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1. Introduction

There has been considerable philosophical work during the last two decades,
especially in the United States but not limited to there, in a relatively new field called
medical ethics. My aim in this paper isto explore what illumination that body of work
might offer to our understanding of the quality of life. If one looks only to the medical
ethics literature explicitly addressing the notion of the quality of life, there are few
sustained analyses of it and of its role in various medical and health care contexts.
Consequently, it is necessary (o look more broadly to issues and areas of research that
often do not expicitly address the quality of life, but that nevertheless importantly bear
on it. ] believe there are two main areas of work in medical ethics that fit this
criterion. The first is work on ethical frameworks for medical treatment
decisionmaking in a clinical context, including accounts of informed consent and life-
sustaining treatment decisions. The second relevant area is the development of
valuational measures of outcomes of health care treatments and programs; these
outcome measures are designed to guide health policy and so must be able to be applied
to substantial numbers of persons, incfuding across or even between whole societies.
The two main parts of this paper will address these two main bodies of work. However,
before doing so several preliminary issues need to be briefly addressed.

I have mentioned that the literature that I wilf be summarizing and draving on
often does not explicitly address the concept of “the quality of life,” but instead uses
other notions that are either closefy refated or roughly equivalent in the context.

Sometimes a notion of "health” is employed, particularly in its broader interpretations
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as exemplified in the World Health Organization definition of “health” as a state of

complete physical. mental and social well-being.! The notion of patient “well-being.”
independent of its use within a definition of health, also is often employed for
evaluation of outcomes in health care. Another conceptual framework commonly
employed for evaluating health care outcomes is the assessment of the benefits and
burdens of that care for the patient (and sometimes for others as well). Still another
common conceptual framework often employed looks to the effects of health care on
patients' interests, with a best interests standard particularly prominent for patients
whose preferences caanot be determined. These and other conceptual schemes are not
fully interchangeable in health care, much less in broader contexts. Nevertheless,
they all have in common their use in evaluating health care outcomes for patients and
their employment as at least a part of a comprehensive account of a good life for
persons. | shall freely draw here on each of these conceptual frameworks. and others,
though indicating where differences between them become important.

The "quality of life" of persons can be given a number of more or less broad
interprelations, depending on the scope of the evaluative factors concerning a
person’s life that it is taken to include. Medicine and health care often affect a person's
life in only some limited areas or respects. Nevertheless, my concern will be with the
broadest conception of, in Derek Parfit's words. “what makes a life go best.” and I shall
try to show that medicine and health care may affect and illuminate more aspects of
that question than might at first be thought.2 No concept is entirely apt or widely
accepted in either philosophical or common usage for this broad role, but | shall use
the concept of a "good life” to refer to the quality of life of persons in its broadest
interpretation.

{t is common in much philosophical work on theories of the good for persons or
of a good life to distinguish three broad kinds of theories. While this ciassification

misses some distinctions important for my purposes here, it provides a natural initial
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starting point. These three alternative theories I will call the hedonist, preference

satisfaction, and ideal theories of a good life.3 Much of the philosophical work on these
theories has been in the service of developing an account of "utility,” broadly
construed for employment in consequentialist moral theories4 What is common to
hedonist theories, as | will understand them here, is that they take the ultimate good for
persons to be the undergoing of certain kinds of conscious experiences. The particular
kinds of conscious experience are variously characterised as pleasure, happiness, or
the satisfaction or enjoyment that typically accompanies the successful pursuit of our
desires. Particular states of the person that do not make reference to conscious
experieace, such as having diseased or healthy lungs, and particular activities of the
person, such as studying philosophy or playing tennis, are part of a good life on this
view only to the extent that they produce the valuable conscious experience.
Preference satisfaction theories take a good life for persons to consist in the
satisfaction of their desires or preferences. I here understand desires or preferences
as taking states of affairs as their objects; for example. my desire to be in Boston on
Tuesday is satisfied just in case the state of affairs of my being in Boston on Tuesday
obtains. This is to be distinguished from any feelings of satisfaction, understood asa
conscious experience of mine, that I may experience if 1 am in Boston on Tuesday. The
differeace is clearest in cases in which my desire is satisfied. but I either do not or
could not know that it is and so receive no satisfaction from getting what 1 desire; for
example, my desire that my children have loag and fulfilling lives, a state of affairs
that will only fully obtain after my death. For preference satisfaction theoriesof a
good life for persons to be at all plausible, they must allow for some correcting or
“laundering” of a person’s actual preferences.> The most obvious example is the need
to correct for misinformed preferences; for example, my desire to eat the sandwich
before me not knowing that its ingredients are spoiled and will make me ill. Other

corrections of preferences have also been supported by proponents of the preference
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satisfaction theory that ace compatible with its underlying idea that ultimately what is

good for persons is that they get what they most want or prefer.

The third kind of theory holds that at least part of a good life for persons
consists neither of any conscious experience of a broadly hedonist sort nor of the
satisfaction of the person's corrected preferences or desires, but instead consists of the
realization of specific, explicitly normative ideals of the person ® For example, many
have held that one compoaent of a good life for persons consists in being a self-
determined or autonomous agent, and that this is part of a good life for a person even if
he or she is neither happier as a result or desires to be autonomous. Ideal theories will
differ both in the specific ideals the theories endorse together with the place they also
give to happiness and preference satisfaction in their full account of the good for
persons. There is a strong tendency in much of the philosophical literature to seek a
simple, comprehensive theory, such as the hedonist or preference satisfaction
theories: proponents of ideal theories commonly acknowledge a plurality of component
ideals of the person that place constraints on and/or supplement the extent to which
happiness and/or preference satisfaction serves a person's good. The account I will
develop of quality of life judgments in health care strongly suggests that it is a mistake
to let the attractions of a simple, unified theory of a good life for persons force a choice
between the hedonist and preference satisfaction theories. Instead. these quality of
life judgments suggest the importance of giving independent place to the
considerations singled out by each of the three main alternative theories, as ideal
theories do in any adequate overall account of the quality of life or of a good life for
persons. The quality of life judgments made in medicine and health care also help some
to fill in the content. especially of one central ideal of the person, of a theory of a good
life.

A major issue concerning ethical judgments generally, and judgments

concerning a good life for persons in particular, is the sense and extent to which such
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judgments are objective or subjective. A number of different senses have been given

to the notions of "objectivity" and "subjectivity” in these contexts, and other essays in
this volume take up some of these general theoretical issues and will develop some of
these alternative senses.? 1 will attempt no extended analysis of this general
theoretical issue here. Nevertheless, one sense in which what constitutes a good life
for a particular person is believed to be subjective or objective mirrors the distinction
between hedonist and preference satisfaction theories on the one hand. and ideal
theories on the other. Hedonist and preference theories are each subjective in the
sense that each holds what is good for a particular person depends on what in fact
makes that person happy or is what that person (with appropriate corrections) desires.
(This is compatible, of course; with acknowledging that what will make a particular
person happy or satisfy his or her preferences is an "objective matter of fact," even if
often an extremely difficult one to determine.)

Ideal theories are objective, or at least contain objective componeants, in the
sense that they hold a good life for a person is, at least in part, objectively determined
by the correct or justified ideals of the good life for persons, and does not in those
respects depend either on what makes that person happy or on what that person's
(even corrected) preferences happen to be. In this understanding, the question of
whether accounts of a good life for persons are objective or subjective is an explicitly
normative issue about what is the correct or most justified substantive theory of a good
life for persons. This sense of the objeclive-subjective dispute has been a central
concern in the debates in medical ethics and health care about the quality of life.
Interestingly, I believe that medicine and health care provide some of the most
persuasive instances both for the objective and subjective components of a good life,
and so point the way towards a theory that incorporates hedonist, preference. and ideal

of the person components.
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Haavi Morreim has distinguished a different sense in which quality of life

judgments in medicine are either objective or subjective.3 In her account, objective
quality of life judgments are made on the basis of intersubjectively observable,
material facts about a person (facts concerning his or her body, mind, functional
capabilities, and environment) together with a socially shared evaluation of those
facts. specifically of how those facts determine the person’s quality of life. Subjective
quality of life judgments also appeal to material facts about a person and his or her
condition (though these may also include facts about the person's private psychological
states) together with that person’s value judgments about how those facts affect his or
her quality of life. In thisaccount the essential difference that makes a quality of life
judgment either objective or subjective is whether the evaluative judgments
concerning a particular individual's quality of life are and must be those shared by
some wider group or are instead only the individual'sown. Since there are many
possible wider social groups, one respect in which one could make sense of degrees of
this kind of objectivity is in terms of the size, breadth or nature of the wider social
group; important variants include an individual's community or larger society,and a
maximally wide group might be alt humans or rational agents. It should be obvious
that my and Morreim's senses of the objective-subjective distinction are independeat:
the individual whose quality of life is in question might hold any of the three
substantive theories of the good for persons distinguished above, as might any wider
social group.

A full conception of a good life for a person that does not reduce to a single
property like happiness or preference satisfaction must assign a weight to the various
components that contribute to that life’s being good, though there may not be full
comparability between different components and so in turn only partial comparability
between different possible life courses for a person. Amartya Sen has suggested ic

several places the formal device of understanding these different components as
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independent vectors, each of which contributes to an overall assessment of the degree

to which a person hasa good life.? There are several benefits to an analysis of what
constitutes a good life into a number of independent vectors. First, it allows us to accept
part of what proponents of each of the three traditional theories of a good life have
wanted to insist on, namely the theoretical independence of those components. The
three components of happiness, preference satisfaction, and ideals of a good life can
each be represented by their individual vectors, or subdivided further into distinct
vectors within each component, having independent weight within an overall account
of a good life. Second. the vector approach quite naturally yields the possibility of two
senses of partial comparability of the quality of different lives. For a single individual,
alternative possible lives may be only partially commensurable if one alternative life
provides a greater value on one vector, but also a lesser value on another vector, than
another possible life. But for two different persons it is important that at least partial
comparability between their lives may be possible, contrary to the dogma about the
impossibility of interpersonal comparisons of utility, by comparing common vectors or
by comparing different changes in common vectors making up a good life for each.
Medicine and health care provide strong grounds for insisting on these independent
vectors and, perhaps more important, also suggest a content and structure to the ideals
along the lines proposed by Sen in his work on agency and capabilities that drew on
settings largely outside of health care.

We also need to distinguish between the relative importance of a particular
feature or condition, say as represented by a specific vector, in its contribulion to 2
person having a good life, compared with what I shall call its broader moral
importance. A simple example will suffice. One condition that may plausibly
contribute to persons quality of life or good life is their physical mobility. It may be
possible to specify roughly a normal level of physical mobility for persons of a similar

age at a particular historical stage and in a particular society, and then to specify
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roughly levels of mobility say 25% below and 25% above the norm. such that the effect

on a person's quality of life in moving from 25% below the norm up to the norm is
quantitatively roughly the same as moving a person from the norm to 25% above it
While the degree or importance of the two changes in a person's quality of life or good
life may be roughly the same, it can nonetheless be consistently held that these two
comparable effects on the person's quality of life have different moral importance or
priority. For example, it might be held that on grounds of equality of opportunity there
is greater moral priority to bringing a person’s mobility from 25% below the norm up
to the norm than to increasing his or another's mobility from the norm to 25% above it.
The general point is that aspects of a person's quality of life may play a role notonly in
judgments of his quality of life or of how good a lifz ke has, but 2lso in other distinct
moral and political judgments. or in the application of independent moral principles
such as a principle of equal opportunity. This is, of course, a thoroughly familiar point
in moral and political philosophy generally, and concerning consequentialist
moralities in particular, against which it is often objected that they ignore the moral
importance of whether the good is fairly or justly distributed. In the present context
its importance is in reminding us to distinguish judgments concerning the
improvement or reduction of people’s quality of life from other independent moral
evaluations of those same changes in people’s conditions, so as not to confuse

needlessly the nature of quality of life judgments in health care.

I1. Ethical Framewvorks for Health Care Treatment Decisionmaking

The first broad area of work within medical ethics bearing on the concept of the
quality of life concerns the aims of medicine and the account of medical treatment
decisionmaking appropriate to those aims. It may be helpful to begin with a natural

objection to thinking that these issues in medical ethics will itluminate any broad
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notion of the good life. On the contrary, as Leon Kass has argued, medicine's proper

end is the much narrower one of health, or the healthy human being, and other goals
such as happiness and gratifying patient desires are false goals for medicine.10 Kass
understands health to be a naturalistically defined property of individual biological
organisms, orgaaisms which must be understood as organic wholes, and whose parts
“have specific functions that define their nature as parts: the bone marrow for
making red blood cells; the lungs for exchange of oxygen and carbon dioxide;
the heart for pumping the blood. Even at a biochemical level, every molecule

can be characterized in terms of its function. The parts, both macroscopic aad
microscopic, contribute to the maintenance and functioning of the other parts,

and make possible the maintenance and functioning of the whole "1
What constitutes well-functioning varies with the particular biological species in
question, but Kass is at pains to argue that “health is a natural standard or norm -- not a
moral norm, not a 'value' as opposed to a 'fact,’ not an obligation -- a state of being that
reveals itself in activity as a standard of bodily excellence or fitness." 12

Kass' work constitutes one of the more ambitious attempts to justify two
commonsense beliefs about the “objectivity” of medicine: that the aim of medicine is
and should be the patient's health, and that health is a biologically determined,
objective matter of fact. If so, then physicians with their impressive bedy of scientific
knowledge concerning human biologic functioning and the impact of therapeutic
interventions on diseases and their natural courses, would seem to be the proper judges
of whether we are healthy and, if we are not, what therapeutic interventions will
likely make us more so. This hardly begins to do justice to the subtlety of Kass' view,
though it is a view that | believe to be fundamentally mistaken, but it does bring out
why one might think medicine, properly aimed only at human heaith defined in terms
of biological functioning, has little to teach us regarding broader social issues about
the quality of life. 1believe it is fair to say that the main body of work in medical
ethics within the last two decades has rejected Kass' view of the sole proper aim of

medicine as health, defined in naturalistic, biological terms, and of the ethical
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framework for medical treatment decisionmaking that it would seem to imply. We need

to see how the alternative, broader view of the aims of medicine that should guide
medical treatment decisionmaking bears on an understanding of the quality of life.

It has become a commonplace, at least in the developed countries, that medicine
has achieved the capacity commonly to offer to patients suffering from particular
diseases a number of alternative treatments and to extend patients’ lives in
circumstances in which the benefit to the patient of doing so is increasingly
problematic. In the United States this has led to patients pursuing various means of
gaining control over decisions about their treatment. In the case of competent
patients, 2 broad consensus has developed that such patients have the right to decide
about their care in a process of shared decisionmaking with their physicians and to
reject any proferred treatment. In the case of incompetent patients, an analogous
consensus has been developing that an incompetent patient's surrogate, seeking to
decide as the patient would have decided in the circumstances if competent, is likewise
entitled to decide about the patient's care with the patient's physician and to reject any
care the patient would not have wanted, though this consensus concerning
incompetent patients is less broad and deep and more ringed with qualifications. Each
consensus is reflected in a large medical ethics literature, a growing body of legal
decisions, legal mechanisms such as Living Wills and Durable Powers of Attorney for
Health Care whase purpose is to insure patient's control ever their care,
pronouncements and studies of authoritative bodies and commissions, policies of health
care institutions, and the practice of health care professionals.!3

The common view has become that health care decisionmaking should be a
process of shared decisionmaking between patient (or the patient's surrogate in the
case of an incompetent patient) and physician.!4 Each is seen as indispensable to
sound decisionmaking. The physician brings his or her training, knowledge and

expertise to bear for the diagnosis of the patient's condition, the estimation of the
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patient's prognosis with different aiternative treatments, including the alternative of

no treatment, and a recommendation regarding treatment. The patient brings the
knowledge of his or her aims, ends and values that will likely be affected by different
courses of treament and that enable the comparative evaluation of different possible
outcomes. As alternative treatments have multiplied and have become possible in
circumstances promising increasingly marginal or questionable benefits, both
physicians and patients are called upon to make increasingly difficult judgments of the
effects of treatment on patients’ quality of life. It is worth noting that proponents of
shared decisionmaking need not reject the fuactional account of health as a biological
norm defended by Kass and others. What they can reject is the claim that the only
proper goal of medicine is health. Instead, medicine's goal should be to provide
treatment that best enables patients to pursue successfully their overall aims and ends,
or plansof life. Itis the relative value of health, and of different aspects of health, as
compared with other ends. that varies for different persons and circumstances.

Most decisions of patieats about life-sustaining treatment will be based on their
judgment of the benefits and burdens of the proposed treatment and the life it sustains.
though in some instances patients may give significant weight to other factors such as
religious obligations, the emotional burdens and financial costs for their families, and
so forth. Except for patients who hold a form of vitalism according to which human life
should or must be sustained at all costs and whatever its quality, these decisions of
competent patieats must inevitably involve an assessment of their expected quality of
life if life-sustaining treatment is employed, though, as I shall note shortly, of only a
very restricted sort.

Some have rejected the acceptability of quality of life judgments in the case of
incompelent patients unable to decide for themselves and so for vhom others must
make treatment decisions.!5 One version of the objection is that no one should decide

for another whether that other’s quality of life is such that it is not worth continuing
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it. More specifically, the objection is that it is unacceptable to judge that the quality of

a person's life is sufficiently poor so as to be not worth the cost and effort to others to
sustain the person's life. This objection, however, is not to making quality of life
judgments in this context generally, but only to conciuding thata person’s life is not
worth sustaining because its poor conditions or quality make it not of value, but instead

aburden. to others. The sound point that this objection confusingly makes is that

quality of life judgments concerning a particular person should address how the
conditions of a person’s life affect its quality or value to that person. and not its value to
others. Moreover, persons might judge their quality of life to be low and nevertheless
value their lives as precious. In economic and policy analysis one version of the so-
called human capital method of valuing human life, which valuesa person'slifeata
given point in time by his or her expected future earnings minus personal
consumption, in effect values a person’s life in terms of its economic value to others.!6
But there is no reason to reject the soundness of any evaluation by one person of
another's quality of life simply because some might draw a further unjustified
conclusion that if its quality is sufficiently low to make it on balance a burden to
others, it ought not to be sustained.

The quality of life judgment appropriate to life-sustaining treatment decisions,
whether made by a competent patient or an incompetent patient's surrogate, should
thus assess how the conditions of the patient's life affect the value of that life to that
patient. Nevertheless, even praperly focused in this way. the role of quality of life
judgments in decisions about whether to withhold or withdraw life-sustaining
treatment is extremely limited. This quality of life judgment focuses only on which side
of a single threshold a person’s quality of life lies. The threshold question is. “Is the
quality of the patient's life sufficiently poor so that for that person continued life is
worse than no further life at all?” Or, in the language of benefits and burdens

commonly employed in this context, "Is the patient’s quality of life so poor that the use
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of life-sustaining treatment is unduly burdensome, that is, such that the burdens to the

patient of the treatment and/or the life that it sustains are sufficiently great and the
benefits to the patient of the life that is sustained sufficiently limited, to make
continued life on balance no longer a benefit or good to the patient?"!7 The only
discrimination in quality of life required here is whether the quality of the life ison
balance sufficiently poor to make it worse than non-existence to the person whose life
itis.

Some have objected that this judgment is incoherent since, though it is possible
ta compare the quality of two lives, or of a single person’s life under different
conditions, it is not possible to make the quality of life comparison needed here because
one of the alternatives to be compared is non-existence. If a person no longer exists,
there is no life that could possibly have any quality so as to enter into a comparison
with the quality of the life sustained by treatment. This objection does correctly point
out that the judgment in question cannot involve a comparison of the quality of two
alternative periods of life, though it could compare two possible lives, one that ends at
that time and another that continues longer. However, it does not follow that there is
no sense Lo the question of whether the best life possible for a person with some form
of life-sustaining treatment is of sufficienty poor quality. or sufficienuy burdensome.
to be worse for that person than no further life at all. Perhaps the most plausible
example is the case of a patient suffering from an advanced stage of invariably fatal
cancer, who is virtually certain to die within a matter of days whatever is done, and
whose life will be filled in those remaining days vith great and unrelievable pain aand
suffering. (With the appropriate use of presently available measures of pain relief, it
is in fact only very rarely the case that great pain and suffering in such cases cannot
be substantially relieved.) The burdens of those remaining days may then be found by
the patiest to be virtually unbearable, while the life sustained provides nothing of

value or benefit to the patient. This judgment addresses the quality of the life sustained
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and appears to be a sensible judgment. Itis justthe judgment that patients or their

surrogates commonly understand themselves to be making when they decide whether
to employ or continue life-sustaining treatment.

Alternatively, the objection to someone ever making such a judgment for
another may be based not on any putative incoherence of such judgments, but may
express instead a concern about the difficulty in ever reliably deciding how another
would in such circumstances decide, due perhaps to the diversity and unpredictability
of persons’ actual decisions for themselves. Moreover, if the difficulty in reliably
making such judgments for others is in fact this great. then we might well have a
related practical concern that the interests of others, which may be in conflict with
those of the patient, may consciously or unconsciousty infect judgments about what is
best for the patient.

Despite these difficulties, there have been aitempts to formulate some general
substantive standards for when an incompetent patient's quality of life is so poor that
withholding or withdrawing further life-sustaining treatment is justified. For
example, Nicholas Rango has proposed standards for nursing home patients with
dementia.!8 He emphasizes the importance of being clear about the purposes for
which care is provided and distinguishes three forms of care: 1) palliative care aimed at
relieving physical pain and psychological distress; 2) rehabilitative care aimed at
identifying and treating "excess disabilities, the gap between actual level of physical,
psychological or social functioning and potential functioning capacity” 19 3) medical
care aimed at reducing the risk of mortality or morbidity. He emphasizes the
importance of therapeutic caution because a seriously demented patient will not be able
to understand the purpose of painful or invasive interventions, and so presumably
cannot choose to undergo and bear burdensome treatment for the sake of promised
benefits.20 Rango proposes two conditions, either of which is sufficient to justify

forgoing further treatment of a chronic medical condition or a superimposed acute
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illness: a) when the patient is burdened by great suffering despite palliative and

rehabilitative efforts; b) when the dementia progresses "to a stuperous state of
consciousness in which the person lives with a neglibible awareness of self, other, and
the world."2! Even within the relatively narrow focus of life-sustaining treatment
decisions for demented patients, Rango's proposal can be seen to include three
different kinds of components of quality of life assessments. The first, covered by
treatment aim 1 and patient conditions a and b, concerns the quality of the patient's
conscious experience. The second, covered especially by treatment aim 2 and patient
condition b, concerns the patient's broad functional capacities. The third, covered
especially by patient condition b and by the patient's ability to understand the purpose
of treatment and in turn to choose to undergo it, concerns the centrality to guality of
life of the capacity for the exercise of choice in forming and pursuing an integrated
and coherent life plan. Ishall argue below that each of these three kinds of conditions
are essential components of an adequate account of the quality of life.

At the other end of life, the debate in the United States about treatment for
critically il newborns has also focused on the role of quality of life considerations in
determining when life-sustaining treatment is a benefit for the newborn. One
influential attempt to bring quality of life considerations into these decisions is the
proposal of the moral theologian, Richard McCormick, that a newborn's life is a value
that must be preserved only if the newborn has the potential for a "meaningful life."22
A meaningful life is one that contains some potentiality for human relationships; for
example, anencephalic newborns wholly lack this potential, while pewborns with
Down's Syadrome or Spina Bifida (to cite two of the most discussed kinds of cases)
normally do not. Nancy Rhoden has developed a more detaiied proposal along similar
lines regarding life-sustaining treatment for newboras

“aggressive treatment is not mandatory if an infaat: (1) is in the process of

dying; (2) will never be conscious; (3) will suffer unremitting pain; (4) can

only live with major, highly restrictive technology which is not intended to be
temporary (e.g. artificial ventilation); (5) cannot live past infaacy (ie., a few
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years; or (6) lacks potential for human interaction as a result of profound
retardation "23

Rhoden's proposal is typical of those accepting the use of quality of life
considerations in life-sustaining treatment decisions for newborns in its focus on: the
infant's at least minimal capacity for positive conscious experience (conditions 2 and
3); the infant’s capacities for physical, mental, and social functioning (conditions 2, 3, 4
and 6), and; the infant's capacities to live far enough into childhood to begin a life that
can be viewed and experienced "from the inside” by the child as a life livedin a
biographical, not biological, sense (conditions 1 and 4; I will say more about this special
feature of infant “life years” below in discussing the relevance of mortality data to good
{ives). However, the very limited, single threshold character of the quality of life
assessments required in decisions whether to forgo or to employ life-sustaining
treatment, whether for adults or newborans, takes us only a little ways in understanding
quality of life assessments in health care treatment decisionmaking.

It is necessary, consequently. to broaden the focus from {ife-sustaining
treatment decisions to medical treatment decisions generally. Here, as noted earlier,
there is a widespread consensus that competent patients are entitled, in a process of
shared decision-making with their physiciags, to decide about their treatment and to
refuse any proferred or recommended treatment. In the United States, the doctrine of
informed consent, bath in medical ethics and the law, requires that treatment not be
given to a competent patient without that patient's informed and voluntary consent.>4
What does this doctrine, which lodges decision making authority with the patient,
imply about the nature of judgments concerning the patient's quality of life? An
argument that it presupposes the normatively subjective, preference satisfaction
account of a good life might, in rough outline, go as follows.

Each of the requirements of the informed consent doctrine can be understood as

designed to provide reasonable assurance that the patient has chosen the treatment
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alternative most in accord with his or her own settled preferences and values. If the

patieat's decision is not informed, specifically, if the patient is not provided in
understandabie form with information regarding his or her diagnosis, prognoses when
different treatment alternatives {(including the alternative of no treatment) are
pursued. including the expected risks and benefits with their attendant probabilities of
treatment alternatives. then the patient will lack the information needed to sefect the
alternative most in accord with his or her settled preferences. If the patient's decision
is not voluntary, but is instead forced, coerced, or manipuiated by another, then it will
likely not be in accordance with the patient's settled preferences, but instead will
forward another's interests, or another's view of what is best for the patient. If the
patient is not competent to make the choice in question, then be or she will lack the
abilities to use the information provided to deliberate about the alternatives and to
select the one most in accord with his or her settled preferences. When all three
requirements are satisfied, others will have reasonable assurance that the patient's
choice fits the patient's own conception of a good life, as reflected in his or her settled
preferences.25 Viewed in this way, the informed consent doctrine may appear to be
grounded in a preference satisfaction account of the good for persons or the quality of
life, and so not to require any more complex vector account of the sort suggested
earlier. Even in this very crude form, however, this argument can be seen o be
unsound by asking what values the informed consent doctrine and the account of
shared decisionmaking in medicine are usually thought to promote, what values
support their acceptance.

The most natural and obvious first answer has already implicitly been given --
the informed consent doctrine in health care treatment decisionmaking is designed,
when its three requirements are satisfied, to serve and promote the patient's well-
being, as defined by the patient's settled, uncoerced and informed preferences. If this

were the only value at stake, or at least clearly the dominant value, then it would be



Brock (January1989) - page 18
plausible to argue that the informed consent doctrine rested, at least implicitly. on a

preference satisfaction account of the good life. However, it is not the only value.
Usually regarded as at least of roughly commensurate importance is respecting the
patient's self-determination or autonomy 26 [ understand here the interest in seif-
determination to be the interest of persons, broadly stated, in forming, revising over
time, and pursuing in their choices and actions their own conception of a good life;
more narrowly stated for my specific purposes here, it is persons’ interest in making
significant decisions affecting their lives, such as decisions about their medical care
for themselves and according to their owa values. Sometimes this is formulated as the
right to seif-determination.

Whether interest or right, however, the greater the moral weight accorded to
individual self-determination as one of the values underlying and supporting the
informed consent doctrine. the weaker the basis for inferring that the doctrine
presupposes the normatively subjective, preference satisfaction account of the good
life. This is because the greater the moral weight accorded to individual seif-
determination as support for the informed consent doctrine, the more that same self-
determination can explain the requirement of informed consent. even assuming the
patient chooses in a manner sharply contrary to his or her own well-being. Moreover,
there is substantial reason to suppose that the doctrine does in fact substantially rest on
patient self-determination. In the celebrated 1914 legal case of Schloendortfv. Society
of New York Hospitals usually cited as the first important enunciation of the legal
requirement of consent for medical care, Justice Cardozo held that: "Every human
being of adult years and sound mind has a right to determine what shall be done to his
own body; and a surgeon who performs an operation without his patient’s consent
commits an assault. for which he is liable in damages."27 I shall make no attempt here
to trace the development of the legal doctrine of informed consent since Sch/loeadorts,

but it is probably fair to say that no other subsequent case has been as influential or as
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often cited in that development. And the later cases, in one form or another, repeatedly
appeal to a right to self-determination to support that developing doctrine.28 For
example, nearly half a century later in the important 1960 case of Naasva v. Kline
the Kansas Supreme Court made an equally ringing appeal to self-determination:

“Anglo-American law starts with the premise of thorough-going seif-
determination. It follows that each man is considered to be master of hisown
body, and he may, if he be of sound mind, expressty prohibit the performance of
life-saving surgery, or other medical treatment. A doctor might well believe
that an operation or form of treatment is desirable or necessary but the law does
not permit him to substitute his own judgment for that of the patient by any
form of artifice or deception."29
The philosophical tradition on the problem of paternalism is equally bound up
in a commitment to the importance of individual self-determination or autonomy.
Here. the locus classicus is John Stuart Mill's renowned assertion of the "one very
simple principle” that
“the sole end for which mankind are warranted, individually or collectively, in
interfering with the liberty of action of any of their number is seif-protection.
That the only purpose for which power can be rightfully exercised over any
member of a civilized community, against his will, is to prevent harm to others.
His own good, either physical or moral, is not a sufficient warrant. He cannot

rightfully be compelled to do or forbear because it will be better for him to do
so, because it will make him happier, because, in the opinions of others, to do so

would be wise or even right."30

The voluminous subsequent philosophical literature on paternalism certainty
suggests that this principle is not as simple as Mill supposed, but it also makes clear
that, even for one like Mill who in other contexts was an avowed utilitarian , the case
for non-interference with individual self-determination and liberty of action does not
rest on any claim that doing so cannot be for a person’s "good,” understood in a
pormatively subjective interpretation. Quite to the contrary, Mill and the many who
have followed him have been at pains to insist that such interference is not justified
even vhen it would truly be for the good of the one interfered with.3! The result is
that it is not possible Lo draw any firm conclusion from the doctrine of informed

consent in medicine that patients’ well-being or quality of life is understood in a
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normatively subjective interpretation. Instead of that normatively subjective account

of the good for persons, individual self-determination can serve as the foundation for
the informed consent doctrine and can make that doctrine compatible with any of the
three main alternative accounts of the good for persons or quality of life that [ have
distinguished.

What is the refation between these two values of patient self-determination and
well-being, commonly taken as underlying the informed consent doctrine, and the
broad concept of a good life for persons? The conventional view, [ believe, is that the
patient's well-being is roughly equivalent to the patient's good and that individual self-
determination is a value independent of the patient's well-being or good. Respecting
the patient's self-determination then at least sometimes justifies respecting treatment
choices that are contrary to the patient's well-being or good.32 Respecting self-
determination is commoniy held to be what is required by recognizing the individual as
a person, capable of forming a conception of the good life for him or herself. If
personal self-determination is a fundamental value. fundamental in what it is to
respect persons, however, then [ suggest that our broadest conception of a good life for
persons should be capable of encompassing it rather than setting it off as separate
from and in potential conflict with a person’s well-being, as in the conventional
account of informed consent. What we need is a distinction between a good life fora
person in the broadest sense and a person’s well-being, such that only personal well-
being is independent of and potentially in conflict with individual self-determination.

We should think of being self-determined as central to, & central part of, having
a good life in the broadest sense. It isin the exercise of self-determination that we
maintain some control over, and take responsibility for, our lives and for what we wil]
become. This is not to deny. of course, that there are always substantial {imits and
constraints within which we must exercise this judgment and choice. But it is to say

that showing respect for persons through respecting their self-determination
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acknowledges the fundamental place of self-determination in a good life. I take thisto

be essentielly what Rawls intended in his claim that persons have a highest order
interest in autonomy and what Sen means with his notion of agency freedom.33 We do
not want this broad conception of a good life, however, to prevent our making sense of
persons freely and knowingly choosing to sacrifice their own personal well-being for
the sake of other persons. To cite an extreme case, a parent might knowingly and
freely choose not to pursue expensive life-sustaining treatment such as a heart
transplaat in order to preserve financial resources for his children's education. Given
his love and sense of responsibility for his children, he would judge his life to be worse
if he had the transplant at the expense of his children's education, though certainly
his health and his personal well-being would be improved. We might say here that he
values his personal well-being in these circumstances less than the well-being of his
children. In its requirement to respect such a choice, the informed consent doctrine
implicitly accepts that the best life for a person is a life of seif-determination or choice,
even if the exercise of that self-determination or choice results in a lessened state of
personal well-being. Precisely how to make this distinction between a good life, as
opposed to the personal well-being, of an individual raises difficulties that I cannot
pursue here. The rough idea is that personal well-being makes essential reference to
the states of consciousness, activities, and capacities for functioning of the person in
question (I will pursue this further in Section 11 of this paper). and it is these that are
worsened when the parent pursues his conception of a good life in sacrificing his
personal webl-being for that of his child. 34

Medical treatment decisions often must be made for patients who are not
themsetves competent to make them. There has been considerable discussion in
medical ethics and in the taw regarding appropriate ethical standards for such
decisions.33 Since quatity of life considerations are virtually always relevant to these

deeisions, the ethical [rameworks developed for these decisions must employ, either
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explicitly or implicitly, a conception of the quality of life of patients. There is

considerable consensus that if the patient in question, while still competent,
formulated aad left an explicit advance directive clearly and unambiguously
specifying his or her wishes regarding treatment in the circumstances now obtaining,
then those wishes should be followed, at least within very broad limits, by those
treating the patient. Atthe presenttime in the United States, most states have adopted
legislation giving the force of law to one or another form of so-called Living Will
which allow persons te give binding instructions about their treatment should they
become incompetent and unable to decide for themselves. Several other states have
more recently enacted legislation permitting persons to draw up a Durable Power of
Attoraey for Health Care which combines the giving of instructions about the person s
vishes regarding treatment with the designation of who is to act as one's surrogate
decisionmaker, and so to interpret those instructions, should one become incompetent
to make the decisions oneself.

In the usuval case in which an incompetent patient has left no formal advance
directive, two guidance principles for those who must decide about treatment for the
patient have been supported -- the Substituted Judgment principie and the Best
Interests principle. The Substituted Judgment principle requires the surrogate to
decide as the patient would have decided if competent and in the circumstances that
currently obtain. The Best Interests principle requires the surrogate lo make the
treatment decision that best serves the patient's interests. This has the appearanceof a
dispute between what [ earlier called normatively subjective and normatively objective
accounts of a good life since the only point of the Best Interests principle as an
alternative to Substituted Judgment might seem to be that it employs & normatively
objective standard of the person’s good that dees not depend on his or her particular
subjective preferences and values. However, this appearance is misleading. These two

principles of surrogate decisionmaking are properly understood, in my view, not as
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competing alternative principles to be used for the same cases, but instead asan

ordered pair of principles to cover all cases of surrogate decision-making for
incompetent patients in which an advance directive does not exist, with each of the two
principles to apply in a different subset of these cases. (This is not to say that these two
principles are always in fact understood in medical ethics, the law, or health care
practice as applying to distinct groups of cases -- treatments of these two principles are
rife with confusion.)

The two groups of cases are differentiated with regard to the information
available or obtainable concerning the patient's general preferences and values that
have some bearing on the treatment choice at hand. The two principles are an ordered
pair in the sense that when sufficien! information is availabie about the refevant
preferences and values of the patient to permit a reasonably well-grounded application
of the Substituted Judgment principle. then surrogate decisionmakers for the patient
are to use that information and that principle to infer what the patient's decision would
have been in the circumstances if he or she vere competent.36 In the absence of such
information, and only then, surrogate decisionmakers for the patient are to select the
alternative that is in the best interests of the patient. which is usually interpreted to
mean the alternative that most reasonable and informed persons would sefect in the
circumstances. Thus, these two principles are not competing principles for application
in the same cases, but alternative principles to be applied in different cases.

Nevertheless, it might seem that the Best Interests standard remainsa
normatively objective account when it is employed. However, this need not be so. If
the Best Interests standard is understood as appealing to what most informed and
reasonable persons would choose in the circumstances, it employs the normatively
subjective preference standard. And it applies the choice of most persons to the patient
in question because in the absence of any information to establish that the patient’s

relevant preferences and values are different than most peoples. the most reasonable
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presumption is that the patient is like most others in the relevant respects and would

choose like those others. Thus, the Best Interests standard. like the two other standards
of choice for incompetent patients -- the Advance Directive and Substituted judgment
standards -- can be understood as requiring the selection of the alternative the patient
would likely have selected, with the variations in the standards suited to the different
levels of information about the patient that is available. Justas with the informed
consent doctrine that applies to competent patients, so these three principles --
Advance Directives, Substituted Judgment, and Best Interests -- guiding surrogate
choice for incompetent patients can all be understood as supported and justified by the
values of patienl weil-being and seif-determination. Thus, these three principles to
guide surrogate choice for the treatment of incomgetent patients each implicitly
employ an account of a good life that is a life of choice and self-determination
concerning one's aims, values, and life plan.

Before leaving the ethical frameworks that have been developed in the medical
ethics, legal. and medical literatures for treatment decisionmaking for competent and
incompetent patients, | want to make explicit an indeterminacy in those frameworks
concerning the nature of the ethical theory they presuppose. 1 have noted that it is
common to base those ethical frameworks on two central values in a good life -- patient
well-being and self-determination. What is commonly left unclear, however, is the
four lational status of the ethical value of individual self-determination in the
underlying ethical theory supporting those decisionmaking frameworks. Self-
determination might be held to have only deriviative or instrumental value within a
broadly consequentialist moral theory. Specifically. it might be held to be
wstrumentally valuable for the fundamental value of happiness or preference
satisfaction within normatively subjective theories of a good life of 2 hedonist or
preference satisfaction sort. If, as seems true at least for many social conditions and

historical periods, most persons have relatively strong desires to make significant
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decisions about their lives for themselves, then it is at least a plausible presumption

that their doing so will generally promote their happiness or the satisfaction of their
desires. If self-determination is only valuable at bottom in so far as it leads to
happiness or preference satisfaction. then it will not be part of an ideal of the person
that is objective in the sense of its value not being entirely happiness or preference
dependent. Since on most piausibie theories of the good for persons, persons’
happiness and desire satisfaction is a significant part of their having a good life, aad
since self-determination does commonly make a significant contribution to persons’
happiness or desire satisfaction, seif-determination will commonly have significant
instrumental value on any plausible theory of a good life 37

As a resull, to single out self-determination as one of the two principal values
underlying the informed consent doctrine in medical ethics as it applies both to
competent and incompetent patients is not to make clear at a foundational level of
ethical theory whether self-determination is held to have only instrumental value. or
also significant non-instrumental value as an important component of an objective
ideal of the person. The vast majority of ethical discussions of informed consent and
health care treatment decisionmaking simply do not either explicitly address this
foundational question of ethical theory nor even implicitiy presuppose a particular
position on it. From a practical perspective, this foundational indeterminacy has the
value of allowing proponents of incompatible ethical theories, for example
consequentialists and rights-based theorists, to agree on the fundamental importance
of a life of seif-determination and choice in a good life for persons.

There is one final difficulty to be noted in attempting to infer the accountof a
good life at the level of basic ethical theory from the ethical frameworks for treatment
decisionmaking advocated for and employed in medical practice. The general
difficulty lies in inferring the underlying values or ethical principles that support

social practices. A social practice like that of informed consent and shared
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decisionmaking in medicine must guide over time a very great number of treatment

decisions carried out in a wide variety of circumstances by many and diverse patients,
family members, and health care professionals. A well-structured practice must take
account of and appropriately minimize the potential in all involved parties for weli-
intentioned misuse or ill-intentioned abuse of their roles. Thus, institutional
constraints may be justified. though on some particular occasions they wiil produce
undesirable results, because in the long run their overall results are better than those
of any feasible alternatives. For example, even if we appeal only to the value of patient
well-being and leave aside any independent value of self-determination. a strong right
of patients to refuse any treatment might be justified if most of the time persons
themselves are the best judges of what health care treatment will best promote their
happiness or satisfy their enduring preferences and values. Alternatively, that same
strong right to refuse treatment might be justified within a normatively objective ideal
theory of a good life for persons because, though individuals can be mistaken about
their own good when they pursue their happiness or seek to satisfy their desires. no
reliable alternative social and legal practice is feasible that in the long run will
produce better results, even judged by that ideal theory of a good life. The
imperfections and limitations of persons and institutions may lead supporters of quite
different accounts of a good life for persons to support roughly the same institutioas in
practice. In a more general form, this is a thoroughly familiar point in moral
philosophy where defenders of fundamentally different moral theories, such as
consequentialists and rights theorists, may converge on the institutions justified by
their quite different theories. Without explicitly uncovering the justificatory
rationales for specific social institutions accepted by particular persons, we cannot
confidently infer the ethical principles or judgments, and specifically the conception

of a good life, that they presuppose.
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111. Heaith Policy Measures of the Quality of Life

I want now to shift attention from the account of the quality of life presupposed
by ethical frameworks for medical treatment decisionmaking to more explicit measures
used to assess health levels and the quality of life as it is affected by health and disease
within larger population groups. Early measurement attempts focused on morbidity
and mortality rates in different populations and societies. These yield only extremely
crude comparisons, since they often employ only such statistics as life expectancy,
infant mortality, and reported rates of specific diseases in a population. Nevertheless,
they will show gross differences between countries, especially between economically
developed and underdeveloped countries, and between different historical periods, in
both length and quality of life as it is affected by disease. Major changes in these
measures during this century, as is well known, have been due principally to public
health measures such as improved water supplies, sewage treatment and other
sanitation programs and to the effects of economic development on improved nutrition.
housing, and education; improvements in the quality of and access to medical care have
been less important. In recent decades, health policy researchers have developed a
variety of measures that go substantially beyond crude morbidity and mortality
measures. Before shifting our attention to them, however, it is worth underlining the
importance of mortality measures to the broad concept of a good life.

When quality and quaatity of life are distinguished, both are relevaat to the
degree to which a person hasa good life. Persons whose lives are of high quality, by
whatever measure of quality, but whose lives are cut short well before reaching the
normal life span in their society, have had lives that have gone substaatially less well,
because of their premature death, than they might have had or than reasonably might
have been expected. People typically develop, at least by adolescence, more or less

articulated and detailed plaas for their lives; commonly. the further into the future
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those plans stretch, the less detailed. more general, and open ended they are. Qur life

plans undergo continuous revision, both minor and substantial, over the course of our
lives, but at any point in time within a life people's plans for their lives will be based in
pact on assumptions about what they can reasonably expect in the way of a normal life
span.38 When their lives are cut short prematurely by illness and disease they lose not
just the experiences, happiness, and satisfactions that they would otherwise have had
in those lost years, but they often lose as well the opportunity to complete long-term
projects and to achieve and live out the full shape, coherence, and conclusion that they
had planned for their lives. It is this rounding out and completion of 2 life plan and a
life that helps enable many elderly, when dying and near death, to feel that they have
tived a full and complete life and so to accept their approaching death with equanimity
and dignity. Thus, the loss in the goodaess of 2 life from premature death is not simply
the loss of a unit of a good thing, a desired and expectably happy life-year, but the
cutting short of the as yet incompletely realized life plan that gave meaning and
coherence to the person's life.

The importance of life plans for a good life suggests at feast two other ways in
which different mortality rates within societies affect the opportunites of their
members to attain good lives. Citizens of economically underdeveloped countries
typically have shorter life expectancies than do citizens of the developed countries.
Thus. even those who reach a normal life span in underdeveloped countries will have
less time to develop and enjoy a richly complex and satisfying life than will those who
reach a normal, but significantly longer, life span in the developed countries.
Mortality data indicate that citizens of underdeveloped countries typically have less
good lives as a result of inadequate healith care both because of their shorter life
expectancies and because of their increased risk of not living to even the normal life

span in their own society.
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One final relation between mortality data and the importance of life plansin a

good life concerns infant and extremely early childhood mortality. It is common to
view such early mortality as particularly tragic both because of the greater amount of
expected life years lost to the the individual and because the life was cut short justas it
was gelting stacted. The loss is often deep for the infant's or extremely young child's
pacents, in part because of the hopes and plaas for the infant's future that they had for
the infant. But the death of an infant or extremely young child before he or she has
developed the capacity to form desires, hopes and plans for the future cuts that life
short -- "life" understood as a connected plan or unfolding biography with a
beginning, middle and end -- before it has begun: the infant is alive, but does not yet
have a life in this biographical sease 39 From the perspective of this biographical
sense of having a life as lived from the “inside," premature death in later childhood,
adolescence, or early aduithood commonly makes a life that has gotten started go badly
by that death, whereas infant death does not make a life go badly, but instead prevents
it from getting started. Thus, as we shift attention to quality of life measures, which
commonly seek to evaluate a life at some point in time or during some stretch of time, it
is important not to lose sight of some of the complex ways in which mortality ratesin a
society can affect the extent to which its members enjoy a good life.

There is a voluminous medical and health policy literature focused on the
evaluation of persons’ quality of life as it is affected by various disease states and/or
treatments to ameliorate or cure those diseases 4¢ The dominant conception of the
appropriate aims of medicine focuseson it asan intervention aimed at preventing,
ameliorating or curing disease and its associated effects of suffering and disability. and
thereby to restore, or to prevent the loss of, normal function or of life. Whether the
norm be that of the particular individual, or that typical in the particular society or
species, the aim of raising peoples’ function to above the norm is not commonly

accepted as an appropriate aim of medicine equal to restoring function up to the norm.
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Problematic though the distinction may be, quality of life measures in medicine and

health care consequently tend to focus on individuals' or patients’ dysfunction aad its
relation to some such norm. At adeep level, medicine views bodily parts and
orgaas, individual human bodies, and persons from a functional perspective. Both
health policy analysts and other social scientists have done considerable work
constructing and employing measures of health and quality of life for use with large
and relatively diverse populations. Sometimes these measures explicitly address only
partof an overall evaluation of persons' quality of life, while in other instances they
address something like overall quality of life as it is affected by disease. A closely
related body of work focuses somewhat more narrowly on the evaluation of the effect
on quality of life of specific modes of treatment for specific disease states. This
research is more clinically oriented, though it too has some range in the breadth of
impact on quality of life researchers seek to measure, depending often on the usual
breadth of impact on the person of the disease being treated. Asa general matter, the
population wide measures tead to be less sensitive to individual differences in either
the manner or degree to which a particular factor affects persons’' quality of life. It
will be helpful to have before us a few representative examples of the evaluative
frameworks employed 41

The Sickness Impact Profile (SIP) was developed by Marilyn Bergner and
colleagues to measure the impact of 2 wide variety of forms of ill health on the quality

of persons’ lives.42 Figure | below enumerates the items measured.
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Figure 1
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A second example is the Quality of Life Index (QLI) developed by Walter 0. Spitzer

and colleagues to measure the quality of life of cancer patients 43

Figure 2
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A third prominent measure developed by Milton Chen, S.Fanshel and others is

the Health Status Index (HSI) which measures levels of function along the following
dimensions.44

Figure 3



Brock (January1989) - page 34
It would be a mistake, of course, to attempt to infer precise and comprehensive

philosophical theories of the quality of life or of a good life from measures such as
these. Their developers are commonly social scientists and health care researchers
who are often not philosophically sophisticated or concerned with the issues that
divide competing philosophical accounts of a good life. The practical and theoretical
difficulties in constructing valid measures that are feasible for large and varied
populations require compromises and simplifications with, or simply passing over,
issues of philosophical importance. Nevertheless, several features of these measures
are important in showing the complexity of the quality of life measures employed in
health care and, I believe, of any adequate account of the quality of life or of a good
life.

First, the principal emphasis in each of the three measures of quality of life is
on function, and functions of the “whole person” as opposed to body parts and organ
systems. In each case the functions are broadly characterized so as to be relevant not
simply o a refatively limited and narrow class of life plans. but instead to virtually any
iife plan common in modern societies; following the lead of Rawis' notion of "primary
goods.” I shall call these "primary functions."35 In the SIP. the categories of sleep and
rest, and of eating, are necessary for biological function. The "independent” categories
of vork, home management, and recreation and pastimes are central activities common
in virtually all lives, though there is adjustment fof the relative importance they have
in a particular life by making the measure relative to what had been the individual's
normal level of activity in each of these areas prior to sickness. The two broad groups
of functions, physical and psychosocial, are each broken down into several distinct
components. For each primary function, the SIP measures the impact of sickness on it
by eliciting information concerning whether activities typical in the exercise of that
function continue to be performed, or have become limited. Even for primary

functions, about which it s plausible to claim that they have a place in virtually any
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life, the different functions can have different relative value or importance within

different lives, and the SIP makes no attempt to measure those differences. The QLI
likewise addresses a person's levels of activity in daily living, specifically measuring
the presence of related behaviors in these areas. In measuring health and outlook, the
primary concern is with subjective feeling states of the person, though here too there
is concern with relevant behavior. The category of support addresses both social
behavior of the individual together with the availability of persons in the individual's
environment to provide such relationships. This category illustrates the important
point that most primary functional capacities require both behavioral capacities in the
individual and relevant resources in the individual's external environment. The HSI
addresses three broad categories of primary function -- mobility, physical activity, and
social activity -- with evidence of current functional capacity found ia current levels
of activily. It is noteworthy thateven this index. which focuses explicitly on the
health status of individuals, does not measure the presence or absence of disease, as one
might expect given common understandings of "health” as the absence of disease; like
SIP and QLI it too measures levels of very broad primary functions.

A second important feature of these measures shows up explicitly only in the
first two -- SIP and QLI -- and isbest displayed in the "outlook” category of QLI, though
it is also at least partly captured in the "emotional behavior™ category of SIP. Both of
these categories can be understood as attempts to capture the subjective response of
persons o their objective physical condition and level of function, or for short their
tevel of happiness or satisfaction with their lives, though the actual measures are far
oo crude to measure happiness with much sensitivity. The important point is that the
use of these categories represents a recogaition that part of what makes a good life is
that the person in question is happy or pleased with how it is going; that is,
subjectively experiences it as going well. as fulfilling his or her major aims, and as

satisfying. This subjective happiness component is not unrelated. of course, to how
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well the person’s life is going as measured by the level of the other objective primary

functions. How happy we are with our lives is significantly determined by how welil
our lives are in fact going in other objeclive respects. Nevertheless, medicine provides
maany examples which show it is a mistake to assume that the subjective happiness
component correlates closely and invariably with other objective functional measures.
For example, in one study researchers found a substantial relation between different
objective function variables and also between different subjective response or outlook
variables, but only very limited relation between objective and subjective variables 16
These data reinforce the importance of including both objective function and
subjective response categories in a full conception of the quality of life since neither is
a reliable surrogate for the other. Given this at least partial independence between
happiness and function variables, what is their relative weight in an overall
assessment of a good life? Here too, medicine brings out forcefully thas there can be no
uniform answer to this question. In the face of seriously debilitating injuries, one
parent wilf adjust her aspirations and expectations to her newly limited functional
capacities and place great value on achieving happiness despite those limitations.
Faced with similar debilitating injuries, another patient will assign little value to
adjusting to the disabilities in order to achieve happiness in spite of them, stating that
she “does not want to become the kind of person who is happy in that debilitated and
dependent state "47

Thers are other impastaat quaiifications on the general positive relation
belween this happiness compaenent of a good life and both the other primary functicn
components as well as the overall assessment of how good a life it is. These
qualifications are not all special to bealth care and the quality of life, but some are
perhaps more evident and important in the area of health care than elsewhere. The
first qualification concerns persons’ adjustments to limitations of the other primary

functiops. Sometimes the limitation in function, or potential limitation, is due to
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congenital abnormalities or other handicaps present from birth. For example, an

American television program recently reported on a followup of some of the children,
now young adults, born to pregnant women who had taken the drug Thalidomide in the
late 19505.4% The persons reported on had suffered no brain damage but had been born
with serious physical deformities, including lacking some or any arms and legs. While
this placed many impairments in the way of carrying out primary functions such as
ealing, working, home management, physical mobility and ambulation in the manner
of normal adults, these persons had made remarkable adjustments to compensate for
their physical limitations: one was able to perform 2if the normal functions of eating
using his foot in place of missing arms and hands; another made his living as an artist
painting with a brush held between his teeth in place of missing arms and hands;
another without legs was able to drive in a specially equipped car; and a mother of
three without legs had adapted so as to be able to perform virtually all the normal tasks
of managing a family and home.

These were cases where physical limitations that commonly restrict and impair
persons’ primary functional capacities and overall quality of life had been so well
compensated for as to enable the persons to perform the same primary functions,
though in different ways, as well as normal, unimpaired persons do. While a few life
plans possible for others remained impossible for them because of their limitations (for
example, being professional athletes), their essentially unimpaired level of primary
functions as a result of compensations they had made left them with choice from
among a sufficiently wide array of life plans that it is probably a mistake to believe
that their quality of life had been lowered much at all by their impairments. These
cases tllustrate that even serious physical {imitations do not always lower quality of life
if the disabled persons have been able or helped sufficieatly to compensate for their

disabilities so that their level of primary functional capacity remains essentially
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unimpaired; in such cases it becomes problematic even to characterize those affected as

disabled.

In other cases, compensating for functional disabilites, particularly when they
do not begin at birth but arise later in life, may require adjustments involving
substantial changes in the kind of work performed, social and recreational activities
pursued, and so forth. When these disabilities significantly restrict the activities that
had been and would otherwise have been available to and pursued by the person, they
will, all other things being equal, constitute reductions in the person’s quality of life.
If they do so. however, it will have to be because they significantly restrict the choices,
or what Norman Daniels has called the normal opportunity range, available to the
persons and not because the compensating paths chosen need be, once entered on. any
less desirable or satisfying.49 The opportunity for choice from among a reasonable
array of life plans is an independent component of quality of life; it is insufficient to
measure only the quality of the life plan the disabled person now pursues and his or
her satisfaction with it. Self-determination and, more specifically, choice from among
the normal opportunity range available to persons in the agent's society is an
important and independent component of quality of life. Adjustments to impairments
that feave primary functions undiminished or that redirect one’s life plan into areas
where function will be better -- both central aims of rehabilitative medicine -- can
enhance quality of life even in the face of a diminished opportunity range.

In his theory of just health care Daniels uses the notion of an age-adjusted
normal opportunity range, which is important for the relation between opportunity
and quality of life or a good life. Some impairments in primary functions occur as
common features of even the normal aging process, for example, limitations in
previous fevels of physical activity. The choice to adjust the nature and level of our
planned activities to such impairments in function is usually considered a healthy

adjustment to the aging process. This adjustment can substantially diminish the
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reduction in the person's quality of life from the limitations of normal aging.

Nevertheless, even under the best of circumstances, the normal aging process of the
elderly, and especially the ofd, oid (say, beyond age 80), produces limitations in primary
functions that will reduce quality of life. Thus, while quality of life must always be
measured against normal, primary functional capacities for humans, it can be
diminished by reductions both in individual function below the age-adjusted norm and
by reductions in normal function for humans as they age.

I have suggested above that adjustments in chosen pursuits as a result of
impairments in primary, or previously pursued individual, functions can compensate
substantially (fully, in the effects on happiness) for impaired function, but often will
not compensate fully for significant reductions in the range of ppportunities available
for choice, and so will not leave quality of life undiminished. However, in some cases 2
patient's response and adjustment to the limitations of illnessor injury may be so
complete in his commitment to and happiness from the new chosen life path that there
is reason to hold that his quality of life is as high as before, particularly as he gets
further away in time from the onset of the limiting illness or injury and as the new life
becomes more securely and authentically the person'sown. An undiminished or even
increased level of happiness aad satisfaction, together with an increased commitment
to the new life, often seem the primary relevaat factors when they are present. But we
must also distinguish different preasogs why the affective or subjective component of
quality of life, which I have lumped under the notion of happiness, may remain
undiminished, since this is importaat for an evaluation of the effect on quality of life.

A persons’ happiness is to some significant extent a function of the degree to
which his or her major aims are beiag at least reasonably successfully pursued.
Serious illness or injury resulting in serious functional impairment often requiresa
major revaluation of one's plaa of life and its major aims and expectations. Over time,

such revaluations can result in undiminished or even increased levels of happiness,
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despite decreased function, because the person's aspirations and expectations have

likewise been revised and reduced. The common cases in medicine following serious
illness in which persons come to be satisfied with much less in the way of hopes and
accomplishments illustrate clearly the incompleteness of happiness as a full account of
the quality of life. To be satisfied or happy with getting much less from life, because
one has come to expect much less, is still to get less from life or to have a less good life.
(The converse of this effect is when rising levels of affluence and of other objective
primary functions in periods of economic development lead to even more rapidly
rising levels of aspirations and expectations, and in turn to an increasing gap between
accomplishments and expectations.) Moreover, whether the relation of the person's
choices to his aspirations aad expectations reflects his exercise of self-determination in
response to changed circumstances is important in an overall assessment of his quality
of life and shows another aspect of the importaace of self-determination to quality of
life.

Illness and injury resulting in serious limitations of primary functions often
strike individuals without warning and seemingly at random, and are then seen by
them and others as a piece of bad luck or misfortune. Every life is ended by death, and
few persons reach death after a normal lifespan without some serious illness and
attendant decline in function. This is simply an inevitable part of the human
condition. Individual character strengths and social support services enable persons
unfortunately impaired by disease or injury to adjust their aims and expectations
realistically to their adversity, and then to get on with their lives, instead of
responding only with despair and self-pity to their misfortune. Circumstances bevond
individuals’ control may have dealt them a cruel blow. but they can retain dignity as
self-determining agents capable of responsible choice in directing and retaining
controf over their lives within the limits that their new circumstances permit. We

generally admire persons who in this way make the best of their lot, and achieve
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happiness and accomplishment despite what seems a cruel fate. This reduction in one's

aims and expectations, with its resultant reduction in the gap between one's
accomplishments and one's aims, and in turn resultant increase in one’s happiness, is
an outcome of one's continued exercise of self-determination. It constilutesan increase
in the happiness and self-determination components of quality of life though, of
course. only in response to an earlier decrease in the person's level of primary
functions.

Other ways of reducing this gap between accomplishments and expectations
bypass the person's self-determination and are more problematic in their desirability
and in their effect on a person’s quality of life. For example, Jon Elster has written,
outside of the medical context, of different kinds of non-autonomous preferences and
preference change 30 Precisely characterizing the difference between what Elster
calls non-autonomous preferences and what [ have called the exercise of one’'s self-
determination in adjusting to the impact of iliness and injury raises deep and difficult
issues that | cannot pursue here. Nevertheless, I believe it is clear that response to
illness through the exercise of self-determined choice in the service of protecting or
restoring one's quality of life is one of the most important practical examples of the
significance for overall assessments of the quality of life of jow the reasonable accord

isachieved that happiness requires between aims and accomplishments.

IV. Conclusion

Let us tie together some of the main themes in accounts of the quality of life or
of a good life suggested by the literature in medical ethics and health policy. While
that literature provides little in the way of well-developed, philosophically
sophisticated accaunts of the quality of life or of a good life, it is a rich body of analysis,

data, and experience on which philosophical accounts of a good life can draw. [ have
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suggested here at least the main outlines of 2 general account of a good life suggested

by that work. The account will be a complex one that, among the main philosophical
theories distinguished earlier, probably most comfortably fits within ideal theories. 1
have suggested that we can employ Sen's construction of a plurality of independent
vectors, each of which is an independent component of a full assessment of the degree
to which a person has a good life.

The ethical frameworks for medical treatment decisionmaking bring out the
centrality of a person’s capacity as a valuing agent, or what [ have called self-
determination, in a good life. The capacity for and exercise of seif-determination can
be taken 10 be a, or [ believe the, fundamental ideai of the person within medical ethics.
The exercise of seif-determination in constructing a refatively full human life will
require in an individual four broad types of primary functions: biclogic, for example
including well functioning organs; physical. for example including ambulation: secial,
for example including capacities to communicate; mental, for example including a
variety of reasoning and emotional capabilities. There are not sharp boundaries
between these broad types of primary functions and for different purposes they can be
specified in more of less detail and in a variety of different bundles. The idea is Lo pick
out human functions that are necessary for, or at the least valuable in, the pursuit of
nearly all relatively full and complete human life plans. These different functions can
be represented on different vectors and they will be normatively objective components
of a good life, though their relative weight within any particular life may be
subjectively determined.

There are in turn what ve can call agent-specific functions, again specifiable
atvarying levels of generality or detail, which are necessary for a person to pursue
successfully the particular purposes and life plan he or she has chosen: examples are
functional capacities to do highly abstract reasoning of the sort required in

mathematics or philosophy and the physical dexterity needed for success as a musician,
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surgeon, or athlete. Once again, these functions can be represented on independent

vectors, though their place in the good life for 2 particular person is determined on
more normatively subjective grounds depending on the particular life plan chosen.
The relative weight assigned to agent-specific functions and, to a substantially lesser
degree, o primary functions, will ultimately be determined by the valuations of the
seff-determining agent together with factual determinations of what functions are
necessary in the pursuit of different specific life plans. The centrality of the valuing
and choosing agent in this account of a good life gives both primary and, to a lesser
extent. agent-specific functional capacities a central place in a good life for persons
because of their necessary role in making possible a significant range of opportunities
and alternatives for choice.

At a more agent-specific level still are the particular desires pursued by persons
on particufar occasions in their valued aims and activities. Different desires and the
degree to which they can be successfully satisfied also can be represented using the
vector approach. It bears repeating that the level of a person’s primary function
capabilities, agent-specific functional capabilities. and satisfaction of specific desires
will all depend both on properties of the agent and on features of his or her
environment that affect those functional capacities and desire pursuits. The inclusion
of primary functions, agent-specific functions. and the satisfaction of specific desires
all within an account of the good life for persons allows us to recognize both its
normatively objective and normatively subjective components. Analogously. these
various compoenents show why we can expect partial. but only partial, interpersonal
comparability of the quality of life or of goed lives -- comparability will require
interpersonal overlapping of similarly weighted primary functions, agent-specific
functions, and specific desires. The importance of functional capabilities at these
different levels of generality reflects the centrality of personal choice in a good life

and the necessity for choice of alternatives and opportunities.
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Finally, there will be the hedonic or happiness component of a good life, that

aspect which represents a person’s subjective, conscious response in terms of
enjoyments and satisfactions to the life he or she has chosen and the activities and
achievements it contains. These may be representable on a single vectororona
number of distinct vectors if the person has distinct and incommensurable
satisfactions and enjoyments. Happiness usually will be only partially dependent on
the person's relative success in satisfying his or her desires and broader aims and
projects. Once again, it is the valuations of the specific person in question that will
determine the relative weight the happiness veclor(s) receive in the overall account of
a good life for that person.

Needless to say, in drawing logether these features of an account of the quality
of life or of a good life from the medical ethics and health policy literatures, | have
done no more than sketch a few of the barest bones of a full account of a good life.
However, even these few bones suggest the need for more complex accounts of the
quality of life than are often employed in programs designed to improve the quality of

life of real persons.
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FOOTNOTES

I Breslow, 1972 pp. 347-355.
2 Parfit, 1984, cf. especiaily Appendix I.

3See T. M Scanlon's discussion in this volume of these alternative theories. What I call
preference satisfaction and ideal theories he calls desire and substantive good theories,
respectively.

4 Some time ago I discussed these as alternative interpretations of utility (Brock, 1973).
The most subtie and detailed recent discussion of these alternative theories is Griffin.
1986, Chs. 1-4.

3 Virtually all discussions of desire or preference satisfaction theories of the good for
persons contain some provision for correcting preferences. One of the better
treatments, with extensive references to the literatwure, is Goodin, 1986, pp. 73-101.

6 What | call ideal theories are what Parfit, 1984, calls "objective list’ theories. | prefer
the label "ideal theories,” because what is usually distinctive about this kind of theory
is its proposal of specific, normative ideals of the person.

7 See the essays by H. Putnam, R. A. Putnam, and M. Walzer.
8 Morreim, 1986, pp. 45-69.

9 Sen's main discussion of the “vector view" applied to the notion of utility is in Sen,
1980. I am much indebted to Sen’'s subtle discussions in a number places of distinctions
important to conceptions of the quality of life and of a good life. Besides his essay in
this volume, see especially Sen, 1985a, 1985b, 1987.

10 ¥ass, 1985.
11 Kass 1985.p. 171

12 Kass 1985, p 173. For a more philosophically sophisticated analysis of the concept of
health that also construes it in functional terms as a natural, biological norm not
involving value judgments, see the papers by Boorse, 1975, 1977. One of the most useful
collections of papers on concepts of health is Caplan, Engelhardt, and McCartney, 1981.

131 make no attempt here o provide any more than a few representative referencesto
this very large literature. Probably the single best source for the medical ethics
literature in this area is the Hastings Center Report. In the medical literature, cf.
Wanzer, 1984, and Ruark, 1988. For a good review of most of the principal legal
decisions in the United States concerning life-sustaining treatment see Annasand
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Glantz, 1986. The most influential treatment of these issues by a governmental body in
the United States is the report of the President's Commission for the Study of Ethical
Problems in Medicine and Biomedical and Behavioral Research, 1983. See also the
recent report by the Hastings Center, 1987. For discussions of Living Willsand Durable
Powers of Attorney see Steinbrook and Lo, 1984, and Schneiderman and Arras, 1985. An
application to clinical practice of the consensus that patients should have rights to
decide about their care is Jonsen, Siegler, and Winslade, 1982.

14 An influential statement of the shared decisionmaking view is another report of the
President's Commission for the Study of Ethical Problems in Medicine and Biomedical
and Behavioral Research, 1982. A sensitive discussion of the difficulties of achieving
shared decisionmaking in clinical practice is Katz. 1984.

15 For example, Ramsey, 1978, pp. 206-207.

16 | have discussed some of the ethical implications of different measures for valuing
lives found in the economic and policy literatures (Brock, 1986). See also the essay by
Besley and Kaabur in this volume.

17 1t has been argued that this is the proper understanding of the distinction between
“ordinary” and "extraordinary” treatment. That is, extraordinary treatment is
treatment that for the patient in question and in the circumstances that obtain is
unduly burdensome. Cf. President's Commission report, 1933, pp. 82-89.

18 Rango, 1985.
19 Rango, 1985, p. 836, quoting E. M. Brody.

20 The importance of this factor was stressed in a widely publicized legal decision
concerning the use of painful chemotherapy for a man suffering from cancer who had
been severely retarded from birth. Superintendant of Belchertown State School v
Saikewicz, 1977.

21 Rango. 1985, p. 838.
22 McCormack, 1974.

23 Rhoden. 1985. Another sensitive discussion of the need for quality of life judgments
in treatment decisions for imperiled newborns is Arras, 1984.

24 The most comprehensive treatment of the informed consent doctrine is Faden and
Beauchamp, 1986. See also the President's Commission report. 1982. The exceptions to
the legal requirement of informed consent are discussed in Meisel, 1979.

25 When patients’ settled preferences are not in accord with their values, then their
informed and voluntary choices may not reflect their conception of their good. One of
the clearest examples is the patient who is addicted to morphine, hates his addiction and
tries unsuccessfully to resist it, but in the end is overpowered by his desire for the
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morphine and takes it. This in essence is Frankfurt's example in his classic paper
(Frankfurt, 1971). Frankfurt's analysis is in terms of first and second order desires, but
can also be put in terms of the desires a person in fact has asopposed to the desires the
person values and wants to have. When these are in conflict his informed and
voluntary choice may not reflect the values that define his own conception of his good.
There is a sense in which his choice in these conditions is involuatary, aad so it would
be possible to extend the informed consent doctrine’s requirement of voluntariness to
include this sense. Alternatively, it might be possible to interpret the requirement of
competence in a way that makes the morphine addict incompetent to decide whether to
continue using morphine.

26 This account of the principal valuesunderlying the informed consent doctrine as
patient well-being and self-determination is common to many analyses of that doctrine;
cf. President's Commission report, 1982. I have employed it in Brock, {987

27 Schloendorf v. Society of New York Hospital, 1914.
28 ¢f Faden and Beauchamp, 1986, Ch. 4.

29 Natanson v. Kline, 1960.

30 Mill. 1956.p. 13

31 The most detailed recent account of justified paternalism in the spirit of Mill's
position is VanDeVeer, 1986. The most sophisticated development of a Millian position
on paternalism in criminal [aw is Feinberg, 1986. I have explored some of the issues
between rights-based and consequentialist accounts of paternalism (Brock, 1983, 1988).

32 This conventional view is reflected in the independent ethical principles of
beneficence and autonomy in Beauchamp and Childress, 1979. This book has probably
been the account of moral principles most influential with persons in medicine and
health care without philosophical training in ethics.

33Cf. Rawls, 1980, and Sen, 1985, esp. pp. 203-4.

341f personal well-being is understood in this way. it suggests that satisfaction of a
person’s impersonal desires that make no such reference to him do not raise the
person’'s well-being. Consider a loyal fan of the Boston Red Sox baseball team who
wants the Red Sox to win the pennant. On the last day of the season, tied for first place
with the New York Yankees. the Red Sox beat the Yankees and win the pennant.
Suppose the fan is traveling in a remote area of Alaska on the day of the big game anda
week later, before getting out of the wilderness area and learning of the Red Sox
victory. he is killed by a rock slide. Was his personal well-being raised at all simply
because the state of affairs he desired -- the Red Sox victory — obtained? [ believe the
answer should be no.

The harder question is whether, in our broader sense of a good life, he had a better life
even unbeknownst to him. And was the quality of his life any better? Certainly his
life asexperienced by him was no better and not of higher quality. Even in our broad
sense of a good life, his life may seem not to have gone better, but perhaps that is only
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because this is a relatively unimportant desire. Suppose instead. to adapt an example of
Parfit, 1984, a person devotes 50 years of his life to saving Venice and then, confident
that it is safe, goes on vacation to the Alaskan wilderness. While he is there a flood
destroys Venice, but, like the Red Sox fan, he never learns of it because a week after the
flood and before getting out of the wilderness he is killed by a rockslide. Parfit notes
that it is plausible to say of the destruction of Venice both that it has made the person’s
life go less well because he had invested his life in this goal and his life's work is now
in vain, but also that it cannot lower the quality of his life if it does not affect the
quality of his experience. This suggests a place where the broad notion of a good life
may diverge from the notion of the quality of life. Since I believe that medicine and
medical ethics have little illumination to offer on this point, I set it aside here and shall
in the body of the paper continue to use the broad notion of a good life largely
interchangeably with the quality of life.

35 Allen Buchanan aad I have discussed ethical issues in decisionmaking for
incompetent persons in our paper (Buchanan and Brock, 1986, 17-94) and in our
forthcoming book.

36 Rebecca Dresser has developed a Parfitian challenge to the Substituted Judgment
principle as well as to the authority of advance directives in cases in which the
conditions creating the patient's incompetence also reduce or eliminate the
psychological continuity and connectedness necessary for personal identity to be
maintained. Cf Dresser, 1986. Cf. aiso, Buchanan, 1988.

37 Scanlon argues in this volume that desire satisfaction is not itself a basic part of
individual well-being, but is dependent on hedonistic or ideal (what he calls
substantive good) reasons for its support.

38 Two of the more important discussions of life plans and of how they can give
structure and coherence to lives are Fried, 1970, Ch. 10, and Rawls, 1971,Ch. 7.

39 The notion of a biographical life is employed in the medical ethics literature by
Rachels, 1986, pp. 5-6. by Singer and Kuhse, 1985, pp.129-39, and by Callahan, 1987. Itis
also implicit in Tooley's, 1983, account of the right to life.

40 Among the useful papers consulted for this third section on health policy measures
of quality of life, and not cited in other notes, are: Anderson, 1986, Berg, 1986, Bergner,
1976. Calman, 1984, Cohen, 1982, Cribb, 1985, Editorial, 1986, Edlund and Tancredi, 1985,
Flanagan, 1982, Gehrmann, 1978, Gillingham and Reece, 1980, Grogono, 1971, Guyatt,
1986, Hunt and McEwen, 1980, Katz, 1963, Kornfeid, 1982, Klotkem, 1982, Liang. 1982.
Najman and Levine, 1981, Pearlman and Speer, 1983, Presant, 1984, Report, 1984, Starr,
1986, Sullivan, 1966, Thomasma, 1984, 1986, Torrance, 1972, 1976a, 1976b.

41 An example of a broad quality of life measure not focused on health care and disease
can be found in the Swedish level of living surveys discussed in the essay by Erikson in
this volume.

42 Bergner, 1981.
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43 Spitzer, 1981.

44 Chen. Bush and Patrick, 1975.
45 Rawls, 1971, pp. 62, 90-95.
46 Evans. 1985.

47 The main character in the popular play and subsequent movie, “Whose Life Is It
Anyway?", having become paralysed {rom the neck down, displayed this attitude of not
wanting to become a person who had adjusted to his condition.

48 "60 Minutes.” CBS television network program, February 21, 1988,
49 Danijels, 1985, Chs. 2, 3.

50 Fister, 1982.
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