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8. Health Measures: Philosophical Challenges

8.1 The Black Box of Measurement

After examining three concepts of health and several theories and constructs of well-being, this chapter now
turns to the critical issue of health measurement. As introduced in chapter 2, measures of health play a fundamental
role in understanding the impact of care and treatment on patients' lives, evaluating cost-effectiveness for
healthcare institutions, and investigating how health is distributed across populations to uncover inequalities and
injustices. Despite the difficulties, health data is invaluable, and while it has historically been hard to gather, our
increasingly digital future may simplify this task. However, the instruments for collecting health data presents
philosophical challenges.

Before exploring some of the complexities of health measurement, it is worth pausing to quote once again an
observation by philosopher of medicine Leah McClimans: measurement is a "black box" of science (McClimans,
2017). For those outside the specialized fields—essentially all of us except in our own narrow areas of expertise—
the process of measurement often remains opaque. We see the inputs and outputs but lack insight into the
mechanisms at work. Even scientifically literate and skeptical individuals, well-informed about research methods,
often stop short of questioning the measurements themselves. Take, for example, a cautious consumer of nutrition
science who reads about the purported health benefits of green tea in a Japanese study. They might scrutinize the
study's design, sample size, and potential conflicts of interest. Was the research funded by a major agribusiness
company with stakes in green tea production? Yet it rarely occurs to ask, "What exactly was measured as a ‘health
benefit’?" Measurement—the constructs and variables chosen—often becomes visible only when results are
morally, politically, or personally contentious.

A vivid example of this phenomenon emerged during the COVID-19 pandemic. Each day, mortality statistics
enumerated the pandemic’s victims, while epidemiological models projected how different strategies of mitigation
and containment might alter these numbers. The gravity of the situation, as is widely recognized, catalyzed intense
political polarization, dividing both public opinion and the scientific community. For some, the results—the
vaunted "data"—were untenable and met with outright rejection. For others, they became a fortress to defend at
all costs.

Amid this contentious landscape, an essential question surfaced: how exactly were COVID-19 deaths being
counted, or, more critically, measured? Attention shifted from debates about data volume, conflicts of interest, or
methodological rigor to the deeper issue of the measures themselves. It was, at last, time to crack open the black
box of mortality statistics. In this context, a modest contribution from our own work in the philosophy of medicine
sought to bring clarity to the issue. We highlighted how the WHO’s guidelines for attributing causes of death
embed profound public health ethical assumptions—assumptions that, though often invisible, decisively shape
the outcomes of measurement and their implications (Amoretti & Lalumera, 2021a).

Scientific measures matter beyond public health crises. Consider climate change, another deeply polarizing
issue. Skeptics have occasionally challenged how carbon dioxide levels are measured, motivated in part by the
economic and political implications of acknowledging climate change (Florides & Christodoulides, 2009).
Similarly, in psychology, critics of IQ tests have long argued that these tools capture only a narrow aspect of
human intelligence or do so poorly, reflecting a Western-centric bias. The historical misuse of 1Q tests to support
racist ideologies underscores the ethical stakes involved in measurement (Lynn & Vanhanen, 2006).

These cases—COVID-19 mortality, climate change metrics, and 1Q tests—differ in history and their
relationship to scientific consensus, yet they share a common thread: controversial or undesirable results often
lead to scrutiny of the constructs, variables, and indicators used by the sciences. The "black box" is forced open,
revealing the assumptions and choices that shape how we measure and understand the world. By unpacking the
black box of measurement, we can better grasp not only the technical aspects but also the ethical and
epistemological questions that underlie our health metrics. In the context of health and well-being, this inquiry is
essential. It reminds us that the tools we use to measure are not neutral—they carry the weight of values, priorities,
and assumptions, all of which demand careful philosophical attention.

8.2 Validity, or “Love means never having to say you’re sorry”

Philosophical inquiry into constructs and variables in health-related research unveils profound and persistent
questions. Central among them is whether certain phenomena—Iike patient quality of life—can, or even should,



be subjected to quantitative measurement. For some critics, the attempt to quantify something as intricate and
deeply personal as quality of life is misguided. These critics argue that understanding "how people are doing"
following a medical intervention or amidst a chronic condition requires qualitative methods: listening to their
individual narratives, conducting interviews, and identifying recurring themes within specific groups or
communities. From this perspective, standardized questionnaires and statistical summaries fail to capture the
richness of lived experience (Carel & Kidd, 2014). Qualitative research thus emerges as a key means of integrating
patient perspectives into medicine.

Yet the quantitative impulse persists, and for good reasons. If we accept the necessity of measuring quality of
life in numerical terms, the next question is: what construct should we adopt? Imagine studying well-being among
elderly residents in a care home. Should we focus on subjective well-being—satisfaction and emotional states—
or adopt a eudaimonic perspective, incorporating objective components like achievement of aspirations and
personal growth? The choice is not neutral but depends on the specific research question and the population under
study. For instance, residents with advanced Alzheimer’s may not be able to articulate complex reflections about
their lives, whereas those with minor mobility challenges might provide detailed, insightful responses.

Beyond this, a third layer of inquiry arises: the technical question of validity. Is the chosen construct appropriate
for capturing the phenomenon of interest? In psychometrics and statistics, validity refers to whether a measure
accurately reflects the concept it purports to assess and whether its results align with other established facts or
measurements of the same phenomenon. To illustrate humorously, consider the idea of measuring love within
couples using the construct "love means never having to say you’re sorry." Clearly, this would fail as a valid
construct: couples who communicate poorly or harbor mutual resentment might never apologize, yet such
situations are hardly indicative of love. While this is a jest, it underscores the broader point: elegant or evocative
definitions are not necessarily useful in scientific contexts, though they may serve other purposes, like marketing
or motivation.

In this chapter, we do not go deeply into the technicalities of construct validity, nor do we address the sweeping
question of whether well-being ought to be measured quantitatively. Instead, we assume it can be and explore
how it is done in contemporary medicine, public health, and healthcare systems. This focus does not diminish the
importance of qualitative research or ethical communication, which remain invaluable for clinicians and
researchers aiming to grasp the full picture of health and well-being. Rather, our goal is to open the black box of
measurement, offering a glimpse into its inner workings and enabling a more critical evaluation of what it
contains—and what it should contain.

8.3 The Uses of Health Measurement

How do Italian women fare in the six months following childbirth? How do residents of Great Britain compare
to those in the United States? How do patients with rheumatoid arthritis on a new therapy compare to those
receiving standard treatment? What is the impact of a hip fracture on the quality of life in older adults? Are older
adults with severe osteoporosis worse off than those with hearing loss? These are the kinds of questions where
measuring health and well-being becomes essential (though, admittedly, some questions, like the last one, may
strike us as peculiar—this will be addressed later).

As already noted in Chapter 2, measuring well-being, health, or quality of life in medicine and public health
serves diverse principal objectives. First, it has an epidemiological purpose, allowing us to understand how health
is distributed across populations—across regions, age groups, time periods, and in relation to social and economic
factors. This epidemiological insight is critical for public health decision-making and, more broadly, should
inform policy decisions at a societal level (Marmot & Wilkinson, 2005). Second, health measurement is essential
for assessing the effects of clinical and care interventions from the patient’s perspective, moving beyond their
effectiveness in addressing disease. Today, many medical treatments—Iike cold remedies or meniscus repair
procedures—have marginal effects on life expectancy but potentially significant implications for quality of life.
Awareness of this impact has grown in fields like psychiatry, pulmonology, rheumatology, oncology, nursing,
and physiotherapy, where the focus increasingly lies on improving quality rather than quantity of life. Consider a
new cancer therapy shown to delay recurrence better than the standard treatment: we also need to ask whether it
improves or worsens other aspects of patients' lives. Does it cause fatigue so debilitating that it leads to depression?
Does it require frequent hospitalizations that limit personal freedom? These are the kinds of trade-offs that must
be evaluated when weighing gains in efficacy against broader health impacts.

This shift is exemplified by the rise of Patient-Reported Outcome Measures (PROMs), introduced in clinical
practice in the late 1990s. PROMs capture the patient’s perspective on their health and well-being, complementing
traditional clinical outcomes with evidence about how patients feel. Despite critiques—some argue for qualitative
approaches, others question the reliability of PROMs—their use is now standard. PROMs are integral to evidence-
based medicine, emphasizing that treating a disease also requires considering the patient’s broader experience,



especially for those with chronic conditions. In some cases, PROMs have also curbed pharmaceutical companies
from marketing marginally beneficial drugs that, while safe, offer negligible improvements to patients’ overall
health (Basch, 2017).

Moreover, health measurement is indispensable for health economics, particularly in evaluating the cost-
effectiveness of interventions. Suppose we discover a magic pill that costs pennies and cures a severe disease for
millions of people without side effects. This represents the ideal scenario. Conversely, consider an expensive
treatment that marginally improves a minor condition for a small group of people—this is the other extreme. Most
cases fall somewhere in between and demand careful analysis. Evaluating cost-effectiveness, while often viewed
cynically, is not inherently callous; it is a rational way to allocate healthcare resources responsibly. Even in a
world of unlimited resources, avoiding waste and ensuring treatments align with their intended purposes would
remain a moral imperative (Drummond et al., 2015).

Across these three domains—epidemiology, clinical research, and health economics—a variety of health
measures are used, reflecting the diversity of health and well-being concepts discussed so far. Many studies use
broad terms like "quality of life," "health," or "well-being," contributing to what might seem like a conceptual
Babel. For clinical PROMs, this lack of standardization often complicates systematic reviews or meta-analyses,
tools that are essential for synthesizing research findings and answering clinical or research questions. When these
reviews are unavailable, the risk arises that the effort to study health and well-being may become fragmented and,
ultimately, futile (Devlin & Appleby, 2010).

8.4 Health-Related Quality of Life

Let us return to the questions posed at the outset. How do Italian women fare six months postpartum? How do
residents of Great Britain compare to those in the United States? How do patients with rheumatoid arthritis
undergoing a new therapy compare to those receiving standard treatment? What is the impact of hip fractures on
the quality of life for older adults? To answer these questions, researchers often rely on generic health measures—
"generic" in the sense that they capture broad dimensions of health rather than focusing on specific domains such
as reproductive health, sleep, or dental care (et al., 1981). These measures are frequently summarized under the
term and construct Health-Related Quality of Life (HRQoL).

One of the most widely used instruments for HRQoL is the SF-36, derived from the RAND Health Insurance
Experiment. This experiment, discussed in the previous chapter, sought to operationalize the WHO’s holistic
health concept, though it struggled to integrate social well-being effectively. The SF-36 emerged from these
efforts, focusing on physical and mental health. The tool comprises 36 questions, designed for completion in about
ten minutes, and evaluates eight dimensions: physical functioning, role limitations due to physical health, bodily
pain, general health, vitality, social functioning, role limitations due to emotional problems, and mental health.
For instance, respondents might be asked how often in the past four weeks they felt "full of energy," with answers
ranging from "always" to "never," or whether health issues limited activities such as climbing stairs or dressing
independently. The responses generate scores ranging from 0 to 100 for each dimension, as well as composite
scores for physical and mental health (Ware & Sherbourne, 1992).

The SF-36’s technical strengths and adaptability have made it a cornerstone of clinical research. It offers a
systematic way to assess the impact of treatments, surgeries, and diseases on patients’ lives. For example, it can
help quantify the impact of hip fractures on older adults, providing insights into both individual and population-
level health. Yet, like any tool, the SF-36 has its shortcomings. It purports to reflect holistic health, aligning with
the WHO’s expansive definition of health as complete physical, mental, social, and spiritual well-being. However,
the social dimension is addressed only minimally, through questions about limitations in social activities.
Furthermore, the absence of disease—still a defining component of the WHO concept—is not explicitly measured.
This can lead to counterintuitive outcomes: for example, orthopedic patients hospitalized with fractures might
score lower on the SF-36 than patients with leukemia. While fractures may severely restrict daily activities such
as climbing stairs or self-care, leukemia does not immediately affect these functions. Yet, intuitively, one might
argue that leukemia represents a more severe condition—or perhaps such comparisons are inherently fraught
(Laucis et al., 2015).

Even more revealing are findings about caregivers of chronic patients, who often report worse HRQoL than the
patients themselves. Chronic patients, over time, may adapt psychologically to their conditions, achieving mental
equilibrium and relying on caregivers to mitigate physical limitations. Caregivers, by contrast, frequently bear the
emotional and physical burden of care, which the SF-36 captures through its emphasis on depression and activity
limitations (Rostami et al., 2023). These limitations highlight a simple truth: tools like the SF-36 provide valuable
insights but also underscore the complexities of defining and measuring health across diverse populations and
conditions.

Would a slightly different instrument fare better? Let’s see. The EQ-5D is another widely utilized generic health
measure, originating from a collaborative effort by researchers from England, Finland, the Netherlands, Norway,



and Sweden, finalized in 1991. This tool comprises five dimensions of health—mobility, self-care, usual activities,
pain or discomfort, and anxiety or depression—assessed through a self-rated analog scale. For instance, in the
mobility domain, respondents choose between "I have no problems walking," "I have some problems walking,"
or "I am confined to bed." Additionally, individuals rate their overall health on a scale ranging from "excellent"
to "poor" and compare it to their health in the previous year. Modern applications of the EQ-5D include online
administration via videoconference with an interviewer, reflecting its adaptability to contemporary healthcare
settings (Rabin & Charro, 2001).

Similar to the SF-36, the EQ-5D functions effectively as a PROM (Patient-Reported Outcome Measure),
enabling clinicians and researchers to evaluate the impact of therapeutic interventions on patient well-being.
Beyond tracking biomedical parameters, it provides critical insights into whether treatments genuinely improve
patients' quality of life. The EQ-5D is also valuable for assessing the health status of specific populations, such as
postpartum women or individuals recovering from hip fractures (Bowling, 2017).

The EQ-5D and SF-36 differ notably in their methodological approaches and applications. While the SF-36
focuses on descriptions of health—quantifying aspects such as frequency and duration to generate scores—the
EQ-5D emphasizes evaluations, asking respondents to assess the severity or weight of their health problems to
produce values. Another key distinction is that the EQ-5D aggregates health data into a single comprehensive
score, whereas the SF-36 keeps physical and mental health dimensions separate (Hausman, 2006).

These characteristics make the EQ-5D particularly suitable for health economics projects, where a unified
numerical value simplifies the comparison of interventions' cost-effectiveness. Its utility extends beyond
economics, serving as a versatile tool for understanding health in varied contexts and enhancing the evidence base
for informed decision-making in healthcare policy and practice. The economic implications of such measures will
be further explored in the subsequent section.

8.5 Health Preferences

Quantifying health is central to cost-effectiveness evaluations, a cornerstone of health economics. These
evaluations are employed globally, sometimes through centralized organizations, such as in the UK, or via
regional initiatives, as in Italy. Since 2020, the Italian Medicines Agency (AIFA) has required that drugs seeking
reimbursement from the National Health Service demonstrate positive cost-effectiveness results (Tarricone et al.,
2021). In England and Wales, the National Health Service (NHS) established the National Institute for Clinical
Excellence (NICE) in 1999, tasked with assessing healthcare interventions and providing national
recommendations on treatments to be offered free of charge.

Consider how NICE might assess a hypothetical intervention using the Quality-Adjusted Life Year (QALY)
metric. A patient facing a potentially fatal condition is expected to live one year with the best current treatment,
costing the NHS £3,000. A new drug promises to extend life by three months while improving the patient's quality
of life, but at a cost of £10,000. Quality of life is rated by patients on a scale from 0 to 1, where 0 is the worst
possible health state and 1 is perfect health. With the standard treatment, the quality of life is rated at 0.4; with the
new treatment, it improves to 0.6. Patients undergoing the new treatment live 1.25 years on average, and the
QALY gain is calculated as (1.25%0.6)—(1.0x0.4)=0.35 QALY.

The additional cost of achieving this improvement is £7,000, resulting in a cost per QALY of
7,000/0.35=20,000 GBP. This falls within NICE's recommended cost-effectiveness range of £20,000—£30,000 per
QALY'.

QALYs integrate the duration and quality of health states. Quality is derived from health utilities, typically
calculated using tools like the EQ-5D, which evaluates 243 possible health states by combining dimensions such
as mobility, self-care, and pain. These states are ranked on a hypothetical continuum from perfect health to death.
Preferences for different health states are elicited through surveys, asking respondents to weigh trade-offs, such
as choosing between seven years in full health versus ten years with moderate impairments. The resulting utility
weights are used to calculate QALYs.

At the heart of QALY calculations lies a fundamental philosophical challenge: are health preferences synonymous
with health, or are they at least reliable indicators? Preferences reflect subjective judgments, but these judgments
can be shaped by ignorance, biases, or personal priorities unrelated to health. As political philosopher Daniel
Hausman argues, preferences for health states do not always align with assessments of quality of life. For instance,
an individual might prefer ten years in a reduced health state over seven years in perfect health due to personal
goals, such as completing a long-term project (Hausman, 2015, p. 51).

Ignorance and bias also affect health preferences. We know from psychology that people unfamiliar with certain
conditions, such as blindness or hearing loss, often rate them as more debilitating than individuals living with
those conditions. Furthermore, cultural or societal prejudices can skew preference weights, as seen in the 2010

! This example is taken from NICE website accessed on July 2, 2023, https://www.nice.org.uk/



Global Burden of Disease study, where cannabis dependence was rated more limiting than severe intellectual
disability. Such discrepancies raise questions about the validity of using preferences as proxies for health
(Hausman, 2015, p. 55).

Hausman advocates for a deliberative approach to determining health state weights, involving medical experts,
healthcare professionals, and patient representatives. Arguably, this perspective may contrast with the standpoint
of disability scholars, who often emphasize the privileged insight individuals have regarding the value of their
own condition (Barnes, 2009). For example, members of the Deaf community frequently argue that their
experiences and values cannot be fully captured by external evaluations, particularly those based solely on non-
disabled perspectives. The issue, however, extends beyond the immediate domain of health economics. Choosing
a measuring tool that relies exclusively on personal preferences as the foundation for evaluating health-related
quality of life raises profound questions about representation and legitimacy. Whose voices are heard, and whose
values shape the outcomes?

8.6 Quality of Life: A Fragmented Construct

As the discussion has shown, unconstrained pluralism—the acceptance of multiple measures and definitions
without critical evaluation—is not a defensible stance for philosophers of medicine. Choosing one instrument
over another for assessing health-related quality of life (HRQoL) involves making implicit ethical and political
commitments. A measure that prioritizes individual preferences, for instance, aligns with certain philosophical
perspectives on autonomy and well-being but may conflict with others that emphasize equity or objectivity. The
selection of evaluative frameworks, therefore, requires deliberate ethical reasoning rather than an unexamined
endorsement of methodological diversity.

Hausman’s argument, explored earlier, shows this need for ethical reflection. He maintains that health cannot
be equated with health preferences in all contexts, as preferences are influenced by biases, misconceptions, and
social conditioning. Instead, he advocates for a minimal concept of health, supplemented by measures of well-
being designed to capture specific dimensions of human flourishing. For example, determining whether leukemia
is "worse" than two broken arms—or assigning weights to any health states—should arise from a deliberative
process involving experts, patient representatives, and other stakeholders. Such processes aim to balance
professional expertise with lived experience, avoiding both technocratic dominance and naive reliance on
subjective preferences.

Even with advancements in data collection, the fundamental challenges of QoL in health evaluation persist. Big
data and personal health monitoring technologies offer new ways to gather information, but they do not resolve
the conceptual and ethical dilemmas that underpin the choice and use of QoL measures. What constitutes "better"
data depends on the conceptual clarity of the construct being measured. If QoL remains poorly defined, the most
sophisticated data will still fail to serve the goals of equitable healthcare.

For example, should anxiety carry more weight than allergies? Should the focus be on physical functionality or
subjective satisfaction? These are not purely empirical questions; they reflect deeper philosophical and ethical
judgments about what matters in human life and health.

More speculatively, framing health-related quality of life as a preference aligns with a market-oriented view of
well-being, where individuals weigh their health desires against their resources and make trade-offs accordingly.
In this context, it might seem reasonable to survey people about whether they would prefer living with obesity or
Crohn’s disease, or one year of cannabis dependency over two years of severe cognitive disability. However, such
surveys capture personal judgments that are shaped by context, values, and biases. They fail to address the broader
question of how healthcare systems should allocate limited resources in a fair and equitable manner.

Ifhealthcare is to promote justice and equity, health must be understood as distinct from preferences. Preferences
may inform how we evaluate interventions and outcomes, but they cannot be the sole determinant of what
constitutes health or well-being. This tension, central to this book, reflects the ongoing need for philosophical
scrutiny in the development and application of QoL measures.

In sum, the choice of QoL instruments is not merely a technical decision but a deeply ethical one. Measures of
QoL should be chosen with an awareness of their conceptual assumptions and ethical implications. By integrating
philosophical reflection into these choices, we can better align QoL research with the goals of equitable healthcare
and human flourishing.

This is further complicated by noting that the SF-36 and EQ-5D stand out as two of the most widely used
measures associated with the construct of quality of life (QoL), and yet they are merely points of reference in a
landscape filled with dozens of competing tools. This proliferation of measures reflects a deeper issue: QoL is a
concept so broad and amorphous that it resists clear definition or consistent application. Some scholars have
characterized it as useless in the present form (Dijkers, 2007).

The SF-36 and EQ-5D illustrate the contrasting approaches taken by QoL instruments. The SF-36, with its 36
questions, aims to capture a comprehensive picture of health status through dimensions like physical functioning,



mental health, and social roles. By contrast, the EQ-5D reduces QoL to five dimensions—mobility, self-care,
usual activities, pain/discomfort, and anxiety/depression—and expresses outcomes in terms of a single utility
value, often used in health economic evaluations. Both measures claim to represent QoL, but they operationalize
the concept in fundamentally different ways.

This diversity extends far beyond these two tools. Some measures focus narrowly on disease-specific issues,
while others attempt to encapsulate broader notions of well-being. The result is a lack of standardization: studies
employing different measures often produce results that cannot be meaningfully compared, hindering efforts to
generalize findings or develop cohesive policy recommendations. The very idea of QoL as a singular construct
begins to dissolve under the weight of this heterogeneity (Moons et al., 2006b).

The Babel of measures reflects more than practical challenges; it exposes significant conceptual ambiguities at
the heart of QoL research. What, precisely, does QoL mean? Does it refer to subjective well-being, encompassing
feelings of happiness and life satisfaction? Or should it include objective dimensions like physical health and
functional capacity? Is it inherently a holistic concept, integrating multiple aspects of life, or should it be
disaggregated into distinct domains? Different QoL measures implicitly adopt divergent answers to these
questions. Disease-specific tools, meanwhile, often prioritize dimensions most relevant to particular conditions,
leaving aside broader concerns about overall well-being. These variations in conceptualization are rarely
acknowledged, let alone critically examined, yet they shape the results and interpretations of QoL research in
profound ways.

The fragmented state of QoL research calls for philosophical scrutiny. A recurrent theme of this book is that
choosing a measure is not merely a technical exercise; it is a conceptual and ethical decision. Each measure
embodies implicit assumptions about what constitutes a good life, what matters to individuals, and how health
and well-being should be valued. Without addressing these assumptions, researchers risk perpetuating confusion
and undermining the very purpose of QoL research. Philosophy offers tools to interrogate these assumptions and
bring coherence to the field. By critically examining the conceptual underpinnings of different measures,
philosophers can help clarify the strengths and limitations of various approaches to QoL. A measure of QoL
should be more than a convenient tool; it should align with the goals of research and policy, reflecting a well-
considered understanding of what it means to live well.

8.7 Autonomy, Adaptation, and Amblyopia

What if patients were granted full authority to determine what quality of life means for them? What if the
conceptual framework of quality of life were radically restructured to prioritize patient autonomy? This idea,
rooted in a more patient-driven vision of healthcare, has gained traction in recent years. In this view, Patient-
Reported Outcome Measures (PROMs) are not merely tools for collecting standardized data but become
mechanisms through which medicine adopts a more interpretative role, engaging with patients' evolving
experiences over time.

This perspective aligns with hermeneutic and constructivist approaches in philosophy, such as those advanced
by Leah McClimans (2024). She argues that PROMs should function not just as evaluative instruments but as
interpretative frameworks that capture the fluidity of patient experiences. While this approach offers a richer
understanding of how individuals perceive their health, it also introduces significant methodological and practical
challenges—particularly concerning response shifts and adaptation. Should medicine redefine health based on
patient adaptation, or should it uphold an external standard of health and function?

A major problem with this perspective arises when we consider what we may call the problem of the happy
patient. Two major cases highlight the complexity of adaptation in health conditions. The first concerns adaptation
without identity transformation. Some patients adjust to their condition pragmatically but do not incorporate it
into their identity. Amblyopia, for instance, is a condition that many patients adapt to functionally without
reinterpreting it as part of their sense of self. Amblyopia is a visual impairment where one eye fails to achieve
normal visual acuity, usually because of an early developmental issue that prevents proper communication
between the eye and the brain. Unlike transformative disabilities, amblyopia rarely becomes a central part of a
person’s identity. Being diagnosed with amblyopia is hardly a transformative experience; rather, it is often a
frustrating realization of a functional limitation that will persist despite treatment attempts (Kumaran et al., 2018).

My own experience with amblyopia began as a child, when I was diagnosed and told that my left eye would
never fully function. I vividly recall the distress of realizing that no amount of effort or practice would allow me
to see properly with both eyes. The eye patch therapy I underwent—an intervention that requires the stronger eye
to be covered in an attempt to force the weaker eye to develop—felt more like an external imposition than a
solution, and I resented it deeply. Over time, however, I stopped thinking about my vision as a deficiency. After
all, my brain had adapted since birth, and I never noticed the lack of depth perception or the reliance on monocular
cues. As an adult, I consider my vision "normal"—not because I have redefined myself around amblyopia, but



because I no longer experience it as a limitation in daily life. But does this mean that amblyopia is not a medical
condition worth treating? Not necessarily. The fact that many individuals adjust to amblyopia does not imply that
it should be excluded from medical concern.

Consider a very different case—when a condition is framed as a transformative experience. Some patients
integrate their illness into their self-concept, seeing it as a source of meaning, resilience, or personal growth. One
example is individuals who become paraplegic and, over time, come to view their condition as part of their
identity—reshaping life goals, personal perspectives, and social relationships around it. Elizabeth Barnes (Barnes,
2016) argues in The Minority Body that adaptation to disability should not be dismissed as a coping mechanism
or cognitive bias but rather recognized as a genuine, rational reassessment of one’s life circumstances. In her
Value-Neutral Model of Disability, Barnes challenges the assumption that disabilities necessarily diminish well-
being, instead positing that they represent mere differences rather than intrinsic disadvantages. This view suggests
that patient adaptation should be taken seriously, as it may reflect a meaningful shift in values rather than a
distortion of quality of life judgments.

The distinction between these two cases raises a deeper problem: Is there a principled line between conditions
where adaptation is an expression of autonomy and those where it is merely a psychological coping mechanism?
Consider the case of patients undergoing distressing chemotherapy—over time, they often adapt to the discomfort,
but does this adaptation mean that chemotherapy becomes less distressing in an objective sense? Does it imply
that efforts to ameliorate its side effects are unnecessary simply because patients adjust?

The problem of the happy patient poses a fundamental question about the aim of medicine and its core values:
Should happiness trump health? Should autonomy trump beneficence in medicine? A radically patient-centered
approach would incorporate preferences, desires, and identities as conceptual boundaries. A pain adapted to ceases
to be pain requiring alleviation; a condition adapted to ceases to be a medical condition necessitating healthcare.
But does this position threaten to undermine the very purpose of medicine as a profession dedicated to treating
health conditions based on objective criteria?

Now let us turn to a different challenge for radically patient-centered constructs. If medicine were to fully
embrace an adaptation-based view of quality of life, it would face another conceptual choice: how to balance
subjective well-being with objective comparability in health assessment. A major problem of McClimans’
approach is that by prioritizing interpretation over standardization, PROMs risk losing their primary function as
reliable, comparable health measures. Standardized PROMSs enable health professionals to track changes in patient
well-being over time, assess the effectiveness of interventions, and allocate healthcare resources fairly. A fully
interpretative model, where every patient’s evolving perspective is prioritized, could undermine these crucial
functions by making PROMs too fluid to be actionable.

Finally, here is a different worry. Shifting the burden of interpretation onto patients themselves, as a
hermeneutical process of co-construction requires, introduces ethical concerns regarding self-scrutiny. Patients
may feel pressured to articulate complex existential changes within a medical framework, even when they do not
see their condition as deeply transformative. This expectation can create additional psychological burdens,
reinforcing the idea that patients must actively construct a narrative around their health in order to be "seen" by
the medical system. Ethical committees in research were established to minimize the burden on fragile and
vulnerable human subjects, particularly when the same information can be reasonably obtained through alternative
methods. In this case, inclusivity and autonomy come into direct conflict with the principle of non-maleficence

To conclude, the conceptual choice facing quality of life constructs is whether to prioritize autonomy and
inclusivity—accommodating patient-adaptive perspectives—or to prioritize beneficence by maintaining an
external, stable standard that does not shift with subjective preferences. Many considerations developed in this
book—from the discussion of just health in Chapter 3 to the distinction between health needs and preferences in
subsequent chapters—point in the direction of rejecting a preference-based account of health. This, in turn,
suggests a more modest view of the aim of medicine. While patient-centered measures are valuable, their role
should remain focused on improving care rather than reinterpreting what matters to people. The expansion of
hermeneutical models in health measurement risks blurring the boundaries between medicine and existential
interpretation. If quality of life defines itself too broadly, incorporating personal fulfillment and adaptation as core
dimensions of measurement, it risks losing its distinct role as a scientific and practical tool for assessing well-
being.

Instead of making medical measures tailored to autonomy, we may well maintain that autonomy can exist
outside of medicine. If my existential narrative makes me adapt well and thrive with a clinical condition, this is
useful information to bring into the setting of shared decision-making with my doctor. For example, it can lead to
stopping treatment—my autonomy is to opt out of medical care. But it is not obviously a useful piece of
information about the condition itself. Ultimately, this conclusion reflects a fundamental conceptual choice. Once
again, the philosophical task is to determine, based on reasoned arguments, which goal should be prioritized in
medicine: objectivity, comparability, efficacy, and solidarity, or subjectivity, personalization, happiness, and
autonomy.



8.8 Measuring Health Inequalities

This short final section of the chapter may seem somewhat disconnected from the preceding discussion of quality
of life, but it introduces an essential and often overlooked topic: the measurement of health inequalities. While it
requires further elaboration, it is an issue worth highlighting, especially given its implications for public health
and social justice.

Health is not evenly distributed across socioeconomic strata, genders, or ethnic groups. Avoidable health
inequalities, arising from modifiable social structures, constitute health injustices if one subscribes to the view
that health is a fundamental right and a prerequisite for human flourishing. As noted earlier in this book, such
injustices demand attention because they undermine the egalitarian ideals underpinning modern healthcare
systems.

An influential 2012 review commissioned by the World Health Organization (WHO) in Europe underscores
these issues:

A social gradient in health exists (that is, health improves progressively with higher socioeconomic status of individuals and
communities) [...] Advantages and disadvantages in health and their related social factors accumulate over a lifetime. This
process begins with pregnancy and early childhood development and continues through education, entry into the workforce,
employment and working conditions, and circumstances in later life. [...] All social determinants of health can affect genders
differently. Beyond biological sex differences, there are fundamental social disparities in how men and women are treated and
the resources and resilience they possess. These gender relationships affect health to varying degrees in all societies and should
inform actions to reduce inequalities (Marmot et al., 2012, p. 1025)

This raises an important question: What is the best way to measure health in order to reveal these inequalities?
The answer is far from straightforward. While much of the literature on health injustices focuses on stratifying
groups by relevant socioeconomic factors, it often pays less attention to the specific constructs of health used in
measurement.

For instance, studies investigating the prevalence of chronic conditions like cardiovascular disease, diabetes,
and depression might correlate these with socioeconomic indicators such as geographic location. In such cases,
the concept of health employed corresponds to its minimal definition—the absence of disease. Similarly,
indicators like hospitalization rates, infant mortality, and body mass index (BMI) are commonly used in large-
scale studies, often operating within the same minimal conceptual framework.

However, the structural causes of health injustices also affect the availability and quality of health data. Consider
a study on South Africa: researchers found that the quality of birth and infant mortality data varied significantly
by population groups, defined by ethnicity. These disparities mirrored socioeconomic differences. Data on Black
South Africans exhibited greater coverage errors and inaccuracies than data on the more advantaged white
population. Historically, nonwhite infant deaths were underreported, leading to artificially low estimates of
disparities in overall infant mortality rates. Moreover, data on causes of death were less accurate in poorer areas,
and deaths from highly stigmatized conditions like HIV/AIDS were often underreported or misidentified (Burgard
& Chen, 2014).

Could more specialized health concepts help us better understand health inequalities and injustices? In principle,
yes—but only at the cost of additional challenges regarding data quality and availability. If basic data on birth and
death are incomplete for certain population groups, it is reasonable to assume that data on well-being are even
more unreliable. This compounds the injustice, as it systematically obscures the full extent of health disparities.

Ultimately, addressing health inequalities requires careful attention to the data and the measurements used to
generate them. Reliable birth and death registries, clinical records, and other health data sources are essential for
making meaningful progress. These data are not merely technical tools; they are the foundation for equitable
healthcare policies. Without accurate measurement, the task of identifying and addressing health injustices
becomes insurmountable. This adds a further layer of ethical significance to health measurement.



9. Conclusion. Specialized Conceptual Tools

for Medicine and a Role for Philosophy

This book began with a reflection on my grandfather’s medical bag, a metaphor of medicine's toolkit. Over
time, as medicine evolved, so too did its tools, expanding in both scope and specialization. In much the same way,
the conceptual tools of medicine have diversified, presenting new opportunities and challenges. This conclusion
circles back to that initial metaphor, tying together the central themes of this work: health, well-being, and quality
of life as conceptual tools to be critically assessed, refined, and selected for specific purposes. Here are my main
take-home messages.

Concepts and models are different.

A central argument of this book is the need to clearly distinguish between concepts and models of health. As
discussed in the introduction, health, understood as a concept, can be defined in minimal terms, such as the absence
of clinical disease. This simplicity is not a limitation but a strength when applied appropriately. A minimalist
concept of health offers clarity and objectivity, providing a foundation for diagnosing conditions, guiding
treatment, and addressing issues of health justice. Yet, simplicity in concept does not preclude the development
of complex models that integrate social, psychological, and economic determinants of health, as discussed
throughout this work.

The interplay between simple concepts and sophisticated models is crucial. Just as my grandfather carried only
essential tools in his medical bag, ensuring practicality without sacrificing utility, health concepts should be
tailored to their specific purposes. For instance, the minimalist concept of health serves as a pragmatic basis for
resource allocation, while models emphasizing well-being or quality of life address broader dimensions of care.

Health concepts in medicine can be described, evaluated and reformed if necessary.

The introduction proposed the framework of conceptual choice, emphasizing the importance of evaluating
health concepts based on their intended purposes. This methodology involves:

- Analyzing Needs: Identifying the objectives a concept aims to achieve.

- Assessing Alternatives: Evaluating the suitability of existing concepts against these objectives.

- Prioritizing Goals: Ranking competing objectives to select the most appropriate concept.

This approach aligns with the broader aim of the book: to refine and optimize conceptual tools for medicine.
As with the tools in my grandfather’s bag, not every concept fits every context, and careful selection is essential.

Health as Absence of Disease is a good conceptual tool

Health as the absence of clinical disease remains a cornerstone of medical practice. While often dismissed as
outdated, this concept proves invaluable in addressing fundamental medical and ethical concerns. As argued in
Chapter 4, defining health as the absence of disease enables clear and equitable distribution of resources, focusing
on what is strictly necessary to address illness and inequality.

However, this concept has its limits of application. It cannot fully encompass all dimensions of care relevant
to medicine, nor is it intended to. The distinction between health as the absence of disease and broader constructs
like well-being or quality of life prevents the overreach of medicalization, ensuring that non-medical issues are
addressed with appropriate conceptual tools. For example, as noted in the introduction, the struggles of migrants
and the elderly often require social and political solutions rather than medical ones, and conceptual specialized
instruments.

Broader definitions of health pose ethical challenges

Broader definitions, such as the World Health Organization’s view of health as "complete physical, mental,
and social well-being," present significant challenges. While aspirational, these definitions risk overburdening
healthcare systems and blurring the boundaries between medical and non-medical domains. As noted in Chapter
5, 6 and 7, inclusivity in definitions must be balanced against the dangers of ambiguity and overmedicalization.

Moreover, the concept of health as the capacity for adaptation and self-management, though addressing real
needs, raises ethical concerns in highlighting individual responsibility and neglecting systemic factors.

The book’s introduction highlighted the growing need for conceptual clarity in the face of medical, social, and
scientific advances. This conclusion reiterates the call for a systematic approach to evaluating and refining health
concepts. By distinguishing between health, well-being, and quality of life, and recognizing their specific roles,
we can better address the different challenges of medicine.



Several methodological lessons emerge:

- Health may be just absence of disease but health concepts are purpose-driven: each concept serves specific
roles and must be evaluated within its context.

- Pluralism Must Be Guided: Diversity in health concepts enriches medicine but requires careful management
to avoid confusion and inefficiency.

- Ethics and Philosophy Matter: Philosophical inquiry into health concepts is essential for navigating their
practical and normative implications.

Returning to the metaphor of tools, just as my grandfather’s bag contained only what was necessary for his
practice, so too must medicine’s conceptual toolkit remain focused and purposeful. By engaging in systematic
conceptual choice, we can ensure that these tools not only address the complexities of the human condition but
also align with the evolving priorities of medicine. In doing so, we affirm the role of philosophy in shaping the
future of healthcare—guiding medicine toward practices that are scientifically sound, effective, and deeply
respectful of human dignity.
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