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Abstract

Proposals for health care cost containment emphasize high-value care as a way to
control spending without compromising quality. When used in this context, ‘value’
refers to outcomes in relation to cost. To determine where health spending yields the
most value, it is necessary to compare the benefits provided by different treatments.
While many studies focus narrowly on health gains in assessing value, the notion of
benefit is sometimes broadened to include overall quality of life. This paper explores
the implications of using subjective quality of life measures for value assessment.
This approach is claimed to be more respectful of patients and better capture the
perspectival nature of quality of life. Even if this is correct, though, subjective meas-
urement also raises challenging issues of interpersonal comparability when used to
study health outcomes. Because such measures do not readily distinguish benefits
due to medical interventions from benefits due to personal or other factors, they
are not easily applied to the assessment of treatment value. I argue that when the
outcome of interest in value assessment is broadened to include quality of life, the
cost side of these measures should also be broadened. I show how one philosophical
theory of well-being, Jason Raibley’s “agential flourishing” theory, can be adapted
for use in quality of life research to better fit the needs and aims of value assessment
in health care. Finally, I briefly note some implications of this argument for debates
about fairness in health care allocations.
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Introduction

According to a recent report, health spending is on the rise again as countries
recover from the 2009 economic crisis [56]. If current trends continue, health care
will consume an increasingly large share of economic resources.! This is particu-
larly true in the United States, where health spending is on track to represent nearly
20% of GDP by 2026 [19]. As a result, there is a pressing need to find ways to con-
trol costs and use health resources efficiently.

Discussions of cost containment in health care often emphasize the importance of
measuring and promoting high-value care as a way to control spending without com-
promising quality. When used in this context, ‘value’ refers to outcomes in relation
to cost [13, 60, 62, 92]. To determine where health spending yields the most value,
it is necessary to compare the benefits provided by different treatments. Assessments
of value, then, depend in part on how ‘benefit’ is understood in this research.

While many studies focus narrowly on health gains in assessing value, there
are times when the notion of benefit is broadened to include overall quality of life.
This paper explores the implications of using subjective quality of life measures,’
particularly measures of life satisfaction, for value assessment in health care. This
approach is frequently claimed to be more respectful of patients and to better cap-
ture the purportedly perspectival nature of quality of life. However, subjective meas-
urement also raises challenging issues of interpersonal comparability when used to
study health outcomes. Because these measures do not readily distinguish benefits
due to medical interventions from benefits due to personal or other factors, they are
not easily applied to the assessment of treatment value.

In this paper, I argue that when the outcome of interest in value assessment is
broadened to include quality of life, the cost side of these measures should also
be broadened. If people’s subjective assessments are important to measuring the
impact of conditions and treatments, then a more detailed understanding of the ways
in which these assessments change over the course of illness and medical care is
needed to adequately address the ethical issues raised by decisions about spend-
ing priorities. I show how one philosophical theory of well-being, Jason Raibley’s
“agential flourishing” theory, can be adapted for use in quality of life research to bet-
ter fit the needs and aims of value assessment in health care. Finally, because a clear
assessment of benefits and burdens is also necessary for addressing concerns about

' As of 2017, for instance, OECD nations have spent on average approximately 70% more on health care
than they do on education for each citizen [56].

2 The word ‘subjective’ can be used in different senses when describing quality of life research. In one
sense, quality of life measures are subjective when they rely on self-report rather than direct measures of
some state or condition—for instance, a subjective measure may ask a respondent to answer questions
about some aspect of their current health (such as difficulty breathing) rather than using standard medi-
cal exams. However, ‘subjective’ can also refer to the theoretical underpinnings of the measure. In this
sense, subjective measures are those that assume a subjective account of well-being or quality of life—
one in which quality of life is in some way inherently perspectival. In this paper, I use ‘subjective’ in this
latter sense.
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distributive justice in health care, I also briefly note the implications of this argu-
ment for debates about fairness in health care allocations.

Measuring Benefit and Value in Health Research

Quality of life research can be used for a variety of purposes in patient care, medical
research, and health policy (see, e.g., Brock [11] and Hausman [34]). For instance,
this research can be used in clinical practice to guide treatment decisions and to aid
communication between patients and physicians [39]. Health-related quality of life
can also be used as an endpoint in clinical trials; in the United States, the Food and
Drug Administration allows new treatments to be approved based on quality of life
data even when they show no improvement in survival or health status over existing
drugs [18, 61]. Finally, quality of life measures can also be used to assess the effec-
tiveness of treatments, providers, and health care systems.

When quality of life measures are used to make cost-effectiveness comparisons
between treatments, these research findings can then inform debates about health
spending priorities. Whether a treatment is considered high-value depends in part
on the outcomes selected for measurement. Many studies focus on objective health
gains, such as symptom relief or mortality reduction, as the outcome of interest
in value assessment. However, improvements on objective medical measures do
not necessarily constitute an overall benefit for the patient. Some gains (such as
minor decreases in cholesterol levels) might not make any meaningful difference in
patients’ lives, while others (including extended life) can involve severe side effects
that make the overall benefit of treatment questionable. In these cases, information
about the impact on quality of life is needed to assess treatment value, but different
ways of conceptualizing and measuring quality of life can lead to very different con-
clusions about the impact of a treatment [7, 28].

Within health research, an extensive array of instruments—including the EuroQol
Index (EQ-5D), the Medical Outcomes Study Questionnaire Short Form 36 Health
Survey (SF-36), and the Schedule for the Evaluation of the Individual Quality of
Life (SEIQoL), just to name a few—are used to measure patients’ quality of life.
These measures vary in both their content and theoretical underpinnings. Although
such theoretical assumptions about the nature of quality of life are not always made
explicit, some researchers draw on philosophical accounts in developing or justi-
fying their use of quality of life measures. Because questions about overall benefit
are often considered questions about well-being, and since philosophical theories
of well-being face the same challenges discussed in this paper, it can be useful to
explore some of the connections between philosophical theories and empirical
measures of quality of life.

Theories of Well-Being and Quality of Life

Within philosophy, subjective theories of well-being are described as those in which
a person’s well-being is attitude-dependent: whether something benefits someone in
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a well-being (or prudential) sense depends on whether she has some sort of positive
attitude toward it. Two of the most common types of subjective account are desire
theories and life satisfaction theories. In their most basic form, desire theories (also
known as preference theories) hold that the achievement of some good or state pro-
vides a prudential benefit only if the individual desires it.> For life satisfaction theo-
ries, something counts as improving someone’s well-being only if it increases her
overall satisfaction with her life.*

Objective theories, on the other hand, deny that well-being is purely dependent
upon attitudes. Instead, they hold that some goods and states (such as autonomy and
friendship) are objectively beneficial in themselves. Aristotle’s account of eudaimo-
nia (usually translated as ‘flourishing’ or ‘happiness’) is a paradigmatic objective
account. Aristotle held that people could be—and often are—wrong about their own
good. Eudaimonistic accounts such as Aristotle’s, instead of emphasizing individ-
ual variation in and authority over well-being, typically focus on what it is to live
well as a human being; well-being for humans depends on developing or perfecting
essential human traits, such as rational and social abilities.’

Quality of life research in health care can be divided along similar lines. Some
studies utilize an objective framework in measuring quality of life; for instance, the
capabilities approach of Martha Nussbaum and Amartya Sen is sometimes refer-
enced in the empirical literature when explaining or justifying the choice of meas-
ures used to study health-related quality of life (see, e.g. Entwistle et al. [27] and
Verkerk et al. [91]).° Other studies take a subjective approach. Just as desire and
life satisfaction theories of well-being are prominent in philosophy, health research-
ers frequently look either to people’s preferences or judgments of satisfaction as
evidence of their overall quality of life. For instance, as noted later, assessments of
quality adjusted life years (QALYS) typically employ a preference framework in
making health state valuations [40, 95], while many researchers include measures of
life satisfaction in their investigations of health-related quality of life.”

A variety of arguments have been offered in favor of subjective quality of life
measurement. Given the diversity of viewpoints about what it means to live well,

3 Sidgwick [83], Rawls [67], Brandt [10], and Heathwood [38] have all developed desire accounts of
well-being.

4 See Sumner [87] and Tiberius and Plakias [88] for examples of life satisfaction accounts.

5 Other examples of eudaimonistic theories of well-being can be found in Kraut [43], Haybron [36],
Annas [4], Russell [70], LeBar [45], and Besser-Jones [5].

6 Sen’s account, though influenced by Aristotle, emphasizes the freedom to exercise fundamental human
capacities rather than the actual exercise and achievement of these goods. Accordingly, Sen conceives of
his account more as a framework for thinking about justice and policies for human development rather
than a full theory of well-being [81]. Because he believes this approach needs to remain flexible for
application in different countries, he does not provide a definitive list of fundamental human capabili-
ties [82]. Nussbaum, on the other hand, does develop this account with a list of capabilities, including
bodily integrity, practical reason, affiliation, and control over one’s environment. The quality of different
people’s lives can then be compared by the extent to which they possess and are able to pursue these
capabilities [54].

7 See, for instance, Frisch et al. [29] and Strine et al. [85]. Although I focus primarily on life satisfac-
tion in this paper, much of what I say here also applies to the use of other subjective measures for value
assessment.
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it can be argued that respect for people in a democratic society demands that defer-
ence be given to people’s own perspectives on their lives [37, 47]. Furthermore, the
public is more likely to support policies—and patients more likely to comply with
treatment recommendations—that are based on their own values and viewpoints [31,
37]. Subjective measures, in emphasizing the importance of people’s own values,
are also thought to be more consistent with the aims of patient-centered research
[15, 24, 65]. In addition to these pragmatic and moral justifications for subjective
measurement, an argument can also be made based on a substantive conception of
the nature of quality of life. For instance, it is sometimes maintained that quality of
life is inherently perspectival [50, 86]. If so, then it is necessary to know something
about how a person views her life in order to understand the overall quality of her
life. Although I agree with many of these points, I do not provide an argument in
favor of the subjective approach here. Instead, I assume for the sake of argument that
the use of subjective measures in health research is justified in order to focus on the
issues raised in the application of this research to value assessment.

Challenges in Subjective Measurement

Even if the arguments in favor of the subjective approach are correct, the use of
subjective quality of life measures in health outcomes research faces challenges that
are compounded when they are applied to value assessment. Research on patients’
quality of life yields surprising results, as reported levels routinely defy what would
be expected based on objective medical status [78, 97]. People who develop serious
illness and injury do not always report corresponding declines in quality of life [42,
59]. Over the course of treatment or disease progression, patients can adjust their
values and expectations for life, emphasizing the importance of relationships with
family and friends, for instance, or having a greater appreciation for whatever they
are still able to achieve as functioning declines. Because of this type of adaptation,
subjective quality of life measures are subject to what is known as “response shift”
[1, 96]. Response shift was originally defined by Mirjam Sprangers and Carolyn
Schwartz as “a change in the meaning of one’s self-evaluation of a target construct”
resulting from a change in values or standards or a change in how the respondent
understands the concept being measured [84]. These changes in how people respond
to quality of life measures raise questions about when (and whether) subjective
assessments count as evidence of well-being. They also make it more difficult to
interpret the impact of conditions and treatments on people’s well-being.
Philosophical theories encounter similar worries regarding the relevance of atti-
tudes to actual well-being. For instance, some desires seem too trivial for their satis-
faction to count toward well-being. Rawls’ illustration of a person who desires noth-
ing more than to endlessly count blades of grass is a classic example of a desire
the satisfaction of which would not seem to make someone’s life go well [67]. The
fulfillment of other desires can be deeply harmful, as with the desire of an addict
to continue using drugs or the unwitting desire to consume food that has been
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poisoned.® Similarly, judgments of life satisfaction can also appear an unreliable
guide to well-being. As Amartya Sen [80] notes, many people living in what seem
to be objectively bad circumstances, such as conditions of oppression or extreme
deprivation, still report being satisfied with their lives (see also Graham [30]). Since
people’s assessments of their lives are based in no small part on their expectations,
people with low expectations due to poverty or other disadvantage can nonetheless
be satisfied with their lives.” This is the problem of what Sen [80] calls “adaptive
preferences,”'’ and many cases of apparent mismatch between people’s assessments
of their lives and their actual living conditions are thought to arise from this type of
adaptation.

Within philosophy, worries about such “malformed” attitudes are often addressed
by specifying the conditions under which people’s desires or judgments of life sat-
isfaction count for well-being. As a result, it is not just any positive attitude that
matters to well-being; under most accounts, someone who is satisfied with her life
because of brainwashing or due to a seriously mistaken understanding the facts of
her life would not count as having a high level of well-being. Normally, only desires
or assessments that are sufficiently informed and ‘“‘authentic” count toward well-
being (see, e.g. Sumner [87]).

Quality of life researchers could establish similar parameters for when reports of
life satisfaction should be taken as evidence of actual well-being levels; for instance,
a patient who reports a high level of quality of life because of mistaken beliefs about
her physical condition may not be providing a reliable account [42], while one who
adjusts her values and aims to those that are more achievable in her new condi-
tion may be providing an accurate report of high quality of life despite worsening
health [16, 93]. However, this way of responding to these concerns is of only lim-
ited help when dealing with the issues faced by subjective measurement in health
care. Researchers administering a questionnaire or physicians taking a few minutes
to assess a patient’s quality of life are not in a good position to determine whether
the person’s broader preferences or attitudes toward her life are adequately informed
and authentic. Furthermore, the constraints specified in subjective theories of well-
being do not fully resolve the moral concerns raised by adaptation and response
shift. People whose expectations for their lives have adapted to illness and impaired
functioning may be making no factual mistake, and their values and preferences may
be authentically formed (in whichever way we consider values to be authentic), and
yet it is still possible to think that it would be better for them if their circumstances
improved.

There is a debate within the health-related quality of life literature about whether
change resulting from response shift should be considered “true” change or should

8 For an overview of these issues and a defense of desire theories, see Heathwood [38].

9 See, for instance, Schwarz and Strack [79]; Lucas and Baird [46]; and Ogden and Lo [57] for empirical
research on factors affecting assessments of life satisfaction. See Haybron [35] for a philosophical discus-
sion of why judgments of life satisfaction do not consistently track the circumstances of people’s lives.

10 For a good discussion of adaptive preferences and other objections to subjective measures in well-
being research and policy, see Nussbaum [55].

@ Springer



Health Care Analysis (2020) 28:45-61 51

instead be seen as some type of measurement error or bias [41, 51, 58]. If a subjec-
tive account of quality of life is accepted, then (as long as the patient is meeting the
established conditions for an authoritative report), such changes should be consid-
ered true changes. But this leads to further complications, and the application of
quality of life research to health policy raises issues that purely theoretical accounts
do not always need to address. Things that improve well-being or quality of life are
often described as benefits. In light of the many studies that show patients’ quality
of life improving following declines in physical health and functioning, this appears
to lead to the unpalatable conclusion that if disease leads to higher quality of life
reports (due to changed values or expectations), this means the disease was benefi-
cial. Something seems to have gone wrong in this line of reasoning.

If the arguments for subjectivism are correct, then such improvements over time
may indeed count as benefits for the patient. In cases of response shift, though, it is
not the disease itself that provides the benefit, but instead the adjustments made by
patients in what they value or how they conceptualize their good. Because of this,
simply looking at quality of life reports at different points in time over the course
of treatment does not provide enough information to make even approximate claims
about the impact of health spending on well-being.

Subjective measures of well-being are what Dan Haybron describes as “lossy”
[36]—they obscure information needed to understand the processes involved in
well-being changes [76]. Even if treatment does not successfully enable patients to
continue functioning in the ways they cared about prior to illness, adaptations in
standards and expectations can fill the role that would otherwise be played by treat-
ment in protecting quality of life. Focusing on quality of life using standard subjec-
tive measures thus leaves us under-equipped for addressing significant issues related
to how such outcomes are achieved. Furthermore, the challenges faced in determin-
ing the role treatments play in quality of life changes are compounded when these
measures are used to compare the effectiveness of different treatments. To determine
which treatments offer the best value, it is necessary to compare outcomes in differ-
ent patients, but this involves the further challenge of comparing subjective qual-
ity of life among people using different standards, values, and preferences to make
these assessments.

While these issues of causality and interpersonal comparability are easily handled
by objective accounts of well-being and quality of life, they present significant prob-
lems for those committed to subjective measurement. One possible way to address
these issues is through utilizing measures of quality adjusted life years (QALYs)
to make priority decisions. In this approach, health states are assigned values on a
scale between 0 and 1, where 0 is death and 1 is perfect health. Treatments can then
be compared based on the values of the health states they enable multiplied by the
time patients spend in these states. Although there are different ways of assigning
these values, the most common method used is a preference-based approach wherein
members of the public are asked to rank different health states. For instance, people

" For detailed discussions of the challenges of interpersonal comparability, see, for instance, Elster and
Roemer [25], Hausman [33], Boot [9], Chang [17] and Broome [12].
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can be asked whether they would prefer to live a shorter amount of time in perfect
health or a longer amount of time with some disease.'? Because this approach allows
respondents to draw upon their own goals and standards in expressing these prefer-
ences, it respects citizens’ differing views about the good life, thus arguably satisfy-
ing the moral justifications for using subjective measures in liberal democracies. It
also provides a way to put these otherwise incommensurable judgments about the
subjective impact and value of different health states on more equivalent footing.

However, while there may be good reasons for using QALY in value assessment,
they are not without controversy [23, 32, 52]. Furthermore, although QALY are
widely used in some countries for allocation decisions (most notably in the United
Kingdom), they are far less popular in the United States. When Congress passed the
Patient Protection and Affordable Care Act in 2010, it also established the Patient
Centered Outcomes Research Institute (PCORI) as a center for the study of compar-
ative effectiveness. However, the legislation explicitly prohibits PCORI from using
QALYs to measure cost-effectiveness or make funding recommendations [53]. It is
useful, then, to explore other ways of making value assessments based on subjective
quality of life measures.

Jason Raibley’s account of “well-being as agential flourishing” [66] provides
a philosophical framework that could be helpful in developing an alternative to
QALYs for subjective value assessment. Raibley develops a life satisfaction theory
of well-being in which a person is said to live well to the extent that she resembles a
paradigmatically flourishing agent, which he describes as someone who, “(a) real-
izes their values, and (b) is stably disposed to do so, and both to a high degree” [66].
In this account, well-being is at least partly dispositional—to live well is not sim-
ply to realize one’s current values, but also involves being able to continue to do so
however one’s values (or circumstances) change in the future. According to Raibley,
then, physical and emotional health are non-instrumentally good in themselves (and
not simply good if the individual happens to care about) because they constitute
capabilities that enable people to live well under a variety of conditions. Under this
account, someone suffering from a serious illness who still manages to maintain a
high level of life satisfaction by editing her values and goals down to those currently
achievable would still be directly harmed by the illness, since poor health limits the
person’s ability to achieve other things she might come to care about in the future. In
the next section, I briefly explore how this account could be adapted to enable better
subjective measures of value in health care.

Agential Flourishing and Value Assessment

Traditional value analyses, where health gains are assessed relative to costs, may be
adequate for measuring the effectiveness of treatments on objective medical condi-
tions. Even though health outcomes are also often influenced by personal or social
factors, there is still a reasonable correlation between input and output in such cases.

12 For an overview of QALYs, see, for instance, Weinstein [95] and MacKillop and Sheard [48].
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But when treatments involve serious side-effects that make overall benefit less obvi-
ous, the outcome of interest may need to be broadened to include quality of life
in order to understand treatment impact and effectiveness. If a subjective approach
is used to measure these outcomes, then continuing to look solely at medical costs
when assessing value is likely to create a misleading measure.

When looking at what improves patients’ quality of life, resources besides health
spending play a significant role. To illustrate, imagine trying to determine which
of two treatments offers the best value in terms of overall quality of life benefits
for patients with a debilitating medical condition. Both groups might show equal
improvements after the completion of treatment compared to initial reports. If both
treatments cost roughly the same, do they both provide equal value? We need infor-
mation about more than people’s self-reported quality of life to answer this question.

As previously noted, equivalent quality of life improvements could potentially be
seen in both patient groups through very different routes. If treatment A is success-
ful, enabling most patients to resume their normal (pre-illness) activities without
major alteration, it seems plausible that these quality of life improvements are due
to the treatment itself (barring any countervailing considerations). However, if treat-
ment B is unsuccessful, and yet most patients are able to adapt to their new state,
changing their expectations for what life will be like and what they will be able to
achieve, then their reported quality of life may return to pre-illness levels. If some-
one believes she has the things that matter to her in spite of poor health (even if only
by reframing what matters to her), she could still report being highly satisfied with
her life. However, this report would rest on a very different foundation.

The question, then, is how to describe those values and goals that are dropped
in making these adaptations. Under a strict reading of Raibley’s account, the loss
of capabilities resulting from disease would also count as a direct prudential harm,
since health, according to Raibley, is a non-instrumentally valuable component of
well-being. However, by distinguishing someone’s well-being at any given point in
time from her potential for future well-being, it is also possible to distinguish goods
contributing to someone’s current well-being from goods that enhance one’s dispo-
sition to live well, even if these goods are not currently important to the individual.'?
Rather than basing a list of these “dispositional goods” on a particular objective
theory of well-being, this list could be constructed using empirical research into the
main contributors to long-term, sustainable life satisfaction.'* Then, instead of say-
ing that someone who has adapted to ongoing illness must necessarily be living a
prudentially worse life than before, we can say that her long-term well-being is more
vulnerable than it otherwise would be—the adaptations she has made in response to
illness leave her potentially less able to adapt similarly to future well-being threats.

13 In this way, Raibley’s account is consistent with Daniels’ [21] argument regarding the role of health in
protecting opportunities (see also Hausman [34]).

14 Such a list could also be informed by Sen [82] and Nussbaum’s [54] capabilities accounts. Instead of
being justified by an objective theory of well-being, though, the items on this list would be justified by
their contributions to dispositional well-being.
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This framework enables more nuance in how we describe adaptation. Consider
someone who is no longer able to work or engage in athletic pursuits due to ongoing
illness. Even if these things were centrally important to her before becoming ill, she
may no longer feel their loss if her values change following her decline in health.
She could therefore be authentically satisfied with her new life. Under an objective
account, the loss of capabilities that instigates these changes in perspective can sim-
ply be seen as direct prudential harms, and she would thereby have a lower level of
well-being. But, as previously noted, this conclusion is unpalatable to many of those
committed to patient-centered medicine and liberal neutrality about the good life.
Furthermore, the claim that a loss of capabilities necessarily makes one’s life go
worse in a prudential sense contradicts the lived experience of many people living
with chronic illness and disability [14].

Under standard subjective accounts, on the other hand, the impact of illness can
seem to be downplayed too much; unless a person’s quality of life is measured at a
certain point in time—before she has fully adapted—this loss may not show up as
having any meaningful effect on her life. If we instead distinguish prudential goods
and opportunities that are important for enabling future well-being from those that
are currently valued, it is possible to better capture the impact of illness. Having
to eschew things once valued and pursued is still a loss, even if it is necessary for
adapting to new circumstances. But these losses are not readily noted when using
standard subjective measures of quality of life.

The loss of dispositional goods from illness or disability may be better described
as costs rather than as harms. The costs of pursuing well-being (whether in effort,
time, or opportunities left behind) are not necessarily harms; tradeoffs are inevitable
in decisions about how we spend our time and which goals we prioritize. But they
nonetheless represent resources that are no longer available for future use. If some-
one has had to reprioritize her goals, abandoning those that are no longer possible,
then this editing of her life is a type of personal cost, even if she ends up being as
happy as she had previously been (or even happier) because of it. Recognizing these
costs is important to any deliberations about whether such costs are worth the ben-
efit, whether they are preventable, or whether they are fairly distributed.

Within the medical literature, there is a growing awareness of the importance of
recognizing patients’ treatment burden when planning care. Treatment burden refers
to the effort patients must put forward to deal with chronic illness; this can include
adopting particular diets, adjusting activity levels, and finding ways to remember to
take medications on a consistent schedule (possibly multiple times per day) [8, 22,
49, 71-74, 90]. Just as much of the work in maintaining health takes place outside of
the clinical setting, so too does much of the work put into pursuing well-being. This
work may require numerous resources—whether cognitive, emotional, or physical—
that are not counted in financial analyses. Furthermore, it is likely that the relatively
high (compared to expectations) levels of well-being that can be found among the ill
is supported in part by accommodations made by loved ones [64, 75, 98, 99]. It is
important to take the spending of all of these resources into account when assessing
the impact of treatments on quality of life.

Due to the diverse array of factors influencing people’s perspectives on their
lives, then, it may not be reasonable to expect financial spending to correlate well
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enough with this outcome to allow meaningful value assessment.'> While it may be
justifiable to exclude these other factors when looking at the relationship between
spending and health gains in the narrow sense, it is harder to justify their exclusion
when using subjective quality of life measures to assess value. Neglecting to account
for the contribution of these other resources to quality of life when assessing treat-
ment value allows these personal resources to subsidize health spending and warp
measures of treatment effectiveness. In order to develop a more meaningful assess-
ment of value when using these broader quality of life outcomes, care must be taken
to account for response shift and separate the spending of these other resources
from health spending when measuring effectiveness. Raibley’s agential flourishing
account could be used to capture the costs of discarded goals and lost capabilities
even when these losses no longer affect people’s subjective appraisals of their lives.

Value Assessment and Justice in Health Policy

Finally, although I have focused on value assessment in this paper, this is not the
only area in which it is important to account for different sources of well-being
improvement. This accounting is also important for many debates about distributive
justice in health policy. Questions of fairness in resource allocation are of course
distinct from questions about the effectiveness of treatments, but clear information
about burdens and benefits is needed to adequately address both concerns [20, 69].
As a result, though I do not have room to present a full argument regarding justice in
health spending here, it is worth briefly noting these issues.'°

To illustrate the relevance of these considerations to debates about health justice,
I will return again to the example discussed earlier. Imagine that, in addition to the
two patient groups receiving treatments A and B, there is a third group of people
who have the same medical condition but receive no treatment because they are una-
ble to afford medical care. As with the group that received the unsuccessful treat-
ment, this group adapts to ongoing illness by changing their goals and standards, so
that they also show equivalent quality of life improvements over time. Although all
three groups may report identical levels of well-being at some point following the
onset of illness, their situations should be addressed differently. As already argued,
the first group’s improved quality of life can be counted as a treatment success while
the second group’s cannot. But it is also important to distinguish the group whose
treatment happened to be unsuccessful from the group that was not able to receive
treatment at all, particularly when quality of life studies inform decisions about
spending priorities.

Even if both groups use the same strategies to buffer their well-being against the
effects of poor health, their situations may raise different concerns about justice. If it

15 Discussions of open and closed systems in economics may be relevant to these debates about quality
of life assessment. Open systems are those that have a variety of external interactions, and this addi-
tional complexity makes modeling and assessing such systems more difficult. See, for instance, Bigo [6].
Thanks to an anonymous reviewer for making this point.

16 See Emanuel [26], Pratt and Hyder [63], and Walker [94] for detailed discussion of these issues.
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would be a mistake to count the improved well-being in the group that received the
unsuccessful treatment as a marker of treatment value, it would be at least as much
of a mistake to count the improved well-being in the untreated group as a marker
of the fairness of a health system or as a reason not to prioritize the prevention and
treatment of their condition. The effort this group puts into restoring their quality of
life while living with untreated illness may be the result of unfairness in a way the
second group’s is not. Similarly, it is plausible that the untreated group was harmed
by policy decisions in a way that the other group was not; if so, though, this harm
is not easily captured through standard subjective measures unless care is taken to
explicitly account for factors such as response shift.

Thus, even if a group of people manages to achieve a reasonably high quality of
life while coping with serious illness, this does not mean that treating or prevent-
ing that illness should receive lower priority than less serious illnesses that do not
trigger the same adaptation processes. Though two patient populations might have
similar improvements in self-reported quality of life over time, the burdens and ben-
efits supporting such improvements may not be fairly distributed. If the arguments in
favor of subjectivism are correct, then perhaps we should accept that people in very
different health states, and with very different responses to treatment, can nonethe-
less be equal in terms of current well-being and quality of life. But even so, accept-
ing people’s assessments of their lives as authoritative does not entail that we can
make no further distinctions between them for policy purposes. If some are having
to lower their expectations or change their standards in order to maintain or improve
quality of life, this should not be factored into value assessment in the same way as
quality of life changes following improved health.

The costs of adapting to disease and disability are personal costs paid by indi-
viduals, rather than costs associated with health care itself. To adequately inform
debates about fairness in resource allocation, it is important to obtain more detailed
information about how people’s assessments of their lives change over time, as well
as some understanding of the dispositional goods that enable people to sustain future
well-being—however they may end up conceiving of it.

Conclusion

Traditional analyses of value in health care assess the impact of treatments on medi-
cal outcomes relative to cost. This conception of value may be adequate when con-
cerned solely with measuring the effectiveness of care on medical conditions. How-
ever, when treatments involve serious tradeoffs, looking solely at objective medical
outcomes does not provide enough information to determine the impact of care on
patients’ lives. To know whether treatment provides an overall benefit in these cases,
the outcome of interest should be broadened to include overall well-being or quality
of life.

Quality of life is often studied using subjective measures, and this approach is
claimed to better capture the perspectival nature of the construct and to be more jus-
tifiable to patients. However, the use of standard subjective measures also makes it
more difficult to discern the overall impact of treatment. If the notion of benefit used
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in value assessments is broadened to include quality of life, then the cost side of
these analyses should be similarly broadened to include resources beyond the finan-
cial used to achieve improvements.

When assessing value, then, it is important to carefully separate benefits and
harms due to disease and treatment effects from benefits and harms resulting from
adaptation, and to distinguish these from changes in overall quality of life. To make
these distinctions, researchers should look at more than people’s self-reported health
and quality of life.!” Research should also explore how people’s values, goals, stand-
ards, and conceptions of what it means to live well change over time.

Of course, studying changes in how people assess their lives will be more diffi-
cult than administering standard subjective measures, but existing work on response
shift in health-related quality of life research provides examples of how this can be
done. For instance, instruments such as the Patient Generated Index (PGI) and the
Schedule for the Evaluation of Individual Quality of Life (SEIQOL), which allow
respondents to assess their lives according to their own goals and priorities rather
than measuring the domains selected by researchers or scale developers, can be used
to study changes in values over time [2]. In addition, conducting concurrent “think-
alouds”—asking respondents to explain their answers as they fill out quality of life
surveys—provides a more detailed picture of how people’s standards and conceptu-
alizations change over time [57, 96, 97]. These techniques can be adapted to provide
more insight into the likely sources of any changes in reported quality of life.

Quality of life researchers who study response shift argue that failing to explicitly
look for this phenomenon leads to both over- and underestimating treatment effec-
tiveness. This has worrying implications for clinical trials as well as for applica-
tions in policy and patient care, since different drugs might trigger different types
of response shift [3, 44, 68, 77, 89]. These arguments also apply to the assessment
of treatment value when ‘benefit’ is understood as overall well-being or quality of
life. If quality of life is conceptualized and measured subjectively, explicitly looking
for response shift and any other factors likely to affect patient self-reports enables
research to better capture the complex pathways of benefit and harm. This could
then help put subjective quality-of-life-based assessments of cost effectiveness on a
path toward more meaningful and appropriate measures of value.

Acknowledgments The opinions expressed in this publication are those of the author and do not neces-
sarily reflect the views of the John Templeton Foundation. I would like to thank the members of the
Department of Philosophy and Religion Work in Progress group at Mississippi State University for their
helpful feedback on earlier versions of this work. I am also grateful to comments received from attendees
of the Midpoint and Capstone meetings for the “Happiness and Well-Being: Integrating Research Across
the Disciplines” project, held in St. Louis in June 2017 and May 2018.

Funding This project was made possible by a grant from the John Templeton Foundation, with additional
support from Saint Louis University (Grant No. 38900).

17 Although I have suggested adapting Raibley’s account of agential flourishing—and thus measuring
the dispositional well-being goods people possess—this is just one example of how a subjective account
of well-being could be adapted to fit the needs of value assessment in health care.

@ Springer



58

Health Care Analysis (2020) 28:45-61

References

10.
11.

12.
13.

15.

16.

17.

18.

19.

20.

21.

22.

23.

24.

25.

Ahmed, S., Mayo, N. E., Wood-Dauphinee, S., Hanley, J. A., & Cohen, S. R. (2004). Response shift
influenced estimates of change in health-related quality of life poststroke. Journal of Clinical Epide-
miology, 57(6), 561-570.

Ahmed, S., Mayo, N. E., Wood-Dauphinee, S., Hanley, J. A., & Cohen, S. R. (2005). Using the
patient generated index to evaluate response shift post-stroke. Quality of Life Research, 14(10),
2247-2257.

Ahmed, S., Mayo, N. E., Corbiere, M., Wood-Dauphinee, S., Hanley, J., & Cohen, R. (2005).
Change in quality of life of people with stroke over time: True change or response shift? Quality of
Life Research, 14(3), 611-627.

Annas, J. (2011). Intelligent virtue. Oxford: Oxford University Press.

Besser-Jones, L. (2014). Eudaimonic ethics: The philosophy and psychology of living well. New
York: Routledge.

Bigo, V. (2006). Open and closed systems and the Cambridge school. Review of Social Economy,
64(4), 493-514.

Bockerman, P., Johansson, E., & Saarni, S. I. (2011). Do established health-related quality-of-life
measures adequately capture the impact of chronic conditions on subjective well-being? Health Pol-
icy, 100, 91-95.

Boehmer, K. R., Shippee, N. D., Beebe, T. J., & Montori, V. M. (2016). Pursuing minimally disrup-
tive medicine: Disruption from illness and health care-related demands is correlated with patient
capacity. Journal of Clinical Epidemiology, 74, 227-236.

Boot, M. (2017). Problems of incommensurability. Social Theory & Practice, 43, 313-342.

Brandt, R. B. (1979). A theory of the good and the right. Oxford: Clarendon Press.

Brock, D. (1993). Quality of life measures in health care and medical ethics. In M. C. Nussbaum &
A. Sen (Eds.), The quality of life (pp. 95-132). Oxford: Oxford University Press.

Broome, J. (1995). Weighing goods: Equality, uncertainty, and time. Oxford: Basil Blackwell.
Burwell, S. M. (2015). Setting value-based payment goals—HHS efforts to improve U.S. health
care. New England Journal of Medicine, 372, 897-899.

Carel, H. (2014). 111, but well: A phenomenology of well-being in chronic illness. In J. E. Bicken-
bach, F. Felder, & B. Schmitz (Eds.), Disability and the good human life (pp. 243-270). Cambridge:
Cambridge University Press.

Carr, A. J., & Higginson, L. J. (2001). Measuring quality of life: Are quality of life measures patient
centred? BMJ: British Medical Journal, 322(7298), 1357.

Carver, C. S., & Scheier, M. F. (2000). Scaling back goals and recalibration of the affect system are
processes in normal adaptive self-regulation: Understanding ‘response shift’ phenomena. Social Sci-
ence and Medicine, 50(12), 1715-1722.

Chang, R. (Ed.). (1997). Incommensurability, incomparability, and practical reason. Cambridge,
MA: Harvard University Press.

Cooley, M. E. (1998). Quality of life in persons with non-small cell lung cancer: A concept analysis.
Cancer Nursing, 21(3), 151-161.

Cuckler, G. A., Sisko, A. M., Keehan, S. P., Smith, S. D., Madison, A. J., Wolfe, C. J., et al. (2018).
National health expenditure projections, 2017-26: Despite uncertainty, fundamentals primarily
drive spending growth. Health Affairs, 37, 482-492.

Daniels, N. (2008). Just health: Meeting health needs fairly. Cambridge: Cambridge University
Press.

Daniels, N. (2012). Justice, health, and health care. New York: Oxford University Press.

Demain, S., Gongalves, A. C., Areia, C., Oliveira, R., Marcos, A. J., Marques, A., et al. (2015). Liv-
ing with, managing and minimising treatment burden in long term conditions: A systematic review
of qualitative research. PLoS ONE, 10(5), e0125457.

Dolan, P, Lee, H., King, D., & Metcalfe, R. (2009). How does NICE value health? BMJ, 339(7717),
371-373.

Dunderdale, K., Thompson, D. R., Miles, J. N., Beer, S. F., & Furze, G. (2005). Quality-of-life
measurement in chronic heart failure: Do we take account of the patient perspective? European
Journal of Heart Failure, 7(4), 572-582.

Elster, J., & Roemer, J. E. (Eds.). (1993). Interpersonal comparisons of well-being. Cambridge:
Cambridge University Press.

@ Springer



Health Care Analysis (2020) 28:45-61 59

26.

27.

28.

29.

30.

31.

32.
33.

34.

35.

36.

37.

38.

39.

40.

41.

42.

43.

44.

45.

46.

47.

48.

49.

50.

SI.

52.

Emanuel, E. J. (2000). Justice and managed care: Four principles for the just allocation of health
care resources. Hastings Center Report, 30(3), 8-16.

Entwistle, V. A., Cribb, A., & Owens, J. (2018). Why health and social care support for people with
long-term conditions should be oriented towards enabling them to live well. Health Care Analysis,
26(1), 48-65.

Ferrans, C. E. (2007). Differences in what quality-of-life instruments measure. Journal of the
National Cancer Institute Monographs, 37, 22-26.

Frisch, M. B., Cornell, J., Villanueva, M., & Retzlaff, P. J. (1992). Clinical validation of the Quality
of Life Inventory. A measure of life satisfaction for use in treatment planning and outcome assess-
ment. Psychological Assessment, 4(1), 92.

Graham, C. (2010). Adaptation amidst prosperity and adversity: Insights from happiness studies
from around the world. The World Bank Research Observer, 26(1), 105-137.

Hall, A. (2016). Making good choices: Toward a theory of well-being in medicine. Theoretical
Medicine and Bioethics, 37(5), 383-400.

Harris, J. (1987). QALYfying the value of life. Journal of Medical Ethics, 13(3), 117-123.
Hausman, D. M. (1995). The impossibility of interpersonal utility comparisons. Mind, 104(415),
473-490.

Hausman, D. M. (2015). Valuing health: Well-being, freedom, and suffering: Population-Level Bio-
ethics Series. Oxford: Oxford University Press.

Haybron, D. M. (2007). Life satisfaction, ethical reflection, and the science of happiness. Journal of
Happiness Studies, 8(1), 99-138.

Haybron, D. M. (2008). The pursuit of unhappiness: The elusive psychology of well-being. Oxford:
Oxford University Press.

Haybron, D. M., & Tiberius, V. (2015). Well-being policy: What standard of well-being? Journal of
the American Philosophical Association, 1(4), 712-733.

Heathwood, C. (2005). The problem of defective desires. Australasian Journal of Philosophy, 83(4),
487-504.

Higginson, I. J., & Carr, A. J. (2001). Measuring quality of life: Using quality of life measures in the
clinical setting. BMJ: British Medical Journal, 322(7297), 1297.

Huang, L., Frijters, P., Dalziel, K., & Clarke, P. (2018). Life satisfaction, QALYs, and the monetary
value of health. Social Science and Medicine, 211, 131-136.

Jansen, S. J. T., Stiggelbout, A. M., Nooij, M. A., Noordijk, E. M., & Kievit, J. (2000). Response
shift in quality of life measurement in early-stage breast cancer patients undergoing radiotherapy.
Quality of Life Research, 9(6), 603—615.

Kenealy, T., Kyle, C., & Simmons, D. (2008). Personal impact of type 2 diabetes decreased over
5 years: Implications for motivating patients. Primary Care Diabetes, 2(1), 17-23.

Kraut, R. (2007). What is good and why: The ethics of well-being. Cambridge, MA: Harvard Uni-
versity Press.

Lau, D., Agborsangaya, C., Al Sayah, F., Wu, X., Ohinmaa, A., & Johnson, J. A. (2012). Population-
level response shift: Novel implications for research. Quality of Life Research, 21(9), 1495-1498.
LeBar, M. (2013). The value of living well. Oxford: Oxford University Press.

Lucas, R. E., & Baird, B. M. (2006). Global self-assessment. In M. Eid & E. Diener (Eds.), Hand-
book of multimethod measurement in psychology. Washington, DC: American Psychological
Association.

MacKay, D. (2017). Calculating qalys: Liberalism and the value of health states. Economics & Phi-
losophy, 33(2), 259-285.

MacKillop, E., & Sheard, S. (2018). Quantifying life: Understanding the history of Quality-Adjusted
Life-Years (QALYSs). Social Science and Medicine, 211, 359-366.

May, C. R., Eton, D. T., Boehmer, K., Gallacher, K., Hunt, K., MacDonald, S., et al. (2014).
Rethinking the patient: Using Burden of Treatment Theory to understand the changing dynamics of
illness. BMC Health Services Research, 14(1), 281.

McClimans, L. M., & Browne, J. (2011). Choosing a patient-reported outcome measure. Theoretical
Medicine and Bioethics, 32(1), 47-60.

McClimans, L., Bickenbach, J., Westerman, M., Carlson, L., Wasserman, D., & Schwartz, C.
(2013). Philosophical perspectives on response shift. Quality of Life Research, 22(7), 1871-1878.
Menzel, P., Gold, M. R., Nord, E., Pinto-Prades, J. L., Richardson, J., & Ubel, P. (1999). Toward a
broader view of values in cost-effectiveness analysis of health. Hastings Center Report, 29(3), 7-15.

@ Springer



60

Health Care Analysis (2020) 28:45-61

53.

54.

55.

56.

57.

58.

59.

60.

61.

62.

63.

64.

65.
66.
67.
68.
69.

70.

71.

72.

73.

74.

75.

76.

71.

Neumann, P. J., & Weinstein, M. C. (2010). Legislating against use of cost-effectiveness informa-
tion. New England Journal of Medicine, 363(16), 1495-1497.

Nussbaum, M. C. (2000). Women and human development: The capabilities approach. Cambridge:
Cambridge University Press.

Nussbaum, M. C. (2012). Who is the happy warrior? Philosophy, happiness research, and public
policy. International Review of Economics, 59(4), 335-361.

OECD (Organisation for Economic Co-operation and Development). (2018). Focus on spending on
health: Latest trends. http://www.oecd.org/els/health-systems/health-data.htm. Accessed January 30,
2019.

Ogden, J., & Lo, J. (2012). How meaningful are data from Likert scales? An evaluation of how
ratings are made and the role of the response shift in the socially disadvantaged. Journal of Health
Psychology, 17(3), 350-361.

Oort, F. J. (2005). Using structural equation modeling to detect response shifts and true change.
Quality of Life Research, 14(3), 587-598.

Oort, F. J., Visser, M. R., & Sprangers, M. A. (2005). An application of structural equation mod-
eling to detect response shifts and true change in quality of life data from cancer patients undergoing
invasive surgery. Quality of Life Research, 14(3), 599-609.

Owens, D. K., Qaseem, A., Chou, R., & Shekelle, P. (2011). High-value, cost-conscious health care:
Concepts for clinicians to evaluate the benefits, harms, and costs of medical interventions. Annals of
Internal Medicine, 154(3), 174-180.

Passik, S. D., & Kirsh, K. L. (2000). The importance of quality-of-life endpoints in clinical trials to
the practicing oncologist. Hematology/oncology Clinics of North America, 14(4), 877-886.

Porter, M. E. (2010). What is value in health care? New England Journal of Medicine, 363,
2477-2481.

Pratt, B., & Hyder, A. A. (2017). Fair resource allocation to Health Research: Priority topics for
bioethics scholarship. Bioethics, 31(6), 454—466.

Primomo, J., Yates, B. C., & Woods, N. F. (1990). Social support for women during chronic illness:
The relationship among sources and types to adjustment. Research in Nursing & Health, 13(3),
153-161.

Quality of Health Care Committee. (2001). Crossing the quality chasm: A new health system for the
21st century. Washington, DC: Institute of Medicine.

Raibley, J. (2013). Health and well-being. Philosophical Studies, 165(2), 469-489.

Rawls, J. (1971). A theory of justice. Cambridge, MA: Belknap Press of Harvard University Press.
Robertson, C., Langston, A. L., Stapley, S., McColl, E., Campbell, M. K., Fraser, W. D, et al.
(2009). Meaning behind measurement: Self-comparisons affect responses to health-related quality
of life questionnaires. Quality of Life Research, 18(2), 221-230.

Ruger, J. P. (2005). Health, capability, and justice: Toward a new paradigm of health ethics, policy
and law. Cornell Journal of Law and Public Policy, 15, 403.

Russell, D. C. (2012). Happiness for humans. Oxford: Oxford University Press.

Russell, L. B., Suh, D. C., & Safford, M. A. (2005). Time requirements for diabetes self-manage-
ment: too much for many. Journal of Family Practice, 54, 52-56.

Sav, A., Kendall, E., McMillan, S. S., Kelly, F., Whitty, J. A., King, M. A,, et al. (2013). ‘You say
treatment, I say hard work’: Treatment burden among people with chronic illness and their carers in
Australia. Health and Social Care in the Community, 21(6), 665-674.

Sav, A., King, M. A., Whitty, J. A., Kendall, E., McMillan, S. S., Kelly, F., et al. (2015). Burden of
treatment for chronic illness: A concept analysis and review of the literature. Health Expectations,
18(3), 312-324.

Sav, A., Whitty, J. A., McMillan, S. S., Kendall, E., Kelly, F., King, M. A., et al. (2016). Treatment
burden and chronic illness: Who is at most risk? The Patient-Patient-Centered Outcomes Research,
9(6), 559-569.

Schreurs, K. M., & de Ridder, D. T. (1997). Integration of coping and social support perspectives:
Implications for the study of adaptation to chronic diseases. Clinical Psychology Review, 17(1),
89-112.

Schwartz, C. E., & Rapkin, B. D. (2004). Reconsidering the psychometrics of quality of life assess-
ment in light of response shift and appraisal. Health and Quality of Life Outcomes, 2(1), 16-27.
Schwartz, C. E., Andresen, E. M., Nosek, M. A., Krahn, G. L., & RRTC Expert Panel on Health
Status Measurement. (2007). Response shift theory: Important implications for measuring quality of
life in people with disability. Archives of Physical Medicine and Rehabilitation, 88(4), 529-536.

@ Springer


http://www.oecd.org/els/health-systems/health-data.htm

Health Care Analysis (2020) 28:45-61 61

78.

79.

80.
81.
82.
83.

85.

86.

87.
88.

89.

90.

91.

92.

93.

94.

95.

96.

97.

98.

99.

Schwartz, C. E., Powell, V. E., & Rapkin, B. D. (2017). When global rating of change contradicts
observed change: Examining appraisal processes underlying paradoxical responses over time. Qual-
ity of Life Research, 26(4), 847-857.

Schwarz, N., & Strack, F. (1999). Reports of subjective well-being: Judgmental processes and their
methodological implications. In D. Kahneman, E. Diener, & N. Schwarz (Eds.), Well-Being: The
Sfoundations of hedonic psychology (pp. 61-84). New York: Russell Sage Foundation.

Sen, A. (1987). On ethics and economics. Oxford: Basil Blackwell.

Sen, A. (1992). Inequality reexamined. New York: Russell Sage Foundation.

Sen, A. (2005). Human rights and capabilities. Journal of Human Development, 6(2), 151-166.
Sidgwick, H. (1966). The methods of ethics. New York: Dover Publications.

Sprangers, M. A., & Schwartz, C. E. (1999). Integrating response shift into health-related quality of
life research: A theoretical model. Social Science and Medicine, 48(11), 1507-1515.

Strine, T. W., Chapman, D. P., Balluz, L. S., Moriarty, D. G., & Mokdad, A. H. (2008). The associa-
tions between life satisfaction and health-related quality of life, chronic illness, and health behaviors
among US community-dwelling adults. Journal of Community Health, 33(1), 40-50.

Sullivan, M. (2003). The new subjective medicine: Taking the patient’s point of view on health care
and health. Social Science and Medicine, 56(7), 1595-1604.

Sumner, L. W. (1996). Welfare, happiness, and ethics. Oxford: Oxford University Press.

Tiberius, V., & Plakias, A. (2010). Well-being. In J. M. Doris (Ed.), The moral psychology hand-
book (pp. 402-432). Oxford: Oxford University Press.

Ubel, P. A., Loewenstein, G., & Jepson, C. (2003). Whose quality of life? A commentary exploring
discrepancies between health state evaluations of patients and the general public. Quality of Life
Research, 12(6), 599-607.

Unruh, K. T., & Pratt, W. (2008). The invisible work of being a patient and implications for health
care: “[the doctor is] my business partner in the most important business in my life, staying alive”.
Ethnographic Praxis in Industry Conference Proceedings, 1, 40-50.

Verkerk, M. A., Busschbach, J. J. V., & Karssing, E. D. (2001). Health-related quality of life
research and the capability approach of Amartya Sen. Quality of Life Research, 10(1), 49-55.
Volpp, K. G., Loewenstein, G., & Asch, D. A. (2012). Assessing value in health care programs.
JAMA, 307(20), 2153-2154.

von Blanckenburg, P., Seifart, U., Conrad, N., Exner, C., Rief, W., & Nestoriuc, Y. (2014). Qual-
ity of life in cancer rehabilitation: The role of life goal adjustment. Psycho-Oncology, 23(10),
1149-1156.

Walker, T. (2016). Ageing, justice and resource allocation. Journal of Medical Ethics, 42(6),
348-352.

Weinstein, M. C., Torrance, G., & McGuire, A. (2009). QALYs: the basics. Value in Health, 12,
S5-S9.

Westerman, M. J., The, A. M., Sprangers, M. A., Groen, H. J., van der Wal, G., & Hak, T. (2007).
Small-cell lung cancer patients are just ‘a little bit’ tired: Response shift and self-presentation in the
measurement of fatigue. Quality of Life Research, 16(5), 853-861.

Westerman, M. J., Hak, T., Sprangers, M. A., Groen, H. J., & van der Wal, G. (2008). Listen to their
answers! Response behaviour in the measurement of physical and role functioning. Quality of Life
Research, 17(4), 549-558.

White, N. E., Richter, J. M., & Fry, C. (1992). Coping, social support, and adaptation to chronic ill-
ness. Western Journal of Nursing Research, 14(2), 211-224.

Wilski, M., & Tomczak, M. (2016). Comparison of personal resources in patients who differently
estimate the impact of multiple sclerosis. Annals of Behavioral Medicine, 51(2), 179-188.

Publisher’s Note Springer Nature remains neutral with regard to jurisdictional claims in published
maps and institutional affiliations.

@ Springer



	Quality of Life and Value Assessment in Health Care
	Abstract
	Introduction
	Measuring Benefit and Value in Health Research
	Theories of Well-Being and Quality of Life
	Challenges in Subjective Measurement

	Agential Flourishing and Value Assessment
	Value Assessment and Justice in Health Policy

	Conclusion
	Acknowledgments 
	References




