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[. Introduction.

Cogst-effectiveness analysis in health care (CEA) is designed to tell decision makers
how much health benefit islikely to be produced by different investments. It does much more
than compute the net monetary costs of health care interventions and programs. It expresses
effectiveness in common units of health-related value such as Quality Adjusted Life Years
(QALYs) that alow the benefits of lifesaving and life improving treatments to be quantified

on the same scale of measurement.*

The work CEA can do isindeed remarkable. It can take programs with qualitatively
very different outcomes—Iifesaving dialysis and quality-enhancing hip replacements, for
example—and inform us of their costsin relation to their respective comparable effects (their
QALYs). Thisability to compare disparate effects is one of several respectsin which CEA is
the child of utilitarian welfare economics. In that larger discipline, too, a huge range of
values gets collected into one common and measurable notion, “utility.” Moreover, welfare
economics conception of “value to society” istypicaly built up out of individuas' utilities,
combined in someway. Inal of these respects—its one scale of value, its quantifying of that
value, and its combining of individual pieces of value into aggregate wholes for society—

conventiona health economicsiswhat one would expect a specialty within economics to be.

How does CEA in health care obtain its single metric of value for comparing widely
different effects? Typically three factors are incorporated. Thefirst, and by far the most
complex conceptualy, is the size of the quality improvement produced by treatment: the
saving of life and its maintenance at a certain subsequent level of health-related quality of life

(HRQoL), or the improvement of HRQoL for people not facing life-threatening illness. We
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will refer to this as the “size of treatment effect.” It is here that mortality and morbidity are
compared and combined. Death is assigned the value O, full health the value 1.0, and all
other health states better than death are arrayed in between, from most to least severe. These
other hedlth states—the various degrees of morbidity—are given specific numerical values
between 0 and 1.0 on the basis of responses that interview subjects give to certain questions.
Various types of quality-of-life eliciting questions are used by different practitioners of CEA.
In the “ Time Trade-Off,” for example, respondents (who may be people with or without
experience of the condition being evaluated®) may be asked how many of an anticipated 20
remaining years of thelir lives with a specific health condition they would be willing to
sacrifice in order to obtain its complete cure. Suppose that on average their answer is 4—
that is, 20 percent of the remaining time they would otherwise live. Then they have rated the

quality of lifein that state of health at 0.8, a 20 percent reduction from 1.0.

The second factor used to construct comparable units of value is the duration of that
health improvement, and the third factor is the number of persons receiving it. Standard
CEA incorporates and combines these factors by simple multiplication to yield an aggregate
of unitssuch as QALYs. the change in HRQoL (size of treatment effect) is multiplied by
both the duration of that benefit and the number of beneficiaries. (Hereafter we refer to this
structural type of CEA as “conventional CEA.”) For example, if hip replacements generally
raise recipients HRQoL from 0.8 to 0.98, effectively last 10 years, and cost $18,000 each,
they typically produce 1.80 QALY s at a cost of $10,000/QALY. If ayear of in-patient
hemodialysis typically costs $32,000 and saves alife of 0.8 health-related quality, it produces
0.8 QALY at acost/QALY of $40,000. In asituation where not all of the medical demand

for these two procedures is being met, these numbers would suggest that the production of
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health would be maximized most efficiently by investing new funds in additional hip

replacements rather than in expanding dialysis.

The quantified effects used in CEA are classic expressions of aform of “utility” —what
might be called “hedlth related utility.” While CEA istechnically a descriptive analysis that
does not by itself tell decision makers to maximize health-related utilities such as QALY's, the
CEA enterprise by its very nature reveals which categories of health care investments will
maximize them. Utilitarianism isits philosophical parent. It isthus not surprising that
conventional CEA provokes many of the same ethical objections that plague utilitarianism in
general: inadequate attention to the individual person in relationship to the aggregate good,
and insengitivity to issues of distributive justice involving the least advantaged. One might, of
course, simply dismiss CEA because of the weaknesses of the utilitarian philosophy that it
currently reflects, or one might continue to use it while becoming pointedly aware of its
limitations. We will urge, however, an dternative: to examine specific values that
conventional CEA fails to incorporate with an eye toward reforming the methodology of

CEA itsdf.

Included among the factors that conventional CEA currently disregards or
underestimates are the initial severity of illness from which atreatment produces an
improvement, any unique value of lifesaving or treatment in the face of death, the fact that
patients' limited potential for increased health may be along-term identifying characteristic of
their lives, and age (age itself, as distinct from the association of age with duration of effect).
Consequently, important social values of justice and non-discrimination can stand starkly at

odds with recommendations emerging from CEA. This exposes CEA to not only ethical but
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political attack—what politician wants to defend policies which expose individual people to
injustice in the name of an impersonal, aggregate good? Suppose, however, that such social
values could be incorporated into the very model that CEA studies would use. Health
economics might then seeits ethical sensitivity improve, and perhaps its political fortunes,

too.

The central proposal we make in this paper is that the field of CEA should begin to
explore how social values might be better incorporated into the “ effectiveness’ side of
economic analysis so as to strengthen the ethical argument for using CEA as a major tool
for resource allocation. We first describe one of the clearest ethical factors that is currently
not adequately accounted for in CEA, severity of illness, and two other factors that spark
public controversy about CEA, treatment in the face of death and limitation of health
potential. Then we proceed to discuss four additional factors which, if also taken into
account, could increase the credibility of CEA for usein alocative decison making. Finaly,
weturn to arelated ethical issue that has not been satisfactorily resolved in conventional
CEA, the issue of whom to ask to determine the utility values before and after a change in

someone’s HRQoL .

These matters inevitably constitute a delicate conversation between two separate
perspectives, economics and bioethics, each with markedly different sets of analytica tools.
It isvital that bridges be built between them. No field reckons more directly with “nasty” and
value-loaded trade-offs than health economics. And while bioethics has seldom rushed to
confront its issues with much awareness of the realities of scarce financial resources, it
customarily wrestles openly with multiple vaues and the tensions between them.

Philosophically inclined bioethicists should not shun the discipline of economics, and
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economists should become accustomed to wrestling with challenges to their allegedly limited
evaluative horizons.

In this dialogue it is important that participants with either perspective recognize the
importance of the questions asked from the other perspective. Several of the ethical factors
and societal values that we will discuss have already been noted—and afew pursued—in the
CEA literature. The U.S. Public Health Service Pandl on Cost-Effectiveness in Medicine, for
example, explicitly noted the public preference for priority treatment of those in poor health
(the special attention that should be given to the severity of a patient’sinitial condition).®
Our god hereisto pursue the analysis of such values more explicitly and systematically, as

well as to suggest the possible systematic inclusion of such factorsin CEA itself.

Although some of the factors we discuss may affect the so-called “individual utility”
dimension of economic analysis, they are mainly relevant when “societal value” is being
calculated. In societal value, the focusis explicitly on interpersonal trade-offs—decisions
about what services to provide among the wide array of possible services that often affect
different groups of people. It istypically such trade-offs that are at issue in the large-scale
use of CEA for allocating preventive or acute care services at the “budget” or “coverage”
level for large populations, as distinct from the “admission” or “bedside”’ level (where many
feel that such interpersonal trade-offs should not be dealt with numerically). We will
repeatedly speak of societal values that conventional CEA, we believe, either inadequately

measures or misses entirely.

We will sometimes refer to such values as “ethical factors.” When we do, we are
speaking of an aspect of treatment whose omission from consideration in alocative decision

making can be objected to on ethical grounds. Thisis a more demanding notion than
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“preference” or unexamined “value.” For the omission of afactor to be ethically
objectionable, one has to be able to articulate some argument for the preferences it generates,
not merely point out that people hold those preferences. We articul ate such arguments for
the relevance of the severity, lifesaving, and level-of-potential factorsin Section 11 and for
some of the other factorsin Section I11. When we speak only of “societal/socia values’
without also referring to them as “ ethical factors,” we are usually less sure that a coherent
moral justification can currently be given for them. The line between a societal value that we
refer to as an ethical factor and one that we do not, however, is not firm. Notable moral
argument can be made against the paternalism or anti-democratic character of ignoring the
preferences about allocation of health care that a population actually holds (assuming that
those preferences are not irrational or ethically objectionable—as they are, for example, when
they reflect discriminatory attitudes). Thus, the relevance to CEA of al the “societal values’

that we discuss, not only the “neglected ethical factors,” is arguably an ethical matter.*

I1. Three Neglected Ethical Factorsto Incorporate into Cost-Effectiveness Analysis

1. Severity of lllness. Conventional CEA incorporates the severity of theillnessthat a
procedure treats only insofar asit is one of the two variables needed for determining the size
of the treatment effect—the difference between initial and post-treatment health. It does not
accord any weight to the severity of illness per se—theinitial HRQoL. Both public officia
statements and population preference data, however, suggest that people often wish to give
greater priority to those who are worse off before treatment, above and beyond the priority

they achieve within CEA by any gain in HRQoL from treatment.”
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For example, in astudy of 150 Norwegian politicians accountable for health policy at
the county level, subjects were presented with adilemma:  provide treatments for a severe
illness A that would bring “alittle” help, or treatments for a moderate illness B that would
help “considerably.” They had three choices: divide resources evenly between the two
illnesses and their treatments, allocate most to illness A (the most severe), or allocate most to
B. Nearly half (45%) chose equal division, and 37% chose priority for A. Only 11% chose

priority for B.°

The key to severity’ s ethical relevance is captured by the fact that inherently, treating
the more severely ill is helping those who are in greater need. Notable treatises in socia
philosophy have articulated a fundamental general priority for helping “the worst off”—those
whose life prospects make them the most disadvantaged.” We also reduce inequality if we
give priority to patients with more severeillness. For example, if two treatments can raise
one person’s HRQoL from 0.5 to 0.9 and another’s from 0.3 to 0.6, effectively treating the
less severeiliness leaves a greater difference between the two persons’ headlth states (0.3 and
0.9). Effectively treating the more severe illness reduces inequality of health and leaves the

two individuals with respective HRQoL values of 0.5 and 0.6.

The empirical data suggesting an independent concern for severity would thus appear to
have an ethical basis. To be sure, critics might challenge the data itself. Did the study
respondents really understand the hypothesized treatment effect to be smaller for those whose
initial illnessis more severe? Perhaps respondents accord extra priority to the most severdly ill
not because they see them as moreill, but because they believe that the incrementsin
individual utility obtained from treatment are actually larger than those accruing to those

whose baseline health is better. One study, however, used examples that conveyed particularly
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clearly to respondents that the more severely ill were benefiting from smaller treatment effects,
it, too, yielded distinct preference for giving priority to those with the more severe illnesses.?
While the matter needs more empirical study, it would surely be dogmatic for health
economists to insist that if respondents do in fact give priority to patients whose initial HRQoL
islower, it must be because they see them as gaining individually greater benefits. Moreover,
their rgection of the independent importance of severity would be particularly unreasonable

given that this socia value has some sound ethical justification.

2. Lifesaving and Treatment in the Face of Death. The most severe illnesses, of
course, put people face to face with death. The propensity to regard situations where
identifiable patients face great risk of avoidable death as holding a unique call on resources
has been called the “Rule of Rescue.”® Rooted in the Kantian tradition of considering the
individua to whom one is relating as an ultimate end-in-herself, this“rule” resists the usua
guantitative aggregation of economic analysis. Conventional CEA has conducted its business
asif this propensity could be ignored—or at least, asif it was not the sort of factor that CEA
could account for as part of the measurable value of different outcomes. This stance
damages the credibility of health economics. Critics such as Hadorn, for example, have
argued that “any plan to distribute health care services must take [this Rule of Rescug] ...

into account if the plan is to be acceptable to society.”

We are inclined to agree with Hadorn. Societal action provides ample evidence that
we will expend great effort and large resources to avert death (the girl down the well,
astronauts in space, sailors lost at sea, etc.). We aso have examples from public life such as
the state of Oregon, where all lifesaving services rose to a separate high priority category in

the state Medicaid plan’s eventual rationing list." Several systematic studies provide
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corroborating evidence that people place a special value on care in the face of death that has

aplausible prospect of success.*

A relatively smple thought experiment illustrates the intuitive power of lifesaving's
value in the face of the contrary calculations of conventional CEA. Imagine two groups of
patients stricken with alife threatening illness. The first group were previoudy in full health
and can be returned to full health with treatment. The second group previously had
paraplegia and, with treatment of their life threatening condition, will continue to have it.
Both, if treated, will live the same number of additiona years. Assume that the HRQoL of
paraplegiais 0.8, as calculated from “time trade-off” responses in which persons with
paraplegia themsel ves expressed a willingness to sacrifice 20 percent of their remaining life
extension to obtain a complete cure of their condition. Conventional CEA would then
recommend saving the first group, who can be returned to full health, before saving an equal
number in the second group. It would recommend shifting priority to the paraplegia group
only if the number of lives saved there at similar cost was at least 20 percent greater than the
number of persons saved and returned to normal health. Y et few among us, reflecting
serioudly about the value of continuing to live, honestly believe that it islessimportant for
society to save the lives of persons with paraplegia than the lives of others.®® The value of
lifesaving appears to overwhelm the influence of the differences in HRQoL on which

conventional CEA focuses.

This example also reveds that lifesaving and treatment in the face of death pose
particular concerns with respect to issues of discrimination against the disabled and the
chronically ill.** In conventional economic analysis the value of saving lives can be influenced

by whose lives, of what quality, they are. The disabled and the chronicaly ill will of course
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resist any such influence on valuations, and for good reason if we examine more carefully the
implications of HRQoL judgments. Suppose, again, that the disabled person has ranked her
individua quality of lifeat 0.8. Thiswillingness to accept a 20 percent shorter remaining life
in order to be cured from a permanent disability does not in any way indicate that she thought
that her life, in relation to the prospect of death, was any less valuable and important to save
than another fully healthy person’slife.*> While one number may have two meanings, we
cannot take it for granted that it has; here, in fact, the 0.8 that expresses willingness to trade
time within alife does not constitute a comparative judgment about the value of saving

different persons’ lives.

To be sure, this point about the potentia for discrimination in the conventional model
of CEA must not be overstated. The lifesaving interventions or programs being assessed in
CEA rarely pertain selectively to a disabling condition such as paraplegia, so that
discrimination against chronically ill and disabled people may be far less present in the actud
use of CEA than one would surmise from its theoretical model.*® Still, it is not a sufficient
defense of conventional CEA to argue that, serendipitoudy, disabled patients rarely have life-
threatening diseases or conditions requiring separate lifesaving treatments. First, such
separate diseases and treatments can and do occur—an example would be HIV disease, for
which there are HIV-specific medications. Second, rationing can indeed occur by medical
categories of patients within the scope of a treatment, not just by an entire treatment. For
example, chronic pulmonary disease patients might be poorer candidates for coronary artery
bypass grafts than patients with normal lungs (and therefore, in carefully crafted practice
guidelines, be excluded from such surgery).” Third, an allocation mode’ s potential for

discrimination against the disabled is hardly rendered irrelevant by probable pragmatic
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realities if conceptually the model’ simplications are sharply at odds with society’ s values

about discrimination.®®

In any case, consideration for the special value of treatment in the face of death
pertains to more than lifesaving services. Widespread attitudes toward hospice and other
non-lifesaving terminal care aso suggest the same specia value of care in the face of death.
Putting up with severe pain for a six-month period when one expectsto live for many yearsis
one thing; having to put up with it at the end of one'slifeis another. People generaly, not
just patients facing death, have a specia concern that life not end in pain. Thus, palliative
measures for patients with terminal conditions produce an extra value than what palliative

measures of nominally equal effectiveness produce for other patients.™

In claiming that conventional CEA is deficient in its treatment of the value of carein
the face of death, we are by no means agreeing with those who would inflate the value of life
to an absolute. People are, in fact, perfectly and knowledgeably willing to trade some
lifesaving for other health services. Yet at the same time, the value that a wide range of
public opinion puts on care in the face of death appears to be inadequately captured by

conventional economic analysis.

3. Level of Health Potential. The societal value of priority for more severe illnesses
focuses independently on a patient’s start point, as distinct from the size of treatment effect.
Analogoudly, the end point may have independent relevance which is not accounted for in the
calculation of the size of the treatment effect. We shall call thisthe “level of potential”
factor, which is directly related to peopl€' s reluctance to disadvantage patients who are

already burdened with lower potential for overall health.
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This value has been operative in the paraplegia lifesaving example discussed above, but
it speaks to many more cases than the lifesaving at issue there. To take the broader, non-
lifesaving case, suppose that on a utility scale, treatment can improve one group of people
from 0.6 to 0.8 and another from 0.6 to 1.0, and that the first group’s end point of 0.8
represents its members': maximum prospective health potential. Should we really regard the
second group’ s treatment effect as having twice the value of the first’s? Treatment can, after
all, “fully cure” even those in the first group within the perspective of each of their lives.

That health potential defines, in significant part, the lives they can lead, and since alife with
that potential isthe only life that they in any case will have, it is plausible to think that
reaching their 0.8 level counts as notably more than half the value of other people's

improvement from 0.6 to full health.

The essentia ethical claim here is that where people are “located” in lifein relation to
their maximum realistic potential is an important factor to take into account in the context of
resource alocation. In part thismay be afunction of aversion to inequality: the gap between
the 1.0 for one person and the 0.6 for another that is likely to result from giving priority to
treatment for illness B over A islarger than the gap between 0.8 and 0.6 that is likely to
result from treating A before B. With more empirical research, other moral elements besides
aversion to inequality may cometo light as involved in the societal preference for

compensating for the downward pressure of low end-state potential in net “ effectiveness.”

The same study of Norwegian politicians that has previoudy been mentioned in
connection with severity of illness also provides suggestive empirical support for the level of
potential factor.?® The respondents were given another dilemma. Two illnesses, both equally

common and involving the same degree of suffering, have treatments that are equally costly.
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The best treatment of illness A helps patients a little, and the best treatment of illness B helps
alot. With anincreasein funding that can cover treatment of only the patients with one of
these ilInesses, not both groups, respondents were asked to choose between two different
alocations: (1) Most of the increase should be allocated to treatments for iliness B, since the
effects are greater. (2) The increase should be divided evenly between the two groups, on
the grounds that they are equally entitled to treatment. Almost half (48%) chose the second

(egdlitarian) view, while 24% chose the first.

Admittedly, the currently available public preference data are less clear in confirming
consideration for limited level of health potential as an important societal value thanin
confirming the importance of severity of illness. They still, however, appear to conflict with
the way that health potential is considered in conventional CEA.** Moreover, the ethical
relevance of special consideration for level of long-term health potential can be powerfully

articulated.

[I1. Other Vaueswith Promisefor Inclusion in CEA

While the severity of illness, care in the face of death, and limited level of health
potential may be factors most clearly connected to significant societal values about the
distribution of health care, they are not the only ones. A discussion of various other factors

will indicate the range of values that an expanded model of CEA might include.

4 and 5. Maintenance of Hope and Assurance of Treatment. Conventional CEA views
societal benefit as directly proportiona to the gain in health utility produced by treatment and

this, in turn, as alinear function of the average improvement in HRQoL and the number of
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people benefited by such outcomes. At least two factors may qualify this smple linear

relationship between numbers of people and total value.

Maintenance of Hope. Suppose we can allocate resources to one program that will
yield acertain level of beneficial outcome for a greater number of people, or to another that
generates the same individual outcome but for a smaller number (though the number of
people treated isjust as large). The efficient allocation—as presently judged by CEA—
would be to devote al of the resources to the former. Several studies, however, reveal that
many people wish to preserve the hope of treatment for everyone; to accomplish this, they
are willing to devote some resources to those in the “inefficient” treatment category.”? Were
those public preferences to be heeded, a smaller number would be helped, at no higher

average level of benefit than alarger number could have been.

Assurance of Treatment. Evidenceis aso available that many people prefer extending
entitlement for a treatment from some to all in a disease or treatment category even when
such extension isinefficient.”® They may consider it inequitable to exclude some people from
treatment that most others receive, regardless of the decrease in marginal benefit if treatment
is extended to all. Moreover, incomplete coverage within a category may give rise to feelings

of uncertainty—feelings that are themselves disutilities, though not focused on health benefit.

Maintenance of hope and assurance of treatment have an interesting relationship.
They appear at opposite ends of a spectrum in which the percent of patients treated in arele-
vant illness category moves from 0 to 100. Maintenance of hope creates a disproportionate
benefit as the first patients are treated. Assurance of treatment creates its disproportionate

benefit at the other end of the spectrum, as a program approaches full coverage of its patient
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population. (See Figure 1.) If these two factors both bear up under further empirical
investigation, aggregate value will turn out to be a non-linear function of the probability that

aperson in that medically appropriate population will receive treatment.

Figure 1

Societal
Vaue

0 100
% of patients treated

The implication is that to maintain hope we might provide inefficient servicesto afew
patients in some illness categories rather than to none a all (aslong as they were selected by
asufficiently fair procedure). In other cases we might offer atreatment to everyonein an
illness category despite the diminished odds of cost-effective outcomes for those added at the
margin. In either case, we will have gone against the outcome-efficiency orientation of

conventional economic analysis.

Considerably more study is needed before we would urge the inclusion of these
preferences for maintenance of hope and assurance of treatment in a more comprehensive
view of CEA. Such research should be undertaken. Available evidence aready suggests that
the practice of treating total value as directly proportional to the number of people effectively

treated does not satisfactorily reflect people’ s values.
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6. Duration Discounting. Conventional CEA takes duration into account in a strictly
proportionate fashion—by multiplying the value of one year of atreatment effect by the
number of years for which the effect lasts, with one important additional step: each year past
the first is discounted for time preference back to its present value.®* Empirical studies,
however, suggest a different pattern in people’ s valuations of the importance of duration—
perhaps a different pattern when they are evaluating different potential durationsin their own
lives, and very likely a different pattern when they consider duration in the context of

interpersonal comparisons.

In interpersonal comparisons, for example, respondents in Australia thought that saving
10 people for 10 years each would be equivalent to saving 7 people for 20 years each.”® That
is, it took 140 total years accumulated in 20-year spans to equal in value 100 total years
accumulated in 10-year spans, a reduction of 57% in the average value of ayear of lifein the

last 10 years of each 20-year span.”

There are at |east three possible reasons for such discounting beyond the pure time-
preference used in conventional economic analysis. (a) At the level of individua utility, a
“quantity-effect” may obtain that is similar to diminishing marginal utility generally: because
of the benefits already achieved, the last year of life in aten-year span of experienceis not
seen to be as valuable as any one of the earlier years (or certainly not thefirst). (b) At the
level of societal value, people may have an aversion to inequality that |eads them to value
duration less then proportionately. Assuming their rough equivalence of age, it seems more
equitable to extend two persons' lives for ten years each, for example, than one person’slife

for twenty. (c) Also a the level of societal vaue, the level-of-potential factor may be
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associated with duration; the 10 year extension, in contrast to the 20 year extension, will

accrue to patients with shorter life potential.

Regardless of which explanations are supported by future research, it appears safe to
say that to adequately capture people’ s values, CEA will need to discount the value of longer
gpans of life or health gained more than it aready does as aresult of pure time preference.
Health economics needs to embark on a wide range of future studies of duration, keeping
pure time preference of the individua distinct from the other elements which may arisein
social values. Such empirical research will hopefully reveal the relative importance of these
different elements in peopl€e s discounting of the value of longer durations of health benefit.
Moreover, not only the size of the total discount but the ethical arguments for its use need to
be investigated and debated.?” One possible outcome from such research is the acceptance of

the relevance of duration discounting for some reasons but its rejection for others.

7. Age. While duration is directly accounted for in conventional CEA (though perhaps
not correctly), the related factor of age per seis not directly taken into account at all.
Indirectly, of coursg, it is, as treatments for the relatively elderly often produce benefits of
shorter duration than treatments for the relatively young, thereby making treatments of the
young productive of more life-years than treatments of the elderly. In addition to thisindirect
effect of age, however, there is notable evidence that comparisons in which duration of gain
is held equa while age is varied revea preferences considerably at odds with conventional
CEA’sdisregard of age per se. Many would probably say that more than one 70-year-old
would have to be saved for 10 years to equal the value of saving one 30-year old for 10
years. Moreover, this preference persists when one rids respondents of any implicit presump-

tions that quality of life between 70 and 80 must be lower than that between 30 and 40.%®



Towards a Broader View of Vauesin Cost-Effectiveness Analysis of Health Care 19

The primary moral grounds for this preference for the young are undoubtedly
egalitarian. Just as the most severely ill should be treated first, even when their benefit from
treatment may be smaller, so aso the young should be treated first, even when their gainis
smaller, so that they obtain a fairer and more equal chance of living along life?® There may,
of course, be societies in which the elderly are so revered that these egalitarian considerations
for at least some favoring of the young get overridden. In those contexts, conventional CEA-
recommended allocations that effectively ignore age per se would not be out of step with
public preferences. For societies that do not have such strong differential reverence for the
elderly, however, they would be.

Societal values that contradict conventional CEA treatment may give rise to charges of

143 @d S,n.” 30

Perhaps, in fact, the societal issues are so contentious that empirical investigation
will show little in the way of any predominant social value toward greater priority for the
young than is already indirectly accorded by CEA. In any case, however, the conventional
treatment of age by CEA—assuming that age is relevant only through itsindirect and highly

variable effect on the duration of treatment effect—is questionable on both moral and

empirical grounds. More research is warranted.®

Other Influential Factors. Undoubtedly there are other factors typically omitted from
CEA which people consider relevant to interpersonal social value: persona responsibility,
citizenship and nationality, compensation for those who are disadvantaged in non-health
dimensions of their lives, hedlth effects on others, non-health effects on others, the degree of
either personal or community control seen to be preserved by a given program, etc. We only

note these other factors here. Without more suggestive empirical data or persuasive ethical
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judtification, we do not recommend that they be placed on the research agenda of items for

possible inclusion in a more sophisticated conception of CEA.

V. Implications for Another Ethical Issuein CEA: Whom to Ask

Important ethical issues are also present in alongstanding controversy within CEA
over who should be asked to rate individual HRQoL, patients and ex-patients who have had
the conditions being rated, or the general public. In quantifying an improvement in HRQoL,
conventional CEA has primarily—and appropriatel y—focused not on any objective health
increment that would be difficult to construe as value, but on the subjective value or utility of
the gain. Often, though, CEA has then proceeded to measure that subjective value—hereitis
at the level of individual utility—in ways that do not include people who have had the health
conditions being rated. This, of course, raises ethical doubts about sufficient inclusion in

CEA of the perspective of those primarily affected by the policiesit influences.

We suggest that including societal values aong with individual health utilities presents
the opportunity for an ethically more adequate resolution of this whom-to-ask issue. A
strong case can be made for diciting societal values from representatives of the general
public, but preference input at this level needs to be kept distinct from input at the level of
individual utility and HRQoL ratings. Thisimplies—or at least suggests—a two-part model
for CEA.* Inthefirst part, individual utilities would be dlicited from patients and ex-
patients. In the second part, interpersonal trade-off preferences, based in part on knowledge
of affected peopl€ sindividual utilities, would be dlicited from representatives of the
community. Once the use of input from community representatives is secure at the level of

societal value, we will argue, the case for asking patients and ex-patients at the level of
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individua utility becomes stronger. Were this to become accepted practice, CEA could more
adequately respond to cogent objections from patient groups that their values have not been

considered.

Asking one party rather than another might well be significant. It is not uncommon for
ratings by patients of their own HRQoL—especially those by chronicaly ill patients—to be
higher than ratings of the same health states by those who have not directly experienced
them.*® Admittedly, the empirical evidenceis mixed. Some studies show little systematic
difference in patients as opposed to non-patients’ perceptions of the HRQoL for agiven
condition, and these could be taken as countering the studies that reveal higher ratings by
patients.* Notably, though, no studies reveal patient ratings that are lower than those
expressed by non-patients. Thus the balance of current evidence still points toward a

difference.®

In any case, the underlying moral issue remains. As noted, CEA claims to be measuring
the value of the real effects of hedlth care, not just effects in some descriptive sense. Short of
the incompetence or incapacity of certain categories of patients, what would justify generally
asking other people to judge the value of a health gain that is occurring primarily—even
overwhelmingly—in the lives of patients? One can provide others with arich description of the
particular health condition they are asked to rate, but even then, why would one generally
regard them as better judges of the value of life in that condition than those who have actualy

lived with it?

Undoubtedly other matters, both practical and theoretical, complicate this thorny

issue®® The question needs to stay open. Our emphasis hereis to claim that distinguishing
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socia value from individual health utility changes the larger context in which the whom-to-
ask debate takes place. At thelevel of “societal value” focused on interpersonal trade-offs,
the prima facie ethical case favors consulting representative people in the group or society
served by the headlth care system in question. One reason is the “insurance principle’: if
people determine the final value of insured services only after they know of their particular
need for these services, they may inflate that value and take unfair advantage of al the others
in the society, who are providing most of the necessary financial resources.® The resultant
strong argument for liciting societal values from a representative sample of the larger
society or insurance pool, however, provides little justification for eliciting HRQoL ratings
from community representatives. At the latter, individual utility level of measurement, the
primafacie ethical case favors asking patients and ex-patients the questions from which

tables of HRQoL ratings are constructed.

The importance for CEA of crafting a morally sound position on whom to ask should
not be underestimated. One of the strongest responses that a society can make to particular
parties who are disadvantaged by a social policy isto note that those parties themselves (or
persons relevantly similar to them) have had amgjor role in the decision-making process that
led to the policy in question. Conversely, defense of a policy decision is more difficult if those
who bear its primary effects have not had notable input. The implications for the use of CEA
are not hard to see. If in the process of discerning the critical valuesinvolved, CEA has
gueried people who can reasonably be construed to represent the patients in a category that
ends up disadvantaged by resulting allocation, a ready response to criticsis available® If such
people have not been queried, moral defense of the results—especially in a political context—

will understandably be more difficult. CEA’smoral and political future will be brighter if it
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can note precisely where in its process influential values have been contributed by
representatives of those affected by final decisions. If that point is not at the elicitation of
individua utility values (HRQoL ), where will it be? At the level of societal values, we have

already decided that informed members of the genera population should be asked.

The appropriate conclusion, we believe, is this: while the societal values that we urge
CEA to explore incorporating would seem to be properly elicited from representatives of the
generd population, primafacie ethical argument favors eliciting HRQoL ratings from current
or former patients wherever possible. Those who wish to elicit even HRQoL ratings from the

genera public need to provide more persuasive ethical arguments for their view.

V. Conclusion.

We have emphasized the importance of social vaues as distinct from individual utilities.
Despite the clear recognition in economic theory that individual utility may be affected by
other people' s well-being, many economists pay little attention to this in practice and even less
attention to the possibility that social welfare may involve values that cannot be explained by
individual utilities, however these are combined.*® We do not by any means believe that
individual utilities are irrelevant, but we do claim that their amost exclusive emphasisin much
applied economic research is not justified in the health sector. Thisrelative disregard of
distributive issues is often rationalized on the grounds that maximizing the value of output
leaves open the possibility of redistributing income in such away that no one will be worse off
and some will remain better off,® and that it is then the responsibility of governments to take
care of this subsequent distribution. As has been recognized by virtualy al heath economists,

however, it is often not possible to redistribute health—or even other goods to compensate for



Towards a Broader View of Vauesin Cost-Effectiveness Analysis of Health Care 24

it. Totakethe clearest case, it isdifficult (to say the least!) to compensate anyone who has
died as aresult of one program having been given priority over another. Largely because of
such difficulties of compensation, interpersonal decisions about health care should certainly
not be aimed solely—and perhaps not even primarily—at maximizing individual utilities. If
societal values are not taken into account at the start, serious ethical questions about fairness

and discrimination go unaddressed.

Some will undoubtedly believe that it would just be best to leave societal values
entirely out of the CEA enterprise, relegating quantitative analysis to the very limited task of
conveying information about individual utilities. Economist Alan Williams, however, has
correctly argued that the great deficiency of that approach isthat it leaves considerations of
equity floating without any conception of how important they should be. Then they either get
used as trump cards, without regard to what amount of individual health utility is sacrificed for
them, or they get ignored because “there is no way of establishing what bearing, if any, those
[equity] principles actually had upon the [decision making] outcomes.... [If the latter isthe
casg] it istempting to conclude that the rhetoric [of equity] is not matched by any rea
commitment to do anything effective.... The quest for greater quantification of equity
considerations seems worth pursuing on those grounds alone, despite the hostility it islikely to

engender from those who mistakenly equate precision with lack of humanity.”**

CEA in health care should broaden its conception of the array of values that might be
accounted for in the “ effectiveness’ side of its ledger, adding societa values to the mix. If
and when empirical research and ethical analysis of selected societal values reveals them to be

clear, quantifiable, of sufficient societal importance, and not irrational or ethically
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discriminatory, the structure of CEA should be adjusted to allow for their inclusion.” To be
sure, any such modification of CEA’s structure to include societal values must be pursued
carefully, to avoid a situation where expanded quantification creates an illusion of specificity
and importance not justified by what we actually know of societal preferences and their
ethical foundations. Nevertheless, it istime for health economics to recognize the relevance
of these values and the ethical issues to which they speak. It isalso time for bioethicists to
assist with the considerable task of discerning them in as precise and usable aform as

possible.
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ought to be used when distributive matters with such high stakes are at issue. Norman
Danidls has argued for openly deliberative, “political” procedures to generate those values
instead of using empirical data directly. See Daniels, “Distributive Justice and the Use of
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