine that does not rely on a particular interpretation of the
essence of medicine from the outset, but sees a determination of such an interpre-
tation as the outcome of doing philosophy of medicine. “The third mode of
relationship, philosophy of medicine, concentrates on a philosophical inquiry into
medicine-qua-medicine. It seeks to define the nature of medicine as medicine, to
elaborate some general theory of medicine and medical activities.” (Pellegrino
1986, 10)

Later in the chapter, he gives a more substantial account of the distinctive
problems discussed in philosophy of medicine:

Philosophy of medicine is more than philosophizing about the phenomena peculiar to
medicine, i.e., philosophy in medicine. It seeks to understand and define the conceptual
substrata of medical phenomena. Its agenda is a broad ranging one — it deals with such
crucial notions as the ideas of health, illness, normality and abnormality, healing cure, care,
suffering, and pain. What do these concepts embrace? What is the nature of medical
diagnosis, clinical judgment and discovery? (...) Does the end of medicine modify the
logic and the epistemology of clinical judgments? (...) What are the values that structure
medicine? (.. .) Is health a value and in what sense? (. ..) Questions of this sort provide the
agenda for the philosophy of medicine as a discipline. (Pellegrino 1986, 14 f.)

When reading this list of topics for the philosophy of medicine, it becomes less
clear in what way it differs from philosophy in medicine. After all, philosophy in
medicine has just been described as “philosophizing about the phenomena peculiar
to medicine.” The key to Pellegrino’s understanding of the philosophy of medicine
is that he believes in a distinctive nature of medicine, “medicine-qua-medicine,”
that determines its agenda. This distinctive nature of medicine, for Pellegrino, is its
practical focus with the related felos of health.

Philosophy of medicine makes the specific method and matter of medicine the subject of
study by the method of philosophy. Philosophy of medicine seeks philosophical knowledge
of medicine itself. It seeks to understand what medicine is and what sets it apart from other
disciplines, and from philosophy, itself. (. ..) Medicine qua medicine comes into existence
in the clinical encounter or in public health when the knowledge of the sciences basic to
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medicine is employed for a specific end, i.e., for the cure, containment, amelioration, or
prevention of human illness in individuals or in human societies. (...) Philosophy of
medicine seeks to understand the nature and phenomena of the clinical encounter, i.e.,
the interaction between persons needing help of a specific kind relative to health and other
persons who offer to help and are designated by society to help. (Pellegrino 1998, 326 f.)

In summary, for Pellegrino, philosophy of medicine is to be distinguished from
other relationships between philosophy and medicine. For him, its focus is medi-
cine as a distinctive discipline. On the one hand, he says that determining such
nature of medicine is itself a task of philosophy of medicine; on the other hand, he
repeatedly claims that indeed the distinctive feature of medicine is its practical
nature, more specifically in the clinical encounter.

Tristram Engelhardt and Edmund Erde

Tristram Engelhardt and Edmund Erde coauthored an entry on “Philosophy of
Medicine” for the 1978 edition of the influential Encyclopedia of Bioethics
and later published another substantial article on the subject (Engelhardt and Erde
1980). Similarly to Pellegrino, they also distinguish between different types of
relationships between philosophy and medicine:

Philosophical activity concerning medicine can be focused through four major themes:
Philosophy for medicine, philosophy in medicine, philosophy about medicine, and philos-
ophy of medicine. (. ..) The first uses concepts speculatively to generate medical explana-
tions. (. ..) The second theme can be styled ‘philosophy in medicine’. Here, philosophy is a
formal analytical tool, not in the direct service of medical theory or therapy, but rather
employed to display logical structures in medicine. (...) The third theme (...) involves
reflection on traditional philosophical issues (not logical issues in the strict sense) arising
from the domain of medicine. (...) The fourth theme, ‘philosophy of medicine’, can be
used to identify those epistemological and conceptual issues peculiar to medicine in a way
analogous to the philosophy of any science (.. .). (Engelhardt and Erde 1978, 1049 f.)

Surely, this classification of various relations between medicine and philosophy
cannot simply be taken to be descriptive. Engelhardt and Erde hence regard their
definition of the philosophy of medicine to be the proper one. Here, they endorse a
fairly narrow understanding of philosophy of medicine that they later gave up,
because they appreciated that the field of “medicine” cannot easily be delineated.
Still, in the quoted definition, they exclude bioethics from the realm of philosophy
of medicine, like Pellegrino. Bioethics belongs to the category of “philosophy about
medicine,” because its problems are traditional ones, not specific to medicine, if
raised here in a new way. Other problems of philosophy about medicine have also
been introduced in other domains, such as philosophy of mind and philosophy of
science, and then been applied to medicine. In contrast to such transfer of philo-
sophical issues to medicine, philosophy of medicine deals with problems specific to
medicine, according to Engelhardt and Erde. Examples are the analysis of basic
medical concepts, such as “disease,” “pathology,” or “health.” Engelhardt, at
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another occasion, calls this subject area of study philosophy of medicine in a strong
sense (Engelhardt (1977), 98 ff.). According to this understanding, “philosophy
about medicine” would be equal to “philosophy of medicine” in a weak sense.

The Need for Philosophy of Medicine

Although one should surely be careful not to take these distinctions as carved in
stone or to see no connections when pursuing either area, such a classification of
different relations between philosophy and medicine serves an analytic purpose of
sorting out a diverse field of study. Another, if contested, benefit of such a
demarcation is to keep medical ethics and bioethics separate from philosophy of
medicine. This is helpful because it becomes obvious that conceptual, metaphysi-
cal, epistemological, and value theoretical aspects underlie moral problems in
medicine. For instance, in medical ethics the notion of quality of life is often
used without analyzing the strongly related concept of health. Also, when justifying
the often painful treatment of children with spina bifida by referring to the goal of
“healing,” one implicitly assumes an ideal of health (Hare 1986, 174). But how can
such treatment be justified without first having clarified the notion of health?
Another example is the question whether enteral nutrition and hydration are or
ought to be part of basic medical care that cannot be rejected. An answer to this
question obviously depends on an understanding of the notion of care.

Keeping philosophy of medicine and bioethics distinct might therefore advance the
sense that bioethics, a highly professionalized discipline, actually needs the discussion
of foundational philosophical questions (Thomasma 1985, 239; Lindahl 1990). It might
also boost the number of publications in the philosophy of medicine, as a dearth in this
area can easily be diagnosed, in contrast to the volume of publications in bioethics.

In summary, there is a viable discipline philosophy of medicine in its own right,
and there is a need for academic contributions in this area. Surely, there are still
open questions regarding its contours, especially when we consider medicine’s
distinctive entanglement of theoretical and practical issues. Here, issues of norma-
tive significance are raised and hence the relation between ethics and philosophy of
medicine becomes the subject of inquiry on another level. Is medicine and its
foundations intermingled with values and norms in a way that turns it into a
“moral science”? Such an interpretation has already been mentioned in the case
of Pellegrino’s account. It is an important problem of philosophy of medicine itself,
whether medicine is diffused by values and norms, and if so, of what kind they are.

Values and Norms in Medicine

Medicine can be interpreted as a value-laden practice insofar as every science is
charged with values and norms. Marx Wartofsky, for instance, identified two norms
that are presumed in natural sciences (Wartofsky 1977, 111). First, the norm of
mathematical rationality, second the norm of empirical testability to scrutinize the
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truth of statements. These norms determine what is accepted as proper and “good”
methodology in science. Such a methodology at the same time delineates the area of
science. Only those issues that can be discussed by using the methodology of
hypothesis and deduction and that can be checked against empirical facts are then
supposed to be matters of science. A well-known corollary of such thinking is the
distinction between facts and values, including the scientific ideal of staying value-
free. In contrast, Wartofsky claims that science is, despite its plea for neutrality,
normative in its pursuit and content.

Since methodology is normative and prescriptive (indeed proscriptive) in the way just
described, the very choice of methodological canons, and their elaboration over the past
century, certainly marks the enterprise as normative; and normative in the sense that a
particular historically evolved norm serves to exclude or replace others. (ibid. 112)

According to Wartofsky, there are numerous limitations and shortcomings of a
value-free model that become obvious on different levels. First, the vicinity of
science is too restricted. Many scientific issues in, for instance, thermodynamics or
quantum physics cannot be neatly subsumed under this model. Similar consider-
ations apply to human sciences and psychology. Second, possible ways of scientific
judgment, argumentation, and deduction actually break open the borders of the
prescribed methodology. Third, the model obscures the relation between scientific
theory and practice. Fourth, the historical and social context of science is ampu-
tated. Fifth, by presuming the “objectivity” of science, there is an unhelpful
distinction implied between pursuing truth and considering the use of such truth.

Many, if not all, of Wartofsky’s claims are admittedly discussed by many other
scholars within philosophy of science, and several of his theses are contested. The
value of his contribution for philosophy of medicine lies mainly in the fact that he
goes on to assign a characteristic of medicine to each of the listed problems in the
traditional scientific model, to show how the philosophy of science might be put on
a new basis by scrutinizing medicine from a philosophical point of view. First,
health and disease — phenomena on which medicine is based — do not only allow for
a description as biological conditions. Rather, they necessarily imply social con-
texts and subjective states, as disease never occurs isolated but in a system of
relationships. Health and disease are therefore normative ideas that transcend the
contours of the model of scientificity portrayed earlier. Here, it is important to stress
that Wartofsky does not want to claim that only those conditions are instances of
disease, which have been identified such by medicine or affected persons. He wants
to point out that the identification of diseases is itself done within a social practice.
This transcends the area of medicine over and above the realm of, say, biology and
grounds it in a historically developed life form.

Second, clinical judgment, especially diagnosis, is far too complex to be put
under the rubric of experimental and theoretical deduction. Third, the relation
between theory and practice is special in medicine, as scientific research here is
determined by the practical possibilities of knowledge. Although medical science
and medical art of healing can be distinguished, the former is still oriented toward
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the latter, as medicine aims at the advancement of human well-being. Fourth, as
already stressed in the first point, basic medical notions are influenced by social and
historical dimensions. It would destroy the complexity of such a relation if issues of
scientific quality and non-scientificity would be separated. Fifth, the application of
medical knowledge in the encounter between doctor and patient is a central element
of medicine. Diagnosis and therapy in medical practice alter the standpoint of the
examiners; they themselves become an element of the system to be explored.
Hence, the idea of objectivity, which is common in the natural sciences, is here
undermined. Moral issues become pertinent: “Indeed, moral questions, and the
social facts of life and death, weal and woe, are not peripheral to medicine but
central to it” (ibid. 120).

For Wartofsky it follows that there ought to be a radical revision of what is
considered scientific in order to arrive at a richer notion of science. Now, it seems
that — if we follow his considerations — we would have to say that moral issues are
after all part and parcel of philosophy of medicine, in contrast to what has been
established before. This would be due to the fact that medicine is first and foremost
a morally determined practice. Yet, the fact that a certain practice is normatively
charged, maybe in a moral way, does not make the philosophical analysis of this
normative practice itself an endeavor in ethics. Whether and in what way medicine
is infused by values is an important issue for philosophy of medicine. But such a
question is not itself a normative question — it does not lead to statements about how
to act or evaluations what is a good practice, for example. It rather concerns
epistemological and metaphysical aspects of elements of medicine that can indeed
be normatively charged.

There need not be a strict divide between values and facts in understanding epistemological
questions about medicine. On the contrary, I believe that fact and value blur in important
and unavoidable ways in the realm of medicine. But the recognition that fact and value,
morality and methodology are inextricably wed when the subject is medicine does not
obviate the claim that the philosophy of medicine is and ought to address different
questions than those pursued by those doing bioethics. Bioethics tries to answer questions
that are normative. The philosophy of medicine concerns itself with questions that are
primarily either epistemological or metaphysical. (Caplan 1992, 69)

Conclusion

There is some disagreement within philosophy of medicine about its proper defi-
nition. This also affects the delineation between bioethics and philosophy of
medicine. The point of view developed here states that philosophy of medicine
deals with meta-medical problems from a theoretical perspective that aims at
explanation or analysis. Bioethics, in contrast, aims at guidance or recommenda-
tion. Philosophy of medicine analyzes concepts such as “health,” “disease,” or

care,” and it tries to identify the values and norms underlying medicine.
In addition, it deals with epistemological questions, for instance, regarding the
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status of clinical judgment and the methods of gaining medical knowledge. Genuine
ethical topics play an important role in the public debate regarding medicine. It
therefore seems especially important for philosophers to discuss the foundations of

such discussions.

Definition of Key Terms

Philosophy of medicine

Philosophy and medicine
Philosophy in medicine

Medicine

Discipline

Bioethics

Summary Points

A field of study that aims at analyses of metaphysical,
epistemological, methodological, conceptual, and
other philosophical issues regarding medicine.

A perspective on problems common to both philoso-
phy and medicine.

The application of philosophical methods or theories
to the realm of medicine.

Medicine consists of a theoretical (science) as well as a
practical aspect (art). It predominantly aims at restor-
ing or improving the health of patients. It is a contested
matter — itself a topic of philosophy of medicine —
whether medicine has a specific nature or essence.

An established field of study fulfilling certain formal
requirements, such as the existence of learned socie-
ties, textbooks, and journals.

An area of applied ethics that focuses on normative
issues in biomedicine and aims at guiding decisions
how to act.

* Medicine is both an art and a science; medicine is diffused with values.

¢ This makes medicine a normative discipline though it does not necessarily
include a certain aim or telos.

» Philosophy of medicine can be delineated from other relations between these

disciplines.

» Philosophy of medicine is a field of study that aims at analyses of metaphysical,
epistemological, methodological, conceptual, and other philosophical issues

regarding medicine.

» Philosophy of medicine has become an established discipline in its own right.
¢ Philosophy of medicine is different from bioethics or medical ethics in that the
former aims at analysis, the latter at guidance.
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“The normal itself is an abnormality.”
G.K. Chesterton
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The concept of the normal is central in modern societies in general and in
medicine in particular. Norms are established for body measurements such as
cholesterol and body temperature. There are several interpretations of “normal”
however. The statistical concept of “normal” is a relatively recent phenomenon
historically and some argue that it is a mechanism of power and control. On the
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other hand, a concept of the normal is arguably necessary to science, medicine,
and the possibility of diagnosis.

Introduction

The word “normal” derives from the Latin “norma,” the square which stonemasons
used to standardize their patterns, thus testing the accuracy of a 90° angle in the stone.
In contemporary debates, there are multiple interpretations of the concept. As John
Dupré has noted, there is an unsophisticated usage according to which “normal” is
what is familiar (Dupré 1998). C. Daly King remarked, however, that “in the whole
field of psychology and to a lesser but increasing extent in the biological fields, we
find a prevalent misuse and misapplication of the basic term, normal” (King 1945,
p. 493). Broadly speaking, there might appear to be, first, a twofold division between
those who argue that what is normal is a matter of scientific discovery and fact, on the
one hand, and those who argue that it is an evaluative concept, on the other. It is also
part of contemporary deployment of the term that it is used to bridge the fact-value
gap. The mason’s square also came to be used in that way — the square became a
symbol of honesty, leading to phrases such as “on the square” and “square deal.”

On closer inspection it appears that the situation is much more complicated than one
binary distinction: there are other distinctions and divisions to be drawn. On the side of
those who argue that it is a scientific concept, there is disagreement between those who
interpret the normal in a statistical way and those who argue that there is another,
biological, interpretation which relates to function. Some accounts include elements of
both interpretations. Within the evaluative camp, there are those who point out first that
the discipline of statistics (and thus the statistical interpretation of normality) is not
value-free and those who go further than simply saying that the normal is evaluative and
argue that the “normal” is used as a mechanism of power and control. lan Hacking, for
example, claims that normality “uses a power as old as Aristotle to bridge the fact/value
distinction, whispering in your ear that what is normal is also right” (Hacking 1990,
p- 160). There is also a distinction to be made between the use of the normal as used to
refer to the “normal” state of an individual, rather than in relation to a reference class. In
the context of medicine, in particular, this usage may be particularly relevant in relation
to the notion of the “recovery” of an individual (see below).

Norms as Scientific Facts
Statistical Norm
The statistical concept of normality, although it is well established in modern

discourse, has had a relatively short history. According to Hacking (1990) and to
Lennard Davis, it appeared around 1830, alongside the development of the discipline
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of statistics itself. A major reason for the emergence of statistics at that time was the
perceived need for well-informed state policy. Davis points out the ways in which
statistics quickly became taken up in relation to human bodies as well as nation
states, through medical statistics and new understandings of disability (Davis 1995).

The statistical data distribution pattern known as the bell curve, the so-called
normal distribution, occurs in many natural phenomena. It is also called the Gaussian
distribution after Carl Friedrich Gauss (1777—1855), who used it to model errors in
astronomical observations. The peak of the curve occurs at the mean of the data, with
50 % of the distribution to the left and 50 % to the right. In a normal distribution,
68 % of all observations fall within a range of & 1 standard deviation from the mean.

In medicine normal distributions are used in relation to measurements such as
blood pressure and cholesterol levels. They also include data about life expectancy
and age of onset of puberty and of menopause. Although it is known that these
timespans and ages are subject to change along with environmental conditions and
lifestyle, a normal distribution pattern recurs, albeit with a different mean. But how
did the shift occur from observing this pattern to using it as a mechanism of
evaluation of human beings?

Davis argues that the emergence of statistics proved attractive to Galton and the
emerging eugenics movement. He writes: “The rather amazing fact is that almost all
the early statisticians had one thing in common: they were eugenicists” (Davis 1995,
p- 30). The possible identification of some members of the population as disabled
and “abnormal” offered an opportunity to argue for the importance of trying to
maintain the quality of the gene pool. When the eugenic enterprise became associ-
ated with statistics, however, it had to face the problem that however much a eugenic
plan is put in place, the law of the bell curve dictates that there will always be people
at the extremes. Furthermore, the concept of abnormality, though in principle
applicable to those at each extreme, came to be applied negatively to those at the
extreme that was not admired. This is an example of the bridging of facts and values
through the use of the concept.

Davis argues that prior to the emergence of statistics, people tended to compare
themselves to an ideal, rather than to the norm. The implication of comparing oneself
to an ideal, of course, is that everyone falls short, although all can aspire. The
development of the concept of normality, according to Davis, marked a paradigm
shift in how human life is regarded. Both of these points are strongly reminiscent of
themes in Plato’s Republic. The notion of an ideal was taken to an extreme by Plato,
through the Theory of Forms. Indeed, for Plato everything in the world that we
perceive was only a representation of the ideal forms. He also drew an analogy
between the individual and the state, arguing that both had a tripartite structure.
Interestingly, prior to the emergence of the concept of the norm, Plato’s Republic
also contained ideas describable as eugenic, in their attempt to influence the quality
of children born, by the mechanism of controlled breeding programs. At the time of
writing, there is considerable discussion of the possibilities of human enhancement.
Arguably, the move toward discussing enhancement in the context of medicine
suggests a return toward aspiring to an ideal (c.f., Wiesing 2009). The much disputed
distinction between therapy and enhancement is perhaps a reflection of that.
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Normality and Biological Function

When King, as noted above, suggested that the word normal is misused, he said that
the statistical average may be, and very often is, abnormal. The use of normal in the
sense of the statistical sense was incorrect: “normal . . .is objectively, and properly, to
be defined as that which functions in accordance with its design” (King 1945,
p- 494). He also claims that the term, normal, was originally invented in this context.
In particular, he argues that medicine could not operate with a statistical interpreta-
tion of the normal but needs to think of health and disease in terms of function and
malfunction.

What we have at the peak of the bell curve, according to King, is what is typical,
but the average is not “normal”: the former judgment is quantitative, the latter
qualitative. King despairs, however, of the possibility of dissociating, now, the use
of the word normal from statistics and proposes another term, “paradic,” from
paradigm, for the functional meaning (King 1945, p. 500).

Robert Wachbroit has also argued for a way of understanding normality that is
related to biological function. He says:

Consider one of the favorite examples of the philosopher of biology, “the function of the
heart is to circulate the blood”. That statement is clearly not about any particular heart... Nor
is it a statement about a// hearts....What the statement is about is the normal heart, with the
understanding that a particular heart . . .may not be normal. (Wachbroit 1994, p. 580)

According to Wachbroit, there is no concept in the physical sciences
corresponding to this sense of normality in the biological sciences — it makes no
sense, for example, to talk of “the normal electron.” He also argues that accounts of
biological functions cannot explain the concept of biological normality because they
presuppose it. Only if this is the case can we understand the distinction between
functions and malfunctions. Statistical data may provide evidence for normality in
this biological sense, but it is a different concept of normality from that as expressed
in the bell curve.

Arguments Against Normality as Biological Function

There are, however, several problems in understanding normality in terms of bio-
logical function. There is, first, the fact of considerable variation in animal and
human populations. Indeed, in the biological sciences, particularly in the aftermath
of the Human Genome Project, the scientific concept of interest is variation rather
than normality: research is ongoing into the variations in the genome that underlie
differences in areas such as susceptibility to disease and responses to pharmaceutical
products. What is more important for the success, or otherwise, of a functional
explanation of normality, however, is the extent of the differences between individ-
ual members of a species that are apparently compatible with survival. Examples
discussed include Slijper’s goat, which was born without front legs and with multiple
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other deformities but which learned to walk on its hind legs (see Amundson 2000;
Cooper 2012).

Discussing these and other examples, Ron Amundson argues that the concept of
normality, like that of race, is a biological error. Claiming that “Diversity of function
is a fact of biology” (Amundson 2000, p. 33), he points out that the explanations of
the “functional determinists™ are not supported by evolutionary theory. There is no
evidence that particular organs are designed to have particular functions. On the
contrary, “[T]he disadvantages experienced by people who are assessed as ‘abnor-
mal’ derive not from biology, but from implicit social judgments about the accept-
ability of certain kinds of biological variation” (Amundson, ibid, p. 33).

Wachbroit, however, supporting a functional account, acknowledges that variation
has long been recognized and in fact is in itself normal as in blood group, for example,
but suggests that the aim is to explain the constraints on, rather than the presence of,
variation. Amundson suspects that the kind of variation that is allowed and acknowl-
edged by the functionalists is functionally equivalent variation. He draws a distinction
between the /evel of an individual’s functional performance and the mode or style by
which that performance is achieved. Functional determinists can allow for variation in
the level of performance, but although they distinguish their view from the concept of
the normal associated with the statistical average, the two come together: “Whatever
the hierarchical level, functional determinism states that functions take place in a
uniform mode at a relatively uniform performance level by a statistically distinctive
portion of the members of a species. These are the normals” (Amundson 2000, p. 36).

Normality as Convention

In arguing against functional determinism, Amundson supports the view that social
judgments construct ideas about what is normal. Turning to explicit examination of
the view that normality is a social convention, there are again, at least two aspects to
the claim that normality is a convention. It is possible to identify a “thin” account
which simply says that what is normal varies with time and place — that what is
normal today may be regarded as abnormal tomorrow: nothing is fixed. Beyond this
a “thick” account sees an agenda behind the use of the normal to control.

With regard to both, it is important to consider the notion of a reference class for
the application of the concept. “[S]lomething cannot be normal without being a
normal something or other” (Dupré 1998, p. 222). Whereas Amundson discussed
different species, Dupré is interested in the idea of normal people. Further, the
concept of normality “is a concept that relates individuals to a paradigm for the
kind — the normal member of the kind” (Dupré 1998, p. 224), which may be
determined statistically. Along with other commentators, for Dupré the drive behind
our interest in normality in relation to human beings is in fact an interest in
identifying abnormality. Variation exists not only in bodily measurements such as
height and weight but also in our abilities; hence, it might be thought that there is a
range of “normal” capacities, the lack of any of which could underlie a judgment of
abnormality and/or disability. This might be the case particularly in a medical
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context, where the identification of an abnormality or disability is typically the
prelude to some ameliorative or curative intervention or at least management.
Concepts of disability have been the focus of considerable debate in recent decades,
and it is important to investigate the use of the normal/abnormal in this context.

There are very strong arguments for the view that disability is at least partly
constructed by society and the environment: it is not just social judgments which
construct our view of what is normal/abnormal or disability but the way in which
society organizes itself, including in areas such as architecture and transport, which
affect both the ways in which and the extent to which individuals can move about in
the world. Dupré agrees that statements of normality and abnormality presuppose
some state of the environment — in other words, it is necessary to look beyond
variation between individuals: “most of the significant capacities of even fully able
people are contextually determined” (Dupré 1998, p. 230).

When we turn to psychological characteristics of people and behavior, the
situation is even more complicated. Homosexuality was notoriously once regarded
as abnormal behavior and classified as a disease, with attempts made at “curing”
it. Whether or not homosexuality has a biological basis or is a lifestyle choice,
homosexuals have been successful in taking control of their self-definition. Dupré
argues that “we can say that certain practices are normal for homosexuals or
bisexuals, though not normal for heterosexuals. To ask whether they are normal
for people is to make something akin to a category mistake” (Dupré 1998, p. 233).

As Dupré further points out, it does not follow that any sort of variation in human
behavior can be rescued from classification as abnormal in the way that homosex-
uality has. He cites the example of “multiples” discussed by Hacking (1995) as a
difficult case, because being a multiple cannot be accommodated within the range of
behaviors assimilable by current modes of social organization. While it is
not inconceivable that this might change, there is little prospect of it. Dupré
concludes that for behavior to be normal, it must fall within the boundary that
social organization and norms permit (Dupré 1998, p. 234). This is a normative
decision: “normality in behaviour depends mainly on what we, as a society, decide to
accept as normal” (Dupré 1998, p. 243), and this is culturally relative (ibid,
pp. 244-245).

Normality as an Instrument of Power and Control

The idea that there is a boundary around what social organization and norms permit
hints at the thicker view that the norm is an instrument of power. The ways in which
norms become controlling vary in the extent to which they restrict the freedoms of
those to whom they are applied. Historically, one of the most obvious freedom-
limiting uses has been the different behaviors conventionally expected of men
and women in various social contexts. An example which has had less significant
effects on freedom of action, and which may seem trivial by comparison, has been
the development of the norm of the western business suit in a large number of
situations.
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Arguably of more relevance to philosophy of medicine is the later work of
Foucault in which he extended his ideas to the concept of biopower, by which
populations, as well as individuals, are regulated at the biological level (Foucault
1976; Taylor, 2009). Statistical analysis, through the use of the bell curve, offers a
technique for managing populations, in medicine as well as in other areas of social
life, such as education, crime, and punishment.

Normality and Disease

Just as debates about the normal are associated with notions of disability, they are
also implicated in concepts of health and disease. Jiri Vacha notes the association
between the frequent and the normal and beyond that, the healthy (Vacha 1978). But
the dichotomies of health/illness are also notoriously controversial.

In the context of illness and disease, the understanding of what is normal is an
important background to the practice of diagnosis. Diagnosis is potentially a very
powerful tool, which can trigger interventions of different degrees of intrusiveness.
The fact that diagnostic practice changes over time, however, especially as regards
mental illness, has lent credence to the view that what is normal is simply a social
construction. The example of homosexuality has already been mentioned. Cases of
young women being declared insane and detained because of promiscuity are less
cited but constitute further evidence for that position, as does the historic abuse of
mental illness diagnoses by political regimes. These all support the view that
classifications of abnormality resulting in a diagnosis of mental illness can amount
to a use of the normal as a mechanism of power and control.

Whereas there is a rich literature about the problematic status of mental illness
and the use of diagnosis in that context to control, it might be thought that in the
arena of physical disease, there would be less likelihood of this. Wendy Rogers,
however, has shown how concepts of physical disease can operate to the disadvan-
tage of specific population groups.

Rogers suggests that the ideal human being of medical textbooks is a 70 kg male
with 32 teeth, no mental disorders, and a clean genetic slate (Rogers 1999). This can
cause problems for women: an example is regarding menopause as an illness. The
establishment of physiological norms through the use of statistics gives rise here, and
elsewhere, to serious difficulties. In the “descriptive” account of disease, with
“normal” being equivalent to “average”:

Physiological norms are derived from measuring a large number of parameters in a popu-
lation and converting these into tabular forms with cutoff levels for the “normal”. Usually,
the limits of normal are defined as lying within two standard deviations of the mean.
Anything outside this is by definition abnormal, irrespective of whether or not the person
with the abnormal values feels ill. (Rogers p. 204)

But Rogers makes the point that any bodily parameter is always relative to
individual conditions so that a level of hemoglobin is a level in a certain person,
of a certain gender, and of a certain age.
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According to Rogers one consequence of defining disease in this quantitative way
is that the goal of treatment is then defined as returning the pathological parameters
to normal levels. The subjective state of the individual is irrelevant (ibid, p. 205). But
Rogers further argues that “even if we do accept statistical norms as the basis for
some diseases, for other bodily parameters the statistical norm will not define the
healthy” (ibid.).

On an alternative, overtly normative concept of disease, where people’s subjec-
tive states are acknowledged to have a role, the goal of medicine is to restore people
to their own version of normal (ibid, p. 207). If this analysis is applied to menopause,
on the latter version menopause may be considered a disease because women
experience it in that way. On a quantitative understanding of disease, however, all
postmenopausal women are diseased. Rogers makes a convincing case for this being
inappropriate: “In particular, conflating postmenopause, estrogen deficiency, and
osteoporosis cannot be justified” (ibid, p. 214).

Obesity

The example of obesity demonstrates some of the difficulties of definition, the
potential for control at a public health level, and the relationship between the
statistical norm and “healthy.” At the time of writing, there is what has been called
an obesity “epidemic,” with the population in many different countries becoming
steadily larger. Surveys have illustrated that people who are regarded by the medical
profession as overweight may not consider themselves to be so, because the average
size has increased. The fashion industry has allegedly changed the definitions of
dress sizes so that what counted as a size 12 in 1960, for example, was smaller than a
dress marked size 12 today. Body shape is also changing. So what counts as normal
weight? The medical profession has developed measures such a body mass index
(BMI) and waist circumference as indicators of “healthy” weight, but these are not
only controversial (e.g., they are problematic in relation to certain subpopulations)
but also as the population increases in size these measures are less and less “normal”
from a statistical point of view. Watching news footage from the 1950s, at a time of
postwar rationing, it is very noticeable that the average body shape was very slim.

It is difficult to uphold the view, moreover, that there is an equivalence between
“healthy” and “normal” from a statistical point of view. As the population develops
higher and higher incidences of diabetes on the one hand and dementia on the other,
these become statistically normal.

Normality and the Individual

Problems such as these add support to the view already hinted at, in the discussion of
Rogers, that in the case of health and illness, and also for normal and abnormality,
the idea of a “reference class” might be inappropriate. A similar point is made in the
fictional work 4 Cunning Man by Canadian novelist Robertson Davies:



2 Normality as Convention and as Scientific Fact 25

.. .the popular idea is of health as a norm to which we must all seek to conform. . .But are
there not as many healths as there are bodies? If whatever we are demands certain physical
frailties, why struggle to get rid of them? (Davies 1994, p. 248)

Vacha also suggests that the concept of species normality be replaced by the
concept of individual normality or responsiveness (Vacha 1978).

It is important then to consider the individual, and indeed it is a common way of
speaking, when someone has suffered illness, to talk of them getting “back to
normal,” when they recover. Again, as stated above, one interpretation of disease
understands the goal of treatment to be to restore an individual to their own version
of the normal. A moment’s thought reveals that this is problematic for a number of
reasons. Recovery does not take one back to the situation before the illness: there
will be scars, traces, antibodies — the illness is within the memory of the body. The
person may be able to function without any noticeable difference from how they did
before, but they are not, nevertheless, the same. This raises questions for what we
mean when we speak of being “back to normal.” Clearly, when we are speaking in
this way with reference to a single individual, the idea of the norm as a statistical
average ceases to apply, unless we mean that after recovery, the individual is able to
function in ways akin to the average person in the population.

This raises a further question, however, as to whether, when we are speaking of
being back to normal, we should properly refer to the function of the organism as a
whole or to the organ(s) or parts of the body affected. The type of illness episode will
surely be relevant here. If a patient has had an injury to their right hand, what being
“back to normal” might mean is that he or she can use the hand again, freely, to type,
to play tennis, and so on. Rachel Cooper, however, has spoken of the inappropri-
ateness, in many cases, of referring only to the organ affected: as she points out,
examples such as Slijper’s goat suggest we should consider the individual as a whole
(Cooper 2012). The functioning of the hand may not be the only issue — it may look
different and give rise to occasional pain, even though to all intents and purposes it is
functioning without any problems as a hand should. This discussion is reminiscent of
the argument in Amundson about the extent of variation in mode of performance as
well as level. Individual members of a species can in some cases accommodate
extensive variation, through compensation for the poor functioning of one organ
within the context of a whole body.

The case of the patient who had a hand transplant only to ask later that it be
removed is an interesting illustration of some of the difficulties of “bodily integrity”
following such a transplant (see e.g., Slatman and Widdershoven 2010). What
counts as normal here is open to a number of different interpretations. It is normal,
in terms of statistical average, for humans to have two hands that function. It is not
normal, however, for humans to have a hand that is transplanted from another human
being. When we speak of what is normal for the individual, understood in terms of
function, the best approximation to what was normal for the individual who had lost
a hand could be interpreted as supplying a transplanted hand which could function as
a hand should. But for the individual concerned, the hand may not be accepted as
part of them — it may not fit into their understanding of what was normal for them.
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Here we have competing versions of getting “back to normal” for an individual. For
the individual it may be better, ultimately, to have no hand than a transplanted hand.
“Back to normal” frequently if not always requires adjustment to the new situation,
with forms of compensation provided by the body and mind which enable the
individual as a whole to function.

Normality and Health-Care Ethics

It has become apparent that the use of the concept of normality has ethical implica-
tions, whichever interpretation of the concept is adopted. Even if it is not used in
ways that explicitly disadvantage particular groups, or to attempt to control behavior,
it is commonly used as a bridge for the fact-value gap. It has also been prominent in
discussions of the goals of medicine, appropriate interventions, and distributive
justice in relation to health care, notably in the work of Norman Daniels. Daniels
has argued that the preservation and restoration of normal function is a primary goal
of health care (Daniels 1985). In his work on distributive justice, the concept of the
“normal opportunity range” also plays a major part. For Daniels what is important is
the link between normality/abnormality and access to the normal opportunity range
open to humans, and so justice requires efforts to facilitate such access.

There are issues about the link, if any, between this normal opportunity range, as
defined by Daniels, and judgments of quality of life. Critics suggest that people who
apparently suffer reduction in access to the normal opportunity range, due to illness
or disability, can report experiencing high quality of life. Once again the issue of
construction of disability and the relation between internal and external perspectives
arises. The idea of the normal opportunity range has to compete with other criteria
for just distribution of resources, and even if this concept is not appealed to
explicitly, there are other ways in which the “normal” can influence distribution
decisions — the idea of “premature death,” for example, presupposes a certain
expectation of normal life span.

Can Medicine Dispense with the Concept of the Normal?

Despite the problems noted by Rogers and others, a future in which the “normal”
might not be used in medicine appears challenging. The distribution curve for
parameters, such as body temperature, BMI, and cholesterol levels, gives at least a
starting point for assessment. Otherwise, how is a physician to begin assessing a
patient? It is important, however, to be sensitive to the extent of variation that is
possible in human beings, not only in level but in mode, as Amundson pointed out
(Amundson 2000), and to recognize that there may be significant differences not
only between population groups but also between individuals.

It may be the case that as society moves further down the track toward the
implementation of personalized or precision medicine, the concept of the normal will
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lose some of its traction. The idea that medicine can and should be “tailored” to the
individual, which requires precise measurements of that individual, involving not only
genomic but multi-omic data, perhaps suggests this. Even this prospect, however, may
require the use of a reference class, built up from the “big data” that are now being
collected. The concept of the normal may therefore have an ongoing application but
becomes potentially dangerous when it is used to downplay the importance of individ-
ual variation, to evaluate such variation negatively where there is no need to do so, and
to try to mould individuals to the perceived norm rather than embracing difference.

Definition of Key Terms

Bell curve A graph with a bell-shaped curve, identified with the
normal distribution of a characteristic in a reference
class

Functional determinism  The view that biological organs in a species have a
specific function

Normality The state of being normal, whether in relation to phy-
siological or psychological characteristics, where nor-
mal is commonly defined in terms of the statistically
normal distribution

Reference class The class to which an individual is deemed to belong for
the purpose of making judgments of normality

Summary Points

* There are two broad categories of definition of the normal, scientific, and
normative.

* Within each category there are subdivisions.

 Scientific interpretations of the normal include the statistical and the functional.

» Normative interpretations include a thin and a thick version.

* A thin normative interpretation points to the fact of variation.

* A thick normative interpretation appeals to evidence that the normal has been
used as an instrument of power and control.

* The use of the normal clearly has ethical implications, for example, in distributive
justice.

* Although the importance of the normal may lessen in the light of developments in
personalized medicine, it is likely to continue to be needed in the practice of
medicine.
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Abstract

This chapter presents some main interpretations of the concept of health from
antiquity until today. There is an emphasis on ideas of health as a positive notion,
i.e., as something over and above the absence of disease. After giving a summary
of some classic intuitions about health, the chapter concentrates on contemporary
attempts to analyze health in terms of well-being and ability. Starting with the
famous WHO definition of health, where health is understood as complete
physical, mental, social, and spiritual well-being, the chapter turns to a
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presentation of some scholarly analyses of health, where health is mainly ana-
lyzed in ability terms. Examples are taken mainly from the philosophical litera-
ture but also from other disciplines. It is noted that almost all definitions in the
nursing and feminist literature understand health in positive terms in contrast to
such naturalist definitions as present health as merely the absence of disease. The
chapter further contains a discussion of health as a culture-dependent notion and
makes a comparison between the concepts of human and animal health.

Introduction

It is often maintained that health is one of the major goals of medicine or even the
goal of medicine. This idea has been eloquently formulated by the American
philosophers of medicine Edmund Pellegrino and David Thomasma in their book
Philosophy as the Basis of Medicine (1981, p. 26):

Medicine is an activity whose essence lies in the clinical event, which demands that scientific
and other knowledge be particularized in the lived reality of a particular human for the
purpose of attaining health or curing illness through the direct manipulation of the body and
in a value-laden decision matrix.

Although certain other goals of medicine exist, such as the basic goal of saving
lives and the recently developed goal of quality of life, health is, indeed, the foremost
goal of medicine and public health (Pellegrino and Thomasma 1981; Callahan and
Hanson 1999). Health also has a prominent position in many life contexts and is a
crucial condition for maintaining and executing a profession, for enjoying leisure
activities, and indeed for living a good life in general. It is a formal prerequisite for
performing certain tasks or taking up certain occupations, such as that of soldier,
police officer, or firefighter. More compelling is the place of mental health as a
condition for moral and criminal culpability.

However, the formidable task of interpreting the nature of health remains before
us. What exactly is health? To what more precise goal shall we direct our efforts in
medicine and health care?

These questions are not simply academic. They are of great practical and thereby
ethical concern. The consequences for health care diverge considerably, not least in
economic but also in social and educational terms, depending on whether health is
understood as people’s happiness, as their fitness and ability to work, or as just the
absence of obvious pathology in their bodies and minds. There are adherents of all
these interpretations in the modern theoretical discussion on health.

Etymologically, health is connected with the idea of wholeness. This is evident in the
verb “heal,” with the sense of regaining wholeness. The healthy person is a person who is
whole in the sense of having all the properties that should pertain to a human being.
Health has thus traditionally been viewed as an ideal notion, a notion of perfection that
very few people, if any, can completely attain. Today health also sometimes functions as
an ideal notion. This is indeed the case with the formulation of health by the World Health
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Organization in its initial declaration, published in 1948: “Health is a state of complete
physical, mental and social well-being and not only the absence of disease or injury.”
The notion of health is the object of scientific study from several points of view and
within several disciplines. Besides research in medicine, public health, nursing, and
associated disciplines, there is health-related research in anthropology, psychology,
sociology, and philosophy. In some of these disciplines the focus is on a particular
aspect of the notion: in psychology, the experience of health and illness; in anthropol-
ogy and sociology, health and illness as factors of social importance. Philosophical
analyses of health have often involved an attempt to formulate global definitions of the
idea, and in the following most references will be to philosophical theories of health.

The Varieties of Health

Health, thus, is a notion primarily applicable to the human being as a whole. On the
other hand there are more specific derivative notions. Ever since antiquity, and
reinforced by the Cartesian distinction between body and mind, it has been natural to
separate somatic health from mental health. The interpretations of mental health have
varied over time. The ancient notion of mental health was closely connected to morality,
whereby the mentally healthy person was a person who lived a virtuous life, but this
notion has lost most, though not all, of its significance today. The idea of spiritual health
is also current in the health sciences and is evident in the current formulation of the
health concept of WHO (see below) although it is not systematically recognized.
Bernhard Haring (1987) is a leading spokesman for a notion of health including a
spiritual dimension: “A comprehensive understanding of human health includes the
greatest possible harmony of all of man’s forces and energies, the greatest possible
spiritualization of man’s bodily aspect and the finest embodiment of the spiritual” (154).

The various categories of health have connections to each other. Sometimes bodily
health has been given priority in the sense that it has been viewed as a prerequisite for
mental health. Galen (ca. 129-216/7) in some of his writings attempted to explain
mental properties of the person in terms of specific mixtures of the bodily parts (Galen
1997). Consider also the ancient proverb mens sana in corpore sano (a healthy mind in
a healthy body). In the modern discussion about mental illness, one position, favored
in particular by doctors, is that all mental illness has a somatic background, i.e., all
mental illnesses — if they exist at all — are basically somatic diseases (Szasz 1974). The
customary view, however, also in Western medicine, is that a person can at the same
time be somatically healthy and mentally ill, or vice versa.

The Latitude of Health

Since antiquity theorists of health have emphasized that the health—ill-health dichot-
omy is not represented by two opposite states. There is instead a dimension or latitude
of health from optimal health to maximal ill-health. According to this idea a person can
be in a state that is far from optimal health but still be healthy. Likewise, people’s states
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of ill-health can vary between mildly ill and seriously ill. Galen is perhaps the
philosopher who has contributed most to the analysis of the latitude of health. He
made more distinctions in this respect than are customary today. He not only distin-
guished between health and ill-health but also acknowledged a state in between these
called the neutral state. This means that, according to Galen, a person can be neither
healthy nor ill but instead in a neutral state along the health—ill-health dimension. This
idea concerning latitude of health was developed in several sophisticated ways in the
medieval medical discussion. (For a thorough analysis, see Ottosson 1982.)

Some Classic Theories of Health
Health as Absence of Disease; the Idea of a Natural Function

Although health is often described in nonmedical terms and with reference to
nonmedical contexts, it has its primary place and function as a medical concept.
Health in the medical arena is contrasted in particular with disease but also with
injury, defect, and disability. Culver and Gert (1982) have adopted the term “mal-
ady” to cover the negative antipodes of health. In many medical contexts (Hesslow
1993) and in several philosophical reconstructions of the notion of health (Boorse
1977, 1997), health has been defined as the absence of diseases or the absence of
maladies. Thus the perfectly healthy person, according to this analysis, is the person
who does not have any diseases or maladies. This is the highly influential negative
definition of health which is in focus in another chapter of this Handbook. The
present chapter, in contrast to this, is focused on concepts of positive health.

In many contributions to the theory of health a distinction is made between the
concepts of disease and illness (Boorse 1975; Twaddle 1993; Fulford 1989). The
general idea behind this distinction — although the distinction has been drawn in
different ways by different authors — is that a disease is a deranged process in the
person’s body whereas an illness is the person’s negative experiences, for instance,
pain or anguish, resulting from the disease. In addition, some theories include
disability in illness (see below). The distinction between disease and illness has
proved useful in several contexts, including the clinical one (Hellstrom 1993), for
separating the disease as a pathological phenomenon from its impact on the person
as a whole.

Health as Balance

An extremely powerful idea in the history of medicine is that positive health is
constituted by bodily and mental balance. The healthy person is a person in balance,
normally meaning that different parts and different functions of the human body and
mind interlock harmoniously and keep each other in check. The Hippocratic and
Galenic schools (Hippocrates 460-380 BD and Galen 129-216/7 AD) were the first
Western schools to develop this idea in a systematic way. A healthy body was seen as
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one where the primary properties (wet, dry, cold, hot) of the body balance each other.
In the medieval schools, following Galen, this idea was popularized and formulated
in terms of a balance between the four bodily humors: blood, phlegm, yellow bile,
and black bile (Galen 1997).

The idea of balance is strong in several non-Western medical traditions. The
Ayurveda tradition in India, for instance, declares that there are three humors acting
in the body, the breath (vata), the bile (pitta), and the phlegm (kapha). The pro-
portions of the three humors vary from person to person, and their actions vary
according to the season, the environment, and the person’s lifestyle and diet. In good
health the humors are in equilibrium. Disease is the result of their imbalance (Singhal
and Patterson 1993).

Balance is a powerful idea also in modern Western thought, in particular within
physiology. The idea is then often to be recognized under the label of homeostasis
(the Greek word for balance). Walter Cannon’s (1871-1945) classical work on
homeostasis (1932) describes in detail how the various physiological functions of
the body control each other and interact in feedback loops in order to prevent major
disturbances.

The idea of balance or equilibrium (the Latin word for balance) has a rather
different interpretation in the writings of Ingmar Pérn (1993). Here balance is a
concept pertaining to the relationship between a person’s abilities and his or her
goals. The healthy person, according to Porn, is the person who can realize his or her
goals and thus retain a balance between abilities and goals (cf. section “Health as
Ability,” below).

The Ideas of Health as Well-Being and Ability

In addition to the interpretation of health as balance between primary qualities Galen
gave a holistic interpretation of health on the level of the person: Health is a state in
which we neither suffer from evil nor are prevented from the functions of daily life
(Galen: De sanitate tuenda, 1, 5; cited in Temkin 1963, p. 637). In this formulation
Galen includes two thoughts which have had a central position in the philosophy of
health right up to our own day: health is well-being in some sense, and health entails
that the person has a basic ability to perform actions which are crucial to the person,
in particular in his or her daily life.

Well-being and ability as realized in a person can also be seen as criteria for the
existence of bodily and mental balance in this person.

Health as Well-Being

The WHO definition of health can be said to represent a strong tradition in the
philosophy of health where well-being is the central concept. Positive health is
identified with well-being or happiness; illness is understood as suffering or pain.
The first formulation, from 1948, is the following:
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Health is a state of complete physical, mental and social well-being and not merely the
absence of disease or infirmity.

In the conference on health promotion (WHO 1996) this definition was enlarged
to include spiritual health:

Health is a dynamic state of complete physical, mental, social and spiritual well-being, and
not merely the absence of disease or infirmity.

It should be noted that this extremely positive characterization of health still has a
conceptual connection to the notions of disease and infirmity. A necessary condition for
complete health, according to this definition, still is that no disease or infirmity is present.

Although the WHO definition has been much criticized and has had rather little
clinical significance, its impact on the rhetoric of health policy has been enormous
and is frequently cited in various official health contexts.

The idea of identifying health with complete well-being is slightly modified in the
WHO'’s Ottawa Charter for Health Promotion (WHO 1986). In this characterization
there is indeed a reference to the basic WHO definition, but there is an interesting
addition pointing in the direction of an ability-oriented definition of health (see
below):

Health is, therefore, seen as a resource for everyday life, not the objective of living. Health is
a positive concept emphasizing social and personal resources, as well as physical capacities.
Therefore, health promotion is not just the responsibility of the health sector, but goes
beyond healthy lifestyles to well-being.

Problems Concerning the Identification of Health with Well-Being

Critical points can be raised with regard to such characterizations of health as are
solely in terms of a person’s well-being. It is clear that well-being (in some sense) is
compatible with disease. A person can feel well and have a disease, even a serious
disease in its initial stage. This is sometimes cited as a counterintuitive proposition.
The general idea that health is related to well-being can, however, be modified to
cover this case too. The individual with a serious disease, it may be argued, will
sooner or later have negative experiences such as pain, fatigue, or anguish. Thus the
ultimate criterion of a person’s health could be seen as his or her present and future
well-being. (For a different approach suggesting that complete health is compatible
with the existence of disease, see Nordenfelt 1995, 2001.)

The WHO definition, which keeps a connection to the absence of diseases and
infirmities, has been criticized for other reasons. One set of criticisms is related to the
word “complete.” Several writers have noted that this euphoric definition is readily
falsified. It has been shown that in a 14-day period the average adult experiences
about four symptoms. Viewed in this light we are all ill! (Larson 1996).

It must be admitted, though, that, however health is ultimately characterized, a set
of feelings are normally related to it. The person who is healthy normally has a
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number of positive experiences associated with being so, the person who is
unhealthy a number of negative ones. The difficult question to settle is whether
these experiences constitute the state of health in question or whether they are just
normally associated with it. WHO in the basic documents obviously settles for the
constitutional idea. So do various phenomenological accounts (see below).

It is a difficult task to characterize the well-being purported to constitute health. If
one includes too much in the concept, as in the WHO context, there is a risk of
identifying health with happiness. As many critics have said, health cannot reason-
ably be identical with complete physical, mental, and social well-being. The absurd
conclusion from this conception could be that all people who are not completely
successful in life are to be deemed unhealthy. A way of solving the problem
concerning what kind of well-being constitutes health would be to say that it only
concerns what may be described as inherent well-being (which is to say, well-being
directly connected with the person’s body and mind) and not such well-being as is
directly dependent on particular circumstances. In this case, a person’s happiness
about, for instance, having had a baby or earned a fortune would not be a part of the
person’s health.

Some authors (Gadamer 1993; Leder 1990) have pointed out that phenomeno-
logical health (or health as experienced) tends to remain as a forgotten background.
Health is in daily life hardly recognized at all by its subjects. People are reminded of
their previous health only when it is being disrupted, when they experience the pain,
nausea, or anguish of illness. Health is “felt” only under special circumstances, the
major instance being after periods of illness when the person experiences relief in
contrast to the previous suffering.

Feelings and the Notion of Subjective Health

It may therefore be argued that it is not a plausible strategy to identify health
(in general) with a set of feelings. On the other hand, it is more than plausible
to identify one aspect of health, viz. its subjective aspect, with a set of feelings. Some
theorists make the distinction between objective health and subjective health, where
the latter refers to the subject’s beliefs and feelings. A person who feels well or
believes that he or she is well is subjectively healthy, according to this line of
thought. The converse holds for subjective ill-health or subjective illness.

Subjective ill-health is obviously holistic in nature. Here it must be the feeling
person as a whole who is ill. Some theorists (for instance, Canguilhem 1978;
Marinker 1975; Twaddle 1993; Young 1982; Hofmann 2013) strongly emphasize
this element of experience and wish to make it a prerequisite for using the illness
label. Also in the phenomenological literature there is an understanding of health and
illness in terms of the person’s experiences or at least in terms of his or her
subjectivity. As Fredrik Svenaeus 2012, p. 103, puts it, “To be ill means not to be
at home in one’s being in the world, to find oneself in a pattern of disorientedness,
resistance, helplessness and perhaps even despair, instead of in the homelike trans-
parency of healthy life.”
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However, although well-being or absence of ill-being is an important trait in
health, most modern positive characterizations of health have focused on other traits.
One such trait is health as a condition for action, i.e., ability.

Health as Ability

A number of authors in modern philosophy of health have emphasized the place of
health as a foundation for achievement (Parsons 1978; Whitbeck 1981; Seedhouse
1986; Nordenfelt 1995, 2001; Fulford 1989). In fact they argue, in partly different
ways, that the dimension ability/disability is the core dimension determining
whether health or ill-health is the case. A healthy person has the ability to do what
he or she needs to do, and the unhealthy person is prevented from performing one or
more of these actions. There is a connection between this conception and the
conception that illness entails suffering. Disability is often the result of feelings
such as pain, fatigue, or nausea. Conversely, disability is often the cause of some
suffering.

The formidable task for these theorists is to characterize the set of actions that a
healthy person should be able to perform. Parsons (1972) and Whitbeck (1981) refer
to the subject’s wants (i.e., the healthy person’s being able to do what he or she
wants), Seedhouse (1986) to the person’s conscious choices, and Fulford (1989) to
such actions as could be classified as “ordinary doings.” Fulford, who pays most of
his attention to the negative notion of illness, declares that “the patients who are ill
are unable to do everyday things that people ordinarily just get on and do, moving
their arms and legs, remembering things, finding their ways about familiar places,
and so on” (1989, p. 149). Nordenfelt settles for what he calls the subject’s vital
goals. These goals need not be consciously chosen (also babies and people with
dementia have vital goals) — their status as vital goals derives from the fact that they
are states of being which are necessary conditions for the person’s minimal happi-
ness in the long run. Health in Nordenfelt’s theory is thus conceptually related to, but
indeed not identical with, happiness.

Although it is evident that health, as ordinarily understood, is connected with
ability, and ill-health with disability, one may still doubt whether the dimension
ability/disability can remain the sole criterion of health/ill-health. An important
argument concerns those disabled people who are not ill, according to the common
understanding, and who do not consider themselves to be ill. These people are to be
classified as unhealthy according to the ability theories of health.

One answer to this question (Nordenfelt 2001) is that disabled people need not be
unhealthy if their disability is established merely according to conventional mea-
surements. There are several standardized instruments for the measurement of
disability today (see, for instance, the so-called DALY instrument, Reidpath
et al. 2003). People are unhealthy, says Nordenfelt, only if their disability is
established in relation to their individual vital goals. Moreover, a disabled person
need not, of course, have any disease. Both disability and ill-health in Nordenfelt’s
system are compatible with the absence of diseases. Health can be reduced by other
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causes than maladies. Another answer, proposed by Fredrik Svenaeus, 2001, is that
there is a phenomenological difference between the disabled unhealthy person and
the disabled healthy person. The unhealthy person has a feeling of not being “at
home” with regard to his or her present state of body or mind. This feeling is not
present in the case of the disabled in general.

Observe also that the notion of disease (or malady) will have a slightly different
connotation given a concept of health centered on ability or well-being than it has
according to the naturalistic account. For the naturalist Boorse, who defines health in
terms of the absence of diseases, a disease is a dysfunction in relation to the survival of the
individual or the species, while for the theorist who defines health in terms of health or
well-being a disease is a dysfunction in relation to the individual’s ability or well-being.

Nursing and Feminist Characterizations of Health

It is striking that almost al/ characterizations of health in the nursing and feminist
literature are of a holistic kind, referring to a person’s well-being and/or abilities.
Some simply adopt the WHO definition.

The following examples are attributable to the nursing theorists Hildegard Peplau
and Imogene King, respectively:

Health is a word symbol that implies forward movement of personality and other ongoing
human processes in the direction of creative, constructive, productive, personal, and com-
munity living.

Health implies continuous adaptation to stress in the internal and external environment
through optimum use of one’s resources to achieve maximum potential for daily living. (See
Marriner-Tomey 1994, p. 310 and 329)

These examples illustrate the fact that the intuitions about health which are to be
found in the nursing literature and at least in part of the feminist literature go in a
positive or holistic direction. It may also be noted that in this literature no conditions
as to the absence of disease or infirmity are raised.

Some theorists contend that the way we define and in general look upon health
and health care is dependent on our gender (Oakley 1993). This difference is well
reflected in the traditional health professions. The traditional doctor is a man who is
basically concerned with the physical condition of his patients. He sees his primary
task as being to cure the diseases of the patient by use of well-established treatments,
often in the form of surgery and drugs. To the traditional doctor a functional analysis
of health and disease is the natural choice. The traditional nurse is a woman who is
basically concerned with the general well-being of the patient. She sees her primary
task as being to care for the person as a whole. Caring, for her, means above all
“relating to the ill person as a whole person whose psyche is equally involved with
her or his soma in the illness in question” (Oakley 1993, p. 40). Thus one may say
that a holistic analysis of health is the most natural one to the nurse.

Several feminist writers also argue in the direction of a positive definition of
health:
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There is also good reason to reject the view that health is nothing but the absence of such
infirmity, in favor of the claim that it requires positive well-being. Discovering what positive
well-being might mean for women in a world without sexism is a project to which we all
must turn. (Purdy 1996, p. 177)

There is an interesting notion often encountered in feminist literature and labeled
as “reproductive health.” In using this term authors often refer to circumstantial
factors improving or sustaining people’s general health. Reproductive health is
promoted if people are given the opportunity to enjoy a secure and positive sexual
life, through legal abortion, efficient contraceptive devices, and protection against
sexual violence. However, there is also a formal definition of reproductive health in
holistic terms:

The purposes of sexual health care should be the enhancement of life and personal relation-
ships, and not merely counselling and care related to procreation or sexually transmitted
infections. Reproductive health implies that people are able to have a responsible, satisfying
and safe sex life and that they have the capability to have children and the freedom to decide
if, when and how often to do so.

This definition of reproductive health was officially adopted by the WHO mem-
ber countries and confirmed at the fourth International Conference on Population and
Development in Cairo in (WHO 1994).

There are several other gender-dependent issues in the philosophy of medicine
and health. Most of them concern circumstantial and causal factors behind health and
ill-health. One concerns men’s violence against women and the consequences for
women'’s health. The same holds for issues such as the discrimination against women
in various sectors of society. For one thing women are often prevented from taking
leading positions and having high salaries. Women often find themselves in a
situation where they have double occupations: paid work plus a substantial respon-
sibility for the family household. As a consequence there are also notable differences
in the disease panorama. Women’s paid work may contain different kinds of stress
which have an effect particularly on mental rather than physical well-being. Two
other factors are the discrimination against women and sexual harassment. Likewise,
poverty among women may cause ill-health and restricts opportunities to improve
health.

Health and Cultural Relativism

If health is a value-laden concept, then, some would argue, there are differences in
the interpretation of health between cultures both historically and geographically. It
is important to note that these differences can be quite profound.

The concepts of health can vary from culture to culture because there are
fundamental differences in the basic philosophy of health and health care, as
between Western medicine and traditional Chinese medicine or the traditional
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Indian Ayurveda medicine. Western medicine, which is to a great extent based on a
naturalistic philosophy of man, arrives easily at a naturalistic understanding of
health, whereas oriental schools with a holistic understanding of man in a religious
context derive a notion of health which incorporates forces and developments that
are partly supernatural.

The ways of and reasons for ascribing health to people may, however, vary even if
there is a basic common theory of health and disease. Consider a particular physi-
ological state, the state of lactase deficiency, which has the status of disease in a
Western country but not in most North African countries. Lactase deficiency causes,
in combination with ordinary consumption of milk, diarrhea and abdominal pain.
Thus in Western countries, where people ordinarily drink milk, lactase deficiency
will typically lead to illness. Therefore this state ought to be included in a list of
diseases in these countries. In North Africa, however, people rarely drink milk.
Therefore lactase deficiency seldom leads to illness. Consequently it would be
misleading to consider lactase deficiency a disease in this part of the world.

What makes the difference between the Western and the African cultures in this
example is not necessarily different concepts of disease. It could be a question of
different lifestyles and different environments judged from the point of view of a
single concept of disease.

Given an ability-based concept of health there may be further cultural dependen-
cies, since a particular ability is always ability in relation to a certain background. A
background may enable a person to perform a certain action but may also make this
action difficult, or even prevent the person from performing it. It is more difficult to
build a house on the Himalayas than on the plain further south in India, so the claim
that a person has the ability to build a house amounts to very different things in these
two regions. In addition to the physical environment we have the societal environ-
ment. A society can enable one to pursue a particular course of action, or render it
impossible. What, then, are the consequences of this for the concept of health?

Assume that G is a crucial goal common to most people in both the societies S1
and S2 and that G is more easily fulfilled in S1 than in S2. The psychophysical
resources needed for realizing G in S2 are much greater than in S1. Being able to
achieve G in S1 is thereby significantly different from being able to achieve G in S2.
And, therefore, being healthy in S1 (at least as far as this variable is concerned)
means something different from being healthy in S2. (For a discussion about health
as a culture relative concept, see Khushf (2001).)

Health of Human Beings Versus Health of Animals and Plants

Health, disease, and the other central medical concepts are not used only in the
human context. We ordinarily ascribe health and disease also to animals and plants.
Do we then apply the same concept of health?

In this case the answers differ. The naturalists, who relate health solely to survival
and reproduction, can easily transpose their concept to the world of animals and
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plants. (For such a view see, for instance, Broom 1993.) The same could hold for
balance theorists. It is more problematic to use the idea of health as ability or, even
more, the idea of health as well-being all over the world of animals and plants. This
can serve as an argument in favor of the naturalistic account. On the other hand it can
be argued that there is an enormous difference between the human context and the
context of other living entities. Human beings live in complex societies with
complex demands and with a system of health care that is supposed to serve these
demands. Health is important for a human being because it enables him or her to
engage in crucial activities, such as work, political activities, and leisure activities —
and, not least, to engage in close human relations such as friendship and love. Thus
the health concept that is of interest to most people is a holistic one embracing all
such relevant abilities. Therefore, it is no wonder that the concept of human health
has evolved in directions quite different from those taken by the concepts of health
concerning animals and plants.

Definitions of Key Terms

Health Health is a central, but at the same time controversial, concept
in medicine, health care, and health promotion. In modern
philosophy of medicine there are two main lines of thought.
One is of the naturalist kind, where health is seen as the
absence of disease. Disease in its turn is defined as a reduced
biological function. The other line of thought is normally
called normativist or holistic. According to this idea health
is a value-laden concept referring to the well-being or ability
of the human being as a whole.

Subjective health It is common to distinguish between health in general
(or objective health) and subjective health. The latter notion
is connected to the subject’s beliefs and feelings. A person
who feels well or believes that he or she is well is subjectively
healthy, according to this line of thought.

Balance According to a powerful idea in the history of medicine the
healthy person is one who is in bodily and mental balance. This
idea has been interpreted in several ways. The ancient writer
Galen, for instance, viewed health as the balance between the
primary properties of the body. In modern physiology the
favored term is homeostasis, entailing that the various physio-
logical functions of the body control each other and interact in
feedback loops. A completely different idea is that health is
constituted of a balance (often called equilibrium) between a
person’s abilities and his or her goals.

Well-being The term “well-being” can be used to refer to the whole
spectrum of positive feelings, from sensual pleasure to spir-
itual happiness. When the notion of well-being is used for the
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purpose of defining health, one normally has in mind a kind
of well-being that is directly connected to the person’s body
and mind and not merely the result of immediate positive
external influence.

Ability A person’s ability constitutes, together with his or her oppor-
tunity, the person’s practical possibility to perform a set of
actions. The ability part consists of such conditions internal to
the person’s body and mind as are required to reach an
essential goal. In the philosophy of health there exist a num-
ber of attempts to specify the goals of such abilities as are
required for a person’s being healthy.

Culture relativism The term “culture relativism” in relation to health is under-
stood in at least three different senses in this article: (1) health
as dependent on culture-relative philosophies of man,
(2) health as dependent on culture-relative habits, and
(3) health as dependent on culture-relative platforms for
action.

Summary Points

» Health is the major goal of medicine.

* Health is primarily applicable to the human being as a whole.

* There is a dimension or latitude of health from optimal health to maximal
ill-health.

» According to a classical idea health is constituted by bodily and mental balance.

* In contemporary philosophy of health there are two main lines of thought:
naturalism and normativism (holism). According to the former health is the
absence of diseases. According to the latter health is constituted by the subject’s
well-being and ability.

» The WHO concept of health refers to complete well-being.

» The concept of subjective health refers to the subject’s feelings and beliefs.

* Some influential contemporary philosophers of health have developed theories
where the subject’s ability to reach essential goals is in focus.

* Nursing and feminist characterizations of health all go in the normativist (holistic)
direction.

* There are cultural differences in the interpretation of health. These can be
dependent both on different ideologies and different life opportunities.

* Health is a concept applicable also to animals and plants.
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Abstract

Health and disease are central concepts in medical practice. Defining them may
assist in determining the scope of medicine; legitimizing medicine and psychia-
try; and determining or even justly distributing medical care. This chapter reviews
the philosophical literature on health and disease. It discusses naturalism (the
view that disease is a value-free concept), normativism (the view that the concept
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of disease is, essentially, value laden), and reasons why the polarizing opposition
between naturalism and normativism may have to be rejected or, at least,
nuanced.

Introduction

Is obesity a disease? How would one answer such a question? Obesity may shorten
one’s life-span: but so does poverty or working as a surgeon, and some chronic
diseases do not affect life-span. Obesity is influenced by the environment as well as
by genetic constitution, but so are infectious diseases and personality. Obesity causes
or is associated with other illnesses, but so, once again, is poverty — whereas some
diseases occur in isolation. Finally, obesity may be bad for one, but that is another
feature it shares both with many diseases and many non-diseases, such as insecure
employment and an unhappy marriage.

To answer the question of whether obesity is a disease, it is necessary to know
what makes something a disease. And that is a question that has exercised philos-
ophers of medicine for at least the last 40 years. Their main concern has been
whether disease is a value-free or scientific concept — which suggests that scientific
inquiry alone can answer the question of whether obesity is a disease — or whether it
is a value-laden concept, in which case obesity’s being a disease would depend
primarily on how obesity is evaluated. This chapter will offer an introduction to and
overview of these debates.

Section “Background” provides some background and history that will explain
why this question was foregrounded, and why it continues to be an important one.
Section “Conceptual Analysis” gives a brief sketch of what sort of project one
engages in when one poses the question “what is a disease ?”
Section “Naturalism” focuses on the first main position: naturalism, which claims
that disease is a value-free, empirical, and/or scientific concept.
Section “Normativism” considers normativism, the view that disease is, by defini-
tion, a value-laden concept. Section “Beyond Naturalism and Normativism” reviews
some of the reasons given in the more recent literature for rejecting or moving
beyond a simple binary opposition between naturalism and normativism.

Background

There are many reasons beyond mere intellectual curiosity for being concerned with
what disease is. One historically important reason originates in the so-called “anti-
psychiatry” movement in the 1960s. Anti-psychiatrists contended that psychiatry
was neither a science nor concerned with legitimate diseases. Instead, anti-
psychiatrists claimed that psychiatry medicalized ordinary problems in living and
acted as a tool of social control (Szasz 1960). Examples of supposed misuse or even
abuse of psychiatric diagnoses include considering masturbation a disease; hysteria
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and drapetomania — i.e., the “disease” of slaves who ran away from their masters;
and the practice of locking up of political dissidents in psychiatric institutions in the
Soviet Union (Caplan et al. 1981).

Attempts to respond to the anti-psychiatrist challenge produced a substantial
literature on the nature of disease. This literature was primarily concerned with the
question of whether diseases, including mental disorders, were real, natural, or scien-
tific entities — which would provide a defense against anti-psychiatric criticisms — or
whether diseases were social or evaluative categories, a position whose relation to anti-
psychiatry is more murky. On the one hand, such a position might be seen to legitimize
anti-psychiatry, because it confirms that diseases are social categories. On the other
hand — and this was undoubtedly meant to be the main thrust of the argumentation — if
it were true that all disorders are social categories, then anti-psychiatrists would not
have identified a problem that sets psychiatry apart from the rest of medicine; if this is
a problem, it is a problem for medicine as a whole.

This debate became practically relevant when homosexuality became a point of
contention in the construction of the third edition of the Diagnostic Statistical
Manual (DSM), an influential list of mental disorders issues by the American
Psychiatric Association (Bayer 1987). Homosexuality was listed as a mental disor-
der in the second edition of the DSM, but by the early 1970s, an active and
increasingly powerful gay lobby campaigned to take it out. Psychiatrists were
divided on the issue, and in the subsequent debates, the definition of disease took
on a crucial importance. If diseases were natural entities — e.g., biological dysfunc-
tions — it was believed that homosexuality would be a disease, because it was thought
not to promote the biological function of reproduction. If diseases were conditions
that were disvalued by patients, then homosexuality would not be a disease other
than in those who disvalued it themselves.

The gay lobby won this debate, and an account of disease as condition that
patients disvalue and are willing to present in a clinical context persists in the
DSM to the present day. But the debate about this issue has not ceased, nor the
underlying questions become irrelevant; quite the opposite. Psychiatry remains
under particular pressure for medicalizing ordinary problems such as grief/depres-
sion (Horwitz and Wakefield 2007); enforcing social control, such as in cases of
misbehaving children and diagnoses of ADHD (Hawthorne 2007); and creating
spurious diagnoses, such as, perhaps, social anxiety disorder. Meanwhile disecase
concepts such as obesity; risk factors such as elevated blood pressure; and vague or
contested diagnoses such as fibromyalgia show that these questions are not restricted
to psychiatry: they are far from straightforward in somatic medicine. Examples such
as these continue to raise questions about the scope of medical practice and about the
nature of disease.

These questions have also become significant in two further contemporary
contexts. First, since the 1970s, there has been an ever-increasing concern with
containing the rising costs of healthcare and the distribution of healthcare resources.
These debates often start by delineating the conditions that fall within or outside the
scope of the healthcare system (e.g., Daniels 1985). Second, the last two decades
have seen a significant interest in philosophy in debates about medical
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enhancements. In these debates — when focusing on the contrast between treatment
and enhancements — assumptions about what are and aren’t diseases play an impor-
tant role. In all these contexts, then, the question what disease is, and how to
distinguish it from health, seems of crucial importance.

Conceptual Analysis

Before looking at dominant views on what disease is, it is important to consider what
one is doing when asking the question “what is disease?”” One possible answer is that
one is trying to give an exhaustive account or exact description of all the ways in
which people use the term “disease” and all the things that they are, or think they are,
referring to with that term. But such a project is neither desirable nor philosophical. It
is not philosophical because the best way to find this out would be to run an
empirical piece of research mapping people’s actual usage of the term “disease.” It
is not desirable because the very reason for posing the question is that there are
certain controversial or borderline cases, where there is disagreement or uncertainty
about the answer. Asking people what they think would, presumably, just replicate
that controversy; it would not uncover a way of resolving it.

A second way of conceiving the project is to take it as an attempt to discover what
the real-world category is that our term “disease” picks out. Thus, for example, in
chemistry it is discovered that water is H,O or that gold is really Au. Or, to give a
disease example, it is discovered that the constellation of symptoms known as
“consumption” is really a disease entity identified by a particular cause: pulmonary
tuberculosis.

Such a project, however, makes substantial presuppositions. It presupposes that
whatever category is salient to us must also exist as a category in the mind-
independent world. It also presupposes that categories in the natural sciences take
precedence over other ways of categorization. But both assumptions can be
questioned. The category “young black men,” for example, is both salient and
very important in discussions of racial profiling; inequalities in incarceration; and
other forms of social injustice. But it is not so clear that this is a category that exists
“in the world” — or outside our social tendency to recognize it as such (Michael
2016). The second assumption can be questioned by considering that the biologi-
cally marginal distinction between onion and garlic could never reduce its great
culinary significance (Dupré 1993).

This second way of conceiving the project, then, may presuppose the very
question at hand: whether disease is a real, natural, or scientific concept.

A third way of conceiving the project lies between the two. In some ways it
attempts to provide a more polished version of what the first project is after: how
people employ the term disease. But this third way of conceiving the project assumes
that in our — often messy and frequently inconsistent — use of the concept disease, we
are latching onto particular underlying general ideas or features that unite our
common usage. The philosophical task lies in uncovering these underlying themes,



4 Disease as Scientific and as Value-Laden Concept 49

criteria, or ideas that guide and determine actual usage. Although this project, like
the first version, relies on actual usage, it is — unlike the first version — able to revise
and refine it; by doing so one might uncover underlying themes that can then be
consistently and usefully extended to resolve controversies or usefully disentangle a
confusion. For example, by specifying and then distinguishing between murder and
killing — or pornography and erotica — one can focus on whether there are cases of
killing that are not bad, or what — if anything — makes pornography harmful.

This third version of the project is what is usually known as conceptual analysis —
and this is the project that most of the relevant literature appears to be engaged
in. That also explains why the literature on disease — almost without exception — is
not concerned with what laypeople or even doctors call disease, but with a much
broader set of conditions, including disability and trauma. The philosophical litera-
ture on disease is thus using “disease” as a term of art, covering any condition that is
a departure from health. This chapter shall conform to that broad usage.

Thus far, the third version of the project has been distinguished from the first, but
what distinguishes it from the second version? The difference between versions two
and three is that, although the outcome of conceptual analysis might well be that the
concept of disease picks out a natural category — in which case the third and second
versions of the project generate the same result — the third version of the project does
not presuppose such an answer; it leaves open that “disease” may pick out some
other kind of category, if a unified category at all. And it is this that explains why the
question “what is disease?” is a question for philosophy and not for science: because
the question whether it is a question for science is still up for debate. And indeed
science does not presently have a straightforward answer to the question of what
disease is. Science can attempt to discover how obesity is caused, what conse-
quences it has, how to affect obesity rates and/or an individual’s body weight, and
so on. But science cannot discover whether obesity is a disease, until the meaning of
the term “disease” is pinned down.

And so it is to that question that the discussion now turns. From the introduction
above, it will be recalled that there are two main approaches to disease: naturalism,
which maintains that disease is an objective, empirical, and value-free concept that
scientifically picks out a real-world concept, and normativism, which maintains that
disease is primarily value laden.

Naturalism

Naturalists (e.g., Ananth 2008; Boorse 1977, 1997, 2014; Garson and Piccinini
2014; Hausman 2012; Kass 1975; Kendell 1975; Scadding 1988; Schramme 2007,
Szasz 1960) contend that “disease” is an empirical, value-free concept: a scientific
concept that picks out a natural, real-world category. This category is generally
proposed to be “biological dysfunction.” This section shall both provide an overview
of the arguments generally mounted in favor of and against naturalism, and
summarize specific naturalist positions.
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Arguments for and Against Naturalism

A main attraction of naturalism is that it appears to provide some assistance in
answering the difficulties that motivate our search for an account of disease. For if
disease is a scientific concept or category, then we could at least partially outsource
difficult social questions — such as who the medical system should treat; who is and isn’t
criminally liable; and who deserves our special consideration — to science. We cannot
outsource them fully because even the most ardent naturalist realizes that no naturalist
concept can determine social policy or moral requirements; we would always need to
add values before a naturalist concept can usefully be applied to social and moral
questions (Kingma 2012; note 4). A scientific definition would help, however, for
example by restricting the scope of enquiry by providing a default for further moral
analysis. Normativists, by contrast, cannot rely on science in this way and hence have a
difficult job justifying why one kind of evil — say, murderous intent — should be treated
so differently from what on their view is just a different kind of evil: mental disorder.

Naturalism is also seen as attractive because it would legitimize medicine and
psychiatry as engaging with real entities — diseases — and allow one to say that certain
now-discredited historical diagnoses — such a hysteria or drapetomania — were
factually wrong.

Finally, naturalism seems to map onto our pre-theoretical assumptions about
disease. There is often something informative and reassuring about being told that
one’s suffering arises from a disease. This is based on the idea that the disease is
some specific and real thing — often out of one’s control — and not merely one of
many other bad things that could cause or constitute suffering, or vices that one is
guilty of. There is also a lot of prima facie plausibility to the idea that health is
“bodies and minds functioning as they should” and that disease is “bodies and minds
going wrong,” i.e., biological dysfunction.

But despite those initial attractions of naturalism, the position faces some powerful
objections. First, although, prima facie, it seems plausible that disorders are biological
dysfunctions, something else that diseases seem to share is that they are generally bad
and near-universally disliked. Accordingly, a frequent objection to naturalism is that it
fails to capture the shared features of diseases that make them, and have historically
made them, salient to us as a category: these are conditions that are bad for us and that
are grouped together for that reason (e.g., Agich 1983; Cooper 2002; Engelhardt 1976;
Goosens 1980; Martin 1985; Margolis 1976; Nordenfelt 1987, 1993). Perhaps even
more powerfully, critics contend that naturalists strip diseases of the precise feature
that make us care about what diseases are. The reasons for the interest in defining
disease are social and moral: they are questions about #ow to treat people justly and
fairly. If diseases have no moral value as a category — if they are not conditions that are
bad or disliked — then this category lacks relevance for the role apportioned to it in
these morally charged debates (e.g., Lewens 2015, Chap. 11). A main criticism of
naturalism, then, is that naturalist accounts of disorder have started to float free of both
why diseases matter and why it is important to determine what it is.

Naturalists tend to respond to this by, in effect, adding a moral condition: only
bad or harmful dysfunctions are relevant to social debates. But one might think that
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does not avoid the objection; if the main emphasis is on biological dysfunction and
“harmful” is added as an afterthought, then this still fails to explain why diseases are
or should be so salient as a category.

In addition to these principled objections, many arguments against naturalism
focus on the details of proposed naturalist accounts. They contend that these
accounts fail to be value-free or fail to generate the right result for particular
examples. We will look at some of these arguments when the different accounts
are discussed in the following paragraph. Note that the force of the latter type of
argument is always difficult to establish in a project of the present kind; the defender
of the account always has the option of arguing that such a mismatch is precisely one
that calls for revision of our opinion and usage of a term, in light of the consequences
of their conceptual analysis.

Two Naturalist Accounts of Disease

Naturalists tend to define disease as biological dysfunction (see e.g., Ananth 2008;
Boorse 1977, 1997; Garson and Piccinini 2014; Kass 1975; Szasz 1960). But what is
biological dysfunction? A broken leg appears not to perform its biological function,
but how obesity should be understood in such terms is not immediately clear. The
question of what biological function — and function more generally — is has gener-
ated a substantial literature in philosophy of biology (e.g., Ariew et al. 2002). Two
main accounts of biological function are featured prominently — which, applied to
the present debate, result in two main naturalist accounts of disease.

The first account of function is a so-called backward-looking or etiological
account of function (Ariew et al. 2002, Chap. 4). This defines function by reference
to the evolutionary history of a trait: the function of a trait is the effect for which a
trait is selected. So, for example, the function of the human pelvis is (among other
things) to support upright walking, because it is that which explains the evolution of
the pelvis into its current human shape.

The second account of function is forward-looking: it defines the biological
function of a trait as its contribution to survival and reproduction (Ariew
et al. 2002, Chaps. 3, 6). Thus the human pelvis (among other things) has the
function of supporting upright walking, because that is how it contributes to our
survival and reproduction: walking upright frees up our hands which allows us to do
many things that are important for survival and reproduction, such as tool making
and cooking.

The difference between these two accounts may not be immediately obvious;
surely the effects of a trait that explain why it was naturally selected are the
contributions to survival and reproduction of that trait? But, although the differences
between the accounts are indeed subtle, they do exist. Consider, for example, turtle’s
flippers. They were selected for swimming, but turtles also use them to dig nests and
bury their eggs. According to the etiological account, only swimming is the function
of turtle’s flippers, because only swimming — not burying — is what these flippers
were selected for. According to the forward-looking account, both digging and
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burying are functions of turtle’s flippers, because both make contributions to survival
and reproduction.

This example immediately leads to one main criticism of the etiological account
of dysfunction and disease: surely medicine is interested in what traits do here and
now. In other words, when there is a discrepancy between a trait’s etiological
function — what it was selected for in, possibly, quite a distant ancestral past
and/or different ancestral environment — and the contributions a trait makes to
survival and reproduction in present circumstances, then surely medicine would be
interested in the latter, and specifically in failures of the latter, even if they aren’t
failures of etiological function? More simply, surely turtle doctors would care about
flippers that — for whatever reason — don’t bury, but still swim (Kingma 2013;
Murphy and Woolfolk 2000).

A second objection to etiological accounts is that there are many human traits that
weren’t selected for in the way required for them to gain etiological function. These
could therefore never dysfunction or be diseased. An example is the ability to learn
to read — which cannot be selected for but must arise from our exercising traits
selected for other functions. Dyslexia therefore might not be a disease (Kingma
2013; but see Griffiths and Matthewson forthcoming, for a response).

Another main criticism of the etiological account of function and disease is that it
is not of much help: the relevant evolutionary effects could never be accessed.
Instead the account is epistemologically circular: it infers from our current judgment
about what is disease to what the putative evolutionary underpinnings must be
(Murphy and Woolfolk 2000).

Most of the focus in the literature on health and disease however — in contrast to
the philosophy of biology, where the etiological account is more prominent — has not
been on an etiological account of disease, as most prominently developed by
Wakefield (1992; see also Wakefield et al. 1999), but on the forward-looking
account. And the remainder of the discussion of naturalism shall focus on this.

Boorse’s Biostatistical Account of Disease

Christopher Boorse (1977) developed the forward-looking account of biological
function into what is the most influential and most widely discussed account of
disease. It defines health as normal function and normal function as the statistically
typical contribution to survival and reproduction in a reference class. Reference
classes are age and sex and perhaps some other polymorphisms (such as white skin
for the purpose of vitamin D absorption). Disease, finally, is a departure from normal
function.

Consider an example. Pelvic health is normal function. The normal functions of
the pelvis are all the statistically typical contributions to survival and reproduction
that pelvises make in a reference class. That includes contributing to walking upright
in adults, but not in newborns. Similarly, in the reference class of women, it is a
statistically typical contribution to survival and reproduction of the pelvis to bear
babies, but not in men. A pelvis that does not perform these functions, for example,
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because it is broken and can’t support walking, or — in women — because it is
deformed and won'’t let through babies, is diseased.

Boorse’s account has received the most attention of any account of disease and
has been subjected to a staggering array of criticism, not all of which can be
discussed here — instead see Boorse (1997, 2014). Broadly speaking, criticisms of
Boorse’s account fall into four kinds: first, technical objections; second, complaints
that the account is value laden; third, charges that Boorse does not employ good
biology; and fourth, a long list of specific counterexamples. Since most recent
discussion has focused on the first two categories, they will be focused upon. The
third objection will not be discussed because discussions about the correct account of
biological function are best left to philosophers of biology. The fourth set of
objections is very specific, and — as noted earlier — their force in the present kind
of analytic project is always a matter of dispute. In any case, some of the most
interesting counterexamples arise in the context of the first two criticisms.

One of the longest-running objections to Boorse’s account is that it is value laden.
Specifically, it has been argued that the BST is value laden because of its choice of
goals: survival and reproduction (Agich 1983; Brown 1985; Engelhardt 1976). More
recently it has also been argued that the BST is value laden through its choice of
reference class, for which no biological justification can be given (Kingma 2007).
For why is being a male white baby a reference class, but not a male baby with Down
syndrome? On pain of circularity, the answer can’t be that the male white baby is
healthy. But without another answer available, this argument contends, it sounds like
an awful lot of work is being done by an arbitrary and possibly value-laden choice of
reference classes. Moreover, the argument claims, when a controversy is couched in
terms of what reference classes should be adopted — e.g., should there be a different
reference class for people who are gay or deaf? — then the BST does not seem able to
provide a nonarbitrary answer.

Boorse responds that such objections, either about goals or about reference classes,
do not make the concept of disease value laden. Although he grants that medicine
could have chosen to engage with something other than disease, it is engaged with
disease. And disease, he claims, is explicated by the BST. “[E]ven when a concept is
precisified one way rather than another for evaluative reasons, the result can still be a
value-free concept: cf. ‘meter’, ‘degree C’, or virtually any unit of measure. To think
otherwise is the genetic fallacy” (Boorse 1997: 28). His critics are not persuaded: no
one actually believes that there is anything other than a historically arbitrary choice
behind our concept of a meter; it was created, not discovered, by science and does not
— so to speak — “carve nature” at any particular joint. But surely the naturalist
suggestion and appeal is that what disease is is a real or respectable category out
there in the world — and not the result of a historically arbitrary cultural choice.

Other main criticisms of Boorse’s account are more technical and focus on the
details of his account. One such question concerns where Boorse locates the distinc-
tion between health and disease. Statistically typical function invariably indicates a
range of variation, with fuzzy boundaries. So when is a given contribution to survival
and reproduction enough of an adverse departure from normal to be a disease? Boorse
argues that such a boundary will just have to be placed at a particular population
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frequency, the bottom 5 % of function, for example. But no such simple method works
(Schwartz 2007): a far larger proportion of the population of 70-year-old men than of
16- year-old women will have what we think of as a heart disease. Schwartz proposes
a solution to this problem, which appeals to the consequences of such a departure:
when these consequences become significantly negative, the departure becomes a
disease. Whether this solution is value-free is up for debate (Kingma 2014).

Another technical criticism of Boorse’s account concerns whether the BST can
accommodate environmental variation and in particular harmful environments in
which diseases are the statistically normal result (Kingma 2010; Nordenfelt 1993).
The BST will want to designate the movement or “give” in a woman’s pelvis during
labor functional, because it contributes to her survival and reproduction. But being in
labor is not statistically typical for a woman: it may be a biologically normal — even
essential — state, but one that makes up a tiny proportion of her lifetime. To capture such
normal functions occurring in infrequent states or circumstances, the BST must define
normal functions as what is statistically typical given a specific environment or
situation. What, then, should the BST say about the organism's statistically typical
contribution to survival and reproduction given that it is poisoned or infected with
cholera? The BST cannot account for both situations (Kingma 2010). This argument
has sparked a lively debate (Garson and Piccinini 2014; Hausman 2011; Kingma 2015).

A final persistent sticking point regarding the BST is the example of so-called
ubiquitous diseases (Boorse 1997; Guerrero 2010). The BST defines health as that
which is statistically normal. So — the objection goes — what would happen if a nuclear
attack made the entire world blind, for the rest of human future? According to the
BST, after an initial transition period (because statistically normal function needs to
be determined with respect to a “reasonable time slice of the species,”) blindness
would be statistically normal and hence not a disease. That, it is argued, is unaccept-
able. But this argument is a fine example of the kind of argument whose weight is
difficult to determine in a debate about conceptual analysis. Boorse and others argue
that the BST gets this right: biology changes, and were all humans to become blind,
this would be the new norm — just as the lack of a tail and the disappearance of skin
pigmentation in populations of European heritage is normal (Boorse 1997).

Normativism

The main rival of naturalism is normativism (e.g., Agich 1983; Cooper 2002;
Clouser et al. 1981; Engelhardt 1976; Goosens 1980; Martin 1985; Margolis 1976;
Nordenfelt 1987, 1993; Reznek 1987; Whitbeck 1978) Normativism is the view that
health and disease are primarily, or essentially, evaluative concepts. Cooper writes:
“[bly ‘disease’ we aim to pick out a variety of conditions that through being painful,
disfiguring or disabling are of interest to us as people. No biological account
of disease can be provided because this class of conditions is by its nature anthro-
pocentric and corresponds to no natural class of conditions in the world” (Cooper
2002: 271).
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In many ways, normativism is less easily characterized than naturalism because it
is such a heterogeneous position (Simons 2007). Whereas naturalists are pretty
united on how disease is to be analyzed naturalistically — as biological dysfunction,
which admits of two main interpretations — normativists merely share the view that
health and disease are, in some sense at least, primarily value-laden concepts. But
there are many possible accounts of health and disease as value-laden notions and
many substantive conceptions on what values are. Moreover, normativists are not
always clear what interpretation of the claim “disease is value-laden” they have
in mind.

It is not possible to discuss all actual or possible varieties of normativism here.
Instead we shall first consider the general arguments in favor and against the view
that health and disease are value laden. A brief overview of different specific
normativist accounts will then be provided, which will give a clear flavor of the
variety on offer. In comparison to the section on naturalism, the discussion of
arguments supporting these normativist accounts will only be brief. This is because
individual normativist accounts have not been subjected to as much critical analysis
in the literature than their naturalist counterparts.

Arguments for and Against Normativism

Arguments for and against normativism mirror those against and in favour of
naturalism. A main attraction of normativism over naturalism is that it does one
main thing that naturalism failed to do: it promises to explain why we care about
disease, and perhaps even why we care about disease in such a specific way that,
among many misfortunes, they are of special concern to social justice. This argument
has considerable prima facie plausibility: diseases on the whole are conditions that
are of interest because they are bad for us. Naturalists may counter this argument by
claiming that, although value-laden concerns may well motivate the interest in
diseases — just as beauty and resistance to corrosion explain the interest in gold —
the concept of disease, like the concept of gold, nonetheless picks out a natural
category (Kingma 2012). But as mentioned, this reply and others fail to explain why
the connection between disease and social concern remains so salient.

The main arguments against normativism are, first, that normativists make a
conditions status as a disease wholly dependent on what societies think. Thus, or
so the argument goes, normativists could never maintain that Victorians were
wrong to think that masturbation and hysteria are diseases; that certain locally
desired and culturally promoted deformities — such as bound feet in China — are a
disease/disability; or that a society could be wrong about whether homosexuality is a
disease.

Normativists can respond in one of two ways to this argument. First, they can
stand their ground: when a practice is culturally desired, it is not a disease; after all
piercings, tattoos, ritual scarring, or circumcised penises are not considered diseases.
Second — and this is perhaps less widely noted — it could be argued that a commit-
ment to value ladenness need not entail a commitment to relativism or conventional
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accounts of moral value. Philosophy offers plenty resources to resist the entailment;
for example, one could argue that whether something is right or wrong is still a
matter of (moral) fact and not determined by “whatever any society happens to
thinks about it.”

A second main argument against normativism points toward animal and plant
health: it seems that illness can meaningfully be attributed to a mouse or a tree. But it
is not clear that a mouse — let alone a tree — can place a value on its condition. Nor is
it clear that such judgments are driven by human negative evaluation of the condi-
tion; a gardener could gleefully report that the dandelions in the garden seem to have
fallen ill — or an environmental activist that she has succeeded in releasing a pest onto
some hated GMO crop. The fact that these speakers value these illnesses does not
stop them from labeling them illnesses. Thus one main argument against
normativism and in favor of naturalism stresses that if disease can meaningfully be
applied to the natural world in a value-free way, it can meaningfully be applied in
that way to humans; there is no reason to think the term should suddenly change to
being different and value laden.

Finally, normativist accounts are often criticized for failing to distinguish between
diseases and other misfortunes. This is an important criticism because one of the
reasons to be clear about disease is that the concept of disease is used to make
relevant moral distinctions between different kinds of misfortunes: for example, in
court, the difference between being mentally ill (and hence excused) and simply
“evil,” or not raised well — and hence culpable — matters a great deal (Cooper 2002).
Think also of how differently people who are judged “genuinely” ill are treated
compared to those who are merely judged lazy or suffering from being unhappily
married.

Normativist Accounts of Disease

As mentioned, normativist accounts of disease are less easily characterized than
naturalist accounts. First, because they are far more varied (Simons 2007 gives a
good overview). Second, because many normativists haven’t clearly pledged alle-
giance to one account or the other, defending instead a more general claim that
disease is a value-laden concept. Third, normativists nearly always defend their
accounts in contrast to Boorse’s, rather than in contrast to each other, which means
that there is comparatively little work done on their comparative advantages. There-
fore the three most important ones will be discussed here — and their comparative
merits will be left up to the reader to decide. Detailed normativist accounts that are
not reviewed here in detail and that have received even less attention in the literature
are offered by Clouser, Culver and Gert, and Whitbeck. Clouser et al. (1981) define
“disease” as a condition, other than a rational belief or desire, that incurs or
significantly increases the risk of incurring a harm or evil. Whitbeck (1978) defines
diseases as conditions that people wish to be able to prevent because they
interfere with the bearer’s capacity to do things people commonly wish and expect
to be able to do.
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Cooper and Reznek on Disease

Rachel Cooper (2002) offers a normativist account of disease in which the idea that
diseases are bad or harmful conditions takes centre stage. According to Cooper’s
account, a condition is a disease if the following three jointly necessary and
sufficient conditions are met:

1. The condition is bad for the sufferer.
2. The condition is abnormal or unlucky.
3. The condition is potentially medically treatable.

In interpretation of the first condition, Cooper explicitly states that the condition
has to be bad for the sufferer herself, not merely bad for society. To use her example,
pedophilia is not a disease, regardless of its effects on others, if it is not bad for the
sufferer herself. Cooper defers the further task of cashing out what values are and of
what it is to be “bad for the sufferer” to the literature in ethics and metaethics (which
of course provides plenty of sources for saying both that pedophilia is and is not bad
for the sufferer).

Cooper’s second criterion is meant to delineate unwelcome, potentially medical
treatable conditions such as facial hair growth or menstruation or feeling tired from
actual diseases. The former, it is claimed, are normal; one is not unlucky to
suffer them.

The third condition functions to distinguish diseases from other kinds of mis-
fortunes. Cooper explicates “potentially medically treatable” as “deemed by soci-
ety as the kind of thing that medicine treats,” whereby she proposes a sociological
account of medical treatment. Thus, say, a psychosis is a mental disorder, but mere
evil intent and being in an unhappy marriage are not diseases according to
Cooper’s account. Although all these conditions may be unlucky and bad for the
sufferer, the latter two are not diseases because they are not conditions for which
we deem medical treatment appropriate. This interpretation of the third condition
distinguishes Cooper’s account from an earlier, almost identical account by
Reznek (1987), who lists the same three conditions, but interprets “medical
treatment” to consist of particular kinds of interventions (e.g., administering
drugs).

An example may help us get an overall grasp of Cooper’s account. A broken leg is
a disease according to Cooper because, first, it is bad for the sufferer; second, it is
unlucky/abnormal (most humans don’t have broken legs); and, third, it is the kind of
thing that medicine should treat. But having a harmless mole isn’t a disease because
it isn’t bad for the sufferer, menstruation isn’t a disease because it isn’t abnormal, and
being poor isn’t a disease because it is not the thing that medicine should treat.

One interesting outcome of Cooper’s account is that unwanted pregnancy can be
a disease on her account. For, first — on a plausible construction of badness — a
pregnancy is bad for a woman who has a good reason not to want become pregnant;
second, becoming pregnant when trying to avoid it is unlucky/abnormal, and, third,
it has become appropriate for medicine to treat unwanted pregnancy in many
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countries, at least in its early stages. Cooper argues that this outcome of her account
is correct, and that, given time — as widespread reliable contraception and safe
abortion are a relatively recent occurrence — we will come to regard it as such. But
many may feel that this can’t be: surely a healthy pregnancy is a core example of a
body’s successful execution of some of its most basic normal functions? How could
it possibly be a disease? The naturalist will be convinced by this reaction. The
normativist, however, is likely to regard it as simply, and wrongly, presupposing that
disease is biological dysfunction.

Nordenfelt on Second-Order Inabilities

A second, but much more revisionary, normativist account of disease is offered by
Lennart Nordenfelt. Nordenfelt (1987) defines disease as a second-order inability to
reach one’s vital goals. One’s vital goals are the goals that are jointly necessary and
sufficient for minimal happiness. A second-order inability is the inability to gain an
ability. Thus, for example, one may not have the ability to speak Spanish but possess
the second-order ability to learn to speak Spanish. How does this account work out
in practice? When, for example, one has a broken leg, one lacks the ability to do very
many things that are important to achieve minimal happiness, such as walking
around. Therefore having a broken leg is a departure from health, on Nordenfelt’s
account.

One main objection to Nordenfelt’s account concerns people with very specific or
ambitious goals: suppose that one is in such a deep personal crisis that it becomes
necessary for one’s minimal happiness to undergo plastic surgery that will make one
look like Kim Kardashian. Does that mean the person’s failure to look like Kim
Kardashian is a disease? Most would think that it is not. Nordenfelt’s response
partially concurs. He claims that a person probably would be judged to be ill if
looking like Kim Kardashian was one of their vital goals. But Nordenfelt suggests
that such a person could be helped by getting them to adjust their goals — which
would get rid of the illness — rather than providing them with plastic surgery.

Neo-Aristotelian Accounts of Disease

The third normativist account is more of a family of accounts: neo-Aristotelian
accounts (Foot 2001; Megone 1998). These accounts go back to an ancient tradition
of conceptualizing philosophy as “medicine for the soul,” and these accounts
consider both mental and physical health as primarily being about the subject’s
flourishing.

These accounts have been located where the naturalist no doubt would put them:
with the normativists. This is because they posit that an understanding of health
requires an understanding of what is a good life for the subject. But it is not clear that
neo-Aristotelians themselves would classify their position as normativist. The rela-
tionship between neo-Aristotelian accounts, naturalism, and normativism is



4 Disease as Scientific and as Value-Laden Concept 59

complicated because neo-Aristotelians are committed to a very specific Aristotelian
account of well-being or flourishing. This is itself supposed to be rooted in what one
might think of as a natural norm: in the kind of thing that something is. Thus, to use
an example, trees grow and catch the light. This means that for the Aristotelian a
“good” tree, a “happy” tree, and a “healthy tree” — all of which on this account
effectively amount to the same thing, as indeed is a “well-functioning tree” —are trees
that grow large and catch lots of light. Aristotelian accounts, then, deny a distinction
between biological functions and values; to them, these are all the same notion. To be
a good entity of some sort is to do the kind of things that that sort does.

Neo-Aristotelian accounts of disease face their own particular criticisms. One is
that they cannot distinguish between diseases and vices (Cooper 2007). And, indeed,
to the Aristotelian, both of these are departures from a healthy and/or virtuous soul
and body. But from a contemporary perspective, which is keen to maintain a
distinction between mental disorder and vice — think of criminal liability — this
may be an insurmountable problem. Another criticism of Aristotelian accounts is
that they follow an outdated and indeed false picture of biology, which cannot be
upheld in the face of modern understanding (Lewens 2015, Chap. 10).

Beyond Naturalism and Normativism

The brief discussion of Neo-Aristotelian accounts and the way in which
neo-Aristotelians might reject a strict opposition between naturalism and
normativism — or fact and value — is an excellent introduction to this final section.
Most of this chapter has been focused on naturalist accounts, normativist accounts,
and the opposition between them. And indeed, those are the familiar terms in which
the debate on health and disease is set up. But there are several reasons for thinking
that the opposition is both too stark and simplistic — and indeed, possibly, unhelpful.
The chapter shall finish with mentioning three of these reasons.

First, as the example of Aristotelian accounts already indicated, there are accounts
that do not subscribe to the naturalist-normativist opposition. As discussed before,
Aristotelians think that biological functions are normative and that values — or what
constitutes well-being — are facts grounded in natural norms. Indeed if attention is
turned to the literature on metaethics, which is the literature on what values are, then
there are more positions that propose to give a naturalized account of values — where
it is the values themselves that can be naturalized. On the other hand, there are people
who argue that what may appear as a fact is in fact a value — but that only in areas
where there is disagreement about the values, do the values light up as values; values
which are agreed are disguised as facts (Fulford 1989). Metaethics is not, however,
an area that the literature on health has paid special attention to.

Second, the opposition between naturalism and normativism is too simplistic.
One very recent, metaethically informed proposal, for example, argues that
normativists and naturalists do not differ on one but on two dimensions (Broadbent,
manuscript under review). One dimension is value/value-free, but the other dimen-
sion is subjective/objective. At present, normativism tends to be characterized as
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“value-laden + subjective” and naturalism as “value-free + objective.” If the two
dimensions are placed in a matrix, however, there are two other positions that can be
held. First one could hold that a concept is value laden, but nonetheless objective.
Such a position may correspond to views in metaethics which hold that moral facts
although not reducible to nonmoral facts are facts nonetheless: whether murder is
right or wrong, on this view, is not a matter of cultural convention, attitude, or
opinion, nor is it reducible to a nonmoral fact: it is a matter of (moral) fact. Such a
view is not implausible: indeed most of us are (or once were) of the view that there is
a moral truth about the wrongness of murder. Translated to health, it would be
possible to hold a view where health is value laden, but the values are objective, not
subjective. Given that one of the main criticisms of normativism is that it would lead
to some form of cultural relativism, it is surprising that this is a position that is not
explored more. Second, it would be possible to have a position where health and
disease are value-free concepts, but nonetheless subjective. Like causation or color,
they are something that we recognize — and do so as being out there in the world — but
that are nonetheless only brought into existence through perceptual engagement with
the world. This is the position Broadbent favors.

Third, the opposition is too stark. There are at least in principle several possible
ways in which naturalism and normativism could be combined, beyond defining
disease as harmful dysfunction. Kingma (2012, 2014) proposes one way of combin-
ing the insights and benefits of both normativism and naturalism. She argues that
naturalists are correct to think that disease is dysfunction, but that values play a role
in precisifying and specifying the concept of dysfunction.

To conclude, while the idea that disease is either a value-laden or a scientific
concept has had an important role in shaping the debate and remains, to some extent,
auseful starting place to think about the question of what disease is, it may not be the
best way to continue that analysis. The way forward is almost certainly not to
polarize further by emphasizing the contrast between naturalism and normativism,
but to adopt a more nuanced perspective either by crafting a position in the middle,
or by recognizing multiple dimensions of opposition, or by finding other ways of
combining the insights from both camps, or, indeed, by doing all of the above.

Definitions of Key Terms

Etiological account An account of biological function that appeals to the evolu-

of function tionary history of a trait and usually defines the function of a
trait as the effect for which that trait was selected.
Anti-psychiatry A social and intellectual movement in the 1960s that criti-

cized psychiatry. It claimed that psychiatry lacked legitimacy
as a medical or scientific discipline; that it was engaged in
mere social classification, misidentifying social problems as
disorders; and, at worst, that it was best characterized as a
tool of social control in support of existing power structures.



4 Disease as Scientific and as Value-Laden Concept 61

BST Biostatistical Theory: an account of health and disease
developed by Christopher Boorse that defines health as
normal function, disease as an adverse departure from nor-
mal function, and the normal function of a trait as the
statistically typical contribution by that trait to survival
and reproduction in a reference class.

Conceptual analysis  The philosophical project of uncovering underlying criteria
and (in)consistencies in our concepts, with an eye to pro-
viding clear definitions or criteria for application,
disentangling or even resolving controversies, and/or isolat-
ing specific philosophical questions.

DSM The Diagnostic Statistical Manual: an authoritative list of
mental disorders and their symptoms updated and published
roughly every two decades by the American Psychological
Association.

Enhancement The improvement of human (or animal/plant) characteristics
beyond what is considered “normal” or healthy (usually
contrasted with “treatment”).

Forward-looking An account of function that looks at the disposition of a trait

account of function to contribute to survival and reproduction.

Metaethics The branch of philosophy that considers the nature of ethical
concepts, attitudes, judgments, and properties.

Naturalism The view that disease is an empirical, scientific, and/or
value-free concept.

Normativism The view that disease is, essentially, a value-laden concept.

Reference class Technical term in Boorse’s BST: an age group of a sex (of a

race) of a species.

Summary Points

* Understanding the concept “disease” is important for determining the scope of
medical practice, for determining or distributing entitlements to medical care, and
for understanding the distinction between treatment and enhancement.

* The question “what is disease” is philosophical question, often answered by
conceptual analysis.

» Two positions on disease are usually contrasted: naturalism — which defines
disease in value-free terms, as biological dysfunction — and normativism, which
provides a value-laden analysis of disease.

* Naturalism promises objective assistance to answering social and moral ques-
tions, but fails to explain why diseases should be especially relevant to these
domains.
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* Normativists preserve a close connection between diseases and social and moral
domains, but struggle to explain how we apply the concept disease to nonhuman
organisms and face charges of historical and cultural relativism.

» Naturalists usually define diseases as dysfunctions, but their proposals are subject
to many technical objections.

* Many normativist accounts can be criticized for not adequately distinguishing
between diseases and other disvaluable conditions.

* Progress in this debate must come from moving beyond a simple naturalist-
normativist opposition, through combining the two positions and/or disentangling
the multiple contrasts between them that are presently conflated.
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Abstract

Psychiatry and the other mental health professions treat problematic psychological
conditions that are claimed to be “mental disorders” that qualify as genuine
medical disorders. Yet the question of whether psychological conditions such as
feelings, thoughts, and actions can be medical disorders remains a matter of
intense controversy. To resolve whether psychological conditions can be genuine
medical disorders requires an analysis of the meaning of “medical disorder.”
Several standard analyses, such as that medical disorders always involve physical
lesions, or medical disorders are simply undesirable bodily and mental conditions,
do not explain our nuanced judgments about disorder versus nondisorder. The
common argument that all mental disorders occur in the brain, therefore all mental
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disorders are brain diseases is not valid and does not explain how we recognize
psychological conditions as disorders in the absence of knowledge of the hypoth-
esized brain lesions. The best analysis appears to be the “harmful dysfunction”
analysis that combines a value criterion with a scientific criterion: a medical
disorder is the harmful failure of some internal mechanism to perform one of its
biologically designed functions. Because psychological functions, like physical
functions, have been biologically designed by natural selection, this account
explains how mental disorders can be genuine medical disorders in exactly the
same sense of “disorder” as other medical disorders, namely, they are both harmful
failures of biologically designed functioning. To the degree that current psychiatric
diagnostic categories are plausible attempts to identify such harmful psychological
dysfunctions, they are plausibly genuine medical disorders.

Introduction: Is Psychiatry Part of Medicine?

Psychiatry, clinical psychology, clinical social work, psychiatric nursing, and the
other mental health professions (collectively referred to here as “psychiatry’) claim
to treat mental disorders, understood as psychological conditions that are disorders
in the literal medical sense that they represent diminished health. These professions
of course do many other things as well. For example, they help normal individuals to
adapt to the stressful demands of our modern society when normal-range human
reactions, such as anxiety over public speaking or difficulty adjusting to a night work
schedule, do not allow individuals to satisfy those demands (Wakefield 2015b).
However, their focus on mental disorders is the rationale for locating them within the
“health” professions and providing them with the exceptional privileges and respon-
sibilities associated with medicine, including reimbursement for treatment by med-
ical insurance. The idea that there are genuine mental disorders in the medical sense
is integrated into our laws and social practices in many other ways as well. For
example, in forensic contexts, there is the “insanity plea” and other special pro-
visions for the mentally ill, as well as potential involuntary institutionalization of the
mentally disordered, and our social support systems provide disability benefits and
school and work accommodations to those suffering from mental disorders. In
ordinary life, too, we have come to rely on mental disorder as an explanation for
actions that otherwise seem inexplicable, such as why someone commits a mass
shooting or why a friend who seemed to have everything would commit suicide.
Nonetheless, psychiatry’s status as a medical discipline that treats medical disor-
ders of the mind has been vigorously challenged in controversies that have raged
across half a dozen academic disciplines over the past half century. The fundamental
assumption that psychological conditions consisting of thoughts, emotions, and
actions can be medical disorders has been disputed by a variety of groups, ranging
from scientologists and political libertarians to behavioral psychologists and some
psychiatrists themselves (e.g., Szasz 1974). The questions raised are, first, whether
the concept of mental disorder — that is, the concept of a psychological condition that
is a medical disorder — makes sense at all and, second, whether some of the
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psychological conditions currently recognized as mental disorders are in fact justi-
fiably considered medical disorders. These questions and proposed answers will be
explored in this article.

Among medical specialties, the conceptual challenge to the legitimacy of psy-
chiatry as part of medicine is unique. The root cause lies in psychiatry’s broad social
implications and uniquely sensitive social position. Psychiatry has moved from
asylum- and hospital-based inpatient treatment of severe conditions to community-
and outpatient-based intervention with milder conditions where the difference
between normal variation and disorder is harder to discern, raising complex concep-
tual and bioethical issues about the disorder/nondisorder distinction and potential
medical control over what are in fact normal variations in human experience
(Wakefield 2010a). After all, intense anxiety, intense sadness, lack of ability to
read, distraction and lack of interest in schoolwork, and delinquent behavior are
widespread in the community, and they can all be undesirable but normal parts of
life, yet under some conditions they are diagnosed as anxiety disorders, depressive
disorders, reading disorders, attention-deficit/hyperactivity disorders (ADHD), or
conduct disorders, so what is the difference between the normal-range problems and
the superficially similar mental disorders? Moreover, when treating mental disorders,
psychiatry manipulates emotions, thoughts, and behaviors that are of the same
general kind involved in all major areas of human endeavor and that in modern
pluralistic democracies are considered to be inappropriate targets for overt social
control, thus raising a question of human freedom (Wakefield 2010b). In fact
psychiatry repeatedly has been used for oppressive social control purposes, from
classifying runaway slaves as disordered in the antebellum American south and
classifying Victorian women as sexually disordered if they experienced orgasms to
classifying Soviet dissidents as psychotic. So, psychiatry’s mislabeling of conditions
as disorders for social control purposes is no mere theoretical problem.

Conceptual questions about the disorder/nondisorder distinction are especially of
concern in today’s psychiatric environment in which the mental health field has
become a major industry and a conduit for the pharmaceutical industry’s products.
Moreover, the dominant view at present is that all mental disorders are brain
disorders, which inclines many clinicians toward thinking that the most appropriate
intervention is medication, with its potential side effects, rather than psychotherapy.
Critiques of psychiatric diagnosis thus often focus on claims concerning the
influence of pharmaceutical manufacturers on psychiatric practice and diagnosis.
Certainly the use of psychotropic medication has become extraordinarily widespread
among both children and adults. For example, recent surveys show that about a
quarter of all women in their 40s and 50s in the USA are taking antidepressants
(Pratt et al. 2011). Similarly, over the course of childhood about one in five US boys
is diagnosed with ADHD at some point, and about three-quarters of those diagnosed
receive medication (Visser et al. 2014).

However, pharmaceutical companies and prescribing physicians are merely
exploiting what is warranted by psychiatric diagnostic criteria. Once diagnostic criteria
for a mental disorder are accepted, individuals satisfying the criteria are presumed to
suffer from an internal dysfunction, which biases intervention toward psychiatric
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medication as an appropriate treatment. Whatever the benefits and costs of
nondisordered individuals taking psychotropic medication, presumably misdiagnosing
normal individuals as disordered thus biasing treatment decisions toward prescribing
medication is unacceptable and, if done knowingly, perhps unethical. Consequently,
the issue of whether various psychological conditions really are mental disorders isat
the heart of many of these disputes about excessive prescribing.

Conceptual Analysis of “Medical Disorder” and Its Goals

To address the concerns raised by the critics of psychiatry, philosophers of medicine
have tried to analyze the concept of medical disorder and to answer the question of
which, if any, psychological conditions legitimately fall under that concept. This is
essentially a conceptual question: What is our implicit concept of a medical disorder
(i.e., what do we mean by the phrase “medical disorder”), and is it a coherent
concept? Once that is answered, the next question is whether in principle psycho-
logical conditions can be genuine medical disorders. Third, following from that
general conceptual analysis, there is the more applied and detailed question of
whether the conditions currently considered mental disorders plausibly fall under
the concept of medical disorder.

Although judgments about disorder and nondisorder obviously vary, the degree of
professional and lay consensus about such classificatory judgments suggests the
possibility of an analysis that identifies the concept of disorder that people tend to
share. Ideally, such an account would not only illuminate the kinds of conditions that
are clear cases of disorder and nondisorder but also explain why some conditions are
borderline or fuzzy cases. Moreover, it could illuminate disagreements by indicating
how people who have different specific beliefs or theories about a psychological
condition may be led to opposite answers as to whether the concept of disorder applies.

Any analysis of “mental disorder” should at a minimum shed light on psychiatry’s
two central issues, legitimacy and scope. First, by clarifying how a mental disorder
can be a disorder in the medical sense, the analysis should explain the legitimacy of
psychiatry as a genuine medical field. Second, it should offer guidance regarding the
limits of mental disorder as medical disorder and thus indicate why psychiatry
cannot legitimately declare any socially deviant or disapproved feeling or behavior
to be a mental disorder subject to potentially oppressive medical intervention and
social control.

“Disorder” as a Generic Term for Medical Conditions That
Diminish Health

In considering whether psychological conditions can be genuine medical disorders
despite their differences from standard physical diseases, the notions of “disease”
and “illness” may be too specific to cover some mental disorders, so we need some
generic term to cover all possible types of medical deviations from health.
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“Disorder” is used here as a default generic term for all deviations from health,
including diseases, illnesses, injuries, traumas, and others. Because “disorder” is
used in psychiatric diagnostic manuals, it is often mistakenly claimed that “disorder”
was introduced recently as a fuzzy term for psychiatric illness or disease. However,
medical conditions that involve decrements in health are of many types, and the
usual terms like “disease” and “illness,” although they can sometimes be used as
synonyms for “disorder,” have nuances that generally limit the kinds of medical
conditions to which they refer. For example, a broken arm due to a trauma is not
comfortably described as a disease or as an illness, yet it certainly is a medical
condition involving a health problem. “Disorder” has long been a recognized term of
art for referring to all of the diverse forms of deviations from health (e.g., diseases,
traumatic injuries, congenital defects) diagnosed in psychiatry and medicine more
generally starting as far back as Samuel Johnson’s 1755 Dictionary of the English
Language and subsequent revised editions (e.g., “Disorder: ... Breach in that
regularity in the animal economy which causes health”; “Derangement: Disorder,
discomposure of mind”; “Illness: Sickness, disorder”).

No Cartesianism Need Be Presupposed by “Mental Disorder”

Some argue that to talk about mental disorders as opposed to physical disorders is to
already implicitly make an error, namely, to accept a Cartesian split between mind and
body. No such assumption is necessary; the concept of mental disorder can be explored
independent of Cartesian versus mind/brain identity or other philosophical accounts of
the mind. Mental disorders are here assumed to be a distinctive set of processes,
mechanisms, and functions that, although raising profound metaphysical issues, are
from one perspective just another biologically shaped feature of the organism. They are
distinguished by the fact that psychological processes are representational in that they
have content that is aimed at certain features of the world (e.g., beliefs, emotions, and
desires are about something) and are sometimes consciously experienced. Based on
this characterization, certain capacities and features — such as belief, thought, percep-
tion, emotion, language, intentional action, and desire — are psychological and part of
mental functioning. There is no intended Cartesian implication about any special
ontological status of the mental; it is just an identified set of functions and processes
distinguished by representational content or conscious awareness.

Must All Mental Disorders Be Brain Disorders?

There is a common and currently quite influential line of argument that psychological
conditions can genuine medical disorders. The argument starts from a classical view
of medical disorder as physically describable anatomical lesion in the body, implying
that medical disorder is ultimately physical disorder. Psychological conditions could
then be medical disorders if they are the symptoms of a lesion or other anatomically
identifiable pathology in the brain, the seat of psychological functioning.
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This general idea goes back to ancient Greek and Roman medicine, in which it was
assumed that psychological conditions that are disorders must be due to bodily
conditions that are themselves medical disorders. For example, depression was labeled
“melancholia” (literally, “black bile disorder”) by Greek and Roman physicians based
on the theory that it was due to the body’s excess of black bile. Hysteria meant
“wandering uterus,” indicating a physical cause underlying this partly behavioral
disorder in women. In the modern era, German physician Wilhelm Griesinger
(1882), for example, asserted in his mid-nineteenth-century psychiatry textbook that
mental disorders are always symptoms of brain diseases. More generally, psycholog-
ical symptoms have historically often been analogized to psychological changes that
accompany physical disorders; for example, psychotic depression was long charac-
terized as “delirium without a fever” by analogy to the delusions people have during
high fevers accompanying physical diseases (Horwitz and Wakefield 2007).

Does a psychological disorder always require a brain pathology of some kind?
Late nineteenth century successes in identifying such pathologies in a few cases,
such as establishing that the disorder of “general paresis” is in fact due to
neurosyphilitic infection and establishing that Alzheimer’s disease involves pathol-
ogy of brain tissue, nourished a faith among prominent psychiatric theoreticians that
all mental disorders must be due to such brain pathologies. This hope was central to
the initial aspiration of the task force that recently revised the American Psychiatric
Association’s diagnostic manual, the Diagnostic and Statistical Manual of Mental
Disorders, Fifth Edition (DSM-5; American Psychiatric Association 2013), that
brain etiologies and biomarkers could be incorporated into psychiatric diagnosis,
thus making psychiatry more clearly medical. This goal was eventually abandoned
for DSM-5, and no such additions were made to the manual, for the simple reason
that such discoveries of brain-based physiological/anatomical causes have eluded
researchers and continue to elude researchers to this day. It has become a scientific
faith that such causes will eventually be identified in all cases of mental disorder, but
no such causes are known at this time.

Lacking any such concrete scientific proof that the conditions labeled mental
disorders are manifestations of brain disorders, those who argue along these lines are
forced to use a more abstract argument. There is in fact an extremely influential
argument that mental disorders must be manifestations of brain disorders, which
goes like this:

Mental processes take place in the brain.

Therefore, if something goes wrong with mental functioning, something must be going
wrong with brain functioning.

Therefore, all mental disorders are brain disorders describable in anatomical/physiolog-
ical terms.

For example, psychiatrist and neuroscientist Eric Kandel, a Nobel laureate, states:
“All mental processes are brain processes, and therefore all disorders of mental
functioning are biological diseases. . ..The brain is the organ of the mind. Where else
could [mental illness] be if not in the brain?”’ (Weir 2012, p. 30). So, the argument is
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that because mental disorders take place in the brain, whenever there is a mental
disorder, there must be a brain disorder underlying it in which the pathology is
describable nonpsychologically in sheerly anatomical or physiological terms.

This argument may seem persuasive at first glance, but many have found it
wanting. An alternative perspective is that at best one must remain agnostic because
whether brain diseases are always present when there are mental disorders is a
scientific question to be evaluated by scientific discoveries, not a conceptual ques-
tion to be resolved by logical analysis. This perspective allows that it is at least a
coherent idea that there could be mental disorders that are not brain disorders.

The most powerful counterargument to the “mental disorders take place in the
brain, therefore they must be brain diseases” argument consists of an analogy. The
analogy comes from cognitive science. Cognitive scientists often liken psycholog-
ical processes like thinking to computer programs running in brain tissue. For
example, sequences of thoughts are like the symbol manipulation from line to line
in a computer program. Brain tissue in which mental processing occurs is analogous
to the silicon chips that comprise the computer hardware in which programming
runs, and indeed cognitive scientists often portray the brain as a kind of computer.

Now, it is common for things to go wrong with a computer’s software even when
there is nothing whatever wrong with the computer’s hardware. In fact, most
computer problems are of this sort, in which there are programming malfunctions
for reasons occurring at the programming level of description, but the hardware is
perfectly sound. In such cases, one would search in vain for some hardware damage
to resolve the problem with the software, and even switching to a new computer may
not alter the problem. This is because the software is itself designed to function in a
certain way at the level of the manipulation of symbols, and this can go wrong
independently of anything being wrong with the specific hardware in which it is run.
Inappropriate inputs may be introduced to the program, two processing tasks may
clash, memory may be exhausted, and all sorts of other programming malfunctions
may occur even when the hardware is perfectly sound.

The cognitive science analogy between the thinking/brain and software/hardware
distinctions provides an elegant counterexample to the logic of Kandel’s argument.
To see this, one simply has to substitute software/hardware for mental/brain in his
argument:

Software processes take place in hardware.
Therefore, all software malfunctions are hardware malfunctions.

This argument is plainly invalid. The premise only implies that all software
malfunctions, being software processes, take place in hardware. It does not imply
that the hardware process that comprises the software malfunction is itself also a
hardware malfunction. This counterexample reveals that the original “all mental
disorders are brain disorders” argument is also invalid.

A simple example of a psychological disorder that is not a brain disorder is
misdirected imprinting in geese. The gosling imprints on whatever creature it sees
first and faithfully follows it around. That creature, which is of course almost
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invariably its mother. If a gosling accidentally imprints on a passing fox at birth) and
follows the fox around leading to its death, the gosling’s condition is a plausible
candidate for a mental disorder. Yet there is nothing wrong with the gosling’s brain at
any level, which has worked exactly as it was designed to work. The problem is that
the function of the brain mechanisms involved in imprinting is to get the gosling
imprinted on its mother by internalizing an image that represents the mother has
gone wrong. The failure is of meaning, not physiology. If as it happened the image
derived from the fact the gosling’s mother looked like a fox due to a cosmetic
disorder, the very same image and thus the very same brain state would be perfectly
healthy. It is only at the level of meaning and reference and psychological function-
ing, not at the brain level per se, that anything can be said to have gone wrong.

The claim that mental disorders are medical disorders because they are brain
disorders has a further problem. Psychiatric science has not identified any brain
etiologies, so it remains mysterious why so many conditions are judged to be mental
disorders if brain disorder is the only basis for such an attribution. It seems instead
that the grounds for a judgment of disorder lie in the nature of psychological
processes themselves, from which it is then inferred that there might be a brain
disorder. The “brain disorder” approach provides no independent criterion for when
a psychological process is likely pathological. Yet, throughout medical history,
mental disorders have been identified based strictly on the nature of their psycho-
logical symptoms. For example, Hippocrates defined melancholia as sadness or fear
that goes on for too long a time. From Aristotle and Galen onward, physicians
elaborated on how long is too long, specifying that disorder likely exists when the
sadness or fear is out of proportion to real circumstances of loss or threat. Even
today, the criteria for mental disorders are psychological and behavioral, as listed in
the symptom criteria in psychiatric diagnostic manuals.

Indeed, this line of analysis could be used with equal force to argue to the contrary
that we are not justified in considering any of the psychological conditions listed in
psychiatric manuals as mental disorders that are medical disorders. After all, not one
of these categories has been shown to be a manifestation of brain disease despite
decades of sophisticated research. This is precisely the argument deployed by
Thomas Szasz (1974) as well as other anti-psychiatric critics to prove that mental
disorder is a myth (see below).

Interestingly, the currently much-discussed “Research Domain Criteria” (RDoC;
Garvey et al. 2010) initiative in the USA is based on the idea that mental disorder
often consists of brain circuitry that is pathologically overactivated or
underactivated, so that the functioning of brain circuitry should be the focus of
mental disorder research. Obviously, one might then look for underlying anatomical
pathology. However, there is nothing inherently or generally pathological about high
or low levels of neuronal circuitry activity; presumably, low activity of many circuits
is common during sleep, as is high activity of specific circuits during sexual orgasm
or acute fear in the face of imminent threat. To label circuit activity as pathological,
one has to go beyond pure brain physiology and understand the psychological
context of the activity and what the circuit is for, that is, what it is biologically
designed to do (where “biological” is used in the evolutionary sense, not the sense of
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physiology). Psychological evidence is often necessary before one can recognize
whether a brain circuit’s firing pattern is pathological, rather than the other way
around (Wakefield 2014b).

For example, if a certain set of neurons in the male rat’s brain is activated, it
attacks an intruding male; if another set of neurons is activated, it attempts to mount
an available female; and if yet another set of neurons is activated, it attacks an
available female as if it is an intruding male (Anderson 2012; Lee at al. 2014).
Presumably the latter case represents something like pathology, but there is nothing
about the levels or locations of activation taken by themselves that would tell one
this. One has to place the activation in the context of the presumed evolution of the
psychological/behavioral functioning of the rat for mating and territorial defense.
One does not first recognize a pathology in the brain and reason from that to the
abnormality of the result of attacking receptive females; rather, one observes plainly
pathological behavior and reasons to the likely pathology in the underlying pattern of
brain activity.

Consequently, there must be something about psychological processes as such
that can be at least plausibly recognized as normal versus pathological, independent
of knowing the status of the underlying brain states. These considerations lead to the
conclusion that to understand why some psychological conditions such as those
listed in psychiatric manuals are judged to be disorders, one needs a criterion
independent of brain functioning that concerns the psychological processes
themselves.

The Values Account of Medical Disorder

There is an alternative strategy for locating mental disorder within medical disorder
that abandons the idea of linking it to brain pathology and that defangs the anti-
psychiatrists’ conceptual objections in the process. However, it also undermines any
scientific objectivity to the concept of disorder. This strategy is to claim that medical
disorder itself is a value concept applying to undesirable bodily conditions. Given
that the main concern about the concept of mental disorder is that it expresses value
judgments about psychological functioning rather than labeling medical conditions,
if medical disorder itself is a value concept, then there is no longer an argument;
psychiatry can be about controlling socially undesirable psychological conditions
and still be a legitimate medical discipline, too.

The value account surely has one part of the truth. It is not enough that something
is objectively “wrong” with your body or mind for that to be a medical disorder in
which health is diminished. The problem must also be harmful to the individual to be
considered a disorder.

Most people have what physicians call “benign anomalies,” that is, minor
malformations that are the result of genetic or developmental errors but that cause
no significant problem, and such anomalies are not considered disorders. For
example, benign angiomas are small blood vessels whose growth has gone awry,
leading them to connect to the skin, where they appear as small red dots. However,
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because they are not harmful, they are not considered disorders and certainly are not
thought to reduce health. To take another kind of example, inability to learn to read
due to a dysfunction in the corpus callosum (assuming that this theory of some forms
of dyslexia is correct) is harmful in literate societies, but not harmful or relevant in
preliterate societies, where reading is not a skill that is taught or valued, and thus is
not a disorder in those societies. One might imagine such conditions occurring in
early human populations long before reading was invented, so no possible harm
could come from such inabilities, and surely those individuals were not medically
disordered.More generally, there are endless minor malfunctions, mutations, and
other failures of normal functioning that are entirely harmless, and no one considers
to reduce health. Every time one goes out in the sun, one’s skin DNA suffers
thousands of mutations, but these are not considered disorders — unless they accu-
mulate in a way that triggers cancer or some other harmful skin condition. Another
case in point is Typhoid Mary, who was a carrier of typhoid fever and so definitely
had something pathological going on inside her body, yet developed no disease
whatever and was universally considered to be healthy because the infection did her
no harm (Wakefield 2014a). So, harm is essential to disorder.

However, harm is not enough. Any notion that mental disorder just is harmful
psychological functioning can be dismissed because there are unfortunately so many
forms of harm that human beings can suffer that are not disorders, such as ignorance,
ugliness, poor judgment, lack of talent, lack of skill, moral weakness, illiteracy, bad
manners, and sheer foolishness. So, granting that disorders are prima facie harmful
conditions, they are just one category of the many negative mental conditions that
can afflict a person.

What then determines that a negative condition is a disorder, beyond a value
judgment? One might try to defend the value account by arguing that it is just the
kind of values involved that determine whether a category of undesirable psycho-
logical states is considered a disorder. However, this cannot work because disorders
can manifest in problems that are quite similar to problems one finds in other
domains. Illiteracy due to lack of education and illiteracy due to dyslexia in which
a neurological disorder makes learning to read extremely difficult can yield similar
negative outcomes in our reading-oriented society, but one is a disorder and the other
is not. Normal-range adolescent delinquency and conduct disorder can yield similar
issues with the criminal justice system (indeed, DSM-5 itself indicates that a normal
response to a threatening environment can yield many of the same problematic
behaviors as conduct disorder), yet one is a disorder and the other is not. Lack of
sexual arousal may indicate a disorder in some contexts, but, as DSM-5 indicates, if
there is lack of adequate stimulation or a relationship that is abusive, it may be
perfectly normal. Anxiety may indicate a disorder or it may not, depending on
whether it is a response to a credible imminent threat. Grief is seen as normal,
whereas similarly intense sadness “out of the blue” is seen as depressive disorder, yet
major depression and normal grief can be painful in pretty much the same ways.
Indeed, DSM-5 specifies in a note to the depression criteria that the clinician should
use judgment in diagnosing depression because very same symptoms can occur in
normal reactions to loss and in pathological depression. In sum, disorder need not
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involve a distinctive type of harm, so it must be something other than the nature of
the harm that distinguishes disorder from other negative conditions.

A hint of what that additional requirement is emerges from examining one of the
most famous of the value theorist’s arguments. Peter Sedgwick (1982) claimed: “All
sickness is essentially deviancy [from] some alternative state of affairs which is
considered more desirable. .. The attribution of illness always proceeds from the
computation of a gap between presented behavior (or feeling) and some social norm”
(pp. 32-34). This is true enough, but the fact that all disorders are undesirable and
harmfully deviate from socially valued conditions shows only that values are part of
the concept of disorder, not that disorder is composed only of values.

Sedgwick attempted to demonstrate that values are all that matter in disorder
judgments through vivid examples showing that there is nothing objective or
scientific that distinguishes conditions considered disorders from other processes
in nature, leaving the value element as the only identifying characteristic:

There are no illnesses or diseases in nature. . .. The fracture of a septuagenarian’s femur has,
within the world of nature, no more significance than the snapping of an autumn leaf from its
twig; and the invasion of a human organism by cholera-germs carries with it no more the
stamp of “illness” than does the souring of milk by other forms of bacteria. ... Out of his
anthropocentric self-interest, man has chosen to consider as “illnesses” or “diseases” those
natural circumstances which precipitate ... death (or the failure to function according to
certain values). (1982, p. 30)

However, there is a relevant difference between snappings of femurs and leaves.
Leaves are biologically designed to fall off from certain trees at certain times of year,
and the tree is not designed to require the leaf for its continued functioning, whereas
the possession of an intact femur is part of the way a person, even an old person, is
biologically designed to function, and there is no natural selection for broken femurs.
Similarly, once extracted from the cow, milk has no natural function, so the bacteria
that invade and sour it are not causing a dysfunction, whereas the person infected
with bacteria is suffering (or in danger of suffering) loss of functional integrity. Thus,
there is a scientifically definable non-value difference between Sedgwick’s examples
of natural processes that are disorders and those that are not; the disorders disrupt a
natural biologically designed function, whereas the nondisorders do not.

Recognizing that most undesirable states are not considered medical disorders
(e.g., poverty, oppression, being sexually rejected), Sedgwick (1982) tried to save
the value account by adding one factual requirement — that the cause of the
undesirable condition could not lie entirely in external circumstances but must be
inside the individual’s body or mind. This eliminates the above counterexamples, but
it does not explain why many other undesirable conditions that are internal, such as
ignorance, lack of talent, the pain of teething, or unwanted pregnancy are also not
considered disorders. The biological dysfunction criterion explains why these latter
conditions are not disorders: although internal, they do not involve a breakdown in
the biologically designed functioning of an internal mechanism.

In sum, no distinction based sheerly on kinds of negative outcomes can explain
our concept of disorder versus nondisorder. The concept of disorder must include an
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additional conceptual component beyond the value component that distinguishes
those negative conditions that are disorders from the vast array of nondisordered
negative conditions. The analysis of Sedgwick’s examples suggests that such a
distinction might be based on the concepts of biological function and dysfunction
in the evolutionary sense, referring to what a feature is biologically designed to
do. However, for disorder, neither harm (because there are many nondisordered
harmful conditions) nor biological dysfunction (because there are many benign
anomalies that do not diminish health) is sufficient. Instead, both are necessary.
“Disorder” must be understood as a hybrid fact/value concept — harmful dysfunction
— that identifies conditions in which a failure of biologically designed functioning of
some internal mechanism causes harm to the individual (Wakefield 1992).

From Anatomical Structure to Evolutionary Function

It is time to circle back and reconsider the anti-psychiatry argument in order to gain
further clarity about mental disorder. Szasz (1974), the leading anti-psychiatric critic
of the notion of mental disorder, argued as follows. Physical disorder is a legitimate
concept based on a clear foundation, namely, the presence of a lesion that is a
recognizable deviation in anatomical structure. Mental disorder, to be a legitimate
concept, must be identical to this original concept. However, mental disorder is used
to label behavior that deviates from social norms and is typically not accompanied by
any identifiable lesion of the brain or of any other part of the body. Thus, Szasz
argued that the lesion concept of disorder that is applicable to physical conditions is
not applicable to mental conditions, and mental disorders are not literally disorders.
Mental disorder — a “lesion of the mind” — is at best a metaphor that has been
mistaken for the literal truth.

One obvious response is that we just have not discovered such lesions yet but will
in the future. Szasz could reply that biological psychiatrists often talk as if such
discoveries are around the corner, but there is no evidence for this or any sense of
which conditions will be found to correspond to lesions. Consequently, for now the
only real grounds for classifying and treating people is the social undesirability of
their behavior. Moreover, if a lesion was discovered, the condition would be
considered a physical disorder. Szasz concluded that “there is no such thing as
‘mental illness’” (1974, p. 1).

A different way of responding to Szasz emerges from our analysis above, if we
ask: what makes a lesion a medical disorder? The weakness in Szasz’s argument lies
in the inadequacy of the lesion account of physical disorder, which rests on two
theses: (a) a lesion (or abnormal bodily structure) is a statistical deviation from
typical anatomical structure and (b) a physical disorder is simply a lesion. However,
first, the idea that a lesion in a sense relevant to disorder identification can be directly
recognized by its deviant anatomical structure is incorrect. Bodily structures nor-
mally vary from person to person, and many normal variations are as unusual as any
lesion. Moreover, some lesions are statistically nondeviant in a culture, such as
atherosclerosis, minor lung irritation, and gum recession in American culture and
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hookworm and malaria in some others. Therefore, recognition of a lesion is not
simply a matter of observing anatomical deviance; something more is involved.

Second, even if one could recognize anatomical abnormalities as lesions, the
existence of a lesion is neither necessary nor sufficient for disorder. There are
physical disorders, such as trigeminal neuralgia and senile pruritis, for which there
are no known anatomical lesions and for all we know there may be no such lesions,
just as for mental disorders (Kendell 1975). Moreover, a lesion can be a harmless
abnormality that is not a disorder that diminishes health, ranging from benign
anomalies to the heart being in reversed position on the right side of the body but
retaining functional integrity, or a virus invading some cells but being held in check
by the immune system and causing no symptoms or contagion. Thus, the lesion
account of physical disorder fails, and with it goes the classic skeptical argument that
the concept of disorder cannot literally apply to mental conditions not caused by
lesions.

How, then, do we recognize lesions (i.e., anatomical abnormalities) that are
disorders? Roughly, we recognize a variation in anatomical structure in a specific
mechanism as a lesion rather than as a normal variation if the variation is caused by
some failure in the mechanisms that generated it to perform their functions, so the
lesion is an outcome of dysfunction in lower level or other related mechanisms.
Moreover, the lesion itself is recognized as a dysfunction if it impairs the ability of
the mechanisms of which it is a part to accomplish the functions that they were
biologically designed to perform (i.e., for which they were naturally selected).
Finally, we recognize a dysfunction as a disorder if the dysfunction affects the
well-being of the overall organism in a negative way. A wayward malfunctioning
cell that has no impact on the overall organism’s well-being is not a diminution of
health and not a medical disorder. So, the idea of a lesion was never fundamental to
medical disorder; it was only via the failures of biological function that lesions
indicate that lesions are linked to medical disorder.

Dysfunction as Failure of Biologically Designed Function

There are many concepts of function and dysfunction. The challenge is to identify
the concept of dysfunction that is medically relevant. Presumably a dysfunction
implies an unfulfilled function, that is, a failure of some mechanism in the organism
to perform its function. However, not all uses of “function” and “dysfunction” are
relevant to judgments of disorder. Clearly, the medically relevant sense of “dysfunc-
tion” is not the common colloquial sense in which the term refers to failure of an
individual to perform well in a social role or in a given environment, as when people
say things like “I’m in a dysfunctional relationship” or “I’ve been tired and dys-
functional at work.” These kinds of problems need not be individual medical
disorders. A disorder is different from a failure to function in a socially or personally
preferred manner precisely because a dysfunction exists only when something
has gone wrong with internal functioning, so that a mechanism cannot perform
as it is naturally (i.e., independently of human intentions) supposed to perform.
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The professional literature too sometimes confusingly uses “dysfunction” to mean
impairment of social role performance, which is not the sense relevant to attributing
disorder because people have challenges in fulfilling social roles for all sorts of
nonmedical reasons.

A plausible alternative, suggested by the analysis of Sedgwick’s examples, is that
the functions that are relevant to disorder are “natural” or “biological” functions,
meaning those functions for which a mechanism was naturally selected and thus the
function that explains why we have the mechanism in the first place (Wakefield
1999, 2011, 2016). Such functions are frequently attributed to inferred mental
mechanisms that may remain to be identified, and their (inferred) failures are labeled
“dysfunctions.” For example, a natural function of the perceptual apparatus is to
convey roughly accurate information about the immediate environment, so gross
hallucinations indicate dysfunction. Some cognitive mechanisms have the function
of providing the person with the capacity for a degree of rationality as expressed in
deductive, inductive, and means-end reasoning, so it is a dysfunction when the
capacity for such reasoning breaks down, as in severe psychotic states.

If “dysfunction” refers to failure of naturally selected features, then, although
vague, the notion of a dysfunction in principle is a factual scientific idea. Admittedly,
however, at this point we remain in great ignorance of evolved mechanisms,
functions, and dysfunctions, which is what makes psychiatric classification so
challenging and is why we depend so much on inference from circumstantial
evidence. Discovering what in fact is natural or dysfunctional (and thus what is
disordered if harmful) may be difficult and may be subject to scientific controversy,
especially with respect to mental mechanisms, yielding confusion and controversy
about mental disorders. However, functional explanations still can be plausible and
useful even when little is known about the actual nature of a mechanism or even
about the nature of a function. For example, we know little about the mechanisms
underlying sleep, and little about the functions of sleep, but circumstantial evidence
persuades us that sleep is a normal, biologically designed phenomenon
(despite incapacitating us for roughly one-third of our lives), and the circumstantial
evidence enables us to distinguish some disordered sleep conditions from normal
sleep despite our ignorance.

Medical Disorder as Harmful Dysfunction

In sum, a medical disorder exists when there is a harmful dysfunction — that is, there
is a failure of some part of the organism to perform its function such that the
impairment causes harm to the organism. The harmful dysfunction analysis of the
concept of disorder explains what the value theorist’s account cannot explain,
namely, which negatively evaluated conditions are medical disorders and which
fall under other categories of harm or misfortune. It also explains what the skeptics’
lesion account cannot explain, namely, which anatomical deviations are lesions
(those produced by biological dysfunctions) and which lesions are disorders (those
that are harmful).
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If disorder is essentially a functional concept, then mental conditions and physical
conditions can literally be medical disorders for the very same reason, namely, their
functional implications. Considering that psychological processes play important
species-typical roles in human survival and reproduction and seem to be supported
by specific neurocircuitry modules with differentiated function, there is no reason to
doubt that mental processes were naturally selected and have natural functions, as
Darwin himself often emphasized. Because of our evolutionary heritage, we possess
physical mechanisms such as livers and hearts and their submechanisms; that same
heritage gave us mental mechanisms such as various cognitive, motivational, affec-
tive, personological, hedonic, linguistic, and behavioral dispositions and structures.

Mental Disorders as Harmful Psychological Dysfunctions

The chapters in the DSM indicate the various domains in which psychiatrists feel
confident that human beings are biologically designed to function in certain ways so
that disordered deviations when things go wrong can be plausibly identified.

For example, very roughly:

Psychotic disorders involve failures of biologically designed thought processes to
work as designed to provide rationally justified beliefs and perceptual processes
to provide roughly accurate information about the environment.

Anxiety disorders involve failures of anxiety- and fear-generating mechanisms to
work as designed.

Depressive disorders involve failures of biologically designed sadness and loss-
response regulating mechanisms.

Disruptive behavior disorders of children involve failures of biologically designed
socialization processes and processes underlying conscience and social
cooperation.

Sleep disorders involve failure of sleep processes to function properly.

Sexual dysfunctions and paraphilias involve failures of various biologically
designed mechanisms involved in sexual motivation and response.

Eating disorders involve failures of biologically designed appetitive mechanisms.

And so on.

There is a certain amount of nonsense in psychiatric classification, and the
diagnostic criteria are often overly inclusive, creating false-positive diagnoses
that mislabel normal experiences as disorders (Wakefield 2015a), as in the inflated
categories for depressive and anxiety disorders (Horwitz and Wakefield 2007, 2012,
Wakefield 2013). Some categories are likely entirely composed of nondisorders. For
example, in DSM-5, disorders such as circadian rhythm sleep-wake disorder, shift
work type (in which an individual has difficulty adjusting to shift work and sleeping
at odd hours); social anxiety disorder (social phobia), performance only type
(in which the only problem is anxiety about public performance); and psychological
factors affecting other medical conditions (which involves various personality



80 J.C. Wakefield

features or actions that are not disorders but interfere with medical treatment or
exacerbate a medical condition) are arguably vacuous disorder categories because
the target conditions that the category is constructed to encompass do not involve
dysfunctions. However, the vast majority of categories in the standard diagnostic
manuals are inspired by conditions that both a professional and a lay person would
plausibly identify as a harmful failure of biologically designed psychological func-
tioning and therefore a mental disorder in the medical sense of “disorder.”

Conclusion: Mental Disorders as Harmful Psychological
Dysfunctions

The analysis of “medical disorder” thus reveals that psychological conditions can be
“mental disorders” that are genuine medical disorders. Mental disorders in the
medical sense are harmful failures of the biologically designed functioning of
psychological mechanisms. Such disorders can often be plausibly identified from
circumstantial evidence and thus identified from the psychological evidence alone,
without any reference to whether or not there is an underlying brain lesion, and thus
many current psychiatric categories of disorder are likely “conceptually valid”
(Wakefield 1992), meaning that they do identify genuine disorders. However,
other categories do not plausibly satisfy the harmful dysfunction criteria and thus
are likely “false positives” in which individuals with normal distress or other normal
variants of psychological conditions are being mistakenly labeled as disordered, and
such errors need to be corrected.

The harmful dysfunction analysis thus provides the two crucial elements of a
conceptual analysis of psychiatry as a part of medicine. It explains psychiatry’s
in-principle legitimacy as a medical discipline addressing genuine medical disorder
in the same sense of “disorder” used in physical medicine. And, it defines the limits
of legitimate psychiatric labeling and thus provides some in-principle protection
against the oppressive use of psychiatry for social control purposes.

Summary Points

» For a psychological condition to be a genuine medical disorder, it has to be a
disorder in the same sense of “disorder” as physical disorders.

* A medical disorder is a harmful dysfunction, that is, a harmful condition that is
caused by the failure of some biologically designed mechanism in the individual
to perform its function.

* Value judgments are not sufficient to define mental disorder because most nega-
tive or harmful psychological conditions, ranging from lack of talent and igno-
rance to criminality and abrasiveness, are not medical disorders.

* Something going wrong with biologically designed psychological functioning is
not sufficient to define medical disorder because many psychological anomalies
are harmless.
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* Human beings have been biologically designed with psychological functions just
as they have been biologically designed with physical organs.

* To be a genuine medical disorder, a psychological condition must be a “harmful
psychological dysfunction”; that is, it must be harmful, and the harm must be
caused by the failure of some biologically designed psychological mechanism to
perform its function.

* Psychiatry and the other mental health professions are a legitimate part of
medicine.

» Because most negative or socially disapproved psychological conditions are not
genuine medical disorders, there are strict limits to the legitimate use of medical
power to control socially disapproved psychological functioning.

+ Although all mental disorders may be brain disorders, it is also possible that some
mental disorders involve failure of biologically designed cognitive or emotional
processing rules even though there is no physiological brain dysfunction, just as
software can malfunction when running in perfectly sound hardware.
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between curing and healing in the practice of medical care. It is argued that while
the distinction between curing and healing is not a universal one, as it is based on
a Western distinction between disease and illness, both curing and healing
require taking responsibility for the well-being of the vulnerable patient.

D. Szawarska (P<)
Warsaw, Poland
e-mail: d.szawarska@ gmail.com

© Springer Science+Business Media Dordrecht 2017 83
T. Schramme, S. Edwards (eds.), Handbook of the Philosophy of Medicine,
DOI 10.1007/978-94-017-8688-1_59


mailto:d.szawarska@gmail.com

84 D. Szawarska

Introduction

Curing and healing are two categories that appear central to the practice of
medicine. And yet given the variety of healthcare systems, practices, and beliefs
present in the world and the universal problem of illness and vulnerability, there is
some doubt as to the validity of the distinction between the terms. This is the central
problem that organizes the remainder of this chapter. In it the problem of the
dichotomy between healing and curing will be explored, as well as the uses and
meaning attached to these categories.

The Problem

Being ill and in need of medical assistance is a universal human experience. At
times, we all need specialized help in order to make us better. What is different is
the way a health-related problem is approached in various cultural contexts and the
explanatory models of illness that are present. Once attempts at self-curing or
perhaps self-healing are exhausted, one will presumably contact a specialist. In a
provincial small British town, one probably will pay a visit to the general practi-
tioner, who will prescribe some medicine and a course of action fitting with the
Western medical tradition. In an isolated indigenous community in the Amazon,
one will probably turn to a traditional healer or a shaman, who will provide the sick
with herbal medicine and perhaps perform a healing ritual. In a multicultural city
such as Hong Kong, one will face a choice between Western medicine and
traditional Chinese medicine and depending on circumstances and personal beliefs
will choose accordingly. Assuming the specialists approached are successful in
their endeavors to help the patient and the patient feels markedly better or better
still — recovers completely — ask yourself this: is it fair to say that the GP cured his
patient and the shaman healed his? Now, try an experiment and say: The GP healed
his patient, the shaman cured his. Are you completely happy with the swap of the
terms? Assuming you live in the West and work for a Western company, would you
be comfortable saying to your employer — “I am fit to work, my doctor healed me
completely.” Maybe not. And it is interesting why not. And would you trust a healer
as much as you would trust a doctor? But now ask yourself this — is there an
essential difference between the accomplishment of the GP and that of the shaman?
Both were successful; both patients were made better; the problem was solved.
Perhaps the source of some of the discomfort one might feel in swapping the terms,
or using the word “heal” in a formal Western context, lies not so much in the
difference between “healing” and “curing” but in what we consider to be proper
medicine. Perhaps the GP was successful because she employed the principles of
scientific, evidence-based medicine, whereas the shaman was just lucky, and his
actions, despite existing system of beliefs in the given part of the Amazon, were
groundless, especially from a Western point of view, “healing” being some fuzzy
concept, free from common sense, and an efficacious practice. But if we so lightly
discount non-Western medical systems and traditional healers as medicine proper,
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then why the problem of “healing and curing as two goals of medicine”? Is not
“curing” enough? And if we do not disregard non-Western medical traditions and
accept that indeed traditional healers have the basis to help their patients, cannot we
just use the terms curing and healing interchangeably in the context of non-Western
medical practice? Perhaps the processes of curing and healing are two sides of the
same coin — namely, making the patient better (see also Hutchinson et al. 2009).

Three Approaches

There are three broad ways to approach the differences between curing and healing.
One is to focus on the difference between rational Western medicine as opposed to
nonrational healing lying outside of medicine and the problem of defining “medi-
cine” as a scientific practice. The second is to consider what the terms might mean
to the people experiencing curing and healing as patients or as practitioners of
medicine broadly understood. The third possible approach is to explore the terms
not so much by contrasting them but by analyzing the relationship between curing
and healing in the context of the relationship between patients and practitioners.
This last approach will be briefly considered in the section “Curing and Healing as
Two Aspects of Medical Care.”
Let us first turn to the first approach.

1. The distinction based on curing grounded in rational Western medicine and
irrational healing may be presented in the following manner. Bear in mind this
does not take into account ethnographic evidence relating the process of becom-
ing a healer and non-Western explanatory medical models, and which is why in
presenting the argument the focus is on “faith healing”:

Contemporary medicine as a rational system of knowledge and practice is
governed by laws of science and is evidence based. The results of actions based
on that system are predictable and repeatable and work regardless of cultural
context. Curing comes about as a result of applying appropriate medical knowl-
edge and practice to the medical problem at hand. Medical practitioners, thanks
to an organized and thorough system of education, know and can usually explain
and provide evidence for why certain actions bring about a cure and why they
occasionally fail to do so.

In turn faith healing can be said to lie outside of the rational. Healing comes
about as a result of applying through prayer and laying on hands of a supernat-
ural, mysterious power that cannot be explained, taught, or rationally acquired.
The healer heals but does not know why he can heal, how his gift works. In a
case of miraculous faith healing, one focuses on the persona of a healer, where as
in the case of curing, one focuses on a system of knowledge and practice. The
results of thus understood healing are unpredictable, are unrepeatable, and from
the point of view of Western medical practice are accidental. There is no causal
connection, unless one takes into the account the placebo effect, between the
actions of a healer and the state of health of his patient. From the point of view of
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Western medicine, faith healing is a potential source of harm and should be
discouraged.

There are of course problems with this argument. Most of these center on

recognizing Western medical system as the only valid scientific system there is
and, by definition, better than any alternative. This Eurocentric point of view
might make us blind to what non-Western medical systems have to offer both in
terms of healing and curing, especially that healing cannot be reduced to “faith
healing.” Moreover, non-Western medical systems do not necessarily have the
distinction between illness and disease on which it will be argued the dichotomy
between curing and healing is largely based. But if the difference between the
terms does not boil down to the difference between the rational and the
nonrational and Western and non-Western, where does it lie? Let us turn to
the second approach to the difference between the terms and focus on what it
means in terms of the experience of being cured or healed.
. It is sometimes said that one cures a disease and heals an illness, where simply
speaking illness is the personal experience of being unwell, shaped in part by
one’s culture, place in society, and personal circumstances and the disease is the
underlying organic, physical cause of being unwell (Cassell 2004, 2012; Lerner
1994), and together, disease and illness describe a sickness. From the differences
between illness and disease follows another important dichotomy, namely, the
difference between pain associated with a disease and suffering associated with
an illness (Lerner 1994). All those elements have an impact on the place and role
of the medical practitioner (or practitioners) and the patient in the process of
getting better.

Imagine for a moment that the practitioner is a firm believer in the biomedical
model, with its focus on curing the disease. This approach is said to limit the
involvement of the patient in the process of getting better: the patient is
interviewed, various tests are performed, diagnosis is given by the physician,
and a course of action is prescribed — it might consist of further tests, or taking
some form of medication, or some more advanced treatment performed by the
physician or a whole medical team on the patient, with limited contact between
the patient and at least some of the individual members of the team (e.g., the
patient will probably not see or talk to the radiologist analyzing complex USG or
tomography images or the person analyzing blood samples). In short, things are
done to the patient (Milstein 2005), and the patient is expected to comply with
the action prescribed. Can this approach be valid and successful? Certainly,
provided one is dealing with relatively simple matters that are easy to resolve: a
straightforward case of appendicitis or some simple infection easily treated with
a series of antibiotics, easy to diagnose, and easy to treat. It is worth remember-
ing during this thought experiment that while many good physicians also take
into the account the needs of their patients as human beings with specific social
circumstances, worries, and resources, healthcare systems in developed coun-
tries tend to focus on the underlying organic causes of medical problems, simply
because it is easier to put a price tag and a time frame on the treatment required.
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And yet to focus entirely on curing a disease might not be sufficient to make a
patient completely better, simply because patients, apart from having a disease,
are also part of a wider sociocultural fabric, which makes them react to being
unwell in a specific manner and which also makes them attach a particular
meaning to the episode of being unwell. Patients not only feel pain, they also
suffer. And while a pain killer might be sufficient to deal with physical pain, it
might not be sufficient to deal with suffering. This is where healing comes in. As
argued by Egnew: “Healing is the personal experience of the transcendence of
suffering” (Egnew 2005: 258).

Given the definitions of illness and disease, it is debatable whether humans ever
experience disease as such. Being aware of being unwell is already a part of the
cognitive, emotional, cultural, or even spiritual experience of being ill. And there-
fore a physician’s focus on curing a disease might not be sufficient to deal with the
problem, especially if we are dealing with a chronic or incurable condition. Healing
on the other hand is said to take into the account the human condition and
experience of being unwell, including social, cultural, historical, and economic
factors (Crandon Malamud 1991; Finkler 1994; Waldram 2000). But what exactly
is healing and how is it achieved? It is said that healing is a process that promotes
health and restoration of balance between mind and body (McGlone 1990: 77-84).
There is no agreement among academics as to what exactly the process entails, but
the following elements appear in various accounts and definitions of healing (e.g.,
Glaister 2001; Hutchinson et al. 2009; Egnew 2009):

(a) Healing actively engages the patient.

(b) Healing is multidimensional.

(c) Healing is creative and meaning making.

(d) It leads to restoration of balance and the acceptance of status quo.

(e) Healing process can involve a whole group of people. The problem does not
have to be an individual one. Neither the healed nor the healer needs to be an
individual.

Let us briefly explore these elements of healing also in relation to the concept of
curing.

A practitioner who works on healing an illness ought to engage with the ill
person, in order to assist him in regaining the feeling of being in the right place and
the right time as to his body and mind. However, it is said that healing is not
something done to the patient but something that takes place within the individual
with the help of his active participation, through the patient’s commitment to doing
what is required to heal (Glaister 2001: 64; Levine 1987; Mulloney and Wells-
Federman 1996). Five steps in healing have been identified that are signs of active
participation: awareness, appraisal, choosing, alignment, and acceptance
(Scandrett-Hibdon and Freel 1989). The engaging aspect of healing can be
contrasted with curing, which is seen as primarily doing something to the patient
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(Milstein 2005: 566; Samuel 1990: 88). Yet this may be an overstatement. Under
normal circumstances patients undergoing a cure in the context of Western medi-
cine are not passive, as the phrase would suggest. For the most part they are actively
engaged in the whole process, starting with the decision to visit the family doctor,
complying or not with the doctor’s advice (this is especially true in relation to
lifestyle changes recommended or taking prescribed medicine), and finally the
decision to terminate further treatment. Perhaps what matters in the understanding
of the difference between curing and healing is not so much the factual engagement
and participation of the patient in the process of getting better in the context of
curing and healing but how that difference is constructed and perceived by patients
and practitioners alike. In the case of healing as an element of alternative therapies
in the West, patients tend to perceive healing rituals and activities as ones that
engage them, while they see the doctor-patient relationship in the Western medical
tradition as one riddled with power inequality and requiring passive compliance on
their part (McGuire and Kantor 1998: 201).

Healing can be seen as multidimensional, especially if one sees healing as
achieving a balance between various dimensions of the people undergoing the
healing process, namely, the physical, emotional, mental, social, or spiritual
(Glaister 2001: 64). In that respect healing is markedly different from a definite
cure leading to an absence of a disease. The multidimensional aspect of healing
means that the absence of disease is neither sufficient nor necessary for healing to
occur. What matters is the acceptance of the status quo, coping with and integrating
the demands of one’s illness or disease (Coward and Reed 1996) and its aftermath.
Consider the case of a woman undergoing treatment for breast cancer. First, she
needs to adjust to the situation of being seriously ill and deal with the chemother-
apy, its side effects, and their consequences in day to day life, as after all apart from
being ill, she remains a daughter, mother, partner, and a woman. Even if following
mastectomy and chemotherapy she is declared to be free of cancer, it will take more
than that before she feels whole again. She, for example, needs to learn to accept
herself without a breast or with reconstructed breasts. Also, a brush with a serious
life-threatening disease might demand psychological and social adjustments and
reevaluation of one’s life (see also Dobkin 2009). Those elements are important
parts of the healing process and lead us onto the next point, namely, that healing is
said to be a creative and meaning-making process — in order to make sense of one’s
illness or even approaching death, one needs to give it meaning (Good 1994). The
meaning might be created by the person undergoing healing, or it might be
developed with the help of the healer (Egnew 2009).

The meaning-making aspect of healing points to another major difference
associated with the dichotomy of curing and healing, namely, that the aim of curing
is restorative, while healing is transformative (Hutchinson et al. 2009: 845). By
curing one eradicates a disease or corrects a problem. One “removes” the changes
caused by the sickness, and brings back the patient, as far as possible, to the ideal,
healthy starting point. By healing one brings about a change in the patient, whether
by changing his attitude to illness, by creating a new meaning in his life, or by
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giving him or her greater sense of integrity and place in the world following an
illness or while facing approaching death.

It is worth remembering that the healing process can stretch beyond the indi-
vidual healer and the individual in need of assistance. At first glance this is not such
a great difference from curing in the context of Western medicine. On the one hand
the curing process can involve a whole medical team, and on the other it does not
need to focus on a single individual. Such is the case of treating STDs or other
venereal infections, where relevant practitioners prescribe medicine for both part-
ners, or large-scale medical emergencies, where a whole population is the focus of
medical activities and surveillance, such as in the case of the Ebola epidemy in
Africa. However, in the case of the healing process, ethnographic evidence suggests
that what is at stake is not so much the well-being of a collection of individuals but
the well-being of the whole community bound by specific social relationships (Katz
1982; Vermeylen and van der Horst 2007: 179) or a family or kinship group (Turner
1967). Arguably, what is being healed and strengthened are the relationships
between people. Whether healing is focused on individuals, the whole community,
or specific relationships within, it depends on the social and cultural construction of
self (Scheper-Hughes and Lock 1987).

Healing Without Curing

Healing is sometimes said not to necessitate a cure in the biomedical sense (e.g.,
Glaister 2001: 64). It is argued that getting better in terms of a patient’s self-
assessment can be achieved by better coping with sickness and a restoration of
balance, both achieved through the process of healing. This process sometimes
requires that the point of balance is shifted and that what is restored is not so much
the previous status quo but a balance resting on a new understanding and accep-
tance of self in the world. This is particularly the case of people coping with chronic
diseases and those nearing the end of their lives. The easing of suffering is achieved
through gaining acceptance of the situation, giving it meaning, and adapting.

Curing Without Healing

Hypothetically, curing, in the biomedical sense, can also be achieved without
healing. This is especially so in cases where the patient is not aware of being sick
and of having a disease. In such cases the problem might be diagnosed by some
routine testing during, say, a health check and easily treated, without giving the
patient the time to consider herself unwell. Perhaps a good example of this is a case
of mild vitamin D deficiency. Before diagnosis, symptoms associated with it, if at
all noticed, might be blamed on the time of year, overwork, etc. but might not be
connected to one’s health. Another type of situation in which one might be dealing
with a kind of curing without healing is one in which from the biomedical point of
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view the problem is sorted or managed as well as possible according to
current medical knowledge, with any physical symptoms being well taken
care of, without the patient regaining their sense of well-being and balance. This
might be, for example, the case of a woman recovering from stab wounds inflicted
by her partner during domestic abuse incident. Her physical wounds might be
cured, but she might, as argued by Erickson (2007: 10), never feel truly healed.
That is, in spite of a successful cure, her quality of life continues to suffer (see also
Eisenberg 1977).

Curing and Healing as Two Aspects of Medical Care

For all the importance attached to the distinction between curing and healing in
Western medical practice and thought and philosophical and anthropological work
on both Western and non-Western medical systems, it is worth remembering that
each and every medical system is a cultural system (Rhodes 1996) and each
involves elements of both curing and healing. Indeed, it may be argued that the
distinction between curing and healing is overstated as is the dichotomy between
illness and disease. Cassell (1976) points out that the very notion of an organic
disease as a cause of a sickness is the central concept in the Western medical model.
The notion that a malfunctioning body is what makes a person feel ill lends itself to
the formulation of the distinction between curing and healing, where we cure the
disease and heal the person. But what happens in contexts where there is no
concept, or only a limited concept of disease as a cause of a sickness, and where
the explanatory model of illness is completely different from the Western one? In
such a context, the distinction between curing and healing is unlikely to be valid. If
the sickness is believed to be caused by an invasion of evil spirits, or witchcraft, or
upset ancestors there, the medical practitioner needs to take culturally appropriate
action to deal with the problem, and that is not identical to dealing with a disease.
And even within the Western context, Waldram (2000: 606) argues that healing an
illness and curing a disease are not separate, unrelated aspects of the treatment of
sickness. As argued by Lown (1999: 313): “Whereas the medical transaction is
largely concerned with curing a disease, the patient craves to be healed. The object
of the patient’s art is to have the doctor incorporate healing in the process of
curing.” This is apparent, for example, in the effect the interaction between patient
and physician has on how one judges the efficacy of treatment. Consider how in the
biomedical system the patient’s self-assessment of how he or she is feeling follow-
ing treatment is taken into the account in order to judge the effectiveness of the
curative treatment. Similarly, a physician’s positive proclamation on the effective-
ness of treatment may lead to an improvement in the patient’s subjective well-being
(Waldram 2000: 607). This suggests that despite doubt as to the validity of the
dichotomy between curing and healing, it is worthwhile to explore the relationship
between the two processes as they are understood in the Western context.
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Conclusion

Caring for a patient, whether we focus on curing or healing, involves many different
aspects: from defining and accepting the person as a patient in need of treatment,
diagnosing them, and treatment proper. Also, even in the Western biomedical
context, the patient is not necessarily an individual: it can be a group of related
persons or a group of people with a similar condition involved in group therapy.
Bearing in mind that the line between curing and healing may be blurred, it is
important to remember what the two concepts have in common, especially when
translated into practice: improving the well-being of the person (or even persons) in
need, noticing and defining their problem, and taking care of them — in short taking
some responsibility for the patient’s well-being. Without this, one cannot speak of
either curing or healing or indeed of medicine.

Summary Points

e The dichotomy of curing and healing relies on the dichotomy between disease
and illness.

¢ It can be argued that the dichotomy of curing and healing is not universally valid
as the dichotomy between illness and disease is not universally recognized.

» Presenting curing as rational against irrational healing is a mistake, as medical
systems throughout the world rely on varying explanatory models, making
different actions rational in different cultural settings.

e The curing and healing dichotomy can be seen as diametrically different in terms
of their aims. The first being restorative, while the second transformative.

» The patient is seen as passive in the process of curing and actively engaged in the
process of healing.

e The dichotomy of curing and healing is useful at the level of analyzing the
relationship between the medical practitioner and the patient, particularly in the
Western context.
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Abstract

This chapter offers a philosophical analysis of the illness experience. It uses a
phenomenological approach to study the experience of illness and describe its
salient features. Using a phenomenological framework, the chapter looks at the
physical and social world of the ill person and at changes to self-identity, time,
and death. The chapter opens with Toombs’ definition of illness as a series of
losses. It then turns to examine the experience of illness in terms of symptom
experience, diagnosis, disease progression, and prognosis. [ use Tolstoy’s novella
The Death of Ivan Ilyich to exemplify the experiential dimension and existential
meaning of each stage. I then provide an analysis of the experience of illness by
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breaking it down into the geography of illness, the social dimension of illness,
and the experience of illness as disability, in order to provide an analysis of the
first-person experience of illness.

The body when ill is a concert master not only of pain but of warmth and cold, bloating,
pressures, fatigues, nausea, tinglings, itches. (Leder 1990, p. 82)

Introduction

This chapter offers a philosophical analysis of the illness experience. It uses a
phenomenological approach to study the experience of illness and describe its salient
features. Using a phenomenological framework, the chapter looks at the physical and
social world of the ill person and at changes to self-identity, time, and death. Of
course illness is a broad category, and its features vary greatly both between and
within individuals. Therefore, the chapter also examines the differences between
chronic and acute illness, somatic and mental disorder, and congenital and newly
diagnosed illness, asking whether the descriptions and analyses offered here capture
all, or some, of these subcategories of illness.

The Experience of lliness
lliness as a Series of Losses

A good starting point is looking at S. Kay Toombs’ account of illness as a series of
losses, which she suggests characterize any illness. She lists five characteristics of
illness: the perception of loss of wholeness, loss of certainty, loss of control, loss of
freedom to act, and loss of the familiar world. These losses represent the lived
experience of illness in its qualitative immediacy and are ones that any patient, in
whatever disease state, will experience. The losses cumulatively represent the impact
of the illness on the patient’s being in the world (1987). Toombs begins with the loss
of wholeness. This loss arises from the perception of bodily impairment, which leads
to a profound sense of loss of bodily integrity. The body can no longer be taken for
granted and can no longer be seen as transparent or absent (cf. Leder 1990), as it
assumes an opposing will of its own, which is beyond the control of the self.

The second kind of loss, the loss of certainty, ensues from the loss of wholeness.
The patient “is forced to surrender his most cherished assumption, that of his
personal indestructibility” (1987, pp. 230-231, 1992, pp. 92-94). This forces the
individual to face her own vulnerability. It leads to the third loss — a further
heightening of the sense of loss of control caused by the realization that the belief
that medical science and technology protect us from the vagaries of ill health is
nothing more than an illusion harbored by modern people. In addition, the ill
person’s ability to make rational choices is eroded because of her lack of medical
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knowledge and limited ability to judge whether the health professional professing to
heal can in fact do so (1987, pp. 232, 1992, pp. 95-96).

This leads to the fourth kind of loss, the loss of freedom to act. The ill person’s
ability to choose freely which course of action (which medical treatment) to pursue is
restricted by her lack of knowledge of what the best course of action may
be. Moreover, in deciding whether to accept medical advice, the patient often
assumes that the physician understands and shares her personal value system and
takes these values on board when recommending a certain course of action.

Finally, the fifth kind of loss, the loss of the everyday world, arises from the
disharmony of illness and it being a distinct mode of being in the world (ibid.). The
ill person can no longer continue with normal activities or to participate as before in
the world of work and play.

We should start by asking if these losses characterize all types of illness: chronic
and acute illness, somatic and mental disorder, and congenital or newly diagnosed
illness. It seems that bar a few exceptions, the losses do indeed capture a fundamen-
tal experience of illness, in which the ill person feels that something is taken away
from her, that at least in a loose sense falls under these five types of losses.

However, if we look outside modern Western culture, we find that illness experi-
ences might be interpreted differently. For example, the twelfth-century nun Hildegard
of Bingen suffered from migraines with visual disturbance, which she experienced as
religious visions (Sweet 2006). Modern understanding of the oracle of Delphi’s
prophecies relates her divine inspiration to the inhaling of toxic fumes. And in other
cultures, conceptions of the body and of illness include a deep spiritual element (Yoeli-
Tlalim 2010). So, illness distinctly aligned with loss on Toombs’ account — and more
broadly in Western culture — might not be perceived as a loss in other cultures.

In addition, our culture privileges youth and health and perceives illness as a form
of weakness or sometimes even personal failure (Ehrenreich 2010). But, other
cultures have different values; many traditional cultures value old age and the
wisdom and experience associated with it, so they may have a very different attitude
to illness and frailty. Toombs’ analysis is relevant to a phenomenology of illness but
needs to be understood as more relevant to Western modern culture (as Toombs
herself does in her later work; see Toombs 1992) rather than revealing universal
features of experience.

From Symptom Appearance to Prognosis

How are these losses experienced in illness? Let us think about the course of illness,
from appearance of symptoms to diagnosis, disease progression, and prognosis. These
phases are not consecutive and may overlap or appear in cyclical form in the case of
repeated exacerbations and recovery (e.g., in asthma, allergies, multiple sclerosis). The
description that follows is therefore not intended as a series of phases that are
independent of one another but as overlapping, often parallel, aspects of illness.
Symptoms normally precede a visit to the doctor, sometimes by many months or
years, although sometimes diagnosis is made prior to experienced symptoms.
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In respiratory illness, for example, diagnosis is made often quite late, because
patients are not immediately aware of their symptoms and delay seeing the doctor.
By the time respiratory patients become aware of symptoms and consult a health
professional, they may have lost 20—50 % of their lung function (GOLD 2010). One
explanation for this is that many people do not exert themselves sufficiently in daily
living to become aware of increased breathlessness; as a result, by the time a
diagnosis is made, the damage to lung tissue and loss of function are usually
moderate to severe (ibid.). Symptom appearance and the period before a diagnosis
is made can be one of increasing anxiety and sense of abnormality as well as
decreased ability. One may experience the symptoms as a loss of freedom and
certainty.

Another common experience when new and strange symptoms appear is loss of
control. Incontinence, fainting, and vomiting are uncontrollable and may cause
extreme embarrassment and grief because they symbolize loss of control more
generally. Less dramatic symptoms, like muscular weakness, fatigue, or mild pain,
can also give rise to a sense of loss of control. “What is happening to me?”” may be a
common reaction to a new negative sensation such as pain, breathlessness, or
fatigue. Familiar bodily sensations are replaced by alien, negative, bodily feelings
experienced as loss of control. This loss is mirrored by the loss of familiarity and
wholeness of one’s body. Bodily integrity may be suspended or permanently lost
when new symptoms appear.

It can be suggested that the loss of freedom — in the broadest sense — is the most
prominent loss. More than anything, illness is the loss of opportunities, possibil-
ities, and openness. It is the closure of a previously open future; future possibilities
close down as illness progresses. It is also closure of the present: current daily
activities lose their casual aspect and become demanding projects. What could
once be done unthinkingly and with marginal effort is now an explicit task,
requiring thought, attention, and a pronounced effort. The time of symptom
appearance, prior to diagnosis but also after, is a time of great change and
upsetting of previous life habits. Small things like running for the bus or taking
stairs two at a time may become the stuff of fantasy for a respiratory patient.
Although minor, they become things the ill person watches others do with awe.
Even the envy disappears, which patients initially report they used to feel watching
others do things they can no longer do, they are no longer live possibilities for the
ill person.

Diagnosis signals a move towards turning symptoms into a less subjective entity.
They are now organized in an explanatory pattern that excuses, explains, and pre-
dicts illness behavior. In this sense, diagnosis can be experienced as affirmation of
subjectively experienced symptoms, making one not “just a complainer” but some-
one who has a medical condition justifying certain adjustments. For example, many
women presenting with breathlessness due to the respiratory condition lymphangio-
leiomyomatosis (or LAM, which only affects women) are diagnosed as having some
form of anxiety, panic attacks, or other psychological disturbance. When the correct
diagnosis is made, a woman may feel vindicated that her complaints were not just
figments of her imagination but a “real disease.”
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But the diagnosis also signals an appropriation of one’s pain, one’s “stomach as
painful,” by the other’s point of view. Sartre writes:

At this point a new layer of existence appears: we have surpassed the lived pain toward the
suffered illness; now we surpass the illness toward the Disease [...] It is then objectively
discernible for Others. Others have informed me of it, Others can diagnose it; it is present for
Others even though I am not conscious of it. Its true nature is therefore pure and simple
being-for-others. (2003, pp. 379-380)

So the time of diagnosis can be seen as the time in which the illness (the ill
person’s subjective experience of her ill body) becomes known by others and by the
ill person as disease (the objective process causing the illness). It becomes objective
(or objectified) and subjected to medical management, labeling, and so on. This
movement from a private, subjective experience to an objectified disease, which
continues to be experienced as illness by the ill person, is a significant transition.

The illness is no longer a private musing on the nature of bodily change, but an
item in a medical vocabulary and ontology, to which shared meanings and knowl-
edge are attached. One’s hospital file, pushed around on a little trolley, exemplifies
the appropriation of illness by disease. The file contains test results, letters to and
from specialists, and requests for further tests, but nothing else. It is a file about the
patient, but not of her. That file symbolizes the subsuming of breathlessness, pain,
suffering, social awkwardness, sense of bodily failure, and fear of death, under a
medical description. And under that aspect, the lived correlates of the medical
information are often relegated to the “subjective-and-hence-secondary” pile.

The Death of Ivan llyich

Disease progression is probably the phase at which losses are experienced most
acutely. The continuous denigration of freedom is experienced as diminished bodily
capacities or increased reliance on medical aids but also as deepening erosion of
one’s freedom to plan and live. Disease progression is the most intense enactment of
our finitude and of our realization not only of mortality but also of our bodily
vulnerability and dependence (Carel 2013a; MacIntyre 1999). Here are the famous
words of the ill Ivan Ilyich in Tolstoy’s novella:

That Caius — man in the abstract — was mortal, was perfectly correct; but he was not Caius,
nor man in the abstract: he had always been a creature quite, quite different from all others
[...] And Caius was certainly mortal, and it was right for him to die; but for me, little Vanya,
Ivan Ilyich, with all my thoughts and emotions — it’s a different matter altogether. It cannot
be that I ought to die. That would be too terrible. (1995, p. 54)

Disease progression is frightening because it curtails possibilities and also
because it is often part of dying. As Ilyich’s illness progresses, his experience of
pain, exhaustion, and helplessness takes prominence. Later on in the story, he is
described thus: “He waited only until Gerassim had gone into the next room and then
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restrained himself no longer but wept like a child. He wept at his own helplessness,
at the cruelty of man, the cruelty of God, at the absence of God” (ibid., p. 76). It is not
only the fact of his death that debilitates Ilyich. It is the realization that his having
lived his life as an autonomous, self-sufficient, independent man is peeled away in
his dying.

His surrender to his utter dependence on Gerrasim, his servant, and on his doctor
to supply him with morphine to alleviate his pain, and his surrender to his own death,
is Ilyich’s ultimate transformation. He heeds Maclntyre’s call for us to acknowledge
not only our vulnerabilities and affliction but also our consequent dependence on
others, advocating “the virtues of acknowledged dependency” (1999, p. 8). The
illusion of autonomy and independence and the misunderstanding of adulthood as
encompassing the whole of human life are two errors that lead to a moral view that is
inadequate, argues Maclntyre. Ilyich’s moral view is transformed through his illness,
from someone who is solely interested in doing things comme il faut, to authentic
conversion. Ilyich’s self-understanding and his struggle to resist dependence are
given up at the end of the story, replaced by acceptance.

It occurred to him that what had appeared utterly impossible before — that he had not lived
life as he should have done — might after all be true [. . .] And his professional duties, and his
ordering of his life, and his family, and all his social and official interests might all have been
false. He tried to defend it all to himself. And suddenly he realised the weakness of what he
was defending. There was nothing to defend. (ibid., pp. 83—84)

What Ilyich learns through his gradual decline and movement towards death is
dependence and humility. He also experiences the losses we started out with: loss of
wholeness, certainty, control, freedom, and familiarity. By the end of his life,
everything is lost. But Ilyich also learns that life is fragile and precious, that
satisfying social expectations amounts to very little, and that he lacks real intimacy.

We can see from this exploration of the phases and losses of illness that illness
affects one’s entire way of being. Let us now turn to look at these changes in more
detail: the analysis begins with changes to the physical world of illness. The chapter
then turns to changes to the ill person’s social world and psychological changes,
which include changes to identity, self-perception, and emotional well-being. The
chapter closes with a brief discussion of changes to our experience of time and our
attitude towards death. Although the chapter is divided into sections, this by no
means suggests that the different life domains are discreet or that changes in one
domain do not also imply changes in other life domains, as will be demonstrated
below.

The Geography of lliness

In illness, things grow heavier and farther away. A distance an ill person would once
call “near” or “an hour walk” is now “far” or “impossible.” Small tasks like carrying
groceries home, lifting a child, or walking up a flight of stairs require preparation and
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rests and may cause excessive fatigue. Everything is hard. Everything is far. Every-
thing is strenuous. The ill person’s world, and the world of those who are close to
her, shrinks. For chronic patients, the trap is permanent. There is no release from it.

In respiratory illness, for example, the limitation is felt continuously. There is no
respite from the exertion (likened to moving around in high altitude) and the
breathlessness that accompany everything the respiratory patient does. Being per-
petually breathless is, more than anything, uncomfortable. Movements are censored;
activities are canceled or crossed out from the list of possible ones.

Spontaneity is lost, like the case of Schneider, the First World War soldier, who
suffered a head injury causing him to lose the ability to plan, think abstractly, and
fantasize. Merleau-Ponty (2012) describes Schneider’s malaise as “existential”: he
has lost the capacity for spontaneity, for intellectual creativity, and playfulness.
Schneider is “‘bound’ to the actual, and he ‘lacks freedom’, he lacks the concrete
freedom that consists in the general power of placing oneself in a situation” (p. 137).
Schneider cannot imagine and therefore cannot execute. Other patients cannot
execute but can easily imagine. Creativity can be destroyed in one of two ways:
either by removing the capacity to fantasize or by removing the capacity to execute.

The ill body is transformed in a number of ways: it is now experienced through
the losses Toombs describes (1987) and as discussed above. In addition, the ill body
is experienced explicitly, and often negatively, rather than transparently. The natu-
ralness, if not transparency, that characterizes normal bodily commerce with the
world is replaced with artificial and explicit attention to the body. This attention may
be related to a medical assessment of the body: “has the cancer progressed?” It is also
related to the everyday execution of routine tasks. Explicitness with respect to
movement, effort, bodily functions, where toilets or resting places are, and so on is
often a part of illness. For example, a diabetic must assess before a meal how much
and what they intend to eat and drink. They then need to calculate how much insulin
to inject. And they then need to stick to the calculated amount, so spontaneity is lost.
The natural way in which we may sample a new kind of chocolate in a tasting stall or
pour ourselves a glass of orange juice becomes an orchestrated affair.

The body is also experienced more frequently as an object of medicine and may
be further objectified with cumulative exposure to medical examination and treat-
ment. When looking at test results of kidney function or the images from a CT scan
or x-ray, one sees one’s body as never before. The invisible interior becomes visible,
available for one’s own scrutiny and an anxious anticipation of the medical pro-
nouncement on one’s kidney function or size of tumor.

The body is no longer transparent. Bodily breakdown becomes a common
experience (see Carel 2013a). As Merleau-Ponty notes:

[...] the procedures that [illness] employs in order to replace the normal functions that have
been destroyed are themselves pathological phenomena. The normal cannot be deduced
from the pathological, and deficiencies cannot be deduced from their substitutions, through a
mere change of sign. The substitutions must be understood as substitutions, as allusions to a
fundamental function that they attempt to replace, but of which they do not give us the direct
image. (2012, p. 110)
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These disturbances characterize all kinds of illness: chronic and acute, somatic
and mental, and congenital or newly diagnosed illness — all disorders that fall under
these categories give rise to a change in one’s body and one’s world. Even mental
disorder, which may seem not to affect the body, when studied phenomenologically
reveals substantial changes to one’s sense of embodiment, bodily possibilities, and
bodily feelings (Ratcliffe 2008, 2012; Stanghellini 2004). Even if they are not
experienced distinctly as a loss, they still characterize illness in the broadest sense:
illness is an alteration of one’s bodily experience.

The Social Impact of lliness

How do you introduce yourself to people if you have a serious chronic health
condition? What do you say? How can you assuage their discomfort, the sense
that you are an alien being, with your wheelchair, insulin injections, oxygen tubes,
and complex limitations? How can you carry on being socially “normal” when
illness shapes everything you do? How do you handle chance encounters with old
acquaintances? These are not, strictly speaking, medical issues, but they are part of
what shapes the experience of illness. How the ill person is perceived by strangers,
colleagues, and acquaintances will matter greatly to her experience of illness.
Stigmatization can be incredibly costly for the stigmatized individual in terms of
social relations, but also job prospects, income, and support networks. It is partic-
ularly acute in the case of mental disorder, even a common one such as depression
(Blease 2012). We should also consider the role of friendship and the strains placed
on it by illness. The experience of bodily betrayal and disappointment, the threat
illness poses to intimacy, and fear of the diseased body all impact on our
relationships.

The transformation is most visible and damaging in the ways it hampers the ill
person’s social participation, narrows the range of available activities, and makes
interactions difficult. The ill person might be unable to participate in social events
(e.g., inviting people to dinner if cooking is difficult), may feel awkward around the
subject of illness or disability, may fall out of step with healthy people’s activities
and interests, and may experience a vicious circle of increasing isolation and
depression. These alone could cause severe damage to a person’s social world. But
there are other problems: it is difficult to ask for or know when to offer help; people
often experience unease around conversations about illness; and harshest of all,
friends may stay away because they do not know what to say (Carel 2008).

Visible illness or disability often becomes the elephant in the room, unless the ill or
disabled person, or their interlocutor, actively leads that elephant out. Illness is often
seen as something that is not to be commented on or mentioned by polite people, who
must not draw attention to it. But at the same time, the medical condition challenges
normal interactions and makes “not talking about it” difficult, sometimes impossible.
People often feel they ought to say something but are not sure what to say, or how, or
when. They feel they should censor their expressions and self-reports, so as not to
offend the ill person, but also feel curious, or disgusted, or admiring towards her. The
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result is a general sense of discomfort, being ill at ease and unable to transcend the
social barrier created by the illness (ibid.).

Illness and its visible signs may arouse fear, disgust, pity, anxiety, or curiosity in
healthy onlookers or friends. These emotions may not be consciously experienced
and cannot be addressed in a routine exchange. It is difficult to find the right time and
words to express these feelings. 11l people frequently report attempts by people to
offer encouragement and support, to express admiration and caring. The striking
feature of these attempts was how difficult they seemed for the well-intentioned
healthy person.

There are additional problems facing an ill or disabled person in their social
interactions. There are practical problems, such as being unable to participate in
social events such as walking, dancing, or drinking. Everyday activities have to be
modified or sometimes given up if the condition does not enable the ill person to take
part in them. The ill person can feel she is slowing the others down or hampering the
natural flow of events merely by being present. This, in turn, leads her to give up
attending some events, and a vicious circle leading to increased isolation may begin.

There are also novel social issues that arise from the illness. For example, the ill
person may feel apprehensive about meeting new people because of the awkward-
ness created by the illness. She may feel the need to explain her condition and go into
personal details, but also reluctance to do so. She could feel nervous about leaving
the house and going to unknown territory, where the number of steps, wheelchair
access, or the location of the nearest toilets is unknown. She might not have the
energy to participate in some activities or fear that it would take too much effort for
her or that she will embarrass herself by not being able to keep up.

This social architecture of illness mirrors the geography of illness discussed in the
previous section. In the same way that distances increase, hills become impossible,
and simple tasks become titanic, the freedom to go out into the social world and
improvise, to act and interact, is compromised. A new world is created, a world
without spontaneity and a world of limitation and fear: a slow, encumbered world to
which the ill person must adapt. All people experience this loss of spontaneity
through aging. In illness, this opaque and alien world can emerge overnight. This
is a world of negotiation, of helplessness, and of avoidance. It is an encounter
between a body limited by illness and an environment oblivious to such bodies.

Again, Schneider’s existential malaise is mirrored here. Being able to stay up for a
night out, to dance, or to just walk from one place to another, to converse and laugh, to
have enough energy for talking to people, to stand up talking to people for long periods
— all of these abilities might be gone or damaged. The spontaneity that enables social
relations to develop is lost or damaged. In other words, the way that the physical and
social environment is arranged makes it hard to negotiate while ill. 11l and disabled
people invent a myriad of strategies and coping mechanisms to override the constraints
inflicted on them by the environment and by the invisible background norms that
govern our lives. The demand to be autonomous, independent, and self-sufficient is
often met by failure in cases of illness or disability. And perhaps if there was not such a
premium on autonomy and independence, the damage to ill people’s social life and
self-esteem would be lessened (cf. MacIntyre 1999).
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These problems lead some ill people to become less sociable and to participate in
fewer social events than previously. If we return to the transparency of health
mentioned earlier, we can see that the transparency of health is also a social
transparency. The transparent and natural way in which we engage in social inter-
actions suddenly becomes cumbersome, weighed down by unspoken doubts and
discomfort, and the effort required for genuine communication becomes greater. The
social impact of illness is the loss of the transparency and immediacy of social
interaction. This transparency of the body, of social ease, can be characterized more
generally as a transparency of well-being.

Well-being is the invisible context enabling us to pursue possibilities and engage
in projects. It enables us to follow through aims and goals, to act on our desires, and
to become who we want to be. But the spatial and temporal possibilities that
characterize health are altered in illness, as we saw in the previous section. This is
not only the curtailment of spatial possibilities but the abrupt descent of limits onto a
world previously larger, freer, and more open. These limits not only restrict physical
movement but inflect existential possibilities. It is not only physical possibility that
suffers in the hands of illness. It is ways of being and ways of being with that suffer,
as discussed in the next section.

lliness as Disability

Illness, and in particular a poor prognosis, can have a deep psychological effect on
the ill person and those around them. A distinct feature of the illness is a sense of
helplessness, loss of control, and vulnerability. These stem from lost bodily capac-
ities, and the disability and dependence that stem from this loss, but also from the
inability to control or stop the disease process or symptoms from exacerbating or
stopping the ill person from doing things. The ability to care for oneself, but also the
autonomy to make one’s way in the world, is seen as a fundamental feature of adult
human life. Although this view has been criticized (Maclntyre 1999), we can use this
as a starting point of this section’s question, namely, what happens to one’s life when
one becomes unduly restricted by illness?

Heidegger (1962) characterizes human existence as “being able to be”
[Seinkénnen]. For him, human existence is characterized by its openness, potential,
and ability to become this or that thing. This underpins an existentialist picture of
human life: one can become what one wants through taking the relevant actions. If one
wants to be a polar explorer, one would have to train, build up strength, learn to
navigate, and so on. Eventually, one would join a polar expedition and fulfill one’s plan
of becoming a polar explorer. Of course the obvious physical and temporal limitations
would apply, and one would be restricted by his or her “thrownness” [Geworfenheit] —
being born into a particular culture, historical period, etc. As Dreyfus notes, a contem-
porary person could not become a medieval samurai warrior, because that option is no
longer available in the place and time they are thrown into (Dreyfus 1995).

So although this openness is restricted by common sense limitations, it still
characterizes human existence as singular in its freedom, openness, and power of
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self-reflection and self-determination. Our plans and aims connect present actions
(e.g., studying navigation) to a future view of ourselves as being able to do a
particular thing (navigate to the North Pole). Present actions have meaning in virtue
of being part of a project that is forward looking and future oriented. I do something
now in order to become something in the future. Importantly, I cannot become
something in the future by merely thinking about it in the present or wishing for
it. I must take relevant concrete actions in order to become what I want to be.

This definition of the human being is best understood by Heidegger’s notion of
projection. Projection means throwing oneself into a project, which connects the
present with the future, and is also informed by the past (thrownness). Projection
defines a human being’s character and identity. If my project is being a teacher, I
project myself accordingly by training to be a teacher, applying for teaching positions,
and so on. This, Heidegger claims, is the essence of human existence: the ability to be
this or another kind of person, to become something, even if this does not ensue from a
conscious decision to be this or that kind of person engaged in this or that activity.

This view of the human being as becoming, as pursuing aims, and as constantly
molding herself according to the project she pursues is appealing in many ways. It
credits us with the freedom — and responsibility — to shape ourselves and our lives in
a way we find fulfilling: to transcend our present self with a future self that is more
developed, more able. This progressive view of the person sees it as constantly
growing and developing, in line with the temporal structure of Dasein (literally
“being there,” Heidegger’s term for a human being) (Heidegger 1962). Dasein “is
temporal in the very essence of its Being” (Heidegger 1962, p. 428). And summa-
rizing the temporal structure of Dasein (in its everyday existence), Heidegger defines
Dasein as “Being-in-the-world which is falling and disclosed, thrown and projecting,
and for which its ownmost ability-to-be [Seinkonnen] is an issue” (ibid., p. 225,
translation modified, italics removed).

As Merleau-Ponty says, echoing Husserl and Heidegger, being in the world is not
a matter of an “I think” but an “I can” (1962, p. 137). The active, goal-pursuing, able
Dasein is Heidegger’s model of a human being. It is important to note that although
the paradigmatic cases of “being able to be” seem to be those of playing a certain
social role (mother, head of a tribe, husband) or of pursuing a vocation (polar
explorer, teacher), in fact, Heidegger intends to characterize the human way of
self-interpretation that informs and orders our activities, rather than an explicit
choice of goals and conscious life-planning activity (Dreyfus 1995, p. 95). As
Heidegger says, “Dasein has assigned itself to an ‘in-order-to’, and it has done so
in terms of an ability-to-be for the sake of which it itself is — one which it may have
seized upon either explicitly or tacitly [...]” (1962, p. 119, translation modified).

But in illness, as well as in other situations of dependency, insufficiency, and
incapacitation, understanding the human being as “ability to be” does not seem as
useful or descriptive. In fact, one’s first and final years are usually periods in which
one’s “ability to be” (in the Heideggerian sense) is restricted in certain ways and
dependent on the facilitation of others (Maclntyre 1999). It does not feature the
capacity for choice making in the broad, explicit sense (e.g., as in choosing what
career to have or whom to marry).
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So when thinking about Heidegger’s characterization of the human being as
“being able to be,” we need to consider human life as a whole, including parts of
life in which we are unable to do things and eventually completely unable to be
(in death). We begin and end in insufficiency, lack of autonomy, and dependence.
Heidegger’s definition seems to only capture a limited part of human life in at least
two senses. First, it only captures the middle part of the trajectory of a human life,
excluding infancy, aspects of childhood, and old age.

Second, it only captures the paradigmatic cases of healthy, autonomous adult-
hood, in which the ability to be is not hampered by disability or illness. But inability
to be is a prominent feature of human life. There are many ways in which we are
unable to be, or are only partially able to be, or in which being requires extreme
effort, that is, cannot be sustained long term. Let us take as an example the case of
physical ability to be, say, that of being able to be an athlete. Someone may be (and
hence is able to be) an athlete for many years. She exerts herself and suffers in
training and sometimes pushes herself right to the edge, but she does not lose bodily
control, pass out, harm herself, or experience physical failure.

So we can say that she is able to be an athlete for 20 years. But eventually her
body declines, she cannot run as fast or jump as high, and a point comes when she is
no longer able to be an athlete. What happens at this juncture to her ability to be? To
her self-understanding as an athlete? To her sense of skilful performance, bodily
control, and joy in her physicality? These are all radically transformed. However, if
we consider the processes of becoming able to be an athlete and no longer being able
to be an athlete, we can see that inability is implied by ability. Being able to be an
athlete is always rooted in an organism that starts out and ends as unable to walk,
let alone run. Heidegger’s discussion excludes both ends of this natural trajectory
and thus overlooks an important aspect of life, that of decline, inability, and failure
to be.

When ill or aging, we become unable to do some things, perform particular roles,
and engage in certain activities. This poses a problem for Heidegger’s definition
because it shows it excludes important parts of human life and common human
situations. In some illnesses, especially mental and chronic illness, a person’s ability
to be, to exist, is radically changed and sometimes altogether curtailed. For example,
in severe psychosis the possibility of having a project at all may become impossible.
Similarly, in severe depression the possibility of any goal-oriented action, whether
the goal is explicit or tacit, is lost. In less extreme examples of illness, certain
projects and ways of being must be discarded, and sometimes a replacement for
these is difficult to find.

This raises three questions. First, does Heidegger’s account allow radically
differing abilities to count as forms of human existence? Second, how flexible are
human beings in modifying their projects and goals? And third, with respect to
illness, how much can we adjust our projects and plans in the face of ill health, and
how should we think of such adjustment?

Heidegger’s definition is often understood too literally, but his characterization of
existence as “being able to be” can be modified in two ways that would make it able
to address cases of illness and other failures. Firstly, the notion of “being able to be”
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can be broadened to include radically differing abilities. Secondly, “inability to be”
needs to be recognized as a way of being that is other to death (which Heidegger
defines as the complete inability to be, or “the possibility of the impossibility of any
existence at all” (1962, p. 307, italics removed).

Heidegger’s definition can be made more inclusive if we think about “being
unable to be” as a form of existence that is worthwhile, challenging, and, most
importantly, unavoidable. In order to achieve that, we should interpret the notion of
“being able to be” as broadly as possible. It should include cases in which the smooth
operation of the body, its compliance in carrying out plans and projects, is no longer
there. It should also include cases of prognostic uncertainty or uncertainty about
one’s ability to pursue a certain goal. And it should also include cases of failure that
arises from psychological and social barriers (this is not an exhaustive list).

As happens commonly in illness, current projects may have to be abandoned and
new projects created, and these new projects must be thought of in light of new
limitations imposed by illness. Such new projects therefore arise within a restricted
horizon and are thus different to cases of simple “ability to be,” where no unusual or
unexpected restrictions limit it. “As long as it is, Dasein always has understood itself
and always will understand itself in terms of possibilities,” writes Heidegger (1962,
p- 185).

But possibilities and their concrete availability to a particular individual are
distinctly shaped by gender, race, political climate, and mental and physical disabil-
ity, to give a few examples. It is naive to think that most possibilities are not shaped
and restricted to an extent by aspects of thrownness. This is said explicitly by
Heidegger. But the step he does not take is reconfiguring the notion of “ability to
be” in light of these restrictions. I suggest that radically differing abilities, including
ones in which possibilities are curtailed, count as abilities to be, even if the freedom
is experienced within a context of limitation.

Take a person in a wheelchair, someone with stage IV lung cancer, a person with
learning disabilities, or a child with Down’s syndrome — all of these are ways of
being that differ in significant respects from the paradigm cases of “ability to be.”
But they are nonetheless human ways of being that contain elements of “ability to
be” within a broader context of inability to be. Perhaps the outcome of applying
Heidegger’s notion of “being able to be” to cases of illness and disability is an
acknowledgment of the diverse ways in which it is possible to be and the ways in
which human beings differ in abilities and possibilities.

The opposite of being able to be is of course not being able to be, but this
presupposes that the notions form a dichotomous system. We can replace this
dichotomy with a spectrum of abilities to be. There are other modes of being able
to be that are excluded by this dichotomy. Being partially able to be, learning to be
able to be, and rehabilitating an ability to be are a few examples. The ability to be that
characterizes human existence is territory to be experientially explored and devel-
oped, rather than delimited through this opposition.

We can easily find positive examples of this. Stephen Hawking may have wanted
to be a footballer, but because of his illness, he was unable to pursue this project.
Instead, he had another project, being a physicist, and has become extremely
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successful at it. It is true that many projects that might have seemed attractive to him
were closed off because of his illness. But even within a contracted horizon of
possibilities, there is still an ability to be. We can also think of processes such as
rehabilitation from drug use or after an accident; learning to be able to enjoy life after
severe depression; being only partially able to walk, hear, see, or talk; and so
on. None of these conform to Heidegger’s definition in the strict sense, but if we
understand ability to be more flexibly, we can include such cases within a broadened
Heideggerian account.

Furthermore, in cases of aging, disease, or disability, we need to acknowledge
inability to be as a way of being. One way of thinking about aging and illness is as
processes of coming to terms with being unable to be; coming to think of one’s
existence as more reliant and less independent, more interlinked and less autono-
mous. The inability (or the limited ability) to be and do is the flipside of Heidegger’s
account. For some individuals, it is there throughout life, as in cases of chronic
illness or disability. For all of us, it is present as experiences of inability and failure
both in early and late stages in life, in childhood, and in aging. In fact, even the most
“able to be” adult life is inevitably sandwiched between these two types of inability:
before and after the prime of life. Inability and limitation are part of human life just
as ability and freedom are. By introducing the notion of “being unable to be” as an
integral part of human life, we can move from seeing ability as positive and desirable
to seeing it as part of a broader, more varied flux of life.

Being unable to be is not an independent or context-free concept. It has to be seen
in relation to being able to be. An inability to be is a modification of an ability to be
that is lost. Being unable to fly, being unable to breathe under water, and so on are
not examples of being unable to be. Otherwise, the concept would have nearly
endless examples and we would be more unable than able to be if all such cases were
taken into account. It is a /ost ability or an ability that is never achieved, viewed
against a background of a common capacity. Being unable to be is therefore
intimately linked to an ability to be and vice versa. Being able to be is not unlimited.
It is a way of existence that is granted temporarily and is never guaranteed. It is a
fragile, transient gift. Considering inability to be is one way of expressing the
broader context of being able to be: it is always rooted in inability. Even in cases
of extreme physical disability, there is always the possibility of freedom of thought,
imagination, emotion, and intellect. Freedom and imagination can enable even those
who are unable to be in one way to be in a new way.

Acknowledging an inability and learning to see it as part of life’s terrain are
important lessons that illness can teach at any age. This knowledge enables the ill
person to embrace the unable self as part and parcel of human existence. By having a
more balanced view of life and its challenges as interplay of ability and inability,
illness can become more accepted and less disruptive. This new understanding of
human life as being both able and unable to be paves the way to understanding three
important aspects of illness: first is the challenge of acceptance and of living (and
living well) with illness. Second, the notion of “inability to be” in its extreme implies
the closing down of all possibilities, namely, death, which marks the horizon of illness
and all life. Third, the projection into future possibilities against the background of a
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past thrownness takes place in time, giving us a uniquely temporal understanding of
human life. These three fundamental themes — happiness, time, and death — and their
relation to illness are explored in other work (see Carel 2008, 2013b).

Conclusion

This chapter examined the experience of illness as lived by patients. The chapter
surveyed the key experiences associated with serious illness and characterized these
as a set of losses, following Toombs. The chapter looked at the losses and changes to
the lived world of the ill person in its geography, social dimension, and personal
experience of loss and “inability to be.”

It is important to remember that those who are close to the ill person, e.g., carers,
family, friends, and so on, also have an intense and rich experience of the illness as
viewed from the second-person perspective. This experience similarly deserves to be
studied closely and examined phenomenologically. However, this chapter focused
on the first-person experience of illness, in the hope that this will shed some light on
an experience that is intense and often life changing. Viewing illness as a restriction
and limitation is important as it gives us tools to understand what illness has taken
away from the ill person. But it is also important to remember that illness can also be
encountered as a challenge and an invitation to reexamine one’s life, goals, and
values. This chapter provided the foundation for the former, and I discussed the latter
elsewhere (Carel 2008, 2014).

Definitions of Key Terms

Phenomenology A philosophical method used to explore the ways in which
embodied consciousness encounters the world and the related
acts of consciousness which enable this encounter.

Disability This term contrasts with Heidegger’s definition of existence as
“ability to be” (Seinkénnen). It delineates a domain in which
one is able (one exists) but one is not fully able to be because
one is impaired in some way.

Illness The lived experience of undergoing a disease process. The
subjective experience of disease.

Summary Points

* The experience of serious illness is life-changing and dramatic.
» Serious illness changes our global way of being.

* llness is seen by Toombs as a series of losses.

* Illness changes the ill person’s relationship to her environment.
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 llness changes the social world of the ill person.

+ Illness can be seen as “disability” — a curtailing of the possibilities of existence.

+ Illness changes the ill person’s experience of space and time.

» The movement from symptom appearance to diagnosis and disease progression is
not linear.

* Illness is analyzed here in deficit terms, but can also be an invitation for human
growth and rediscovery of well-being.
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Nursing is generally considered to appeal to those who wish to care. It is not that
doctors do not care but rather that the curative focus that comes with the practice of
medicine can be interpreted as emphasizing cure at the expense of care in the
provision of health-care services. In this chapter some background is provided
regarding the relationship between nurses and doctors before an examination is
undertaken of the popular misconception that nurses care while doctors cure. This
purported distinction between caring nurses and curing doctors is exposed as
relying on assumed gender distinctions and stereotypes regarding what it is that
nurses and doctors do in their everyday work. Some discussion of the meaning and
nature of care is offered before an outline of the way in which some nursing
theorists have adopted the idea of caring for nursing is given. Some non-nursing
influences regarding the nature of caring as a response to male-dominated assump-
tions about the value of caring are noted, and the chapter concludes with the
suggestion that attempts to define nursing as caring have met with limited success.
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Introduction

The idea of nursing as caring suggests that it is the job of nurses to care, while it is the
job of doctors to cure, indicating a clear distinction between that which falls within the
practice of nurses and that which falls within the practice of doctors, respectively. Yet
this idea refers to a largely simplistic portrayal of two complex occupations and of the
relationship between them. Such a simplistic portrayal does a disservice to both by
minimizing not only the variety of roles each plays in the provision of health care but
also by suggesting that nurses have some kind of monopoly on caring while doctors
need not — or, in some versions, do not — care. Nurses and doctors have important roles
to play within health-care systems, yet it is nurses rather than doctors who are most
readily associated with caregiving. This is reflected in everyday descriptive language
that likely shapes or is shaped by general understandings of what health-care work
involves and what each member of the health-care team actually does. Nurses are
generally described by what they do in providing a service, while doctors tend to be
described predominantly by the nature of their practice specialty. There is no doubt
that nurses are expected to care in ways that doctors are not, but while caring is an
important feature of nursing, the idea that nursing can be defined as or by caring is
fraught with conceptual difficulties. While everyone thinks they know what it is that
nurses do, a universally accepted definition has remained elusive, partly because of the
wide range of activities in which nurses partake. What a nurse working in the adult
intensive care unit does on a daily basis is so very different from what a nurse working
in a mental health facility does that it can sometimes be hard to recognize that both are
part of the same professional group. The idea of nursing as caring is attractive because
there is a strong, if anecdotal, perception that individuals become nurses because they
care and because they want to be of assistance to others. However, it is not just nurses
who care and, as will be suggested in this chapter, any attempt to define nursing as
caring must take account of the various ways in which the idea of caring is generally
understood. One reason that the idea of nursing as caring has purchase is because, just
like nursing, caring can be understood in a variety of ways and as such makes it
possible for those with diverse perspectives to agree that nursing requires caring
without any necessity to agree on what caring requires of nurses.

Background

The language of health care mixes the everyday and the technical in ways that enable
differences to be minimized in order that the work of the various players in health-
care services can proceed. (Unless otherwise specified, in this chapter “doctor” refers
to doctor of medicine, that is, someone who is a registered medical practitioner, and
“nurse” refers to someone who holds the legal title of registered nurse.) Without the
compromises made possible by this mix of everyday and technical language, the
differences between the many professional, semiprofessional, and nonprofessional
groups involved in health-care delivery would make it very difficult to get anything
done. For example, the tensions between, on the one hand, those who fund and
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manage and, on the other, those who deliver health-care services have been a
common feature of hospital and community services since their inception. Generally
speaking while subscribing to the overall purposes of the provision of health care,
the priorities of those who fund and manage health services are not necessarily
shared by those who deliver those services. There is nothing new about this, in
middle to late nineteenth-century England, the voluntary hospitals were reluctant to
divert financial resources toward establishing schools of nursing especially given the
hostility expressed by doctors toward the whole idea of professional nursing (Baly
1995). As scientific medicine developed, doctors in hospitals and elsewhere began to
realize the value of a trained nursing workforce capable of following orders although
it is safe to assume that the idea of an autonomous professional nurse would have
been anathema to the vast majority of Victorian medical men — and at that time
doctors were, of course, predominately men rather than women. Thus began a
complicated relationship between doctors who largely required, or at least expected,
nurses to follow doctors’ orders and professional nurses who at various times and in
various ways have staked claims for autonomous or semiautonomous practice.
Remnants of this uneasy relationship persist and are reinforced by the recognition
that on the whole it is doctors that diagnose ailments and prescribe treatments (what
some might describe as essential acts of curing) while it is nurses who have a role in
ensuring those prescribed treatments are given while tending to the physical and
emotional needs of patients (what some might describe as essential acts of caring).
As noted, the language of health care is a mixture of the technical and the prosaic.
Whether deliberate or not, this mix tends to obscure differences in aims and values as
well as in the understandings of ideas, policy edicts, and operational processes of
different occupational groupings purportedly working for the same aim: that is, for the
benefit of the recipients of health service provision. Thus, while all professional groups
can agree on the value of evidence-based practice, those same groups may very well
disagree about what counts as evidence, and while the logic of interprofessional
working seems unassailable, different professional groups may have quite different
expectations of what it means to work interprofessionally: indeed, these terms are
often understood in different ways by different individuals within the same profes-
sional group. Terms such as “evidence-based practice” and “interprofessional work-
ing” thus allow different professional groups with different values and aims to agree at
the abstract level about the purposes of their work. And so it is with the term “care.”
Indeed, the term care permeates the very language of services for health as seen in the
adoption of the broad umbrella term “health care” which has become ubiquitous in its
application to all things related to the provision of health services, although in the UK
the term has been extended by the addition of social, as in “health and social care.”
And within health-care services, doctors practice medicine, while nurses practice
nursing. It may be here, in the language used to describe the work of nurses vis—avis
doctors, that the idea of nursing as caring has emerged. Nurses give nursing care and
this caregiving has been commonly categorized by medical specialty — described, for
example, as nursing care of the surgical patient, nursing care of the neurological
patient, and so on — although some current textbooks for nurses seem to be deliberately
avoiding the terminology of “nursing care” or even “care” (see, e.g., Day et al. 2010;
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Potter et al. 2014), while others seem content to retain its use unapologetically (see, e.
g., London et al. 2011). In contrast, the work of doctors tends to be described in terms
of their practice specialty; doctors do not give surgical care, they are surgeons; they do
not give neurological care, they are neurologists; and so on. This language of
description lends itself to the idea that care is more associated with what nurses do,
rather than cure which is usually associated with the work of doctors.

However, this purported cure versus care distinction between what it is that
doctors and nurses do betrays a simplistic perception of the nature of professional
work for health and of the way illness is understood and dealt with in modern
Western society. It assumes the idea of a typical patient as a youngish, generally
healthy, active, and productive individual with a condition that once cured will
render that person fit to return to their regular healthy state and carry on much as
before — just as might be the case for a broken washing machine or lawn mower
taken in for repair and returned in full working order. While this way of thinking
about health and illness works for a few, predominately acute, conditions (e.g., a
limb broken in a skiing incident or a bad case of holiday food poisoning), it reflects
only a small amount of what it is that work for health involves and thus work that
only a relatively small number of doctors and nurses do in their everyday clinical
environment. While work with acute conditions with its attendant requirement for
typically high-tech, often expensive, and usually dramatic interventions made by
doctors occupies the public imagination fuelled in large measure by television and
film portrayals, by far the majority of doctors and nurses work with those whose
health is affected by long-term rather than acute conditions or by the long-term
effects of acute conditions. This less glamorous aspect of health-care provision
requires not so much cure as containment together with a provision for long-term
care (what might be described as the management of long-term conditions). Cer-
tainly it is true that on the whole the former (containment) will most likely require
doctor-only prescriptions and treatments to be issued and administered, but the
monitoring of such prescribed treatments is more accurately described as care insofar
as it is part of providing for people with long-term (formerly, chronic) conditions.
Thus, care, rather than cure, in this sense is a feature of the work of many doctors and
belies the idea that cure rather than care is what doctors do. This is well illustrated in
palliative medicine where doctors do not seek to cure in any traditional sense, but act
so as to assist those who are dying to live well (RCP, nd). Many other specialties
require that doctors think in terms of long-term care rather than merely in terms of
cure; geriatrics, nephrology, neurology, and oncology are but a few of the specialties
where curing, such as it is, invariably requires elements of long-term care. And while
a few doctors can restrict their practice solely to the curative aspects of medicine and
surgery, many others will be involved in the provision of long-term care.

Just as care is not the sole province of nurses, so too cure is not the sole province
of doctors. Historically, nurses have tended to take on roles previously restricted to
doctors. The measurement of blood pressure, venipuncture, the administration of
intravenous medications, the ordering of diagnostic tests, and the prescribing of
drugs have all, albeit at different times and in different places, been doctor-only
features of health-care practice. Yet now, and depending on particular jurisdictions,
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these things are either essential aspects of the general scope of nursing practice (that
which determines what nurses are and are not permitted to do) or have become
routine for a few, appropriately prepared, nurses. Indeed, nurse prescribing repre-
sents one feature of what hitherto has been, and still remains largely, understood as
something that doctors, not nurses, do.

Tradition has it that doctors are men and nurses are women. This assumed
“natural” gender divide is most predominant in Victorian times in Europe and in
England and the legacy of this idea continues to color perceptions regarding the roles
and gender appropriate to doctors and nurses with all the stereotypes regarding the
relative authority of each and the power relationships between them. There are
several versions of the history of nursing, but the general perception is that modern
nursing began with Florence Nightingale who understood the role of nursing to be
one suitable for women — most definitely not for men — for it is women who care:
“Every woman or at least almost every woman has, at one time or another of her life,
charge of the personal health of somebody, whether child or invalid — in other words,
every woman is a nurse” (Nightingale 1980[1859], p. v) and who was of the opinion
that women who wanted to become doctors were misguided:

Instead of wishing to see more doctors made by women joining what there are, I wish to see
as few doctors, either male or female, as possible. For, mark you, the women have made no
improvement — they have only tried to be men and they have only succeeded in being third-
rate men. (Nightingale 1860)

But nursing can trace a longer history with both men and women taking on the
role of tending for the sick at different historical periods. Female matrons were
available to the Romans, but it was male attendants who provided nursing services to
the Crusaders and subsequently to soldiers in other military conflicts right up until
the time of the arrival of female nurses during the Crimean War. Similarly, in New
France on the North American continent in the seventeenth century, it was the
missionary Jesuit priests who first provided nursing for settlers before the arrival
of nuns who took over that role (MacPhail 1996). Indeed, it might be that it was the
involvement of the women of religious orders in providing care for the sick that so
fixed the idea that nursing work is women’s work. At the time of writing, 44 % of
those on the UK General Medical Council’s list of registered medical practitioners
are women (GMC 2014), while men account for approximately 10 % of those on the
UK register of nurses (NMC nd), and, assuming these figures are reflected in other
jurisdictions, this suggests that while medicine is no longer considered suitable only
for men, nursing remains predominately a job for women.

The Nature of Care

The word care has many applications in both everyday and technical language. To
say that a person takes care might indicate a number of things. It might be taken to
mean, on the one hand, that she or he is meticulous and thorough or, on the other
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hand, cautious and circumspect. Usually context will provide the necessary clue as to
what the speaker intends: so, to say that a person takes care of a neighbor’s cat would
suggest some version of the former, while to say that a person takes care in crossing the
road would normally indicate the latter. These two senses are not, of course, mutually
exclusive nor do they necessarily entail that either person actually cares for or cares
about anything in particular. Similarly, if it is said that person A provides care to
person B, there is no necessary implication that A actually cares for or about B. Indeed,
the general understanding regarding what it means to provide health care lacks any
notion that one party necessarily cares for or about the other. That government might
direct or regulate health-care activities does not imply that government cares about
individuals either in general or in specific instances — and many would argue that it is
not the place of government to care and the same can be said of nongovernmental
providers of health care. Providing health care in this sense then implies no more than
providing a service just like any other service — say utilities or highways.

However, when it is said that a nurse provides care, this is usually taken to imply
more than the simple provision of a service. The person who takes care of a
neighbor’s cat would not be censured for merely looking after the animal, that is,
making sure the pet is fed, that the litter tray is regularly cleaned, and that the feline
does not escape and/or come to harm. There is no necessary requirement for the
person taking care of the neighbor’s cat to care beyond such minimal requirements,
albeit that the neighbor might prefer something more. Yet when it is said that a nurse
is to take care of a patient, or to provide care for a patient, or to provide nursing care
for a patient, or simply to care for a patient, such a minimal formulation would be
considered insufficient either from a professional or, at least it is assumed for most
nurses, a personal perspective. All these “looking-after”-type things are indeed
required, but the expectations of what a nurse should do when they provide care
are of a higher order. And here is another set of ideas from which the idea of nursing
as caring emerges. Nurses, it seems, are required both to care for (i.e., to give care in
the sense of looking after) and to care about (i.e., to have a genuine interest in the
well-being of the person in receipt of care). A distinction between caring for and
caring about is commonly made yet not always in the same fashion. Noddings (2013
[1984]), for example, in her book length exposition on the nature of caring, reverses
that distinction by drawing our attention to what she holds as common usage in that
we “carfe] ... about things and ideas” (Noddings 2013[1984], p. 21) but care for
persons. Indeed, for Noddings caring for others, as well as for oneself, lies at the
heart of what it means to be human and it should be no surprise that nursing, often
considered an occupation most suited to women, has assumed a similar although not
always well-articulated position. Nursing as caring would seem then to be a logical
extension of the idea of nursing as women’s work for women are expected to care in
ways that men are not. Women are considered natural caregivers. It is women who
give birth to and who care for their children, it is women who are expected to forgo
career development in order to care for their families and to prioritize the needs of
their husbands and children, and it is most often women who become carers for older
relatives when those relatives can no longer care for themselves (Duxbury
et al. 2009). This assumed natural caring nature of women follows women into the
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predominately female profession of nursing. Indeed, Noddings’ claim that our caring
nature arises out of our experience of being cared for as infants reinforces the
association between women and caring although she attempts to distance herself
from any strong version of this idea by indicating that while caring is a feminine trait,
it is not, nor should it be considered to be, manifested exclusively by women.

On this account, nursing as caring seems to many to follow the purported natural
order of things. It is thus supposed that women do the caring while men do the
curing, that women are subjective and emotional while men are objective and
rational, and that the latter is somehow better than the former. This view, which
might be described as fairly typical of the Victorian colonialists, continues to hold
influence over the general opinion of not only what it is that nurses do but also the
value of what they do. Caring is considered of less value and of a lower status than
curing, while rationality is considered a higher form of psychological development
than emotionality. Given the association of caring with nursing and given the
emotional and physical labor that nurses invest into the role of the nurse, it should
be no surprise to find that nurses tend toward a general dissatisfaction with accounts
that emphasize cure and rationality at the expense of care and emotional engage-
ment. It should be no surprise also then that nurses have been drawn toward accounts
of nursing and beyond that seek to valorize caring.

In accounts of nursing, caring is often considered to be a central feature and,
moreover, an important and valuable feature. Indeed, many accounts of nursing
stress the importance of caring either as a response to the perceived lack of caring in
systems of health-care provision dominated by rationality or as an attempt to reverse
the general view that caring matters less than curing.

In the USA, the idea of nursing theory took hold in the 1950s and most theories of
nursing were published between then and the 1990s since when refinement rather
than new theory has been more common. In theories of nursing implicit and
sometimes explicit notions of the nature of nursing, and thus the nature of nursing
care, are largely determined by the assumptions made by the theorist about what it
means to be a human being. (A word of warning: the view that nurses in the USA
hold regarding the need for and value of theories of nursing is not universally shared
as necessary or even desirable — nevertheless, the influence of American theoretical
perspectives on nursing has to a large extent given impetus to the idea of nursing as
caring.) Care, or sometimes caring, is sometimes more, sometimes less to the fore in
these theories, and, generally speaking, there is a tendency for the theories to
increasingly associate the act of nursing with the act of caring. Orem’s theory of
self-care and self-care deficits was perhaps one of the first to include care as a central
feature. Originally developed as a conceptual framework for nursing in 1959 and
subsequently refined over a period of 40 years (Coldwell Foster 2010), Orem argued
that nursing care is required when a person is no longer able to provide care for
herself or himself. For Orem then, nursing care seems to be task orientated insofar as
it requires nurses to do for patients that which they cannot do for themselves. In this
respect Orem would seem to require that nurses care for, rather than about, patients.

Caring for persons in the context of their culture forms the basis of Leininger’s
theoretical approach from which the idea of transcultural nursing has emerged
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(George 2010). Once more, care has a central feature and for Leininger, caring
requires the nurse to acknowledge the values and beliefs of a patient in relation to
their cultural grouping and then to act in ways that respect the norms and expecta-
tions of that patient’s culture (Leininger 1991). In other words, caring nurses will not
use their own sets of values to judge patients but will be open to valuing whatever it
is the patient values. It requires nurses to respect the traditional care practices of
whatever cultural group the patient identifies with and it seems to associate care and
caring practices with activities that are consistent with the beliefs and values of the
patient. This approach has had an influence beyond acceptance of the theory itself —
and may be an important antecedent of other generally accepted ideas within nursing
regarding the idea of nursing as caring such as, for example, holistic care — although
the underlying relativism would seem to present some difficulties regarding how
distinctions are to be made between acceptable and unacceptable cultural practices.
The theory also assumes that within cultures, humans care for, as well as about, one
another, an assertion that can be difficult to sustain in the light of some specific
cultural practices that may pose significant moral challenges to nurses including but
not limited to the practice of female genital mutilation.

Perhaps the nursing theorist most often associated with nursing as caring is Jean
Watson. Her theory of transpersonal caring (Watson 1979, 1988) places care firmly
as the central feature of nursing practice. According to Watson, nursing has lost its
way as part of the general modernist/technical-rational dominance in health care and
needs to reestablish its role regarding human healing aspects of nursing. In empha-
sizing a strong relationship between nursing and caring in the sense of healing,
Watson goes further than most other nurse theorists in distinguishing nursing from
medicine. To the extent that these ideas resonate with the views of many nurses,
Watson’s writings to this point are well known and popular. However, the extent to
which those same nurses accept the full requirements of her theory remains unclear
as Watson makes strong claims regarding the requirement for nurses to enter into
intense relationships with patients for the purpose, among other things, of healing the
soul of the patient. For Edwards (2001) this requirement is neither reasonable nor
desirable as it places excessive demands on both nurses and patients and seems to
require the ontological impossibility of experiencing things as another person
experiences them. Watson’s emphasis on healing leads her toward a spiritualism
and mysticism that remains unattractive to nurses unconvinced by the vision of
nursing as an all-absorbing form of work. For such nurses, caring is a professional
obligation to be distinguished from their personal lives. Thus, Watson’s strong
version of nursing as caring cannot be said to be universally accepted or acceptable.

No discussion of the idea of nursing as caring would be complete without
reference to the work of Patricia Benner. Perhaps most famous for her book From
Novice to Expert (Benner 1984), it is the title of a later, jointly authored, book The
Primacy of Caring (Benner and Wrubel 1989) that illustrates the central position she
holds for caring in the practice of nursing. Following Heidegger, Benner and Wrubel
note that care is part of the very nature of what it is to be human extending this to
nursing by claiming nursing to be a “caring practice” (Benner and Wrubel 1989,
p. xi) and by, for example, identifying the need for nurses to take into account what it
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is that any given patient cares about before giving care: although it is not clear that
recourse to Heidegger is necessary to support this requirement. In other words, for
Benner and Wrubel, expert nursing requires an understanding of the meaning to a
patient of whatever ailment it is they are experiencing. This requires not merely the
application of routine nursing care for any particular condition because what that
condition may mean in the life of one individual may have a very different meaning
for another person, thus requiring the nurse to respond to the individual and not the
disease. This approach, long understood as a move toward individualized nursing
care, presupposes a previous regimen in which the responses of nurses to the
individual needs of a patient with a given illness were considered less important
than responding to the condition itself. In nursing this has often been characterized as
being of, for example, “the appendix in bed 6 approach to nursing care purported to
be symptomatic of the biomedical model of health and illness so reviled by many in
nursing. In this way, Benner can be read as attempting a technical definition of caring
for the purpose of distinguishing nursing from medicine while retaining everyday
understandings of the nature of care. The success or otherwise of this maneuver
remains to be seen for it is not clear why caring in Benner’s technical sense cannot be
invoked for other health-care, or even non-health-care-related, occupations. In other
words Benner’s account does not explain nursing as caring so much as reiterate the
importance of caring in nursing.

Perhaps a reflection of the increasing rejection by women of the subservient role
allocated to them by repressive societal expectations and presumably as a part of a
growing feminist movement in the Western world, Carol Gilligan (1993[1982]) and
Nel Noddings (2013[1984]) each in their own way set out alternatives to male-
dominated ways of thinking about care and caring, and both have been influential in
the way that nurses perceive the value of what they do. Gilligan, often cast as a
reaction to the male-dominated ideas on moral development offered by Kohlberg, set
out to study moral decision-making in action. In attempting to understand how
women made decisions regarding whether or not to have an abortion, she found
that the women in her study approached moral decision-making in ways quite
different to those described in Kohlberg’s theory. Kohlberg’s theoretical schema of
stages of moral development with abstract notions of justice at the pinnacle was
based on the responses of young males to a set of hypothetical situation questions
(Kohlberg 1984). In the real-life situations of women trying to decide whether or not
to have an abortion, Gilligan found little resemblance among her respondents to the
claims of Kohlberg’s theory. Rather she found that women were more concerned
with the effects of their decisions on the myriad and often complicated relationships
around them. For these women abstract principles were less important than caring
relationships in making moral decisions, and rather than reflecting an inferior level
of moral development as Kohlberg’s theory would have us believe, Gilligan
suggested that women approached moral decision-making in different, but no less
important or refined, ways to men. Previously a research assistant to Kohlberg,
Gilligan outlined her rejection of Kohlberg’s theory in her influential book In a
Different Voice, first published in 1982 but reflecting work started at the beginning of
the 1970s. The ideas in her book resonated with many nurses whose own experience
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of being rarely heard was a source of increasing frustration as the abstract principle-
based approach to health-care ethics in general and to medical ethics in particular
was fast becoming entrenched as dominant. Credited as one of the influential texts in
the rise of care-based ethics as a viable alternative to principlism and taken up with
some enthusiasm in nursing, care-based ethics has, in some places, had some
influence on mainstream medical ethics. However, because principlism remains
such a strong feature of medical ethics and because of the popularity of care-based
ethics among nurses, there is a danger that these preferences are seen as merely
reflecting and reinforcing the gender and role stereotypes that associate doctors with
masculine traits of abstract rationality in the pursuit of cure and nurses with feminine
emotional traits of caring.

Conclusion

Nursing’s attempt to appropriate caring as a term that extends beyond everyday
notions of what it means to care is fraught with difficulties precisely because caring
is a term that has a variety of technical and everyday meanings largely determined by
context. Within the health-care context, caring continues to be understood in differ-
ent ways even as some nurses attempt to claim caring has a special place in, and a
particular relevance to, nursing. It is difficult to imagine any definition of caring that
marks it as unique to nursing without doing violence to general nontechnical and
everyday understandings of the term. Even if there were to be a technical sense in
which caring might be claimed as nursing’s own, it is difficult to see how such a
definition could withstand attempts by other professional groups to claim similar
ground as part of their work. Social workers, doctors, psychotherapists, occupational
therapists, teachers, and many others may also advance strong claims in regard to the
caring nature of their work. Nor is it easy to imagine why a technical definition of
caring for nursing would want to exclude other caring relationships such as those
between a parent and child. For nursing to disregard the claims regarding caring in
the context of other professional groups or the everyday understandings of caring
within family relationships indicates a preference for placing professional interests
ahead of the interests of those whom professional nurses profess to serve.

As Edwards (2001) notes, adopting the idea of nursing as caring requires
accounts of caring that “avoid being so weak as to allow the kinds of caring acts
appropriate for inanimate objects. But they must also avoid being excessively
demanding, or they become either professionally inappropriate, ontologically impos-
sible, or practically implausible” (Edwards 2001, p. 114).

Edwards goes on to suggest a modest proposal of what he describes as “inten-
tional caring” as requiring three parts:

(a) Sympathetic awareness of the plight of the patient

(b) An emotional component — given acceptance of the existence of an emotional
dimension to human being

(c) A response to what are perceived to be the needs of the patient
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(Edwards 2001, p. 132)

This modest proposal for the nature of professional caring as it applies to nursing
seems to be uncontroversial although, by design, it neither makes caring a unique
feature of nursing nor does it exclude other professional groups from claiming
similar ground. For this reason, it is unlikely to satisfy those with a vested interest
in promoting nursing as caring in the sense that it distinguishes nursing from other
health-care practices.

Definitions of Key Terms

Care/caring: Care is variously understood. For example, care is employed in a
technical sense that equates with, among other things, the provision of services
such as health care or nursing care; it is employed in the everyday vernacular in ways
that require context to provide meaning: ‘caring for’ is often differentiated from
‘caring about’; and some nursing theorists have attempted to adopt the idea of care or
caring as phenomenon specific to nursing.

Summary Points

» Caring is used in both technical and nontechnical ways within health services
language which makes it difficult to be clear exactly what is meant by the term.

» Care as women’s work versus cure as men’s work is a misleading way to try to
differentiate the role of nurses compared to the role of doctors.

* Gender assumptions regarding nurses and doctors reinforce stereotypical under-
standings of nursing and medicine to the detriment of both.

» Nursing theorists emphasize the central importance of caring to nursing.

* Nursing as caring requires a definition of caring that does justice to everyday
understandings of what it means to care.
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This chapter discusses different philosophical theories regarding the goals of
medicine and places this debate within the context of the moral limits of the
proper use of medical means. Two approaches are distinguished: first, a teleolog-
ical approach, which sees medicine as a practice with an inherent telos and
second, a consensual approach, which aims at assembling a list of goals of
medicine that are identified in a deliberative process. This chapter also discusses
the concept of medicine and scrutinizes whether it has any bearing on the debate
regarding the goals of medicine. It is argued that the goals of medicine are still
contested and will probably remain so. They cannot be used in a direct way to
solve normative questions regarding the proper use of medicine.
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Introduction

Medicine is both a theoretical and a practical endeavor. Occasionally, medicine is
referred to as a science and an art. Considered as a practical endeavor, or art,
medicine apparently aims at particular goals, briefly the treatment of disease and
restoration of health. In addition, medicine has become a service institution in many
countries. Medical means are used for ends other than just treatment of disease or
restoration of health. Enhancements of specific desired features, improvements of
fitness, and so on, as well as treatment of non-pathological conditions, such as short
stature or normal deterioration of performance due to aging, have become targets of
medical intervention. For some philosophers of medicine, but also for many practi-
tioners and citizens, this expansion of the remit of medicine is a worrying develop-
ment, sometimes called medicalization. The term is usually used with a negative
connotation and refers to an undesirable use of medical means to tackle social and
individual problems or desires. Medicalization may even involve an usurpation of
traditional ways of solving problems in living, for instance, when people experienc-
ing unbearable working conditions take antidepressants instead of challenging their
environment. On the other hand, medicine does not seem to have an imbedded scope
of proper use, which would speak against, or even disallow, its employment for other
than individual diseases.

Some philosophers of medicine have criticized medicalization and the use of
medical means for aiming at desired conditions by arguing that medicine has
particular intrinsic goals, which restrict the proper use of medical means to the
pursuit of these goals (Pellegrino 2001; cf. Arras 2001; Veatch 2001). According
to such a view, the goals of medicine, such as treatment of disease and relief of
suffering, are intrinsic goals insofar as they are implied by the practice itself. This is
partly a traditional argumentation, going back as far as ancient philosophical ideas
about actions and practices. Every action seems to aim at a goal; otherwise, we
would perhaps not even call it an action. Practices are iterated actions and also seem
goal oriented. They have, in philosophical terms, a telos, or a telic structure. For the
argument about the goals of medicine, this general idea is important, as it paves the
ground for assuming particular goals of the practice of medicine. It is more difficult,
though, to establish these goals as intrinsic to the practice of medicine itself. Such
reasoning seems to rely on an assumption of a particular nature or essence of
medicine.

A prominent philosopher of medicine, who has argued the case for intrinsic goals
of medicine, is Edmund Pellegrino. Alternatively, a task force at the Hastings Center,
which is a leading bioethics academic institution, published a report in 1996 and
determined such goals of medicine in a process of identifying an international
consensus. Although there might not be huge differences in terms of the mentioned
goals of medicine between a teleological and a consensual approach — prevention of
disease and avoidance of premature death were indeed items on the Hastings Center
list — there are notable methodological differences. A consensual approach allows for
the goals of medicine to change historically and socially, whereas a teleological
approach aims at a universal and nonrelative determination of the proper goals of
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medicine. In the following, a closer analysis of these two approaches will be
pursued.

The Concept of Medicine

Discussion of the goals of medicine relies on a particular conception of medicine.
But it is not quite clear what medicine encompasses or how to define the nature of
medicine (Pellegrino and Thomasma 1981; Nordenfelt 1998). At the beginning of
this chapter, it was stated that medicine is considered to be a science and an art. In
other words, medicine has a theoretical part, which has mostly to do with gaining
knowledge about the functions and dysfunctions of the organism. Medicine, under-
stood as an art, is the application of such knowledge in specific contexts, such as
diagnosis, treatment, or prognosis. So the extension of the concept of medicine
seems to be fairly broad, as many scientific endeavors and also quite a few practices
seem to be aspects of medicine. In addition, there are other terms, which are
occasionally used synonymously with the concept of medicine, such as “health
care.” Health care includes practices such as nursing or rehabilitation. Finally,
there is the discipline of public health which includes practices that aim at the health
of the population. It uses the science of epidemiology, and different practical means,
such as information or health education, policies, or the intentional shaping of the
circumstances of people’s choices. One might wonder whether public health is part
of medicine or whether it has a broader remit. In any event, it seems that there are
indeed many practices that aim at health and the prevention of disease, including
medicine, health care, and public health. Even if some of these practices are not to be
counted as medicine proper, it seems obvious that the goals of aiming at health and
preventing disease are not restricted to medicine. So there is a problem for deter-
mining the concept of medicine by reference to its alleged goals (Nordin 1999).
“Medicine” does not have clear-cut boundaries, and it is impossible to conceptually
separate medicine from other practices by referring to its alleged goals, because these
goals are shared with several other disciplines.

Another way to discuss the goals of medicine in relation to the concept of
medicine might be to focus on the means of the practice. It might be said, for
instance, that public health, in contrast to medicine properly conceived, uses political
and pedagogical means, whereas medicine uses certain skills of doctors, communi-
cation, and diagnostic tools. In general, one might want to restrict medicine to the
clinical encounter between a patient and a doctor (Cassell 1991). The goals of
medicine, according to this point of view, are identical to the goals of treatment or
care (Marcum 2008; Kaldjian 2014). As will be seen, especially the philosophical
approach that aims at extracting goals of medicine from its practice, or rather
application, is prone to such a view. Yet, again, it is not clear why the concept of
medicine should be restricted to the clinical encounter. At least historically, there
have been examples of other conceptualizations. For instance, Galen defined med-
icine by its aspect of gaining knowledge about the organism. There were also
attempts to explicitly exclude any therapeutic intervention from medicine, as it
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was deemed to do more harm than nonintervention (Temkin 1966). Accordingly, the
group of people called “medical nihilists” by the historian Owsei Temkin, saw
medicine as essentially including science. Medicine therefore was not the exclusive
domain of physicians.

Altogether, the discussion of this section undermines a straightforward definition
of the concept of medicine. Since the nature of medicine is hence underdetermined, it
cannot simply be assumed that medicine is a specific discipline or practice with
clear-cut goals.

A Teleological Approach

One way to determine goals of medicine is by interpreting it as a practice, which is
structured by aiming in a certain direction. This is a traditional idea that goes back at
least to ancient philosophy. It has followers especially in modern virtue theory. Here,
the aims of practices also specify certain excellences or virtues. It should be noted
that the concept of practice here refers quite generally to types of actions, not
necessarily to the use of tools or something similar. Gaining knowledge in a
scientific endeavor can be a practice, according to this understanding. In a teleolog-
ical approach, the telos, or end, of a practice determines the good it aims at. Virtues
are accordingly the excellent ways to perform such practices. When discussing the
goals of medicine, such an account requires some idea of the specific goods which
medicine aims at. An obvious goal of medicine is health.

A well-known defender of such a teleological account of the goals of medicine is
Edmund Pellegrino. He claims: “[W]e must assert the obvious: medicine exists
because humans become sick. It is an activity conceived to attain the overall end
of coping with the individual and social experience of disordered health. Its end is to
heal, help, care and cure, to prevent illness, and cultivate health” (Pellegrino 1999,
p. 62).

It should be noted that Pellegrino allows for some level of change in using
medicine for specific social purposes. Yet these purposes always need to be linked
to the inherent ends of medicine (Pellegrino 1999, p. 65 f.). Hence there is no scope
for taking medicine outside its proper remit, which is intrinsically set. The ends of
medicine are determined by the practice of medicine, and these ends are essentially
focused on sick patients.

Similarly, Leon Kass also maintains that there are proper goals of medicine.
These set the norm as to how medical means are properly used. “I am rather inclined
to the old-fashioned view that health — or if you prefer, the healthy human being — is
the end of the physician’s art. That health is a goal of medicine few would deny. The
trouble is, so I am told, that health is not the only possible and reasonable goal
of medicine, since there are other prizes for which medical technique can be put in
harness. Yet I regard these other goals — even where I accept their goodness
as goals — as false goals for medicine, and their pursuit as perversions of the art”
(Kass 1985, p. 159).
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As has been discussed earlier, it is not quite obvious that Pellegrino and Kass can
make good their claim regarding proper goals of medicine. It is not even clear how
exactly to draw the boundaries of the practice called medicine. In addition one might
wonder in what way the specific goals of medicine and with it the assumption of a
teleological structure of the practice can be philosophically justified, especially given
historical variations.

As has been explained in the introduction of this chapter, reference to the alleged
goals of medicine can often be found in contexts where certain contested ways of
using medical means are being discussed. However, it does not seem easy, and
perhaps impossible, to circumvent the normative debate about the proper use of
medical means by a philosophical account of the proper goals of medicine. Indeed, it
might not even be altogether obvious that within Pellegrino’s approach all real
developments in modern societies that can be summarized under the label of
medicalization would be identified as improper uses of medical means. After all,
the cultivation of health, for instance, might be understood as to imply an increasing
societal demand for fitness and capacity to perform, which, again, could well be
fostered by medical means. Yet it is clear that Pellegrino and Kass see their approach
as a bulwark against modern developments of using medical means for purposes,
which are alien to medicine proper according to their point of view. Still, despite the
debatable real-life repercussions of such a teleological approach, there is a need for
discussing the philosophical virtues and vices of their methodology. The general
philosophical issue is whether practices really have intrinsic goals. Although some
critical considerations have been raised in this chapter, this methodological discus-
sion has not reached a final decision. Hence a teleological approach regarding the
goals of medicine can still be defended.

A Consensual Approach

A less metaphysically charged approach was put forward by a group of scholars that
discussed the goals of medicine at the Hastings Center. Here the idea was to use
philosophical argument and empirical evidence to assemble a list of plausible goals
of medicine, without assuming that it collects the only proper items of such a list.
The methodology of such an approach can be called consensual, as it aims at an
international consensus regarding the goals of medicine. Such a consensus requires
deliberation and exchange of philosophical argument.

The group drafted the following list of four core goals of medicine (Hastings
Center 1996, Executive Summary):

» The prevention of disease and injury and promotion and maintenance of health

* The relief of pain and suffering caused by maladies

* The care and cure of those with a malady and the care of those who cannot be
cured

* The avoidance of premature death and the pursuit of a peaceful death
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These goals are obviously not too different from the ones put forward by the
defenders of the teleological approach. One pertinent difference, though, might be
implied by the final goal of avoidance of premature death. Depending on what
exactly is meant by “premature” death, there might be medical interventions,
which Pellegrino and Kass would probably not see within the remit of medicine
proper, for instance, the treatment of biologically normal deteriorations of fitness. In
other words, the goal of avoiding premature death might justify enhancements — as
opposed to treatment of disease.

Methodologically, the Hastings Center group seems to allow for revisions of their
list, should there be considerable changes in social value judgments. After all, they
assert “crucial points of contact between medical goals and social goals” (ibid.,
p. S6). Hence it is not quite clear as to how the setting of goals can establish an
independent norm of the proper use of medicine when using the methodology of
consensus. Even what many of us today regard as an instance of medicalization
might change its status if the viewpoints within society change accordingly. To be
sure, reasonable exchange would still be needed within such methodology, not just a
majority vote or the like. But be that as it may, it seems that the key issues would still
be found in the normative debate. There would be no external standard of the proper
use of medical means, set by particular goals. This is to be expected within a
consensual approach. It necessarily involves an element of conventionalism.

Alternative lists of goals of medicine have been proposed in the relevant literature
(Miller and Brody 1998; Briilde 2001; Boorse 2016). These are fairly similar to the
mentioned list, though they include additional aspects such as the improvement of
healthy conditions in the environment, i.e., tackling the social determinants of health
and reassuring the “worried well.” Still, such similarity suggests a widespread
convergence in normative assessments of the point of medicine and its remit — at
least within a certain shared cultural background and at a particular point in time. It
seems adequate to expect an ongoing debate about the goals of medicine in philos-
ophy of medicine. This is at least partly due to the continuing dispute regarding the
moral limits of the use of medical means to treat undesired ailments and to enhance
desired conditions.

Conclusion

The main target of the debate on the goals of medicine has been to establish
normative conclusions about the moral limits of the use of medicine for individual
or social purposes. It has been claimed that the proper goals of medicine exclude
certain medical practices, for instance, enhancements of fitness, the pursuit of
aesthetic goals, the use of medicine in hastening death, or other contested aims. It
has been shown in this chapter, however, that it is neither methodologically nor
substantively straightforward that such a conclusion can be reached via an explora-
tion of the goals of medicine. The debate on such goals is philosophically significant
in its own right, but it is doubtful that the ethical issues can be solved on its basis.
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Definition of Key Terms

Medicine For the purposes of this chapter, medicine is understood both as a
science and an art. It is a practice that contains numerous means
in relation to the advancement of health. An exact definition of
the concept of medicine is not forthcoming.

Medicalization ~ The use of medical means for improper purposes.

Teleology An attempt to explain features or things by reference to purposes
or goals.

Consensus An attempt to find a coherent solution by means of deliberation in
a group.

Summary Points

* The debate on the goals of medicine is usually concerned with the proper scope of
medicine.

* A debate on the concept of medicine, and hence on its nature, might provide for a
list of the goals of medicine.

* However, the concept of medicine has contested boundaries.

» Some scholars assume medicine to have a teleological structure and hence to aim
at specific goals.

» Others have attempted to draft a list of the goals of medicine in a consensual
approach.

» The philosophical debate on the goals of medicine is unlikely to disappear.

* An account of the goals of medicine will probably not solve the normative debate
on the proper moral limits of the use of medicine.
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though not necessarily incomprehensible to others. Philosophy of language and
phenomenology provide frameworks to understand other persons’ suffering.
While there is some agreement that suffering is something bad (an evil) toward
which we have moral obligations to alleviate, there is less agreement on how this
should be done and how far we should go. This is because there are several
conceptual and ethical challenges with suffering, such as how to define it and
where to set the limits to our duties and aspirations to alleviate suffering. What
kind of suffering should be alleviated and by whom. For example, should social
or existential suffering be alleviated by health care? What measures are accept-
able in alleviating suffering, e.g., are modifications of personality, reduction of
autonomy, or killing acceptable measures to alleviate suffering? Another basic
question is who can suffer, e.g., whether animals, embryos, fetuses, or severely
demented humans can suffer.

Introduction

Suffering is a basic human experience. Most people suffer during their lives,
and suffering is seen as a basic part of the human condition (Spelman 1997;
Morris 2002; Amato 1990; Schopenhauer 2008). As most people try to avoid
suffering, it is considered to be one of the basic (negative) values of life
(Spelman 1997; Cassell 1992; Hudson 2012). Suffering is also related to
moral obligations: normally, we are obliged to help and care for those who
are suffering and alleviate suffering where it is possible (Cassell 1982; Mayerfeld
2005; Wilson and Brown 2009; Andorno and Baffone 2014; Taylor and
Watson 1989).

The term “suffering” is used in a wide range of contexts with many different and
partly overlapping meanings (Cassell 2004; Edwards 2003; Green 2014). The term
may have different meanings in a personal encounter, in a hospital setting, in a
social group, in a piercing context, and in an existential and spiritual setting. Hence,
there can be many concepts that cover the area of negative (human) experience. The
term “suffering” can be used in a specific sense, e.g., in terms of physical suffering,
and in a broad or vague sense. Common to many uses of the term “human suffering”
is that it involves unpleasant sensory or emotional experience (DeGrazia 2014) and
that it refers to states of severe human distress that threaten human agency (Cassell
1982, 2004). Suffering is also frequently (but not necessarily) related to events in
time, i.e., suffering as a temporal event (Chapman and Gavrin 1992; Toombs 1999;
Edwards 2003).

This chapter will start by reviewing the difference between suffering and pain
as well as several common definitions of suffering in order to highlight some key
features. Some traditional perspectives on (human) suffering will be presented.
One section deals with the relationship between illness and ethics, and one
addresses the question of whether suffering is comprehensible to others. The
chapter ends with reviewing the ethics of suffering and some challenges with
suffering as a concept.
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Suffering and Pain

Suffering is related to pain, and the terms are often used synonymously (Scarry
1987; Wall 2000; Green and Palpant 2014). Persons in pain are said to suffer.
However, suffering is considered to be distinct from pain (Cassell 2004; Clarke
2011; DeGrazia 2014). Although pain can result in or be part of suffering, pain is
not a necessary condition for suffering (Fordyce 1988; Clarke 2011). A person can
suffer without pain or when pain is relieved. Some people also seem to inflict pain
on themselves in order to try to control suffering (Holm and Severinsson 2008).
Pain is not a sufficient condition of suffering either, as people can have great pain
without being distressed or feel their agency threatened. Fire walking and various
types of passage rituals may cause pain, but not always suffering. Pain is considered
to be a sensory experience, while suffering is not limited to sensory experience.

Definitions of Suffering

A wide range of definitions of suffering can be found in the literature (Malpas and
Lickiss 2012; Green 2012). For the purpose of this overview, the definitions can be
divided into three groups. One group of definitions of suffering emphasizes its
threats to human agency: Suffering is a disruption, destruction, or loss of a person’s
dignity, integrity, intactness, or autonomy (Charmaz 1983; Shweder et al. 1997,
Cassell 2004). This group of definitions may vary significantly with how agency is
threatened (by disruption or loss) and what is threatened (autonomy, authenticity, or
dignity). Despite these differences, they appear to cover some of the common
ground: threats to human agency (Amato 1990; Green 2012).

Another group of definitions emphasizes that suffering is a profound loss which
impairs life (Hoffmaster 2014). In particular, suffering may threat a person’s
existing values, transform his or her values, or enforce the elaboration of new
values (Amato 2014). Accordingly, suffering is conceived of as an altered life,
defined in terms of a constrained, compromised, or ephemeral life. A lot of
opportunities are lost, and values are threatened or lost (Amato 1990). This group
of definitions highlights a person’s threatened value system. A third group of
definitions of suffering highlights the experienced negative sensation, emotion, or
feeling: there is an unpleasantness, which may threaten or shatter a personal felt
reality (DeGrazia 2014; Davies 2012). For example, suffering can be experienced
as torture without a torturer (Green and Palpant 2014).

One important question is whether suffering is subjective or objective. Some
conceptions of suffering emphasize the subjective experience, such as pain, and see
suffering as a personal matter. Suffering is experienced by the individual person
(Cassell 2004). On the other hand, suffering is considered to be something that can
be assessed by others, something objective. Accordingly, suffering is seen as
something that frustrates the fulfillment of the being of an individual, e.g., biolog-
ical needs, the need for food, shelter, sex, relationships, pursuing projects, and
meaning in life (van Hooft 1998b).
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Hence, there are many definitions of suffering within which three broad groups
can be identified. For specific purposes, e.g., for certain types of research or care, it
may be convenient to apply specific definitions, developed in certain contexts for
particular purposes. In other settings, the three broad types of definitions above may
be helpful. To the question of whether suffering is subjective or objective, some
potential solutions exist (see below).

Perspectives on (Human) Suffering

In his Epistulae morales ad Lucilium, the Stoic philosopher Seneca (4 BC — 65 AD)
describes three elements of disease: bodily pain (dolor corporis), suspension of joy
(intermission voluptatum), and fear of death (metus mortis) (Seneca 2004). This
illustrates that there exist long traditions of distinguishing between different types
of human suffering. As shown, suffering extends beyond bodily pain and involves
several other aspects. In describing how human suffering is experienced, it has been
common to distinguish between four types of suffering. Most of these are covered
by the first group of definitions mentioned above.

The first type of suffering is bodily suffering, which includes various types of
pain, as well as nausea, dizziness, and feeling of cold or heat (Bakan 1968;
Chapman and Gavrin 1992; Cassell 1999). The second type of suffering, mental
(psychological, emotional) suffering, includes feelings of hopelessness, grief, sad-
ness, anger, as well as guilt, regret, and embarrassment (Gilbert 1989; Byock 1996;
Ratcliffe 2008; Davies 2012). Social suffering, the third type of suffering, involves
(unwanted) dependency, shyness, withdrawal, and isolation (Kleinman et al. 1997;
Carel 2014). Additionally, suffering is considered to be an existential (or spiritual)
experience (Strang et al. 2004), e.g., in terms of fear of death, uncanniness, as well
as loss of joy and meaning (van Hooft 1998b). Table 1 gives an overview over four
traditional types of suffering and some examples of each type.

These traditional perspectives on suffering can be seen as reinforcing a tradi-
tional mind-body dualism in that suffering is experienced differently by the body
and the mind. It may also reinforce a reductionistic conception of the world in
general and of the human being in particular. That is, suffering can be studied in bits
and pieces, in the same manner as we study the human being in terms of body and
mind, as well as various social and existential faculties. Other conceptions may
provide more holistic perspectives on human suffering, e.g., systems biology may
offer fruitful ways to integrate physical, mental, and social aspects of human
suffering (Federoff and Gostin 2009; Kirkengen et al. 2015). However, whether
psychoneuroimmunological perspectives on suffering (Ulvestad 2012) offer some-
thing more fundamental than the integration of various perspectives is still open for
debate (Gatherer 2010). Moreover, the different perspectives on suffering may also
indicate that suffering is a complex phenomenon that cannot easily be grasped
within one perspective or with one concept.



10 Suffering: Harm to Bodies, Minds, and Persons

133

Table 1 Various traditional types of human suffering. The categories are overlapping, and it may
not always be easy to distinguish between them

Bodily experience of
suffering

Various types of pain

Weakness, bodily
betrayal
Reduced ability

Reduced function

Self-attention:
awareness of body
objectification

Sensation of excessive
heat, excessive cold
Itching

Hunger

Thirst

Nausea
Suffocation, air hunger

Sleep deprivation
Nausea

Disorientation

Bodily disability
Loss of balance

Fatigue
Restlessness (legs)

Feeling of “pins and
needles”

Twitching

Mental experience of
suffering

Various types of pain
Reduced ability
Anger

Betrayal (of function)

Self-attention: awareness
of (function of) mind,
objectification

Altered expectations
Self-blaming, guilt
Self-pity
Self-censoring

Transformation
Reduction of freedom

Changed self-conception
Changed self-perception

Curtailed possibilities
(spatial, emotional)

Mental disability

Modified embodiment,
being in the world

Grief
Despair
Feeling of unfairness

Enervation

Social
experience of
suffering
Feeling
vindicated
Learn to let
others go or do
Learn to receive
help

Give up
(friendship)

Reinvent your
life

Learning to
cope
Surrender
vanities
Dependency

Altered
encounters

Isolation

Shyness,
awkwardness
Lack of easiness
Shrinking of
social space
Curtailed
possibilities
(relational,
social)

Social disability

Withdrawal

Isolation
Disgust
Humiliation,
embarrassment
Loneliness

Existential or
spiritual
experience of
suffering

Fear of death

Deterioration,
decline

Shrinking of the
world

Modified meaning

Uncanniness,
homelessness
(Unheimlichkeit)

Helplessness
Grief (existential)

Uncertainty,
unpredictability
Fear for future

Loss of joy
Loss of meaning

Loss of hope
Loss of flourishing

Curtailed
possibilities
(existential)

Existential
disability

Loss of possibility,
potential, capability
Biographical break
Crisis of identity
Feeling of chaos

Awareness of
finitude

(continued)
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Table 1 (continued)

Existential or

Social spiritual
Bodily experience of Mental experience of experience of experience of
suffering suffering suffering suffering
Hiccups Incapacitation Loss of relation | Perception of
Sneezing Anxiety, fear, panic, Rejection fallibility
Dizziness Worry(ing) Being expelled
Tics Confusion
“Dysappearance” of Anguish
the body (cominginthe | Sadness, depression
foreground) Restlessness

Regret

Envy, jealousy
Trying (beyond reach)

lliness and Suffering

Suffering may result from injury, defects, infirmity, weakness, wounds, disability,
disorder, disease, illness, or sickness. Malady is used as a common word for these types
of human ailments (Clouser et al. 1997) and is defined as “a condition that involves the
suffering or the increased risk of suffering an evil” (Clouser et al. 1981). Accordingly,
suffering defines and results from malady. However, suffering is not the same as
malady. In the same way that Huntington’s disease is more than the 39 repetitions on
the HD gene, suffering is more than the symptoms describing the disease. As indicated
above, suffering may have a series of bodily, mental, social, and existential character-
istics, and it may result from a wide range of other causes than malady.

Nevertheless, suffering is more closely related to illness than to any of the
abovementioned types of malady (Kleinman 1988; Morse and Johnson 1991; Ware
1992). There is a tradition to distinguish between disease, illness, and sickness in the
philosophy of medicine (Marinker 1973). Disease is the professional perspective on
human malady, sickness is the societal perspective, and illness is the personal
perspective on human malady. When talking about disease, we often try to give an
objective account of human malady, while the languages of sickness and illness give
voice to intersubjective and subjective accounts of human ailment, respectively. The
basic entities defining and describing disease are biological (including biochemical
and biomolecular phenomena) and mental events. The attributes of sickness are social
role and status, while the basic feature of illness is suffering (Hofmann 2002). Figure 1
illustrates the relationship between disease, sickness, and illness. The figure demon-
strates that the concepts do not always overlap and illustrates that there can be
conflicts between them (Hofmann 2001, 2014).
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Fig. 1 The relationship
between three core concepts
of human ailment: illness,
sickness, and disease
(Adapted from Hofmann
(2002))

Disease

Hence, illness is the personal aspect of human malady, e.g., a person might feel
dizzy, weak, or exhausted, e.g., due to an infection. A person can be ill without
being diseased or sick, e.g., when feeling lonely. While disease and sickness are
considered to be external factors that can result in or from suffering, i/lness is more
intimately related to suffering. Illness can be defined in terms of a negative
experience as conceived of by the individual, such as in the case of severe nausea
(Marinker 1975). Illness may well be conceived of as severe distress that threatens
agency.

Despite the intimacy between illness and suffering, illness is not what obtains
most attention in health care. Health professionals appear to be most preoccupied
with disease (Usherwood 1990; Marinker 1975; Cassell 2004). For example, in the
so-called medically unexplained physical symptoms (MUPS) (Kornelsen
et al. 2015), persons have felt neglected by health professionals (Nunes
et al. 2013). Health policy makers, employers, insurers, and legislators are primarily
focusing on sickness. For example, they focus on whether the person can work or
not and what measures are best suited to help (within or without the health-care
system). More follows on the ethics of suffering below.

Personal but Not Inaccessible

As suffering is a personal experience, a key question has been whether it is
accessible or comprehensible by others than the person himself. As pointed out
above, some believe suffering to be a genuinely subjective concept (Marinker 1975;
Cassell 1999; Evans 2003). This poses the question whether health-care profes-
sionals can know and address patients’ suffering if suffering is something personal
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and subjective (Frank 2001). Traditionally, there are at least two affirmative
answers to these questions (Hofmann 2014). The first answer is based in philosophy
of language and the second on phenomenology.

According to the first argument, all members of a linguistic community share a
common language, by which they share the experiences that the language
expresses (Wittgenstein 2001, §293). Ludwig Wittgenstein’s beetle in the box
thought experiment illustrates this. Wittgenstein invites people to imagine a
community where all individuals each have a box containing a “beetle.” The
members all talk to each other about their “beetle,” but no one can look into
anyone else’s box. The point of the experiment is to show that the talk of private
experiences (“beetles” as an analogy of pain, in Wittgenstein’s work) is learned
through public experiences (when learning language and communicating).
Accordingly, people may have access to the suffering of other persons through
their language. By using a common language, apparently based on common
experience, a person can express his or her experience of suffering. Hence, people
in general and health professionals in particular may be able to understand other
persons’ suffering without “being under their skin” or “in their head.” However,
strictly speaking, it may well be the case that persons speaking different lan-
guages may experience suffering differently, unless suffering is something basi-
cally human which is experienced and expressed equally in all languages. We
may have universal concepts in the same manner as we may have a universal
grammar (Chomsky 1965).

A second argument emphasizing the possibility of having access to other
persons’ suffering comes from phenomenology. By systematic reflection, it is
thought possible to determine the essential properties and structures of humans’
experience of suffering (Carel 2014; Toombs 1999; Svenaeus 2014; Morrissey
2011; Leder 1985; Ratcliffe 2008; Merleau-Ponty 1962). Because all persons are
living experiencing bodies in a common world, where they actively seek meaning,
they can grasp basic aspects of suffering by introspection (looking into themselves)
and by empathy (experiencing of another person’s body as one’s own) (Husserl
1963). In every person’s suffering, there is something that is common to all human
beings as all are beings in a common (life) world.

What then is common to people’s suffering? Phenomenological studies have
revealed several characteristics of suffering, several already mentioned in Table 1.
Many people report that they experience uncanniness and that they lose joy,
meaning, control, and balance when they are asked about their suffering. They
experience feelings of rejection, dependence, and vulnerability. They feel that life
is making a significant turn (a biographical break), and many report of an identity
crisis. They cannot do as before. They cannot wish and aspire, or even hope as
before. And they cannot be as before, both morally and in terms of character traits.
Suffering makes people different. Correspondingly, specific characteristics of suf-
fering can be found for particular diseases. For example, women diagnosed with
and treated for breast cancer experienced a “field of force” that affected everything
in their lives, including their views of themselves and their relationships (Arman
et al. 2002).
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Hence, even though we accept that suffering is a personal experience, it can be
argued that we can still recognize, acknowledge, and understand other people’s
suffering. As shown this can be done by referring to the philosophy of language or
by phenomenology, e.g., by empathy. According to optimistic neuroscientists and
philosophers we will soon be able to understand people’s suffering in terms of their
brain states. Let us now return to a basic observation at the outset of this section
“Ethics of Suffering.”

Ethics of Suffering

Suffering is frequently considered to be something basically bad, i.e., an intrinsi-
cally negative value (Spelman 1997; Cassell 1992; Hudson 2012; van Hooft 2012).
Correspondingly, all positions in bioethics consider suffering to be a (prima facie)
moral obligation to be alleviated or ameliorated. Suffering evokes emotions, e.g.,
sympathy and compassion.

According to utilitarianism, suffering calls for action to reduce pain and increase
pleasure (Beauchamp 1991). With deontology, suffering calls for duties to help and to
care for the vulnerable (Kant 1780; Broad 1930), and virtue ethics refers to empathy
and care for the sufferer (MacIntyre 1981). The suffering visible in the other’s face
has also been viewed as an ethical demand toward help and care, making the suffering
of another person the basis for relationship and ethics as such (Levinas 1988).

In all these ethical approaches, suffering calls for attention, especially from health
professionals. It directs the attention toward the person and not only toward the disease.
Accordingly, the goal for health professionals is to treat a person, not only a disease.

From an evolutionary perspective, pain warns of threats, motivates coping, and
avoids certain behavior (through punishment). Thereby suffering also is (loosely)
related to learning (Decety 2014). Moreover, parental care can be seen as a moral
response to suffering, which further has evolved into empathic arousal and concern for
others. Hence, alleviating suffering is considered to be a basic moral obligation from a
wide range of positions in ethics, including evolutionary biology (Krashin et al. 2014).

Accordingly, relieving suffering is considered to be a key goal for health pro-
fessionals since the emergence of the professions, e.g., as expressed in the Hippo-
cratic Oath: “I do solemnly swear by all I hold most sacred: ... that I will exercise
my art solely for the benefit of my patients, the relief of suffering, the prevention of
disease and promotion of health, and I will give no drug and perform no act for an
immoral purpose” (Adams 1891). Since then the obligation to relieve suffering is a
stated goal in a wide range of professional codes of ethics (Davis 2003). In these
codes, however, it is not always clear what is meant by suffering, and suffering is
seldom explicitly on the curriculum in medical schools. Hence, although suffering
is a core concept in medicine, it is rarely explicated beyond treating disease and
palliating pain (Marinker 1973; Cassell 2004). Suffering has been explicitly on the
agenda (and on the curricula) in nursing (Ferrell and Coyle 2008).

Although alleviating suffering is considered to be a core goal for all health
professionals, it has been important to explore whether there are limits to this
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obligation. Coherent with the unanimous agreement about a moral obligation to
relieve suffering, there is agreement that there are limitations to this obligation
(Rawlinson 1986; Hanson and Callahan 2000). Hence, the obligation to relieve
suffering is prima facie. Consequentialists will argue that relieving suffering is
acceptable only as long as it relieves the overall suffering. Hence, when relieving
suffering in one person requires actions that impose suffering in others increasing
the total suffering, it is not acceptable. Deontologists will normally argue that the
duty to relieve suffering is valid only as it does not infringe or conflict with other
basic duties, such as the duty not to kill, to cheat, to lie, etc. Correspondingly, it can
be argued that where it leads to modification of personality (lobotomy, deep brain
stimulation), or reduces autonomy (extreme sedation), alleviating suffering is
controversial (Rousseau 2001).

Likewise, it is argued that the moral obligations to relieve others’ suffering do
not require sacrifice that violates personal concerns or other moral obligations. For
example, a person is not obliged to care for a suffering stranger if that will result in
neglect in the basic care for his or her own child, siblings, or parents (Nortvedt and
Nordhaug 2008). Accordingly, the obligation to relieve suffering can be considered
to be supererogatory. More on the limits to the types of suffering relevant for health
professionals follows in the paragraph on challenges below.

Another ethical issue related to (the relief of) suffering is the problem of double
effect (Cavanaugh 2006). The key issue is whether it is acceptable to relive
suffering if this inevitably results in a higher risk of also ending the person’s life.
The “principle of double effect” has been applied as a set of criteria for when this
can be acceptable.

Hence, the obligation to relive suffering is considered to be a moral obligation
from a broad range of positions in moral philosophy, and there appears to be
agreement that there are limitations to this obligation. However, exactly where
the limits go, and how to justify them, is not always clear.

The Mystery of Suffering

Suffering is a basic human experience considered to be an intrinsic evil. It has
aroused curiosity and speculation throughout centuries. As such, suffering is
brimmed with mystery and has been subject to elaborate religious reflection and
speculation (Green and Palpant 2014) in addition to existential challenges (Sartre
2003). In a wide range of religious traditions, suffering is attributed to a meaning or
function, such as purifying the soul, ennobling the person, or a path to spiritual
growth. Moreover, it is viewed as something human beings have to endure.
Buddhist traditions consider relief of suffering (dukkha) to be a key part of
obtaining the supreme bliss (nirvana) (Schlieter 2014). In Hinduism suffering
follows naturally from negative behaviors in a person’s current or past life. Suffer-
ing is also at the core of Christian teachings, where the suffering of one person is
considered to have freeing implications for many (Green and Palpant 2014). Table 2
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Table 2 The meaning of suffering in some religious and secular perspectives (see van Hooft
1998a)

Perspective Conceptions of suffering Is suffering good or bad?
From Suffering is a result of offending the Suffering was inevitable, negative,
antiquity divine order and necessary. However, as it was

ordained by the supernatural order,
it ultimately is positive
Stoic Indifference: suffering is something Neither good nor bad
morally irrelevant

Christian Suffering is part of God’s salvific plan In the overall story, suffering is
for humanity. That is, suffering is a kind | good
of reparation

Humanist Suffering grounds the possibility of Suffering creates bonds between
ethics through compassion human beings

Nietzschean | Suffering ennobles the human spirit and | Suffering is a creative source
makes possible human advancement
and personal self-validation

gives a short outline of some religious and secular meanings of suffering. Hence,
suffering has strong philosophical (Nussbaum 1994) and religious connotations
(Green and Palpant 2014), and the boundary between religious and medical han-
dling of suffering has been unclear, especially as human ailment has been addressed
and cared for by religious organizations and as the hospital movement stems from
such organizations.

The boundaries between the medical and the religious aspects of suffering are
not always clear and are subject to constant reflection (Best et al. 2014; Boston
et al. 2011; Kissane 2012). Health professions vary in the attention to spiritual
aspects of suffering. Health professionals have been considered to “have a calling,”
a professional altruistic obligation to help suffering persons based on a religious
analogy. In secular societies, the bodily, mental, and social aspects of suffering
appear to obtain more attention than the spiritual or existential aspects (Cherry
2014). How the various aspects of suffering are assessed and addressed is an issue
for continuous debate.

Challenges

The basic questions following from the obligation to alleviate suffering are whether
there are limits and what kind of suffering health professionals are to alleviate, and,
if there are limits, where do they go (Rousseau 2001). The answer to the first
question is normally yes, as there are many types of suffering that are not subject to
health care. For example, if people suffer due to incompetence in a hi-tech envi-
ronment, health professions may have little to offer, while other professionals may
be able to help. Correspondingly, there are a wide range of social conditions that
may result in suffering, which are not the subject matter for health professionals.
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The second question, where the limits to health-care intervention are, is more
challenging. There are a wide range of ordinary human experiences that can
become pathologic, e.g., grief is an ordinary experience, which may warrant
attention from health professionals (Wakefield 2013). Social suffering due to
protruding ears may be alleviated by surgery, so may suffering for single persons
for not having a partner or a child, e.g., with various types of assistive reproduc-
tion (Lauritzen 2014). Hence, the core question is where to set limits to avoid
medicalization of human suffering. The traditional answer to this question has
been that health care should limit its activity to what is related to malady.
However, to delimit disease is in itself a normative question. On the other hand,
the question is how far we should go to relieve suffering. In particular, is it right to
kill (a person) in order to alleviate suffering? The question is pertinent in
euthanasia, physician-assisted suicide, and selective abortion (Burgess 1993).
These are difficult questions related to the concept of suffering, which merit
separate analyses.

Another question that has troubled philosophers dealing with suffering is
whether an unequivocal moral judgment in response to (human) suffering requires
a common moral position (Hoffmaster 2014; Green and Palpant 2014). Can various
stances in moral philosophy result in the same response to suffering? One answer is
that human suffering is such a basic bad (evil) in most ethics, resulting in aversion
and moral reactions in all. Another answer is that moral responses to suffering vary
greatly, depending on peoples’ moral stance. It can be useful to differentiate
between suffering moving moral concern and the particular moral responses to
suffering. While the first will be common and unequivocal to most positions in
ethics, the latter may not.

Yet another important question is “who can suffer?”’(DeGrazia 2014). Several of
the definitions presented above require that a sufferer has to be a person. So, who
counts as a person? Do embryos, fetuses, children, severely demented, or animals
count as persons? These questions hinge on issues of moral status and conscious-
ness. Depending on how one defines personhood, embryos, fetuses, and animals
may or may not suffer. According to the third group of definitions presented earlier,
several types of animals may very well suffer, as they have negative feelings
(beyond instinctive sensations) (Dawkins 1980; Singer 1990). How the second
type of definitions, highlighting the altered value system in suffering, considers
animals, embryos, and fetuses to suffer depends on the specific definition. Several
positions attribute more obligations toward nonhuman persons (animals) than
human nonpersons (e.g., humans with severe dementia) (Singer 2011). In addition
to arguments from various definitions of suffering, it is also argued from analogy
that animals suffer: they behave as if they suffer, and therefore we have obligations
toward animals. Neurological studies of animals have also increasingly revealed
animals’ experience of pain. We may of course very well have obligations toward
other entities in nature, such as plants, fetuses, and animals without emotions, even
when they do not suffer. However, such obligations need other moral foundations
than suffering.
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According to the various perspectives, types, and definitions described above,
there are many languages of suffering. For example, there are biomedical, religious,
existential, moral, and political languages of suffering (Brinkmann 2014), all
framing social relationships and power. Moreover, suffering calls for moral senti-
ments such as sympathy, compassion and pity, and result in social bonding
(Halpern 2002), and suffering resembles power in many ways (Eriksson 2006).
Hence, suffering poses social and cultural challenges (Kleinman and Kleinman
1996) well beyond the realm of health care.

Summary

Accordingly, suffering is a basic human experience. It can be defined in many ways,
but suffering is typically defined in terms of i) threats to human agency, ii) loss or
threat of value system, and/or iii) experienced negative feelings. Hence, suffering is
a negative experience of some kind. However, several types of (human) suffering
are studied and discussed in the literature on suffering. Suffering can be studied as a
bodily experience, mental experience, social experience, an existential or a spiritual
experience.

Suffering may be personal, but not necessarily incomprehensible by others. The
philosophy of language and phenomenology provides ways to understand persons’
suffering. There is unanimous agreement that suffering is a moral bad (evil) that we
have moral obligations to alleviate. However, there is less agreement on how this
should be done and how far we should go.

There are several challenges with suffering, e.g., where to set the limits to alleviate
suffering, both for social (nonmedical) issues and with respect to ending life (killing,
euthanasia). Another basic question is who can suffer (animals, embryos, fetuses,
severely demented). There are no general agreements on these questions.

Definition of Key Terms

Disease  There is no agreement on how to define disease, but many definitions
refer to physiological, biochemical, genetic, and mental entities, and
events are conceived of as being of negative value by the medical
profession who therefore strives to classify, detect, control, and treat
such entities and events in order to explain, palliate, and ultimately
to cure.

Illness Most definitions of illness refer to bodily, behavioral, or mental entities
or events that the person experiences and mainly consider to be of
negative value.

Sickness Many definitions of sickness refer to bodily, behavioral, or mental
entities or events that are conceived of by the society and/or its institu-
tions to be of negative value.
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Summary Points

e Suffering is a basic human experience.

» Suffering can be defined in many ways.

« Suffering is a negative experience of some kind.

¢ Suffering is most frequently defined in terms of threats to human agency, loss or
threat of value system, and experienced negative feelings.

¢ Suffering can be studied as a bodily experience, a mental experience, a social
experience, and an existential or a spiritual experience.

» Suffering is most frequently conceived of as a moral bad that should be alleviated.

o There are several challenges related to the concept of suffering.
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Abstract

This chapter draws attention to several philosophical issues raised by the phe-
nomenon of disablement and then focuses on two main ones pertinent to philos-
ophy of medicine: the definition of disability and the relationship between
disability and identity. Two kinds of approach are identified in relation to the
question of the definition of disability, one of which focuses on the individual
concerned and is sometimes described as a “medical model” of disability and
another approach which places more emphasis on the environment beyond the
individual. The World Health Organization’s (WHO) taxonomy is presented
below to represent the first kind of approach, and the theory devised by Professor
Lennart Nordenfelt is presented as representing the second. The chapter then
turns to discuss disability and identity. It is shown that on standard ways of
conceiving of the identity relation, disability seems closer to a contingent (and so
non-identity-constituting) characteristic of persons as opposed to an essential,
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identity-constituting one. However, another strategy is also described in which
certain kinds of contingent properties can be identity-constituting. So if the latter
strategy proves successful, then it may be true that disability can indeed be
identity-constituting.

Introduction

Disability raises many philosophical questions regarding, for example, its definition,
its normative character, its causes, its relationship with a person’s identity, the
question of a person’s moral status and entitlement to life, as well as their entitlement
to social justice. Since this handbook’s primary focus is on philosophy of medicine,
the two main issues addressed are two which seem most pertinent from a medical or
health-care perspective. The first of these is the very definition of disability. This
discussion highlights two distinct approaches, one which focuses on the individual
concerned and is sometimes described as a “medical model” of disability and
another approach which places more emphasis on the environment beyond the
individual. The World Health Organization’s (WHO) taxonomy is presented below
to represent the first kind of approach, and the theory devised by Professor Lennart
Nordenfelt is presented as representing the second. The question of how disability
should be defined has obvious relevance to philosophy of medicine in particular
since if it is true that the causes of disability lie in the individual concerned, then
attempts to diagnose and respond therapeutically to disability will be directed
primarily at the individual. But if the real causes lie beyond the individual, the role
of medical practitioners in responding to disability is much less clear. It may even
turn out that disability could be completely severed from the domain of health care
since it would, at most, be a social problem as opposed to a medical one — something
more in common with poverty or sexual discrimination as opposed to appendicitis or
schizophrenia. In the latter part of the chapter, the question of the relationship
between disability and identity is discussed. Somewhat paradoxically, theorists
who claim that disability is largely caused by factors beyond the person maintain
that disability is an essential part of who they are. This sounds prima facie paradox-
ical since it seems more likely that a person’s identity would be determined by
factors intrinsic to them, such as their genetic constitution, as opposed to extrinsic
factors, such as social conditions.

Defining Disability: A Medical Model

No human being is wholly able, so to speak, able to do everything. There are some
kinds of activities which a person may not be able to accomplish, yet this does not
entail they have a disability or are disabled (Nordenfelt terms these “nonabilities”).
Yet, historically, human beings have been identified as lacking certain abilities



11 Disability as Medical and as Social Category 149

considered typical of humans and identified as such. Thus, Braddock and Parish
(2001) note that a distinction was frequently drawn between those people with what
would now be thought of as physical impairments (e.g., lacking limbs), those with
sensory impairments, those with what would now be thought of as intellectual
disabilities, and those with severe mental health problems. Braddock and Parish
emphasize the significance of a distinction between impairment and disability since
they endorse the view that while impairments are grounded in actual physical
difference and thus to a significant extent independent of social context, this is not
true of the category of “disability” which they say is much more closely bound up
with local values and norms.

The view that there is indeed at least this level of complexity in the classification
of disability became widely recognized in the twentieth century and led to increas-
ingly sophisticated attempts to taxonomize the phenomenon of “disablement” (e.g.,
Nagi 1965; WHO 1980; Oliver 1990; Nordenfelt 1983/1997).

Of the various approaches attempted, two general emphases can be discerned —
reflected in the division referred to by Braddock and Parish — between on the one
hand a primary focus on the physical constitution of the person concerned and
approaches which have contextual factors as their primary focus on the other.
Between these two extremes, as might be anticipated, are approaches which seek
to acknowledge both internal and external factors as opposed to focusing narrowly
on either one or the other.

The World Health Organization’s (WHO) taxonomy from 1980 can be taken to
represent approaches which at least appear to have the individual person as their
primary focus. The conditions with which it is concerned are those which it describes
as the “consequences of disease” (1980, p. 1). In their International Classification of
Impairments, Disabilities and Handicaps (ICIDH), it is observed that disease can
lead to impairment, which can lead to disability, which can lead to handicap. This is
represented in a schema presented thus which illustrates the sense in which impair-
ment, disability, and handicap are conceived of as consequences of disease:

“disease >> impairment >> disability >> handicap” (WHO 1980, 11; see also Altman’s
depiction of Nagi’s schema (2001, 113))

Disease is defined in terms of “aetiology >> pathology >>> manifestation”
(WHO 1980, p. 10). Thus, consider the former Olympic and Paralympic athlete
Oscar Pistorius. Due to a genetic anomaly, he was born without fibulae; the aetiology
would be the anomaly itself (a genetic difference or more strongly disease), the
pathology it leads to is the lack of fibulae, and its manifestation is the missing
fibulae.

Impairments are defined as follows: “Impairment: In the context of health expe-
rience, an impairment is any loss or abnormality of psychological, physiological or
anatomical structure or function” (ibid. p. 27) and are said to arise at the level of
“parts of the body” (ibid. p. 28). So the missing fibulae would qualify as impairments
because their absence constitutes an abnormality — statistically speaking — in ana-
tomical structure since it is statistically typical for humans to be born with fibulae.
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According to the ICIDH, impairments are consequences of disease and disabil-
ities consequences of impairments. So consider the definition of disability offered.
“Disability: In the context of health experience, a disability is any restriction or lack
(resulting from impairment) of ability to perform an activity in the manner or within
the range considered normal for a human being” (ibid. p. 28). Whereas impairments
arise at the level of “body parts” such as organs, disabilities are said to arise at the
level of the individual person (ibid.). So to focus on Oscar Pistorius (OP) again, since
walking is an activity within the range considered normal (statistically) for humans,
the impairment leads to a lack of the ability to walk (unaided). Also, of course the
relevant comparator group here is humans at a particular chronological stage of
development: it is not statistically abnormal for babies to be unable to walk.

Turn now to the third consequence of disease as presented in the ICIDH, that of
handicap. “Handicap: In the context of health experience, a handicap is a disadvan-
tage for a given individual, resulting from an impairment or a disability, that limits or
prevents the fulfilment of a role that is normal (depending on age, sex and cultural
factors) for that individual” (ibid. p. 29). As mentioned, impairments are properly
attributed only to body parts and disabilities only to persons, so it is said that
handicap is a “social phenomenon” (ibid.). For in contrast to the other two conse-
quences of disease, this category makes explicit reference to social and cultural
factors. So it might be said that OP’s missing fibulae constitute a “disadvantage” to
him since they limit the range of activities and social roles open to him just as being
unable to see, for example, may be said to be a handicap since it limits the social
roles open to the person.

It is evident, then, that on the ICIDH schema, impairment may be a necessary
condition of disability but is not a sufficient condition. Fused toes may count as
impairments as they comprise a structural abnormality, but providing they don’t limit
the person’s ability to walk, they fall short of disabilities. Here there are structural
abnormalities with no functional consequences. (So impairments differ from dis-
eases.) Also, as the case of OP illustrates, there may be provision to mitigate adverse
functional consequences of impairments such as walking blades, spectacles for the
shortsighted, insulin for diabetes, and so on. So again here we have impairments but
no disability, provided relevant “external” compensating conditions are present, such
as the availability of walking blades, spectacles, or insulin. Other kinds of contingent
cultural factors can also be shown to be relevant to the question of whether a
disability leads to a handicap. In the island known as “Martha’s Vineyard,” situated
off the coast of North America (Sacks 1989), a high proportion of the residents were
deaf, and most residents of the island were competent in using sign language. In this
context deafness may be a disability but does not lead to a handicap (Oliver 1990,
p. 16; Sacks 1989).

As may be anticipated perhaps, the ICIDH taxonomy generated substantial
amount of criticism (see Oliver 1990); the most influential criticism focused on an
interpretation of the kind of causal claim made in the document (see esp. Wasserman
(2001) for philosophical discussion of this). Critics claim that according to the
ICIDH, because it is a “consequence of disease,” it follows that the causes of
disability lie in the individual. But, it is argued that the causes of disability lie wholly
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in the social environment not in the individual with the impairment (UPIAS 1975).
The force of this claim is captured well in the front cover picture of Oliver’s The
Politics of Disablement which depicts a person in a wheelchair at the foot of a flight
of steps of a building which is a polling station. The clear message is that the
wheelchair user is perfectly able to vote but is “disabled” from doing so by the
wheelchair-unfriendly social environment.

Moreover, it is argued that if it is held that the cause of disability is to be found
within the “diseased” individual, they will be conceived of as suffering from a medical
problem which requires a medical response (indeed Harris has claimed that a disabled
person “will inevitably suffer” (2000)). This so-called “medicalization” of disability
(Oliver 1990) fosters the impression that disability and handicap are inevitably accom-
panied by illness and this is a mistake it is said. A person might have an impairment
which leads to a disability (say lack of ability to walk) but consider themselves perfectly
healthy. One can think of many Paralympic athletes in this context to reinforce the
conceptual separation between disease, impairment, and health. Thus, it may be held
that even impairments which lead to deviations from species-typical functions as
fundamental as seeing, hearing, and walking need not impede health (see esp.
Nordenfelt’s work, of which more below). So, there is no necessary relationship
between disability and illness, contrary to the impression fostered by a medicalized
view of disability. Moreover, the view that the cause of disability lies in the individual
has clear implications regarding the focus of attempts to remedy it, namely, the
“diseased” person themselves. Hence, from the perspective of the contrasting “social
model” (Oliver 1990) according to which the cause of disability lies in the social
environment, the medicalized ICIDH model is seriously flawed. Lastly, the claimed
medicalization of disability generated by the ICIDH led to it being regarded as a
medical problem requiring the input of medical and other health-care personnel, and
this, it is argued, is wholly inappropriate given the contingent nature of the relationship
between impairment, disability, and illness (Oliver, op. cit; Swain et al. 1993).

Many of these criticisms of the ICIDH and the claimed “medical model” of
disability it presents were accepted, and a revised WHO schema appeared in 2001
(WHO 2001). The International Classification of Functioning, Disability and
Health (usually abbreviated to ICF) stressed the multidimensional nature of disable-
ment and emphasized that “a person’s functioning and disability is conceived of as a
dynamic interaction between health conditions (diseases, disorders, injuries,
traumas, etc.) and contextual factors” (ibid. p. 10); these contextual factors include
“features of the physical, social and attitudinal world” (ibid.). So even if the earlier
schema did express a much simpler causal picture, the latter model is explicitly of the
view that the causes of disability are manyfold and include factors beyond the body
of the individual concerned. Despite this major change of emphasis, the basic
categories remain more or less unchanged; impairment is much as before what
were disabilities are now labeled “activity limitations” (ibid. p. 191), and what
were labeled handicaps are renamed “participation restrictions” (ibid.).

Also, as was the case in the ICIDH, each of the main categories is defined with
reference to statistical norms: the definition of impairment in ICF is explicit that
“Abnormality here is used strictly to refer to a significant variation from established
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statistical norms” (ibid. p. 190); the relevant comparator group in relation to activity
limitations is the “manner or to the extent to that is expected of people without the
health condition” (ibid. p. 191); and in the case of participation restrictions, the
comparison is with “that which is expected of an individual without disability in that
culture or society” (ibid). The kinds of norms these three categories appeal to are
much narrower than biostatistical norms and make reference to cultural or local
norms, but, nonetheless, the possibility arises that a person may be categorized
as having an activity limitation or participation restriction even if they themselves
deny this.

Nordenfelt’s Theory

In an interesting series of publications, the philosopher Lennart Nordenfelt argues that
the question of whether or not a person has a disability is not, in most cases, separable
from the values of the person themselves. So rather than tie classification to statistical
norms, Nordenfelt argues for a theory in which the categorization of a person as having
a disability depends to a large extent on what is of value to that person (see Nordenfelt
1983/1997, 1993, 1995, 2000, 2001). His approach is one which is part of his general
theory of health in which the question of a person’s health is similarly bound up with
the person’s own views regarding what is a good life (Nordenfelt 1995; 2001). The
approach tries to tread a fine line between being a subjectivist one in which the
question of whether or not a person is disabled is wholly determined by them and
what might be described as an objectivist one — such as that which is found in the
WHO schemas — and in accordance with which a person can be categorized as
disabled irrespective of their own values or opinion on the matter.

A central component of Nordenfelt’s theory is that of a vital goal. The definitions
of disability and handicap given by Nordenfelt are these: “A disability, as well as a
handicap, is a non-ability — given a specified set of circumstances — to realize one or
more of one’s vital goals (or any of its necessary conditions)” (1993, p. 22). By “vital
goal” Nordenfelt means “a state of affairs that is a necessary condition for the
realization of A’s at least minimal happiness” (1993, p. 20). It is made plain that
vital goals may include activities which are important to an individual such as
cinema-going, bird-watching, and, more controversially perhaps, even sports-related
goals involving high levels of achievement (Nordenfelt 2007; Schramme 2007). The
idea here is familiar enough, namely, that most people perform everyday acts with
some longer-term goal in mind and these acts and the goals they aim for manifest a
particular view about what is a good life — or a happy life as Nordenfelt uses the term.
He does not equate happiness with mere pleasure or even to preference satisfaction
in a crude sense; rather, it is closer to an Aristotelian conception such as flourishing.
Satisfaction of the physiological needs necessary for survival (such as needs for
oxygen and water) is also necessary of course since satisfaction of these is a
necessary condition for the realization of goals such as cinema-going, bird-watching,
or even sporting success. So a person has a disability in a specific set of circum-
stances if, due to an impairment, they are unable to pursue their vital goals.
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To give an example to try to illustrate an important implication of Nordenfelt’s
theory, recall again the example of Oscar Pistorius. Clearly, he appears to be
physically fit and healthy and reportedly does not consider himself to be disabled.
True he has an impairment of course; but then, so do those with mild hearing loss or
shortsightedness. Just as the provision of spectacles addresses the vision of the
shortsighted, Pistorius’ prostheses remedy his inability to walk. It follows from
Nordenfelt’s theory that he is not disabled.

A further interesting implication of Nordenfelt’s approach is one such as the
following. Consider a person with a severe intellectual disability accompanied by
severe physical disabilities which have a negative effect on the person’s mobility.
Suppose further the person lives in a supported environment with 24-h individual
care. As it happens the person is a great fan of the cinema and would happily spend
up to 4 h per day watching films in their local cinema. This brings so much pleasure
to the person that it is reasonable to state that cinema-going is one of their vital goals.
The person feels that life is much less rich if they are deprived of the opportunities to
pursue their favorite hobby. Happily, due to the provision of 24-h support, they are
able to pursue their vital goal of cinema-going. Were the level of support for this
person to be reduced to the extent that regular visits to the cinema are not possible,
then the person becomes disabled — due to the nature of this change in the “social”
environment — namely, the economic decision to withdraw such a high level of
support to the person. So it can be seen that in contrast to the “medical model”
allegedly found in the ICIDH, Nordenfelt’s theory recognizes a clear role for the
social environment, broadly construed, as a causative factor of disablement, among
other factors, including properties of the individual concerned, such as impairment.
In contrast to the ICF, it is sensitive to the personal values reflected in the vital goals
of the individual; the emphasis in the ICF is to be found on statistical norms and not
personal values.

With reference to the so-called social model of disability (Oliver 1990), if it is
interpreted straightforwardly as the view that the cause of disability lies wholly in the
social environment, with no causal role acknowledged for factors intrinsic to the
person, then there is a clear difference between it and Nordenfelt’s theory. However,
as Wasserman observes, there is good reason to suppose that “the claim of exclusive
social causation is a calculated overstatement, a corrective for the opposing and more
damaging misrepresentation [that the cause of disability lies in the individual]”
(2001, p. 228). In the early days of the social model, in order to emphasize the
role played by the social environment in the causation of disability — especially its
physical architecture — it is suggested that causal role was perhaps overemphasized
for purely tactical purposes. Also, the social model has been subjected to criticism
for its apparent neglect of the significance of impairments, especially the debilitating
effects of chronic symptoms of phenomena such as pain and fatigue (Shakespeare
2013; Wendell 2013). The reality of life with some impairments, it is pointed out, is
that there are accompanying health problems. So altering the physical environment
will leave the significance of those aspects of disablement at risk of neglect.
Moreover, as described earlier, the cover of Oliver’s influential and important
book in 1990 strongly suggests that by modifying the social architecture, apparent
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disability evaporates. But critics point out this way of addressing difficulties
resulting from disabilities and impairments applies less straightforwardly in condi-
tions such as sensory disabilities and intellectual disabilities. So the social model has
itself been subjected to some challenging criticisms.

Criticisms of Nordenfelt have tended to focus on his appeal to vital goals. Critics
find a tension between respecting the values of the individual in the formation of
vital goals while resisting the collapse into a subjectivist approach which he would
obviously reject (1987, pp. 90-91). Nordenfelt appeals to a notion of welfare, which
he uses as a synonym for “happiness.” But Nordenfelt uses this term in a way that
has more in common with flourishing in a purportedly objective sense, and this is
perhaps the best way to think of it. Further specification of that brings further
problems of course, but it at least indicates that, as far as Nordenfelt is concerned,
his theory does not rest upon subjectivism with respect to vital goals.

A further kind of criticism leveled at Nordenfelt concerns the more general
theoretical problem of whether “disease” is a normative or nonnormative, purely
descriptive concept. This is relevant since as seen above the WHO classificatory
schemes regard impairments as consequences of disease and as purely descriptive.
The most well-known non-normativist account of health has been developed by
Boorse (esp. his 1975). According to him disease classifications are purely scientific
descriptions of abnormal functions. So if one defines health as a state involving the
absence of disease, wherever there is abnormal function, there will be ill-health —
irrespective of the view of the person whose health status is in question. By contrast,
in Nordenfelt’s theory, the question of whether or not a person is healthy is not
independent of the values of that person — as manifested in their vital goals — and the
same applies in relation to the question of whether or not they have a disability
(Nordenfelt 2001). Of course, while maintaining this, Nordenfelt accepts that some
statements about, for example, the incidence of disease are descriptive, e.g., one
might observe that there is a high prevalence of a particular disease in a particular
region, and that would be a descriptive claim. However, the very identifying of
certain physical states as diseases — according to Nordenfelt — is due to their
propensity to impact negatively on the capacity of people to be “happy,” i.e., achieve
their vital goals (2001, p. 78). The same is true with regard to physical states referred
to by the term “impairments.” So there are these two main positions with regard to
the kinds of physical states which, for example, taxonomies such as the ICIDH and
ICF claim to be necessary for disability: on a nonnormative approach, they are
purely descriptive; on a normative approach, they involve tacit reference to values
and so are inherently normative. Nordenfelt’s theory is of the latter kind due to the
connection — albeit a contingent one — between impairments and ill-health.

Disability and Identity

Several commentators make the point that disability is an intrinsic part of who they
are — part of their very identity. For example, Oliver argues against the expression
“people with disabilities” because it implies the separability of the disability from the
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person; this is not the case he claims because “far from being an appendage,
disability is an essential part of the self” (1990, p. xiii; also Toombs 1995). Similar
views can be found in the ICIDH (28), though that discussion moves on to distin-
guish “being [disabled] rather than having [a disability]” (ibid.); the former expres-
sion aligns with Oliver’s position, whereas the latter clearly implies that disability is
a contingent rather than identity-constituting aspect of the person. Also, as Davis
explains (2013), a significant strand of disability scholarship has sought to empha-
size the view that there is a distinct “disability identity,” such that disability really is
an identity-constituting feature of the person. This strategy has been exploited in part
to fuel what has become known as “identity politics” (see, e.g., Davis, ibid; Siebers
2009, 2013) in which establishing a distinct identity for a group serves as a political
expedient to securing increased recognition and respect. This can also help to attack
discriminatory practices relating to employment opportunities and health and edu-
cation. So if it could be shown that disability is on a par with race and gender —
accepting for the sake of argument for the moment that these are identity-constituting
— then the political strength of those who campaign for the rights of disabled people
would be considerably strengthened.

In spite of these proposals, from a philosophical perspective, the claim that
disability is identity-constituting does not seem a promising one. When one thinks
of people who become disabled due to bodily trauma, it looks more plausible to
claim that numerically the same person has undergone a qualitative change albeit
sometimes a radical change. The contrary claim — that a numerically different person
now emerges — does not sound very plausible. But the “identity claim” as it can be
called may be easier to sustain in relation to genetically caused disabilities. If
personal identity is considered to involve bodily continuity, then in so far as the
disability-causing genetic characteristics figure in that then they might be considered
identity-constituting.

However, two kinds of objections have been raised against this view. It has been
pointed out that in attaching so much significance to physical properties, the
importance of psychological ones is implausibly neglected. What lies behind such
objections is the kind of considerations which might lead one to adopt the main
alternative approach, relying on psychological continuity. What seems essential to
our identity is our values, together with the sense of continuity of existence which we
characteristically possess through our memories. Also, it is possible to induce radical
changes in a person’s physical nature; for example, by using gene therapy genetic
makeup can be altered. More radically, one’s body parts could very gradually over
time be replaced by synthetic substitutes (see Haraway 1991) to the point when one
loses all genetic human identity, only psychological continuity. By contrast some
commentators have focused on one’s origin, but it is fair to say that similar
difficulties have been leveled at that: it neglects what is really important in identity
and faces an “infinite regress” charge in the search for origins (Edwards 2007).

In light of these kinds of problems faced by attempts to develop theories of
personal identity which are constrained by the search for a particular set of essential
properties, alternative approaches have emerged which attach less significance to the
search for a set of essential properties which are identity-constituting. These
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approaches have tended to rely on concepts such as that of narrative identity
(Ricoeur 1991; also DeGrazia 2005). They stem in part from work undertaken by
Maclntyre in his classic After Virtue (1981; see also Schechtman 1996). Maclntyre
reminds us that, normally, identity judgments are relatively straightforward and that
they rest upon a less strict understanding of the identity relation than that which
constrains the philosophical literature on the problem. The suggestion is that the
philosophical concept of “strict” identity is a distillation of a more familiar concept
which serves its function perfectly adequately, except when required to determine
the kinds of problem cases thrown up by the philosophical discussions — e.g.,
regarding brain swapping, time travel, etc. (see, e.g., Parfit 1985; Williams 1973).
If this is accepted, then the kind of work undertaken by, for example, Ricoeur (1991)
and Taylor (1989) can be exploited to show how disability might indeed be under-
stood as something more than a mere contingent aspect of the person. This “some-
thing more” can then be exploited to support the kinds of identity claims quoted
above and thus to sustain the distinction between being a “person with a disability”
and a “disabled person.”

According to Ricoeur’s approach to the problem of self-identity, any plausible
theory must include the resources capable of answering the question “Who?”” when
asked of the person whose identity is in question. It can be seen that answering that
question with a proper name is somewhat inadequate unless one already knows
something about that person. An adequate answer, by contrast, would be parasitic
upon a narrative conception of the self: a conception of the self which possesses the
kind of unity characteristic of persons. The unity of a human life can be understood
in terms of a narrative — with a beginning, middle, and end. Certain central “struc-
tural concepts” provide a framework within which the narrative is filled out. These
constitute the form of the narrative which is given content from the life of the
particular person. Candidates for such structural concepts would be those such as
space, time, embodiment, a “self-conception” (understood as a sense of the kind of
person one wants to be (cf. Taylor 1989)), and a “self-project” (van Hooft 1995)
where this latter is one’s actual attempt to enact or operationalize one’s self-
conception. Of course, all lives of persons can be understood in relation to these
five structuring concepts. But when disability colors the mode in which each of them
is experienced, then it may be said plausibly that disability is identity-constituting:
that one is disabled as opposed to being a person with a disability.

An example of this kind of approach can be found in the philosophical autobio-
graphical writing of S. K. Toombs (1993, 1995; also Carel 2008, 2013; Merleau-
Ponty 1945). She is a philosopher who developed multiple sclerosis and writes
philosophically about it. She describes how, due to tiredness and muscle fatigue,
the way she experienced space was gradually transformed. Distances hitherto con-
sidered short, now were perceived as much greater, thus her conception of space “as
lived” became fundamental to her way of being in the world. A similar account is
provided in relation to time: activities which previously took little time, such as
dressing, became major tasks taking up much more time. With reference to embodi-
ment, as many have observed, when one is healthy, one’s body is almost unnoticed,
but illness changes that. The body can seem as if it is an obstacle to pursuance of
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one’s self-projects. In a chronic condition such as multiple sclerosis, Toombs
documents how this is experienced by her in terms of the body as lived. With respect
to her self-conception and self-project, radical changes were needed to this due to the
levels of concentration needed to pursue analytical philosophy at the highest level
which were jeopardized by the effects of MS.

So this is one illustration of a theoretical framework in which apparently contin-
gent aspects of one’s life can be characterized as identity-constituting. This approach
thus makes sense of claims to be a “disabled person” as opposed to a “person with a
disability” which are made by others who become disabled in later life.

Definitions of Key Terms

Disability (medical model) A physical or psychological abnormality, resulting
from impairment and associated with disadvantage.

Disability (social model) A disadvantaged state caused by social factors, possi-
bly in conjunction with the presence of impairments.

Impairment Physical or psychological state which is associated
with reduced function.

Identity-constituting A characteristic which is fundamental to a person’s
identity.

Summary Points

* Two main approaches to defining disability can be distinguished, one which
focuses primarily on the individual concerned, another which focuses on factors
beyond the person such as the social environment.

* In contrast to the theories of disability developed by the WHO, Nordenfelt has
developed a theory which defines disability by reference to the values of the
person concerned. On such a theory, a person defined as disabled by either WHO
taxonomy may not be disabled.

* Some commentators hold that disability is part of their identity, is identity-
constituting.
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Abstract

The chapter aims to provide a classification of different philosophical theories of
well-being. A very common issue of contestation is whether well-being is
subjective or objective. However, ontological and evaluative perspectives in
this regard need to be disentangled. The ontological perspective is concerned
with the problem whether well-being is a mode of consciousness or of existence.
The evaluative perspective focuses on the criteria of well-being. There are then
altogether four different accounts: (i) experience theories (ontological subjec-
tivism), (ii) state-of-being theories (ontological objectivism), (iii) desire-
fulfillment theories (evaluative subjectivism), and (iv) essence theories (evalu-
ative objectivism). This classification is applied to a particular philosophical and
social dispute, namely, whether and, if so, in what way disability undermines the
quality of life of persons with disability.
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Introduction

The concept of well-being refers to conditions of persons and their circumstances. It
is a gradual notion that allows for different levels. An individual level of well-being
is determined in relation to the extent to which all elements that are good for a person
are accessible and enjoyable to a person. The elements of well-being are also called
prudential goods or values, as they refer to what should be pursued for prudential
reasons, as opposed to moral reasons, in order to live a good life (Griffin 1986).

Since well-being is one important aim of medical practice, it is of significance
how the concept is understood. One of the most important contested aspects about
the notion of well-being is whether its elements are subjective or objective. If they
were objective, then it seems that what is good for patients can be determined
without taking their individual perspective into account. Yet, as will become clear
in this chapter, it is not clear from the outset what exactly subjectivity and
objectivity in relation to well-being mean. Here, different ways how well-being
may be subjective or objective need to be distinguished.

In recent times, “quality of life” has become a more common term in medicine,
but is also used in philosophy (Nussbaum and Sen 1993). On first sight, it has a
more objective ring because it refers to elements of life, especially circumstances
that are factual, not to the experienced quality of such elements, which seems to be
the main reference point for the concept of well-being. Indeed, in medicine and
related areas, metrics to measure quality of life have been introduced and widely
used. Still, these metrics often contain subjective evaluations of the conditions of
persons’ lives and of their health status.

In philosophy, there are still other terms that have some relation to the concepts
of well-being and quality of life. In ancient philosophy, the idea of a good human
life was referred to by the Greek term eudaimonia, which has often been translated
with “happiness,” though this notion again carries heavy subjective connotations —
it seems to refer to a mental state — whereas eudaimonia was, at least in several
ancient accounts, an objective notion. It has therefore become more common to use
the term “flourishing” as translation.

Still another term, which is more common in economics, is “welfare” (Rescher
1972). It is arguably more narrowly concerned with the quality of the circumstances
of life, not with how far these external conditions are enjoyable to a person. But, be
that as it may, the different mentioned concepts — well-being, quality of life,
welfare, the good human life, eudaimonia, and flourishing — are somewhat related
and occasionally used interchangeably, despite the mentioned differences.

The Philosophical Debate on Theories of Well-Being

It has become common for philosophers to start debates about human well-being
with a tripartite distinction of theories that Derek Parfit provided in an appendix
of his book Reasons and Persons (Parfit 1984, p. 493ff.). According to this
description, there are three kinds of theories: hedonism, desire-fulfillment theories,
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and objective list theories. Thomas Scanlon (1993) replaced the third category by
substantive good theories. As will become clear later in some respects, this is an
inadequate distinction. Still, it is a valid starting point for discussions of well-being.

Hedonism is an account that has a long pedigree and was for a long time the
dominant point of view. It was explicitly endorsed by Epicurus (1940), who held that
something can only be good for us if it is experienced, and later on by Bentham
(1789) and Mill (1861), the founding fathers of utilitarianism. Pleasure and the
absence of pain are, according to hedonism, the only constitutive elements of
human well-being or happiness. What causes pleasure can of course vary, though
whether something indeed causes pleasure in us is not up for us to decide. Desire-
fulfillment theories were developed in order to deal with theoretical problems of
hedonism that have to do with its lack of “worldliness,” as it were. Hedonism allows
for something to be of prudential value simply because it pleases, for instance, when
someone enjoys a hot bath; however, there can be pleasures that are not at all based
on reality, and they are merely imagined or artificial, for instance, due to drug abuse.
It would not normally be said that something can be good for someone if it is not real.

Desire-fulfillment theories deal with this proviso by basing prudential value on
facts about the world, namely, whether a desire is fulfilled or not. Again, this allows
for individual varieties of desires, but the criterion of something being good for us
simply is that it fulfills a desire. Many modern utilitarian theorists as well as many
economists believe in this theory. As it was just described here, it has been deemed
in need of qualifications though. It seems that people often desire strange and
irrational things, such as remembering the first 500 digits of the number pi by
heart, which then calls into doubt whether it would actually be good for them if such
a desire were fulfilled. The desire-fulfillment theory has accordingly been devel-
oped to include certain normative criteria that every desire has to meet, such as
being voluntary, informed, and rational.

Objective list theories take a different stance; they deem things good for us
because they are objectively good, meaning that their value is not due either to our
subjective experiences or desires. Objective list theories also go back to ancient
philosophy; Aristotle is regarded as its founding father.

Parfit’s distinction has become influential, and it is therefore not surprising that
the most general distinction philosophers usually draw between different theories of
well-being is to classify them into subjective as opposed to objective accounts.
Hedonism and desire fulfillment are regarded as subjective in contrast to the
objective list theory. It will be seen shortly, though, that there is an important
ambiguity in the subjective-objective distinction. But it is nevertheless helpful to
use this general distinction. An element of our well-being can accordingly be either
due to some subjective stance or pro-attitude of a person, or it can be good for her
without her appreciating it as such. In the former case, it is due to the person herself
what constitutes her well-being, so is in a way her invention; in the latter case, it is
something that can be discovered. A fitting way to describe the distinction is
therefore to call the subjective account “taste model” and the objective account
“perception model” (Griffin 1996, p. 20 ff.). Either something is valuable because it
is desired (taste model) or something is desired because it is valuable (perception
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model). It is obvious that within the taste model, the elements of human well-being
will differ widely, and it is this very fact that makes it plausible, as people indeed
differ in their tastes and what they regard as good for them. Still, there might be
elements of human well-being that are universally valued and which could for this
reason be called objective values — though in this case it would be more adequate
to call them intersubjective values. Intersubjectively valued elements of human
well-being are not the same as objective ones, because the latter are not up to our
choices — or tastes for that matter. It is the source of value that is important for this
distinction, and for an objectivist about well-being the source is not to be found in
individual persons but in objective facts about humans more generally, or indeed
external sources, such as a deity or a natural order. A good example is health. Many
theorists maintain that health is an element of human well-being and that this fact is
not due to our evaluation. Thus, health is regarded as valuable in itself; it is good for
us in virtue of facts about ourselves. Other examples that philosophers deem
objective elements of well-being are, for example, friendship and knowledge.

Subjectivity and Objectivity of Well-Being

The most foundational contentious issue between different theories of well-being is
whether individual well-being can be determined objectively or only subjectively.
Subjective theories seem to have won the day right from the start, though, because it
seems obvious that something can only be prudentially valuable if it is valuable for
someone. This implies a subject-relativity of the prudentially good. Yet, it does not
imply that something can contribute to individual well-being only because persons
themselves judge it to be good (Darwall 2002), and this aspect — concerning the
source of prudential value — is the contentious issue. Still, the mentioned subject-
relativity of the notion of well-being seems to be speaking in favor of subjective
accounts (Sumner 1996).

To avoid cross-purposes, it is important to sort out different ways of speaking about
the subjectivity or objectivity of well-being. First, there can be theories that explain
individual well-being by subjectively experienced mental states. These theories are in
contrast to approaches that see well-being determined by elements that are indepen-
dent of individual feeling, such as material resources. This kind of quarrel is
concerned with the question whether human well-being is wholly or foremost
explained by subject-relative mental states or not. Here, the issue concerns what
kind of condition or state well-being is: a mode of consciousness or of existence.
Accordingly, the debate is concerned with ontological subjectivity or objectivity.

Second, theories of well-being might see the relevant elements as either depending
on subjective evaluations or assessments. In contrast, they can put forward objective
or intersubjective determinants. In this case, the quarrel is concerned with the criteria
of well-being and whether it is evaluatively subjective or objective.

In both cases, relating to ontological or evaluative subjectivity or objectivity,
there can also be a discussion as to whether persons themselves can be regarded as
the best or even unfailing judges of their own well-being or whether one can
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actually be wrong about one’s own well-being. This concerns epistemic aspects.
Yet this way of understanding objectivity and subjectivity does not require a
classification in its own right, as it is not concerned with determining the elements
of well-being but with our knowledge about these elements.

In addition to the already confusing terminology, there is a claim found in
empirically minded social psychology whereby scientists measure objective happi-
ness or well-being (Kahneman 1999). It is true that given a certain metric of well-
being — that is, by assuming specific components of the human good — the level of
individual well-being can be assessed objectively. But here the account of well-being
might be, and often is, determined by subjective factors, as the measured elements of
well-being are either of a mental kind or particular, generally assumed preferences.

By using the twofold distinction between ontological and evaluative forms of
theories of well-being and adding the two variants of subjectivism and objectivism,
four types of theories are gained. There are no established names for all of these, so the
following labels are partially new inventions: (i) experience theories (ontological
subjectivism), (ii) state-of-being theories (ontological objectivism), (iii) desire-
fulfillment theories (evaluative subjectivism), and (iv) essence theories (evaluative
objectivism).

According to the introduced classification, the first version of accounts of well-
being is experience theories. These are ontologically subjective, and obviously
hedonism is the best-known variant of this version. The second group of theories,
state-of-being theories, are ontologically objective as they focus on objective facts
of the life of human beings or their life circumstances, including such things as
resources, opportunities, or income, generally speaking items that John Rawls
called primary social goods (Rawls 1971, p. 78 ff.). The third variant is the well-
known and widespread desire-fulfillment theory. Well-being, for its proponents, is a
life according to one’s own desires and ideals. It is therefore an evaluatively
subjective approach. Finally, there are essence or genus theories that base well-
being on an objective standard of basic or necessary elements of the good human
life. This is an evaluatively objective approach. Aristotle, for instance, assumed a
teleological structure of human striving. Eudaimonia, for him, is determined by an
activity in accordance with the specific ergon (function) of human beings. Modern
Aristotelian essence theories usually reject teleological considerations, but agree
that what is good for human beings is determined by matters regarding the human
form of life (Nussbaum 1995).

When considering the mentioned distinction between different ways of account-
ing for the objectivity or subjectivity of well-being, Parfit’s mentioned classifica-
tion does not seem the most fitting anymore. He restricts objective theories to
evaluatively objective ones, which are then additionally required to list items —
supposedly constitutive elements of well-being — though this seems hardly true
even for a theory that most clearly falls into this category, namely, Aristotle’s. He
rather gives a general description of eudaimonia, which is roughly to live in
accordance with the virtues. So a list alone does not add up to a theory of human
well-being, unless it contains a criterion, which explains why the listed elements are
on the list. In addition, Parfit does not allow for ontologically objective theories, and
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he restricts ontologically subjective theories to hedonism, though there can cer-
tainly be alternatives, which might not see pleasure as the decisive conscious
experience (cf. Kagan 1992), but, for instance, religious experiences.

If taking the fourfold classification into account, hedonism is actually difficult to
categorize. It is ontologically subjective because pleasure is a subjective experi-
ence. Prudential value here has to be instantiated in the conscious experience of a
person. Pleasure, hence hedonistic value, only exists subjectively. However, what is
pleasurable to us apparently is not up to us to decide, but due to our nature. Again,
this can vary; there can be individual “natures” of individual persons, but there
might also be universal pleasures, for instance, the pleasures of sex and eating. It
cannot always be simply decided what to find pleasurable. It seems therefore to be,
at least partly, a matter of discovery what is good for us according to hedonism, and
consequently in this respect it would be wrong to call it a subjective account. In fact,
it might be more adequate to call it an objective list theory with one element on the
list, namely, pleasure (and possibly absence of pain as a second element).

The main points of introducing this classification are first to stress that there is no
single or unified approach to human well-being, and hence no clear single basis for
assessing elements of human life in respect to well-being, and second to provide a
rational basis for evaluation that does not beg the question regarding a standard of
assessment. In the next section, it will be illustrated, by virtue of using the pertinent
example of disability, how different philosophical theories of well-being lead to
different assessments of the impact of disability on the quality of life of people with
disabilities.

Different Theories of Human Well-Being in Practice

Philosophical theories of well-being determine assessments of certain conditions of
human life as good or bad for human beings. In order to give more substance to
these theories, in this section one particular example of a medical condition will be
used to see how differences in theory might pan out in practice.

According to experience theories, disability is bad for the person if it is experienced
as something bad, for instance, because it is painful. It is obvious that on such a basis,
there can be no generalization regarding the badness of disability; it cannot be said that
disability is always bad for the disabled person. If a person does not experience it thus,
there is no basis for saying that her well-being is impaired by a disability.

A possible rejoinder is the “disability paradox,” which is due to the fact that
people normally disvalue disability but, if they become disabled, report a relative
high level of subjective well-being after a while. A variant of this rejoinder can be
found in John Stuart Mill’s discussion of the “satisfied fool” (Mill 1861, p. 212),
which states that people might be content with being cognitively and intellectually
“foolish,” but that this does not mean that they are deemed to be happy. The
rejoinder accordingly insists that people sometimes experience something as plea-
surable, or fail to experience it as harmful, due to the circumstances, such as being
mentally adapted to a harmed state of being. This thesis indeed challenges the
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adequacy of experience theories as such, not merely the assessment of disability on
its basis. The challenge implies that human well-being cannot only be based on
ontologically subjective elements, but requires a standard of how people should
normally experience certain things or aspects of their life. On grounds of experience
theories alone, it seems nevertheless unlikely that it can be claimed that disability is
always bad for the disabled person.

On the basis of state-of-being theories, it can be argued that disability is bad,
because it prevents opportunities, leads to lower income, or generally hinders one in
the pursuit of resources. It is especially the value of opportunities or options and the
claim that disabled people lack a normal range of opportunities (Daniels 1985,
p- 27 f.) that heavily influences the discussion about the evaluative assessment of
disability. It seems obvious that indeed disabled people have fewer options within
their lives than nondisabled people. The very term “disability” already contains the
notion that there are less abilities, hence less options, for people with disabilities.
Therefore, disability seems clearly and in every instance a harmed condition. But
there are at least two objections to this straightforward view. Firstly, the theory itself
is less convincing than it might seem. State-of-being theories focus on resources and
generally the external life circumstances of a person, but not on the significance
resources have in the life of persons. It can lead to a kind of “resource fetishism” (Sen
1980, p. 216) that tends to ignore the individuality of human beings. Disabled people
might have exactly those opportunities and resources they deem of significance.
Whether they could have more options if they were nondisabled might not be
important to them. To insist that they are nevertheless harmed seems to ignore
their individual point of view. This of course should not be read to imply that disabled
people are always happy with the options they have. Still, the opposite generalization
can be challenged. Secondly and relatedly, many restrictions in the opportunity range
of disabled people are due to environmental conditions — hence societal decisions —
not to the physical or mental condition of a person herself. So even if there is harm
involved in the state of being of a person, it is not always due to the disability, and the
harm can actually be overcome. This is of course a point that has been put forward on
several occasions by proponents of the social model of disability.

Desire-fulfillment theories result in a view that disability is bad, if it is undesired.
Again, there can be no generalization regarding the assessment of disability, as it is
based on individual desires. There is also a rejoinder similar to the one mentioned in
relation to experience theories, which can be applied to the assessment of disability.
Empirical research shows that people often adapt their preferences according to their
real situations. If they cannot reach a certain good they normally desire, they might
solve the problem by adapting their preferences accordingly, like the fox in the well-
known fable, which dismisses the grapes he cannot reach as inedible. The rejoinder
regarding adaptive preferences can therefore be called the “sour grapes” objection.
One could then claim that people with disabilities who assert not be harmed fall foul of
a similar sour grape preference, or rationalization, as it is often considered. However,
just as in the case before, this objection points at a general problem of the theory under
scrutiny. It seems that it is based on an implicit standard of what should be desired and
strived at by human beings.
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The repeatedly mentioned reference to standards of normal happiness or desire
fulfillment speaks in favor of a nonsubjective theory of well-being. Essence theories
offer such an evaluatively objective account. According to this perspective, dis-
ability is bad, because it prevents or restricts basic elements of the good human life,
for instance, self-determination, liberty, and independence. It is indeed plausible to
say that many people regard restrictions of disabilities as bad because they see them
as undermining basic human capacities, such as seeing, hearing, speaking, walking,
abstract thinking, remembering, and so on. So they seem to endorse an essence
theory. This ties in also with the fact that many people do not see minor impair-
ments, such as a missing finger or lack of imagination, as disabilities, although they
can have a considerable impact on some people’s lives. But even if common sense
seems to be in congruence with essence theories, this does not mean that they share
the same philosophical basis. Common sense seems to be just that — a sense that is
common — whereas essence theories would need an argument as to why certain
characteristics of human beings are necessary requirements of the good human life.
This is much harder than identifying a widespread agreement and what people find
important. Indeed, many philosophers would see it as a hopeless task, as it seems to
commit an is-ought fallacy by determining what is required for a good human life
through an account of human nature. Yet only normative argument would allow to
reject as wrong the judgments of people with disabilities who challenge the
received view and do not see their disability as harmful. Otherwise these people
would simply have an unusual point of view that clashes with common sense. But
even if such a philosophical theory were to succeed, it will only bear on severe
impairments, i.e., conditions that restrict essential elements of the good human life,
and will not allow for a sweeping claim according to which disability is always
incompatible with the good life of human beings.

In this section, disability has been an example of a putative impairment of well-
being to give further substance to the four different types of theories introduced
above. All accounts provide reasons to call disability an instance of harm, but none
seems to allow for a general claim about the impact of medical impairment on the
quality of life of individual human beings. There cannot be a straightforward
identification of disability and harm on the basis of these theories. This shows
that such theories of well-being need further discussion and also that there is usually
no straightforward evaluation of individual conditions or circumstances of human
lives in terms of these theories. Still, they form the backdrop, often implicit, of
many real debates about quality of life and well-being.

Conclusion

The philosophical debate on well-being has important practical repercussions. How
people conceive of the prudentially good for human beings determines their assess-
ments of the quality of life of people and eventually their ethical judgments. In this
chapter, a fourfold classification of theories of well-being has been introduced:
(i) experience theories (ontological subjectivism), (ii) state-of-being theories
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(ontological objectivism), (iii) desire-fulfillment theories (evaluative subjectivism),
and (iv) essence theories (evaluative objectivism). When applying this classification
to concrete cases in order to determine assessments of the quality of life of specific
groups of patients, it can be seen how these depend on underlying accounts of well-
being. This has been illustrated by using the apparently straightforward case of
disability.

Definition of Key Terms

Desire-fulfillment theories A group of philosophical theories of human well-
being that see the fulfillment of differently qualified
desires as constitutive of well-being. It is an
evaluatively subjective approach.

Essence theories An evaluatively objective group of theories that put
forward objective criteria of human well-being.

Experience theories An ontologically subjective group of theories
that claim well-being to be a mode of conscious
experience.

Hedonism A group of philosophical theories of human well-

being or happiness that sees pleasure and the absence
of pain as the only constitutive elements.

Objective list theories A group of philosophical theories of human well-
being that claims particular elements of a life to be
objectively good, for instance, because they belong to
a genuinely human life form.

Perception model Sees elements of well-being as valuable in their own
terms.

Prudential goods/values Things that are good for us in terms of our interests,
not morally.

State-of-being theories An ontologically objective group of theories that

claim well-being to be a mode of a human life,
including its circumstances.

Taste model Sees elements of well-being as valuable because they
are desired.
Well-being The extent to which all elements that are good for a

person are accessible and enjoyable to a person.

Summary Points

* Well-being is a term that refers to conditions of persons and their circumstances.
The elements of well-being are also called prudential goods.
» The notion of quality of life is mostly used in medical contexts.
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e The philosophical debate on well-being is mainly concerned with the problem
whether it is subjective or objective.

¢ An ontological and an evaluative perspective need to be distinguished. The
ontological perspective is concerned with the problem whether well-being is a
mode of consciousness or of existence. The evaluative perspective focuses on
the criteria of elements of well-being.

e There are different theories of well-being that are pursuing these different
perspectives and develop either subjective or objective accounts.

» These theories form the backdrop of variations in the assessment of the quality of
life of patients.
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Pain as a Subjective and Objective
Phenomenon

Wim Dekkers

“Pain is as elemental as fire or ice. Like love, it belongs to the
most basic human experiences that make us who we are.”
(Morris 1993, 1)
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Abstract

Pain belongs to human life. Although pain is not a medical phenomenon per se,
reflections on pain touch upon the philosophical foundations of medicine. Pain
confronts us with basic questions such as the tension between an objective and a
subjective approach, the concept of brain disease, human consciousness, and
the relationship between body and mind. In this contribution, pain is placed in
the context of the philosophy of medicine. Attention will be paid to some basic
medical-biological and behavioral theories about pain and their underlying
presuppositions. For about four decades, several holistic approaches of pain
have existed. It appears that the meaning of pain is hard to understand from a
scientific perspective. Pain is a sensory and emotional experience, the quality of
which is difficult to express in words. Pain is a mystery; it cannot be explained
as having just a signaling function. It has also an ontological and an existential
dimension.

Introduction

Pain belongs to human life. Since the beginning of its existence, mankind in all its
historical and cultural diversities has been suffering pain, and there are no signs
that this will ever change. Every human being knows what pain is based on his or
her own experience. Pain is not a medical phenomenon per se, though it is still a
key element in the practice and theory of medicine. The relief of suffering is
considered one of the primary ends of medicine (Cassell 1991). Reflections on
pain touch upon the philosophical foundations of medicine. Pain confronts us with
basic questions such as the goal of medicine, the tension between an objective and
a subjective approach, the concept of brain disease, human consciousness, and the
interaction between physical and mental determinants, that is, between the body
and mind.

It is difficult to provide an adequate definition of pain, a fact that is reflected in the
clinical wisdom that “pain is what the patient states it is.” Nevertheless, the Interna-
tional Association for the Study of Pain (IASP) describes pain as “an unpleasant
sensory and emotional experience associated with actual or potential tissue damage,
or described in terms of such damage” (IASP 2014). This definition is widely
accepted and often quoted. It emphasizes that pain is not only a sensory but also
an emotional experience and that it can occur without tissue damage.

The word “pain” and related terms are derived from the ancient Greek poine and
the Latin poena, which mean “penalty” or “punishment.” From this etymological
perspective it can be seen that the original meaning of the word pain must be traced
outside the medical context. Since time immemorial, the language of pain has been
embedded in a much broader context in which cultural, philosophical, and religious
factors play an important role. Pain has attracted the attention of a wide diversity of
disciplines inside and outside medicine, ranging from basic biomedical sciences to
behavioral and cultural sciences and to philosophy and theology.
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Pain is a complex phenomenon. The French surgeon René Leriche (1937) insisted
upon the difference between pain as being studied in physiological and psycholog-
ical laboratories and pain as being experienced in daily life. He claimed that pain
studied in a laboratory bears little resemblance to “living pain,” that is, pain as it is
experienced by individual patients encountered by practicing doctors. A distinction
is often made between acute pain and chronic pain. Acute pain is of recent onset and
probably limited duration. It usually has an identifiable temporal and causal rela-
tionship to injury, disease, or medical intervention. Chronic pain commonly persists
beyond the time of healing of an injury, while there may frequently not be any clearly
identifiable cause (Loeser 1991). Moreover, chronic pain is often difficult to treat.

For about six decades there has been an increasing interest in pain and its
treatment. Due to the human life span becoming increasingly longer, people suffer
from chronic diseases such as cancer, arthrosis, and rheumatoid arthritis, often
painful diseases. After centuries in which medicine was quite powerless to treat
pain, a new era with potent pain killers has started. The first multidisciplinary pain
team was established in 1948 by the American anesthesiologist John Bonica. Pain
medicine has emerged as a clinical speciality since the 1950s. Clinical studies took
into account the need for attention to chronic pain as well as acute pain and argued
for a multidisciplinary approach to research and treatment. This transition involved a
shift from the laboratory to the clinic and included the creation of a “world of pain,”
which would be addressed by teams of experts in specialist pain centers, whose
interests were quickly to fragment into highly specialized subfields concerned with
acute pain, terminal pain, cancer pain, chronic neuropathic pain, chronic postoper-
ative pain, etc. (Baszanger 1998).

Another important development is the emergence of hospice medicine and
palliative care in the 1970s. The World Health Organization (WHO) describes
palliative care as “an approach that improves the quality of life of patients and
their families facing the problem associated with life-threatening illness, through the
prevention and relief of suffering by means of early identification and impeccable
assessment and treatment of pain and other problems, physical, psychosocial and
spiritual” (WHO 2014). The total pain concept as developed by Cicely Saunders,
one of the founders of the modern hospice movement, has been particularly
influential.

Pain and suffering are closely related, since pain is the most commonly consid-
ered cause of suffering. People in pain frequently report suffering from pain when
they feel out of control, when the pain is overwhelming, when the source of the pain
is unknown, when the meaning of the pain is dire, or when the pain is chronic
(Cassell 1991). However, although the terms “suffering” and “pain” are generally
coupled in the medical literature, they are phenomenologically distinct forms of
distress (Pullman 2002). Pain does not necessarily involve suffering (in a pregnant
sense), for example, when someone cuts himself with a knife. A woman may
experience the pain of childbirth as severe yet “rewarding.” Hence, she would not
describe the pain experience as an experience of suffering. Conversely, it is possible
to suffer without experiencing physical pain, for example, when someone suffers
from homesickness, a depressive mood, or anxiety. A patient with an injured spinal



172 W. Dekkers

cord might suffer because of the loss of bodily functions, even though physical pain
is absent or well managed. Pain can be considered a perceived threat or damage to
one’s biological integrity. Suffering is the perception of a serious threat or damage to
one’s personal integrity. It is a specific state of severe distress induced by the loss of
integrity, intactness, cohesiveness, or wholeness of the person or by a threat that the
person believes will result in the dissolution of his or her integrity (Cassell 1995;
Chapman and Gavrin 1999).

The aim of this contribution is to place pain in the context of the philosophy of
medicine and to present the most important philosophical aspects of pain. Attention
will also be paid to some basic scientific theories about pain. Because suffering is
also the topic of another article in this Handbook of the Philosophy of Medicine, the
focus here is rather on physical pain than on the broader phenomenon of suffering.

Two Opposing Theories

Pain has been the object of fundamental laboratory research as well as practical
clinical studies. From the beginning of scientific inquiry, there have been many
diverse ideas about the neural mechanisms underlying pain. Scientific concepts
about pain have emerged, evolved, and changed over time, dependent on cultural
influences and philosophical presuppositions. The conceptual changes show that
many current controversies have old roots (Perl 2011). In particular, two opposing
views on the medical-biological explanation of pain exist: the specificity theory and
the pattern theory (Cervero 2009).

The specificity theory proposes that a specific pain system carries messages from
pain receptors in the skin to a pain center in the brain. Pain is considered to be a sense
similar to sight, hearing, smell, taste, and touch, that is, a component of the sensory
system that provides the brain with accurate information about injuries, warns us of
impending damage, and helps us to heal. The specificity theory maintains that there
are elements of the peripheral and central nervous system specifically and exclu-
sively dedicated to the processing of pain-related information. The French philoso-
pher René Descartes is often mentioned as the one who gave the first classical
description of this theory. His observations on pain, illustrated by the famous
drawing of the kneeling boy by the fire in his Traité de [’homme (Descartes 1963),
have been an important point of reference in medical writings. His reputation for
inaugurating a reductionist and dualist conception of pain seems to rest especially on
this drawing. It is often said that Descartes conceived of the pain system as a simple
straight-through channel from the skin to the brain.

It is, however, inaccurate to see the drawing of the kneeling boy by the fire as
representative of Descartes’ understanding of pain. His more detailed remarks about
pain in his Méditations touchant la premiere philosophie suggest a more complex
view. In the sixth meditation he argues that pain confronts us with the fact that we do
not just have bodies, but that we are our bodies (Descartes 1967; Van Dijkhuizen and
Enenkel 2009). On a general level, Descartes is rightly seen as a dualist philosopher,
arguing that the body and mind are essentially two entirely different substances.
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In this sixth meditation, however, he seems to refer to a non-dualist relationship
between the body and mind, something that was later on explicitly brought forward
by twentieth-century phenomenologists such as Gabriel Marcel and Maurice
Merleau-Ponty. Descartes’ writings also demonstrate that the phenomenon of pain
plays a central role in his philosophical thoughts, particularly in one of the key
modern reflections on the mind-body problem.

The pattern theory of pain denies that pain is just a sense, such as sight and
hearing. It attaches to both pain and its opposite, pleasure, fundamental roles in
shaping emotions and behavior. From this point of view, pain is considered a trigger
of emotional states, a behavioral drive, as well as a highly effective learning tool. It is
often mentioned that the pattern theory of pain dates back to Aristotle. According to
Aristotle, pain and its opposite pleasure are not sensations but emotions, that is,
“passions of the soul.” In his theory, to have an emotion is to experience pain,
pleasure, or both, this pain or pleasure being intentional and representational. Pain
and pleasure also play a crucial role in his virtue ethics, especially in his doctrine of
the mean, that is, the idea that virtue is the mean between two extremes (Aristotle
1976).

The choice between the specificity theory and the pattern theory is not just an
academic question: it has implications for the experimental paradigms used to study
the nervous system. If pain is regarded as a sense, one will look for sensors that are
selectively activated by painful stimuli and for sensory pathways in the brain and
spinal cord that carry pain information in the same way as photoreceptors in the
retina and visual pathway to the cortex are identified. If pain is not considered a sense
such as sight, hearing, etc., then there is no need to look for specific neural pain
mechanisms. If pain is a “passion of the soul,” one will need distributed networks
and parallel interactive processing, rather than a specific pain pathway.

Scientific Approach

In his standard study The Puzzle of Pain, pain researcher Ronald Melzack (1973)
focuses on pain as a neuroanatomical and neurophysiological phenomenon. His
purpose was to explain the phenomenon of pain in a biological-scientific way.
Melzack’s gate control theory has influenced medical theories on pain for many
years. Basically, the theory proposes that a neural mechanism in the dorsal horns of
the spinal cord acts like a gate, which is able to increase or decrease the flow of nerve
impulses from peripheral fibers to the central nervous system. Somatic input is
therefore subjected to the modulating influence of the gate before it evokes pain
perception and response. According to Melzack, the key to the puzzle of pain was
thought to lay in medical-biological knowledge.

The gate control theory of pain is a good example of a pattern theory. Correlates
of higher brain processes such as attention, anxiety, anticipation, and past experience
exert a powerful influence on pain processes. However, this comprehensive pain
theory still contains certain elements of the specificity theory, for example, the
function and activity of various peripheral nerve fibers involved in pain processes.
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Although the central nervous system plays a crucial role in the gate control theory,
this theory is not able to explain some severe chronic pain problems that require a
greater understanding of brain processes. Phantom limb pain, for example, occurs in
the absence of a specific limb, that is, in the absence of peripheral nerves and other
structures that underlie nociception. Therefore, a revised theory has been developed
that conceives of a so-called neuromatrix that extends throughout selective areas of
the whole brain (Melzack 1996). In this theory, the brain, in particular the
neuromatrix, can generate painful sensations on its own in the absence of peripheral
input. The origins of phantom limb pain are thought to lie in the brain. When
someone loses a hand, he or she experiences a phantom hand because the central
representation of the hand remains intact.

Pain is not only a medical-biological phenomenon. Many authors argue that we
can explain the phenomenon of pain only by placing it in the context of the whole
human existence. A well-known example of such a holistic approach is the pain
model developed by the American pain specialist John Loeser in the 1970s. The key
tenets of this model are identical to the so-called biopsychosocial model, which has
also been influential for the theory and practice of medicine (Engel 1977). Loeser
developed his pain model in order to describe “the universe of pain” via four nested
circles that identify four components of pain. (1) The physiological basis of pain is
nociception, that is, the process whereby noxious stimuli in case of tissue damage are
transmitted and further modulated by specialized transducers to specific pain fibers.
(2) The perception of pain is the awareness of a painful event, frequently triggered
by a noxious stimulus such as an injury or a disease. Pain can also be generated
without nociception, when the peripheral or central nervous system has been dam-
aged. (3) Suffering is a negative personal response induced by pain, but also by fear,
anxiety, stress, loss of loved objects, and other psychological states. (4) Pain behav-
ior results from pain and suffering and consists of the things a person does or does
not do as a response to experienced pain. This model has been heuristically useful
and has been appropriated in diverse fashions (Loeser and Melzack 1999). It reminds
us of the fact that “nerves exist in a patient, who is, first and foremost, a human being
and not just a biological machine” (Loeser 2000, S2).

Melzack’s gate control theory and Loeser’s model are well-known examples of
attempts to explain pain in a scientific way and to lay the ground for a scientifically
based treatment of pain. Diagnostic and therapeutic interventions of physicians are
based on a biomedical explanation of the pain symptom and/or a behavioral under-
standing of the pain complaint. This approach is based on the conviction that all
illnesses and other pathological processes can be explained by the laws of the
biomedical and behavioral sciences. However, this conviction can be regarded as
one of the reasons why pain continues to be a problem for the practice of medicine.
Pain does not entirely conform to the scientific, in particular, biomedical approach of
health and disease. It is argued that pain is the principal reason for patients to go to
their physicians, while pain is routinely undertreated in health care (Resnik
et al. 2001).
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Total Pain

Pain is one of the most common and distressing symptoms described by cancer
patients. One of the reasons to initiate modern hospice care was a critique of the
reductionistic way in which medicine in the mid-twentieth century dealt with cancer
pain. In palliative care, the clinical management of patients suffering pain from
advanced cancer is paramount. Innovations in this field can be summarized in three
points: (1) the development of a patient-centered approach to analgesic evaluation,
which resulted from the search for an alternative analgesic to morphine, (2) the
reintroduction by John Bonica of the idea that pain is what the individual feels and
thinks it is, and (3) the work of Cicely Saunders in establishing the foundations of the
modern hospice and palliative care movement. The work of these clinicians must be
considered in the context of their time, when new hopes emerged that cancer could
be cured and, at the same time, the cancer patient began to be remolded from a
passive participant in treatment and care to an active collaborator (Seymour
et al. 2005).

Since the 1970s there has been a widening of interest from acute, mainly
postoperative pain to the question of chronic pain. Some of this new interest focused
on the apparent purpose or function of pain. In an acute context, pain is seen as
functional in drawing attention to injury or as an indicator of the need for rest and
recuperation. By contrast, chronic pain in advanced cancer appears dysfunctional
and without adaptive purpose, while posing particular challenges at the level of
meaning. The lack of clarity in how to understand pain for cancer patients contrib-
uted to the persistence of poor pain management. It was partly because of this that
the study of chronic pain became open to influences from the human sciences (Clark
1999). It is in this context that Cicely Saunders in the 1960s developed the idea of a
holistic approach of pain. In the course of her clinical work with dying people, she
coined the term “total pain,” one of the most powerful concepts of the modern
hospice movement, to characterize the multidimensional nature of the patient’s pain
experience and to include the physical, psychological, social, and spiritual domains
of pain (Saunders 1967; Clark 1999). The combination of these elements is believed
to result in a “total pain” experience that is individualized and specific to each
patient’s particular situation.

The complexity of treating patients with total pain is often compounded by the
patients’ inability to distinguish exactly which component is causing pain, because
all they can express is that “they just hurt.” Patients may not be capable of expressing
or even demonstrating an awareness of the fact that the pain they are experiencing is
a result of a combination of factors. For example, pain manifested physically can be
caused by a combination of a child not visiting, a despondent feeling that “God has
left me,” and a bedsore developed during hospitalization. These examples demon-
strate the experience of pain as a total experience. Effective pain relief follows the
acknowledgment and management of the physical, psychological, social, and spir-
itual dimensions (Mehta and Chan 2008).
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Consciousness and the Brain

For a few decades pain researchers have been increasingly interested in the structure
and function of the brain, especially in chronic pain. The cerebral cortex appears to
play an active role in chronic pain. Working models have been developed outlining
the mechanism by which acute pain transforms into a chronic state and by which
distinct chronic pain conditions impact on the cortex in unique patterns. Such models
incorporate knowledge of underlying brain structures and their reorganization, while
also including specific variations as a function of pain persistence and injury type,
thereby providing mechanistic descriptions of several unique chronic pain condi-
tions (Apkarian et al. 2009). This type of brain research, especially brain imaging,
has led to two problems which are relevant for the philosophy of medicine.

The first is the question whether the subjective pain experience can be objecti-
fied in a way by brain imaging. Today, some scientists believe that cortical imaging
can provide an objective measure of the pain experience (Basbaum and Bushnell
2009, ix). Lee and Tracey (2010), for example, describe how neuroimaging
techniques provide an account of neural activity in the human brain when pain is
experienced. They admit that pain and suffering as subjective experiences are
private and not directly quantifiable. Only behavioral responses and verbal com-
munication can be observed and measured. However, according to them, the
physiological recordings of brain activity during pain via neuroimaging are not
merely surrogate measures of pain: they have informed us through which our
experiences of pain, suffering, and relief emerge. They argue that, although
nociception is most often the cause of pain and undoubtedly required for survival,
it is neither necessary nor sufficient for the consciousness of pain. They conclude
that pain and suffering are highly complex conscious experiences that are ulti-
mately generated by the brain. In the brains of patients with chronic pain, neuro-
imaging has revealed subtle but significant structural, functional, and
neurochemical abnormalities. Converging evidence suggests that the chronic
pain state may arise from a dysfunction of the frontal-limbic system.

This conclusion gives rise to a second problem, namely, whether the cause of
chronic pain can be discovered by neuroimaging and whether chronic pain can be
considered a brain disease. Nowadays, it is quite a common understanding that
chronic pain is not a symptom of disease, but rather a disease entity itself, namely, a
disease of the nervous system function (Basbaum and Bushnell 2009, ix). This,
however, is not an undisputed view. It is argued, for example, that disease is a
clinical concept and that conceiving of chronic pain as a brain disease can have
negative consequences for research and clinical care of patients with chronic pain
(Sullivan et al. 2013). It cannot be simply assumed that the changes associated with
chronic pain on neuroimaging are causal. Considered scientifically, one may be
looking for the cause of chronic pain through neuroimaging, but considered clini-
cally, one is in fact often looking to validate pain complaints. It is argued therefore
that we should resist the temptation to validate pain with the magnetic resonance
imaging scanner. Pain cannot be seen as caused by the brain alone. Pain is not felt by
the brain, but by the person (Sullivan et al. 2013).
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Pain Experience and Expression

The idea of pain as a subjective experience has given rise to further philosophical
investigations which problematize standard models, such as Loeser’s distinction
between nociception, pain perception, suffering, and pain behavior. How do we
know for sure, for example, that someone else is in pain? In tackling this question,
Nelkin (1986) takes as his starting point the cases of lobotomized patients and
patients who are given morphine after the onset of pain, as discussed earlier by
Daniel Dennett. On the one hand, we believe that being in pain is being in what can
be called a “transparent mental state,” such that the person having the pain is in the
best position to judge whether he or she really is in pain. On the other hand, we
believe that one cannot be in pain without hurting and that hurting is tied up with
certain kinds of affects, beliefs, and behavior, such as trying to do something to
alleviate the pain. In fact, if grimacing, groaning, and similar behavior occur and if
we have no reason for suspecting pretense, then we believe we are in a position to be
certain that someone else is in pain.

It is these various sorts of intuition that come into conflict in the cases of the
lobotomized and morphined patients. Both types of patients claim to feel pain but
also state that it no longer hurts them. One way to solve this problem is to say that
these patients, despite what they say, do not really have pain sensations. The changes
in their brains brought about by lobotomy or morphine have caused them to be
mistaken when they say they do have pain sensations. Another way is to say that
such patients had been caused to forget how to use the concept of pain sensations or
have even forgotten what the word “pain” means. Nelkin, however, argues that in
these cases it would be better to sacrifice our intuition that one is in pain if one has a
pain sensation: one can have pain sensations without being in pain and one can be in
pain without having pain sensations. From a philosophical perspective, it is therefore
crucial to be clear on what we mean when we say “being in pain” and what we mean
by “pain sensation.”

Pain is an unpleasant sensory and emotional experience. From a scientific point of
view, one can analytically distinguish between nociception, perception, suffering,
and behavior, but from a phenomenological perspective, for the person in pain, there
is just the painful experience. The patient’s experience of pain is lived as a whole,
difficult to split up in several dimensions and difficult to express (Kleinman
et al. 1992, pp. 7-8). Perhaps more than other somatic experiences, the experience
of pain resists verbalization. Speaking about pain is one of the most difficult
linguistic activities, as pointed out by Ludwig Wittgenstein. The language of pain,
he argues, is something very different from the language of customary descriptions
(Ehlich 1985).

Physical pain has no voice, but when it at last does find a voice, it begins to tell a
story, by the person suffering, by his relatives and friends, and by his physician. In
those pain stories, metaphors play a crucial role: the phrase “as if” is crucial. Patients
say that it hurts “as if” needles have been stuck in the body, “as if” a hammer knocks
on the head, etc. It is difficult or even impossible to describe the pain experience
directly without the use of metaphorical or symbolic language. According to Scarry
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(1985), pain defies verbal objectification: “Physical pain does not simply resist
language, but actively destroys it, bringing about an immediate reversion to a state
anterior to language, to the sounds and cries a human being makes before language is
learned” (Scarry 1985, p. 4). It is not only the intensity but foremost the quality of
pain which is difficult to express. Much cited in the literature on pain is the following
quote from Virginia Woolf’s essay On Being Ill: “English, which can express the
thoughts of Hamlet and the tragedy of Lear, has no words for the shiver and the
headache. [...] The merest schoolgirl, when she falls in love, has Shakespeare and
Keats to speak for her; but let a sufferer try to describe a pain in his head to a doctor
and language at once runs dry” (quotation by Melzack 1973, p. 45).

Pain and Narrative

Although it can be said that (severe) pain has no voice, almost all pain patients have
personal stories to tell about their pain. While listening to patients’ stories is as old as
medicine, for a few decades much attention has been paid to so-called narrative
medicine, in line with a much wider interest in narrativity in philosophy, theology,
and the humanities. Basic to this new approach is the idea that human beings are
essentially characterized by the fact that they tell and live through stories. A human
being is a “storytelling animal,” as Alasdair MacIntyre has put it, or a “self-
interpreting animal,” in the words of Charles Taylor. Narrative medicine is medicine
practiced on the basis of “narrative knowledge” and with “narrative competence”
(Charon 2006). Nowadays, a growing list of literature exists about the relevance of
narrative competence for the treatment of pain patients (Morris 2002, 2012). Medical
practitioners must learn to deal with the two most significant sources of predictable
uncertainties basic to every narrative encounter and basic to every valid claim of
narrative knowledge: interactivity and intersubjectivity. The recent medical literature
on pain contains specific studies of patients’ stories. Narrativity, therefore, makes a
solid contribution to pain, both in research and in treatment. The value of narrativity
to pain medicine can be traced in five specific areas: communication, diagnosis,
treatment, ethics, and education (Morris 2012).

The Measurement of Pain

Pain as a subjective experience cannot be measured in a strict sense, that is, the way
the heartbeat, blood pressure, or glucose levels can be measured. Noxious stimuli
and nociceptive responses can be quantified, but not pain. Pain is usually accompa-
nied by all kinds of quantifiable physiological parameters, such as an increase in
stress hormones, blood pressure, and heartbeat, but the pain as such is not measur-
able. Even those closest to a patient cannot truly observe his pain or share in his
suffering. Yet an assessment of the degree of pain of individual patients is a daily
concern for the practicing physician. Pain, particularly chronic pain, thus challenges
one of the central tenets of biomedical epistemology, namely, that there is objective
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knowledge, knowable apart from subjective experience. Three strands of activity can
be identified in the history of pain measurement (Noble et al. 2005).

The first, psychophysics, dates back to the nineteenth century and measures the
effect of analgesia by quantifying the noxious stimulation required to elicit pain, as
well as the maximum stimulation tolerated. Methods to measure the so-called single
dimension of pain in the laboratory and in the clinic are used to assess the pain
threshold as a response to a single painful stimulus. Gross changes in the pain
threshold can be assessed in a quantitative way by administering a standard stimulus
such as pricking with a safety pin and manual palpation and by asking whether the
evoked sensation is painful. The pain threshold marks the transition from the absence
of pain sensation to the presence of pain sensation and is quantified as the amount of
stimulus needed to evoke a painful sensation (Gracely and Eliav 2009).

In daily life and medical practice, however, pain cannot be seen as a single
dimension of sensory intensity. Pain refers to a category of complex experiences,
not to a specific sensation that varies only along a single intensity dimension. The
second strand of activity uses standardized questionnaires for patients, developed to
categorize pain according to its emotional impact, distribution, character, and other
dimensions. A number of approaches have extended the evaluation of pain to include
all of the qualitative and affective dimensions such as emotions, cognitions, and
autonomic and behavioral responses. The most popular and widely used
multidimensional pain instrument is the McGill Pain Questionnaire (MPQ). The
MPQ presents 20 categories of verbal descriptors with two to six descriptors per
category for a total of 78 pain-related descriptors.

The third strand of activity asks patients to report on pain intensity using rating
scales and is used in clinical trials where analgesics are evaluated and results can be
combined to influence clinical guidelines and protocols. Although all three strands
have found a place in modern clinical practice, it is the reporting of pain by patients
undergoing treatment using simple scales of intensity which has emerged as the
crucial method by which analgesic therapies can be evaluated and compared. Two of
the most commonly used techniques to measure evoked and spontaneous pain are
the Numeric Rating Scale (scale from 1 to 10) and the Visual Analog Scale (VAS
pain). The VAS pain is a single-item scale for pain intensity. The scale is most
commonly anchored by “no pain” (score of 0 in a scale of 100) and “pain as bad as it
could be” or “worst imaginable pain” (score of 100 on a scale of 100).

The Meaning of Pain

A quite common presupposition in medical theory and practice is that pain has a
biological cause. Pain is also explained with all kinds of psychological determinants,
such as specific cognition patterns, emotions, stress, or anxiety (Price et al. 2009).
However, there are many forms of pain that cannot be explained in biological or
psychological terms. And even if one can trace a biological cause or a psychological
determinant of pain, this does not mean that one understands pain. Scientific
explanations fall short of understanding the phenomenon of pain. It is often argued
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that pain is a phenomenon that transcends the borders of science. Pain is a mystery
and cannot be explained as having just a signaling function. It also has an ontological
and existential dimension (Bakan 1976).

Puzzle or Mystery?

Most of the scientific literature describes pain as a problem, a puzzle or riddle,
something to be solved or unraveled. However, the conviction that pain can be
explained entirely by the biomedical and social sciences is not self-evident. The
increasing interest in pain and suffering, which started in the 1960s, can be attributed
both to the increased attention being given to the experience of the sick person and to
the fact that they defy explanation on a purely biomedical basis (Cassell 1995).
Many authors have argued that the phenomenon of pain cannot be understood by
means of the sciences and that we would do better to speak of the “mystery” of pain
(Buytendijk 1962). Morris writes: “A true mystery, as opposed to a puzzle or riddle,
cannot be known apart from the veil that separates us from a true understanding.
[...] A mystery, then, is not something that exists principally to be solved” (Morris
1993, p. 24). Morris goes on by saying that while the doctor typically approaches
pain as a puzzle or a challenge, the patient typically experiences it as a mystery. It
seems likely that mystery can never be entirely eliminated from pain as long as pain
remains a subjective experience. The term “mystery” here refers to the existential
interpretation as provided, for example, by the French philosopher Gabriel Marcel.
Pain is not considered to be a solvable scientific puzzle. It is rather a phenomenon
that will never betray its secrets, but toward which human beings nevertheless must
take a philosophical stance.

Beyond the Signaling Function

Pain is often considered to be a functional warning sign. By producing a retraction
from the painful stimulus, the body tries to avoid further harmful situations and
damages. There are rare cases of children who are born without the ability to feel
pain. This pathological condition of a congenital insensitivity to pain clearly demon-
strates the biological function of pain. Many of these children sustain extensive burns,
bruises, and lacerations during childhood and frequently bite deeply on their tongue
while chewing food, and only with difficulty are they able to learn to avoid inflicting
severe wounds on themselves (Melzack 1973). We constantly employ the sensation of
pain, even at very mild levels, to adjust our posture or shift our position. We learn how
to feel pain and to learn what it means. Children unable to feel pain lack this adaptation
mechanism and easily suffer from bodily damages and infections.

An explanation of pain in terms of a signaling function might be adequate in
cases of trauma, injury, and infections such as an appendicitis or an inflammation of
the ear. In general, however, this theory does not suffice. One might, for example,
think of phantom limb pain, which is clearly at odds with this signaling theory.
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Another example is the severe pain that accompanies some forms of cancer. In this
case, the diagnosis of a malignant process which might be incurable has been well
established. The patient is well aware of the diagnosis; he knows that he is incurably ill
and is going to die soon. If one considers the function of pain as signaling (possible)
threats only, then cases like this one cannot be understood. The experience of pain,
especially chronic pain, includes much more than a physical sensation, a signaling
function, or a psychological explanation: it creates problems of control and meaning.

Morris argues that we must proliferate the meanings of pain in order not to reduce
human suffering to the dimensions of a mere physical problem, for which there is
always a medical solution. Pain is not just a biological fact, but “an experience in
search of an interpretation” (Morris 1993, p. 38). We experience pain only and
entirely as we interpret it. Morris speaks about the “hermeneutics of pain” (Morris
1993, p. 33): “We experience our pain as it is interpreted, enfolded within formal or
informal systems of thought that endow it with a time-bound meaning — whether
theological, economic, scientific, or psychological. We make sense of pain in much
the same way that we make sense of the world. Sometimes pain can even reveal to us
beliefs and values we did not know we held” (Morris 1993, p. 45). In other words,
pain can be considered to be a heuristic instrument.

Ontological Dimension

Buytendijk’s classic study Pain. Its modes and function (1962) is a good example of
giving pain a personal meaning based on scientific explanations, philosophical insights,
and religious convictions. According to Buytendijk, pain can serve multiple purposes
and hold multiple meanings beyond its basic function as a signal of tissue damage. He
speaks of the ontological dimension of pain, referring to the way in which pain is one of
the constituting factors of human existence. According to Buytendijk, the essence of
pain is “a state where man is afflicted in his most intimate unity, his psychophysical
nature: self is brought into conflict with the body while remaining bound to the body in
its painfulness” (Buytendijk 1962, p. 148). Pain leads to a dissociation between the ego
and the body. In daily life, when we are involved in all kinds of practical tasks and are
close to the things in the world, we often tend to forget our body, as if we do not have
one. In (severe) pain, for example, when my hand hurts, this body part takes over control
and dominates the whole situation: “We are not tormented by some foreign agent, it is
not an incident, a word, a thought, or even sickness or death, however we may
acknowledge the power of these: it is our own body” (Buytendijk 1962, p. 26).

Pain does not have an intentional object. Although the capacity to experience pain
is as primal a fact about the human being as is the capacity to hear, to touch, to desire,
to fear, etc., it differs from these events by not having an object in the external world.
While hearing, touch, desire, and fear refer to something in the outside world, pain
“is itself alone” (Scarry 1985, p. 162). This objectlessness, the complete absence of
referential content, almost prevents pain from being rendered in language. But it also
impacts severely on our existence. According to Scarry (1985), suffering pain might
be the most evident character of what we call certainty. Suffering pain leads to the
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highest possible certainty that we are: doleo, ergo sum. The experience of pain is a
breaking point in the obvious nature of our normal, healthy existence. Pain awakens
us, not only literally but also metaphorically speaking, that is, out of our “metaphys-
ical heedlessness™ as Max Scheler has called it (quotation in Buytendijk 1962, p. 22).

Low Back Pain

The existential dimension of pain appears both at an individual and at a general level
and can be illustrated by the phenomenon of chronic low back pain. Since time
immemorial low back pain belongs to the “evergreen” of bodily complaints. It is
already mentioned in the papyrus Edwin Smith (about 1500 before Chr.), in the
Hippocratic writings, and in the works of Galen (Allan and Waddell 1989). Even
today, low back pain is one of the most common reasons for consulting a primary
care physician in industrialized countries. Although low back pain is one of the most
common types of pain, it is often said that it is poorly understood (Melzack and Wall
1988). Low back pain is related to physical abnormalities such as arthrosis,
spondylotic deformations, and intervertebral disk problems, but very often no
biological cause can be found. There are people with anatomical degenerations of
the spine who do not complain about their back. And, the other way around, people
with low back pain often show no physical abnormality. At an individual level,
patients with low back pain have to search for a meaning of their pain and to give ita
place in the context of their life story (Dekkers 1998).

At a general level, low back pain is related to one of the characteristics of the
human condition, that is, the “uprightness” of the human being. Since time imme-
morial an upright posture was considered to be one of the essential characteristics of
man. Biologically oriented philosophers such as Helmuth Plessner, Adolf Portmann,
and Buytendijk specifically described the human posture as upright. In their view,
human posture cannot be considered solely from an anatomical and biological
perspective. According to Buytendijk, man’s upright posture is to be understood as
a specifically human posture in a specifically human world. He writes: “It is nature
and culture, expression of emancipation and independence. It is also a sign of being
threatened: the righteous man is threatened by a collapse” (Buytendijk 1974, p. 230).
When standing up, balancing on the small plane of his feet, the human being adopts a
distinct positional relation vis-a-vis the world. This new relation is only possible
through a loss of security, while at the same time offering a new freedom. From such
a perspective, the existence of low back pain could be interpreted as a negative side
effect of the human upright posture.

Historical and Cultural Aspects

Pain not only has a biological, psychological, and existential dimension but also a
cultural dimension. The experience of pain is powerfully mediated by the cultural
and historical context (Moscoso 2012). Studying pain is a way of studying the
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intersections between the physical human body, the product of evolutionary pro-
cesses, and the cultural body, that is, the human body as it is experienced and
perceived by people in specific cultural and historical circumstances (Porter 1999;
Van Dijkhuizen and Enenkel 2009). Cultural beliefs, social values, and religious
traditions play an important role in the response to pain by affecting the way we
interpret and attend to pain.

Algophobia and Medicalization

In some non-Western cultures, pain and suffering are regarded as facts of life that
must be accepted. In Western cultures, many people tend to regard pain as a
pathological condition that should be eliminated and prevented, if possible.
There is some evidence that Western attitudes toward pain have changed over
time. People have become less accepting of pain as medicine has provided them
with more effective ways of controlling it (Resnik et al. 2001). Never before in
human history has the explanation of pain fallen so completely to medicine.
This has led to a seemingly distinctive paradox: although biomedical research
has enormously expanded our knowledge of the anatomy, physiology, and phar-
macology of pain, never before has pain, particularly chronic pain, reached its
present proportions. We possess more knowledge and better remedies than ever
before (Morris 1993). Pain has become a medical problem asking for a medical
solution. The individual and social willingness to tolerate and accept pain has
decreased.

According to Buytendijk, modern man takes offense at many things that used to
be accepted by older generations with resignation. Modern man can be irritated by
growing old, a long sickbed, and certainly by pain. Its occurrence is unacceptable. In
modern society, the demand to do away with pain has become progressively
stronger. This has led to the development of an “algophobia [...] which is itself an
evil and sets a seal of timidity on the whole of human life” (Buytendijk 1962, p. 16).
Morris (1993, p. 60) speaks about “medicalization of pain.” By what Ivan Illich has
called “cultural iatrogenesis,” modern medicine has deprived us from our ability to
suffer from pain. Pain has become a medical problem which doctors need to solve.
Nowadays, adequate pain management is understood to be a fundamental human
right and an integral part of the patient-centered part of modern medicine (Cousins
et al. 2004).

Change in Pain Sensation or Attitude?

The question raised by the concepts of “algophobia” and “medicalization” of pain is
whether modern algophobia can be attributed purely and simply to a decreased
willingness to endure pain, that is, a changed mental attitude. Or are we conceivably
observing a change in the tolerance of pain, an increase in the pain experience as
such, and an increase in the painfulness of pain?
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Leriche (1937) gives an affirmative answer to the question whether sensitivity to
pain, conceived of as a physiological quality, may have increased in the course of
time. His argument is based on his experience as surgeon serving at the front during
the First World War and a historical analysis of well-known cases of people who
have been suffering from very painful medical conditions. Leriche believed that the
increase of sensitivity to pain must have come about in the nineteenth century, where
it was strongly promoted by the introduction of surgical anesthesia and of aspirin.
Also, the Dutch physician and philosopher Van den Berg (1963) argues on historical-
phenomenological (metabletical) grounds that pain sensitivity has increased in the
first half of the nineteenth century, more precisely between 1780 and 1845. Since
then patients had much more need of analgesics than their fellow sufferers in
previous centuries. A key point in Van den Berg’s metabletical approach is that
pain is linked to social isolation and loneliness: experiencing pain means a lack of
human relationships. This view is open to criticism and can naturally not be taken
literally. However, what Van den Berg wishes to point out is that the phenomenon of
pain should always be studied in its historical and cultural context.

There is some evidence that the pain we feel today differs from the pain our
ancestors felt. Most authors, however, come to the conclusion that it is a change of
mentality rather than a physiological increase in sensitivity that has caused our
changed attitude toward pain. In a historical-phenomenological study of bodily
pain, the medical historian Daniel de Moulin argues that on historical grounds one
cannot come to the conclusion that medieval man bore his pain in any way distinct
from that of patients today. In view of the reaction of the patient, the attitude of the
physician, the attention that medieval textbooks have given to the management of
pain, as well as the interest at the time in the problem of surgical anesthesia, it is not
plausible that pain perception was less acutely felt than today. Pain appears to have
been experienced in the same way and with the same intensity as today. De Moulin
comes to the conclusion that, finding no arguments that the sensitivity of the nervous
system has increased in recent times, we have to attribute the rapidly dwindling
readiness to accept pain to a change in mental attitude. The threshold of pain may
vary from culture to culture, and even from time to time in the same person: “Pain is
[...] a subjective way of being an experience as well as an evaluation of the actual
situation, and as such the creation of a human being in his sense-giving existence”
(De Moulin 1974, p. 570).

The question of how to understand our modern attitude toward pain and how to
explain possible differences with the past sounds like an empirical question. In fact,
however, this question is intermingled with philosophical problems to such an extent
that it is hard to solve the question in an empirical way. From a philosophical
perspective it is, for example, crucial to know what is meant in discussions like
these by the terms which are central in Loeser’s model: nociception, perception,
suffering, and behavior. And what about the discussion previously mentioned about
the relationship between being in pain and pain sensations? Nevertheless, putting
these philosophical questions aside, the conclusion can be drawn that an explanation
of our modern attitude toward pain in terms of a change in neurophysiological
nociception is difficult to defend.
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Definition of Key Terms

Pain: “an unpleasant sensory and emotional experience associated with actual or
potential tissue damage, or described in terms of such damage” (IASP 2014).

Summary Points

» Two opposing views on the medical-biological explanation of pain exist: the
specificity theory and the pattern theory.

» The emergence of modern palliative care, particularly the concept of “total pain,”
was an important impetus for a holistic approach to pain.

+ It is debatable whether chronic pain is a brain disease and whether the subjective
experience of pain can be objectified by neuroimaging.

It is not only the intensity but foremost the quality of pain that is difficult to
express in words. In pain stories, metaphors play a crucial role.

* Pain, particularly chronic pain, challenges one of the central tenets of biomedical
epistemology, namely, that there is objective knowledge, knowable apart from
subjective experience.

* Pain is a mystery; it cannot be explained as having just a signaling function. It also
has an ontological and an existential dimension.

* An explanation of our modern attitude toward pain (algophobia, medicalization)
in terms of a change in neurophysiological nociception is difficult to defend.
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Abstract

It is very important to know whether someone is alive or dead. Usually this is
obvious, but there are difficult cases such as brain-dead patients on life support
and brain-injured patients who are in a permanent vegetative state. The traditional
way of determining death centered on the cardiorespiratory system: a patient was
declared dead when breathing and heartbeat had stopped. Advances in medical
technology, such as artificial ventilation and resuscitation techniques, brought this
connection between death and the cardiorespiratory system into question. In
response, “brain death” was proposed. Brain death is a criterion that is part of a
biological paradigm for death. There are objections to both brain death and the
biological paradigm. This has given rise to an alternative consciousness-based
paradigm for death. There is objection to this too, which creates a quandary as to
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what death is and whether it has occurred in difficult cases. Arguably, this
quandary was inevitable given the way the ordinary concept of death works.
Some responses to this quandary are canvassed, but they are problematic, so the
death debate is as yet unresolved.

Introduction

The subject area of this article is death, in particular how to go about deciding
whether someone has died. This matters because how someone ought to be treated in
large part depends on whether they are alive or dead: imagine, for example,
cremating someone wrongly thought of as dead. In particular, it matters because,
according to what is known as the “dead donor rule,” vital organs should only be
retrieved for transplant purposes from patients known to be dead.

The historical background to the subject is that advances in medical technology
made it more difficult to decide whether a patient has died. Of course, it remains
obvious in the majority of cases but two factors in particular made it more difficult.
First, whether someone is alive or dead used to be determined by referring to their
cardiorespiratory system, i.e., checking for a heartbeat or pulse, and whether they
were still breathing. But lots of medical developments, such as pacemakers, resus-
citation techniques, heart transplants, etc., severed the connection between the state
of someone’s cardiorespiratory system and whether they are alive or dead.

The second factor is that patients can now be maintained in various conditions that
are ambiguous regarding whether they are alive or dead. Here arise some important
exemplars of the problem discussed in this article. Consider, for example, a patient on
a life support machine who has suffered “whole brain death” — i.e., their brain is
irreversibly incapable of functioning — but their body is artificially maintained so they
are capable of digesting and excreting food, responding to temperature changes, etc.
Are they alive or dead? Another example is the brain-injured patient in a permanent
vegetative state. Like the whole brain dead, the permanently vegetative retain lots of
physiological functions (such as digesting food), but crucially, they are also capable of
breathing unaided. However, the parts of their brain responsible for consciousness are
destroyed, so they have lost any prospect of “waking up” and regaining conscious
awareness. Again, are they dead or alive?

The structure of this article is determined by the shape of the debate. First, the
development of the proposal known as “brain death” is traced. Brain death was a
new criterion for death, so it belongs in what is known as a “definition-criteria-tests”
model which comprises a biological paradigm for death. Problems with the biolog-
ical paradigm are presented. The major alternative is the consciousness-based
paradigm (or the “higher-brain” account). Problems with the consciousness-based
paradigm are presented. Clearly, this creates a dilemma since neither of the main
ways of deciding what death is and whether it has occurred is satisfactory. A reason
for this is suggested, based on the ambiguous nature of the ordinary concept of death.
Some responses are canvassed but they too are problematic so the controversy about
death continues.
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Brain Death

Treating a living patient on the basis that they are dead would be bad in various
ways, from failing to provide potentially beneficial treatment to causing death by
removing their vital organs. Conversely, it would be bad to treat a dead patient as if
they are alive, not least because scarce medical resources that could have helped
others would be wasted on them. So, it is important to know whether a patient has
died or not.

It used to be very straightforward to determine whether death had occurred. In the
vast majority of cases it was obvious: the patient in conversation with their doctor is
alive; the corpse stored in the morgue is dead. And if any ambiguity arose, there were
simple tests to resolve it. These focused on the patient’s heart or, more generally,
their cardiorespiratory system. For example, medical staff would feel for a pulse or
listen for a heartbeat using a stethoscope; if heartbeat and breathing had stopped, the
patient was declared dead.

In the postwar period this situation was complicated by developments in medical
technology which challenged reliance on the cardiorespiratory system when decid-
ing whether someone had died. For example, improved resuscitation techniques
meant that a patient who would have been declared dead could be revived; given that
death is irreversible, such patients were considered to have been alive throughout
their ordeal as opposed to having died and been brought back to life. Innovations
such as pacemakers and heart transplant surgery meant that a patient could survive
irreparable damage to their heart. Most notably, developments in intensive care
meant that, for patients on life-support machines, cardiorespiratory functions are
performed — i.e., oxygenated blood is pumped around the body — albeit
non-spontaneously and only with mechanical assistance.

The role of the cardiorespiratory system in deciding whether death has occurred
was put under further pressure by concerns about transplant organs. In particular,
patients on life support have healthy organs which could be donated to other patients.
But the “dead donor rule” states that it is impermissible to kill anyone for transplant
purposes. So, whether it is ethically permissible to retrieve organs from patients on
life support turns on whether they are alive or dead. According to the tradi