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Abstract

Background

Governments are responsible for ensuring access to healthcare (Bleichrodt and
Quiggin, 2013). Unfortunately, due to the scarcity of medical and financial resources,
medical rationing must take place. The rational allocation of healthcare resources is
significant in any society and directly affects health outcomes. This raises the question
of which criteria should be used to decide how medical treatments are allocated. Can
age or ability, for example, be appropriate selection criteria? How can ethics inform
and shape how healthcare resource allocation decisions are made? This paper studies
and critiques quality-adjusted life year (QALY) resource allocation methods and does

so through the lens of Martha Nussbaum'’s social justice framework.

Methodology

The study design employed here is normative — it investigates how governing
institutions ought to allocate healthcare resources. Those research methods and
standards typical of philosophical research will be employed. | use Martha
Nussbaum’s capabilities approach framework to ultimately argue that the use of QALY

evaluation in healthcare is unjust.

Conclusions

Cost-effectiveness or cost-utility assessment tools (used in QALY for allocating health
care resources aim to maximise beneficial health outcomes. This raises two ethical
concerns. The first is the commaodification of human lives. The second is that QALY's
fail to implement accurate health preference measurements for patients — especially in

relation to patients with disabilities. Nussbaum's capabilities approach places particular



QALYS, JUSTICE AND THE CAPABILITIES APPROACH 6

value on the significance of human dignity in human development. She also sees
human dignity as crucial for social justice, which can be achieved through governing
bodies promoting ten central capabilities. But, through their employment of preference
utilities, QALY's undermine access to this minimum threshold of capabilities. In this
case, people’s capacities — that is their freedoms and opportunities to have the sort of

human dignity intrinsic to a good life — are violated.
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1. INTRODUCTION TO THE STUDY

1.1 Introduction and Overview

It is without a doubt that public health interventions play an integral role in thriving
communities and nations. These interventions, in the form of the provision of medicine
or health programmes, act in the public interest by promoting or maximising health
(Borghi and Jan, 2008, cited in Greco et al., 2016). The World Health Organization
(WHO), states (through its international classification of health interventions tool) that
public health interventions should aim to promote, improve and maintain the health of
those seeking healthcare (World Health Organization, n.d.). Further elaborating on this
thought, public health interventions must meet the ethical standards or principles of
equity, social justice, participation, acceptability, effectiveness and accessibility
(Visagie and Schneider, 2014). This is especially important for those with chronic
health conditions, who require more than just a regular check-up to meet their health
needs. However, this is not to say that acute health conditions are less significant than
chronic conditions; both require a full suite of public healthcare interventions and the

efficient allocation of healthcare funding.

The rational allocation of healthcare resources is significant in any society and directly
affects health outcomes. One could argue that the rational allocation of healthcare
resources is negatively impacted by poorly designed health systems (Institute of
Medicine, 2003). Nguyen and Sama (2008, cited in Malakoane et al., 2020), have
identified that a lack of funding directly impacts the ability of healthcare systems to

meet the health needs of each citizen, especially in African countries. Coupled with
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this, economic factors and stakeholder principles and values inform resource
allocation decisions (Docherty et al., 2012; Harrison and Taylor, 2016). Regardless of
the rationale, the reality is that a lack of resources is the breeding ground for social
injustices to evolve, further complicating access to healthcare. Perhaps, then,
rethinking how governing bodies ought to allocate healthcare resources is a necessary

step towards realising fully efficient healthcare systems.

Although the discourse of resource allocation is currently well explored, various
aspects of justice in healthcare remain controversial. For example, the lack of access
to dialysis machines for treatment purposes in the public healthcare sector of South
Africa is heavily debated (Etheredge and Fabian, 2017). Furthermore, in recent global
events, the allocation of resources in the climate of COVID-19 has demonstrated rising
concerns about how to fairly distribute healthcare resources like ventilators, testing kits
and personal protective equipment (Emanuel et al., 2020). Perhaps, in the future,
questions about the best process to adopt to fairly distribute a vaccine will arise. The

bottom line is that resource allocation is a continuous conundrum.

With these challenges in mind, the allocation of resources for healthcare interventions
and health programmes is generally dependent on publicly funded healthcare systems
(Daniels, 2016). Due to the scarcity of medical and financial resources, publicly and
privately funded healthcare systems must confront certain pressing questions. Which
criteria will be used to decide how medical treatments are allocated? Can age or
ability, for example, be appropriate selection criteria? Moreover: how can ethical
reflection inform and shape the making of these decisions? One key consideration in

this regard is whether the answers to these questions can be found through the
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application of justice theories (Singer, 2009).

Each system is responsible for ensuring access for all (World Health Organization,
2006; 2017). It is vitally important that all implicit and explicit choices are made with
the utmost consideration of all kept in mind (Scott et al., 2019). As a way of doing
addressing this concern, cost-effectiveness / cost-utility assessments are traditionally

recommended for setting priorities in healthcare (Nice, 2013).

These traditional methods determine the allocation of healthcare spending. However,
this research report questions whether cost-effectiveness / cost-utility allocation
methods like the quality adjusted life years approach (QALY) apply (any or
satisfactory) ethical perspectives or principles. Hence, this report will answer the key
research question: Does Martha Nussbaum's capabilities approach to justice indicate
that the use of QALY's as a criterion for the allocation of limited medical resources is
unjust? Based on the arguments | present in this report, | find that the use of QALYs
for this purpose is indeed unjust as it undermines people's possession of the
capabilities necessary to live a dignified human life. The QALY approach fails to meet

the threshold required for true human functioning.

Chapter 1 serves as an introductory chapter to the research report. An analysis and
critique of the literature relevant to the key elements of this report are provided.
Elements such as medical costs in healthcare, medical rationing, economic
evaluations, and the characteristics of the universally accepted criteria for allocating
healthcare resources — QALYs — will be outlined and discussed. The chapter will also

provide a literary review of current studies exploring the same challenge. Finally, this
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chapter establishes the research question, aims and objectives of the project. The
argumentative strategy adopted will be outlined in the research methodology
discussion. As mentioned, | find that healthcare resource distribution on the QALY
approach is unjust. This is because this report takes the stance that healthcare
resources ought to be allocated with the aim of ensuring that all human beings have
the necessary tools to function with true, human dignity. The final part of the chapter

draws conclusions from this outline and evaluation of the subject.

1.2 Literature Analysis and Critique

1.2.1 Healthcare Medical Costs

The substantial inflation of medical costs incurred by healthcare users is a direct
consequence of an increased demand for medical care (Nuijten and Dubois, 2011).
Generally, there are two direct medical costs incurred by healthcare users. Firstly,
there are pharmaceutical costs — that is the costs of prescription medications or drugs;
and secondly, high administrative costs such as those for expensive treatment options
or work from specialists (Nuijten, and Dubois, 2011). Over the years trends in
healthcare spending illustrate a significant increase in brand name prescription
treatment. For example, between the years 2012 and 2019 the cost of AbbVie's (a
pharmaceutical company) rheumatoid-arthritis treatment named Humira increased, to
$60,000 a year from $19,000 a year. Furthermore, the price of insulin has said to have
tripled between the years 2000 and 2013 (Entis, 2019). According to Erman (2020)
(drawing on Reuters reports) at the start of the year 2020, the cost of 445 separate
prescription treatments produced by pharmaceutical companies has significantly

increased. Unfortunately, due to patents, the production of generic versions of these
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drugs is not viable until 2034 (Erman, 2020). This limits access to popular treatments.
Essentially, as a collective, medical insurers / medical aid companies, pharmaceutical
benefit managers (PBMs), and drug manufacturers are responsible for the price

increase of treatment (Entis, 2019).

So, the cost incurred by healthcare users — whether governmental or privately funded
users — for medical healthcare or treatment is driven by pharmaceutical costs, which
sometimes even impacts how people pay for medical insurance (Entis, 2019). The
choice of medical healthcare is affected by high medical aid and pharmaceutical costs
(Entis, 2019). As a result, in the absence of a medical aid plan, healthcare users must
pay out of pocket (Entis, 2019). However, those who are unable to pay rely solely on
the provision of governing bodies. Unfortunately, governing bodies are faced with
compounding challenges, specifically with regards to the increasing pharmaceutical
costs, which have a direct impact on access to healthcare (World Health Organization,
2020). To remedy the economic consequences, governing bodies resort to medical
rationing / medical allocation methods like the cost-utility analyses alluded to above

(Niéns, 2014). Thus, healthcare rationing and economics are associated.

1.2.2 Medical rationing

Medical rationing is an unavoidable process, occurring as a way of managing a
general fiscal scarcity (Frakes, Frank and Rozema, 2017; Scheunemann and White,
2011). It is important to, firstly, acknowledge that rationing is vital. Rationing is an
economic tool for determining how limited resources will be allocated. Specifically, in

healthcare, it limits or withholds life-saving and quality-of-life-enhancing treatment from
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healthcare users in response to two types of scarcity: financial and physical
constraints (in the form of funds for services and healthcare capacity respectively)
(Scheunemann and White, 2011). To further clarify this issue, Klein, Day and
Redmayne (1996) provide a detailed illustration of medical rationing. The authors
describe such rationing as failing to meet healthcare needs through delaying, denying,
deterring, diluting, deflecting, and terminating access of healthcare treatment. The
authors also highlight that a selective process is applied where those who will benefit
more receive priority care (Table 1) (Klein, Day and Redmayne, 1996, cited in

Arvidsson, 2013, p.13).

Table 1: Rationing Approach

Denial: Would-be beneficiaries of services or programmes are turned away on grounds that
they are not suitable or that their needs are not urgent enough. By changing the threshold of
eligibility, supply and demand can be matched.

Selection: The converse of denial, but can have the same outcome. Service providers
select the would-be beneficiaries who are most likely to benefit from the intervention.

Deflection: Would-be beneficiaries are directed towards another programme or service. In
effect the agencies safeguard their own resources by dumping the problem in the lap of
someone else. A social problem becomes redefined as a medical problem and so on.

Deterrence: Making it difficult for patients to access services, e.g. by fees, short opening
hours, incomprehensible forms to fill in and so on, to discourage them from coming.

Delay: Discouraging demand by giving patients appointments months away or putting them
on waiting lists.

Dilution: Services and interventions are offered to as many as possible, but the content is
reduced so everyone gets less, e.g. less time with the doctor, fewer tests, or cheaper and
less effective treatment, i.e. lower quality.

Termination: To end a treatment or intervention (when it still would be beneficial to the
patient or client), i.e. by discharging patents or declaring a case closed.

Source: Arvidsson (2013, p.13), cited by Klein, Day and Redmayne (1996)
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Levels of rationing, as reported by several scholars, take place at micro and macro
levels (Frakes, Frank and Rozema, 2017; Scheunemann and White, 2011). At a macro
level, Scheunemann and White (2011) report that resources are allocated nationally
(or at a societal level) for specific sectors, for instance education about public
healthcare. At a micro level, resource allocation can be understood as ‘bedside
allocation’. In other words, making decisions regarding where public funding should be
allocated occurs at a macro level while decisions about how these resources are used
for individual patient services occurs at a micro level. Unfortunately, as history shows,
without ethical macro-funding, patients at the micro level are restricted in terms of how

much healthcare they can enjoy (Scheunemann and White, 2011).

For many citizens, the concept of rationing is usually associated with limitations,
shortages, reduced quality of healthcare, and the removal of individual choice
(Arvidsson, 2013, p.13; American College of Physicians, 2011). This further supports
the picture of rationing that Klein, Day and Redmayne (1996) provide. Healthcare
practitioners are equally opposed to this approach as it further complicates their ability
to meet their obligations (Scheunemann and White, 2011). Given this knowledge, the
process of rationing is controversial as justifying the potential benefits of one treatment
over another based on cost undermines the purpose of medicine: to treat

(Scheunemann and White, 2011).

Having said this though, the combination of finite healthcare resources and an
increased burden of disease gives governing bodies no rational alternative to manage
the consequential increased mortality rates and lowered life expectancy across the

world (National Research Council, 2011; Mondal and Shitan, 2013). So, in order to
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achieve the inevitably difficult task of allocating healthcare resources and services,
economic evaluations are applied. Each such approach takes into consideration price,
eligibility, potential benefit, and a global budget (American College of Physicians,

2011, p.11).

1.2.3 Economic Evaluations

Economic evaluations in the medical field are often classified as being: cost-benefit
analyses, cost-utility analyses (CUAs), and cost-effectiveness analyses (CEAs). These
analyses all aim to maximise a specific, measured value (Centers for Disease Control
and Prevention, 2019; National Institute for Health and Care Excellence, 2013; Ogden,

2017).

Perhaps the overview that the Centers for Disease Control and Prevention (CDC)
(2019) provide may explain what each analysis addresses. Firstly, cost-benefit
analysis compares costs to potential benefits; cost-utility and cost-effectiveness
analyses (which terms are interchangeably used) compare costs to health outcomes.
Various developmental governing bodies and organizations — in particular, the
National Institute for Health and Care Excellence (NICE), in the United Kingdom —
have progressively preferred these latter resource allocation tools to inform their policy
and guide the efficient use of healthcare resources (National Institute for Health and
Care Excellence, 2013; Ogden, 2017; Whitehead and Ali, 2010; Wareham, 2013, p.2).
NICE relies on economic evaluations to, essentially, determine the worthiness of
healthcare interventions with the aim of selecting programmes which are more likely to

improve health states. According to NICE (2013, p.2), the analysis assists in
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prioritising waste management and improving efficiency.

This research report focuses particularly on CEAs and CUAs (Centre for Disease
Control and Prevention, 2019; Wilkinson, Petrou and Savulescu, 2018). With the aim
of setting priorities in the rationing of scarce healthcare resources, these evaluations
compare two interventions against one another based on a best value for money
principle (Rai and Goyal, 2018). The cost-effectiveness analysis calls for the
comparison of incremental costs with the incremental improvement of health
outcomes, all for the purpose of calculating the incremental cost effectiveness ratio
(ICER) (Bertram et al., 2016; Rai and Goyal, 2018; Wilkinson, Petrou and Savulescu,

2018).

Generally, an indicator of the cost of treatment used is illustrated in the numerator of
the ratio, while an indicator of positive health outcomes or years gained is illustrated in
the denominator (Rai and Goyal, 2018). A cost-effectiveness ratio is calculated for
each intervention, and the ratios compared. Preference is given to the treatment or
programme which produces the lowest cost-effectiveness ratio (Wilkinson, Petrou and
Savulescu, 2018). This simply means that interventions measured as more effective
allow more individuals to be treated and more lives to be saved at less cost (Wilkinson,

Petrou and Savulescu, 2018).

To reach this outcome, cost-utility analysis must be applied to measure or quantify the
effects of the intervention — measuring the years gained and lives saved (Rai and
Goyal, 2018; Wilkinson, Petrou and Savulescu, 2018). Quality-adjusted life years are

used to express the quality of life (QoL) and quantity of life gained as the measuring
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unit of health outcomes (Tengs, 2004; Wilkinson, Petrou and Savulescu, 2018). This is
then imputed as the denominator of the cost effectiveness ratio. Due to the significant
role QALYs play in resource allocation, this chapter further explores the key

characteristics of this evaluation tool.

1.2.4 Quality-Adjusted Life Year

The quality-adjusted life year (QALY) is a universally accepted economic cost-utility
evaluation (Wilkinson, Petrou and Savulescu, 2018; Pettitt et al., 2016). As previously
highlighted, the purpose of economic evaluations is to compare the effectiveness of
two or more interventions against one another (Wilkinson, Petrou and Savulescu,
2018; Rai and Goyal, 2018). In this case, as stated by the National Institute for Health
and Care Excellence (2013), QALY's are a summary health outcome measure of
quality and quantity of life, or potential life years gained for an individual as a result of
the intervention or treatment. It is fundamentally important to understand the definition

and application of these two concepts which inform resource allocation.

The quality of life and life expectancy of an individual is defined as follows. Quality of
life (QoL) is characterised by the World Health Organization as a multidimensional
concept that indicates personal conceptions and perceptions relating to individual
values, goals, concerns informing physical health, social relationships and
physiological states (The WHOQOL Group, 1998). In the same light, the Centers for
Disease Control and Prevention (2018) define quality of life as an individual’s
functional status through their physical and mental health over a period, potentially

influenced by public health policies. One could even theorise that the quality of life of
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an individual is directly related to human capabilities. Secondly, quantity of life is the
number of healthy years an individual gains through treatment; essentially it is one’s
remaining life expectancy (Whitehead and Ali, 2010; National Council on Disability,
2019). With this understanding, interventions are quantified by the cost per unit of
utility (quality and length of life) — commonly termed ‘cost-utility estimates’ — in studies

such as those by Virgili et al. (2010).

This economic evaluation applies and insists on two core principles (Whitehead and
Ali, 2010). The first endeavours to evaluate health states or health outcomes in order
to produce utility estimates (Karimi, Brazier and Paisley, 2017; Rai and Goyal, 2018).
The analysis keeps in mind that individuals move through various health states within
a lifetime (Karimi, Brazier and Paisley, 2017; Weinstein, Torrance, and McGuire, 2009;
Whitehead and Ali, 2010). In this case each health state which, based on public
opinion, is desirable or valuable is allotted a weighted preference (or higher utility)
(Weinstein, Torrance, and McGuire, 2009; Whitehead and Ali, 2010; Wilkinson, Petrou
and Savulescu, 2018). To retrieve these scores and conceptualise health, various
capturing methods involving the opinions of interviewed individuals are used. These
include visual analogue scales, time trade-offs and standard gambles (Weinstein,

Torrance, and McGuire, 2009).

In application, the greater the desire for the health state, the higher the utility weight it
will receive. Weinstein, Torrance, and McGuire (2009), call attention to the fact that
QALYs do not aim to evaluate and place value on changes in health states. Instead,
QALYs value the current health state the individual or community is experiencing.

Often, the interventions or treatments which are most effective at maximising health



QALYS, JUSTICE AND THE CAPABILITIES APPROACH 21

are more likely to be allotted funding, especially if they also meet a certain threshold in
cost (Drummond et al., 2015; Whitehead and Ali, 2010; Wilkinson, Petrou and
Savulescu, 2018). Nonetheless, health state preference weights — often defined as
“health-related quality of life (HRQoL)” utilities — are captured on a numerical scale
(Karimi, Brazier and Paisley, 2017; Wilkinson, Petrou and Savulescu, 2018;
Whitehead and Ali, 2010). The scale ranges from O (indicating “Dead") to 1 (indicating
a "perfect health" state) (National Council on Disability, 2019; Weinstein, Torrance,

and McGuire, 2009; Whitehead and Ali, 2010).

Remembering that the common goal of QALY is to quantify overall health observed
over time (National Council on Disability, 2019; Wilkinson, Petrou and Savulescu,
2018), QALYs are then calculated through the multiplication of the quality of life (or the
utility value) by the life expectancy (or length of life) (QoL x L). Life expectancy is
quantified in years and quality of life (or HRQoL) is valued on a scale from 0 to 1
(Drummond et al., 2015; National Council on Disability, 2019; Weinstein, Torrance,
and McGuire, 2009; Whitehead and Ali, 2010). For example, 10 years lived in perfect
health (valued at “1”) will result in 10 QALYs (10 x 1); 6 years valued at “0.5” will result

in 3 QALYs (6 x 0.5), etc.

Let us now focus on the second core principle studied by Whitehead and Ali (2010),
the value of life years measured through the lens of mortality and morbidity. Below is

an illustration of this process:
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Figure 1: QALY Gain

With treatment

081 1

QALYs gained
i from treatment

061

044
Without

treatment

Health-related quality of life

Death A Death B
Time

Source: Whitehead and Ali (2010).

The second core principle QALYs endeavour to accomplish is setting a value to
mortality and morbidity — that is, the time spent in a healthy state. As previously
mentioned, a weighted score is assigned to each health state occurring within an
individual’s lifetime. A combination of publicly surveyed HRQoL and the elapsed time
within a specific health state (life expectancy) demonstrates how QALYs are gained
and life expectancy is valued. Perhaps Figure 1 provides a clearer understanding of
how the process unfolds. Figure 1 indicates that if no treatment is administered, a
deterioration in HRQoL is observed as illustrated by the lower line (Whitehead and Ali,
2010). Therefore, the time of death (“Death A”) would be a faster eventuality.
However, on condition that treatment or an intervention is administered, the patient’s
HRQoL deteriorates less quickly and life expectancy therefore increases (“Death B”) in
comparison to a scenario without treatment (Whitehead and Ali, 2010). The total scope

of QALYs gained is indicated between the two curves, first by the improvement in
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quality of life and secondly by the survival time the patient has gained with treatment

(Drummond et al., 2015; Whitehead and Ali, 2010).

Remembering that the numerator represents cost and the denominator the QALY
gained from the intervention, the cost-effectiveness ratio may be calculated. Quite
simply: the price attached to the intervention is divided by the QALYs gained. The
result from this calculation will produce a cost-effectiveness ratio. According to
McCabe (2009), the results will be reviewed against a threshold incremental
effectiveness ratio (considering the willingness of governing bodies to fund
treatments). The threshold incremental effectiveness ratio, in essence, places value on
the intervention based on cost. This process is known as the cost per QALY (Wong,

2011). This will be further explored in Chapter 3.

To summarise our discussion in this section, QALYs are a comparative analysis tool
enlisted to evaluate the impact of various treatments across different clinical
experiences and health states (Wilkinson, Petrou and Savulescu, 2018). They serve
the following purposes: Firstly, to compare each intervention and quantify the
effectiveness of medical treatments (Prieto and Sacristan, 2003; Whitehead and Ali,
2010; Beresniak and Dupont, 2017; John, Millum and Wasserman, 2016). Secondly, to
compare the total gain of utilities brought about by medical treatments. This calculation
assumes a utilitarian ethical philosophy, insisting that a significant objective of
governing bodies or stakeholders is to integrate health maximisation principles in
resource allocation (Weinstein, Torrance and McGuire, 2009). The philosophy
attempts to maximise the total utility gained and maximise HRQoL with the least

expensive treatment (Weinstein, Torrance and McGuire, 2009). Health interventions
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and treatments that yield the highest number of QALY's are considered to maximise
health, given the administration of treatment. Finally, QALY evaluations serve to
compare how cost effective a treatment is in improving quality of life and adding years

to it (Prieto and Sacristan, 2003).

However, the literature has raised concerns about the application of preference-based
utilities (Weinstein, Torrance and McGuire, 2009) as not all individuals value their
conditions the same way. In addition to this, regardless of the preference-based health
measurement, an essential characteristic of conventional QALY is the value placed
on health outcomes rather than gradual improvements in health (Weinstein, Torrance
and McGuire, 2009). The key point here is that the intervention is evaluated based on
the intervention’s “cost per QALY” (Wong, 2011). Health economists' cost-
effectiveness analyses drive which treatments are funded and, traditionally, they tend
to prioritise programmes or interventions with the lowest cost per QALY. This has the
overall utilitarian aim of ensuring that community health is maximised (Wilkinson,
Petrou and Savulescu, 2018). With all of this in place, this research report focuses on
the standardised use of QALY's to compare the cost effectiveness of two or more
interventions against each other (Whitehead and Ali, 2010; Pettitt, Raza et al., 2016;

Wilkinson, Petrou and Savulescu, 2018).

1.2.5 Current Literature

Cost-effectiveness analysis and QALYs have, over the years, been at the centre of
bioethical debates in economics. This research report will not be the first to critique

QALYs (either as a decision metric or a utilitarian concept) (see Devlin and Lorgelly,
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2017; Harris, 1987; Murphy et al., 2020; Neumann and Cohen, 2018; Whitehead and
Ali, 2010). The literature is saturated with reports that critique the uses of QALYSs.
Schwartz, Richardson and Glasziou's (1993) paper communicates how QALYs are
assessed and used. The authors present the utilitarian methodological and theoretical
problems used in QALYs. In addition to this, Round, Leurent and Jones (2014)
conduct an evaluation of a cancer rehabilitation service / intervention through a cost
utility analysis. The authors support what is communicated in this report, that QALYs
are useful in a practical sense. However, Round, Leurent and Jones (2014) also

contribute to the many questions and concerns about QALYSs.

In an effort to capture the ethical concerns surrounding QALY's, Whitehead and Ali
(2010) provide a thorough report on these issues. They present concerns about the
underlying theoretical assumptions of QALYs, the blindness towards equity
considerations, and the utilitarian preference-based measure as areas of controversy.
Schlander et al. (2014) highlight that an implication of this is the possibility that
economic systems are likely to lead to an innate preference for treatment that saves
lives rather than that which enhances it. This is based on the idea that long-term care
and preventative interventions do not produce significant QALY gains when compared

to result-driven treatments, placing specific treatments at a disadvantage.

As an example of this, consider a report by Garau et al. (2010), who use QALY to
study how health gains are produced by cancer treatments, paying close attention to
the methods QALYs assume. There is a preference for HRQoL in adults; however,
there is also an insensitivity to the potential progress within a health state, particularly

for cancer patients. This insufficient sensitivity, often reported, fails to measure
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meaningful clinical changes in utility. Cancer patients may have reduced endurance
limits and short life expectancies. There is an identified gap in the literature in the
consideration of various factors which play a role in overall quality of life but avoid the
standard 'trade-off' (Pettitt et al., 2016; Garau et al., 2010; Knapp and Mangalore,

2007).

In contrast, Neumann and Cohen (2018) contrast the advantages and disadvantages
of QALYs. The authors report that QALYs are an effective method of resource
allocation in a resource-constrained society, as they measure the quality and length of
life. However, the authors also conclude that the utility ratios generated by QALYs
favour those who have the potential for QALY gain. Based on this, the aged and
disabled are set at a disadvantage, not having many high-quality life years remaining
to them. In the same light, Partnership to Improve Patient Care (2017) presents the
uses, misuses, and ethical issues characteristic of QALY's. A significant finding to
emerge from this study is that the significant value attached to individual lives in
perfect health potentially disadvantages patients with disabilities and chronic diseases.
In support of this, Garau et al. (2011) present the argument that a valuable life is not
measured only by a perfect health state; one cannot conclude that an individual who

uses a wheelchair cannot live a happy life.

This brief survey indicates that the main questions or issues addressed in the literature

are ethical concerns regarding three of the assumptions of QALY's, namely that:

a) quality of life is a quantifiable outcome;

b) utilitarianism, the concept of utility, is acceptable; and that
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c) the old or disabled have the least capacity to benefit as compared to the young

or able-bodied.

Although the literature critiques QALYs extensively, it remains unclear whether these
assumptions are in fact just and whether they give sufficient respect to people's
dignity. This research report will help clarify this by applying to these issues an
influential human development approach to social justice and quality of life, centred on
human dignity — Martha Nussbaum's capabilities approach (Nussbaum, 2011). This

theoretical perspective will be further explored in the next chapter.

Let me now specify the parameters of my research more precisely.

1.3 Research Question

Does Martha Nussbaum'’s capabilities approach to justice indicate that the use of

QALYs as a criterion for the allocation of limited medical resources is unjust?

1.4 Rationale

Understanding the value of treatments and interventions is necessary (Neumann and
Cohen, 2018) especially for rationing purposes. This necessity is evident in the
numerous cost-per-QALY studies presented in current research. As previously stated,
rationing is an unavoidable economic process. The New York Times reports that the
decision to allocate resources is not the concern, however; it is instead the decision of
how to, ethically or unethically, allocate resources (David Leonhardt, cited in American
College of Physicians, 2011, p.11). Serious questions remain about the ethics of using

QALYs. In particular, it is unclear whether economic evaluations using QALY truly
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reflect the bioethical principle of justice that calls for “treating everyone as equal and
valuing each life as equally valuable” (Rawls, 1999). Although a large body of research
has been written critiquing QALYSs, the current literature has not systematically
explored the implications that Nussbaum’s important account of justice has for the use
of QALYs. Therefore, this report will add to the existing literature on distributive and

social justice applied to healthcare.

1.5 Thesis Statement

| will argue that Martha Nussbaum’s capabilities approach to justice indicates that the
use of cost benefit analysis on the basis of measures of health benefit (such as the
QALY) as the criterion for allocation for the allocation of limited medical resources is
indeed unjust, as it undermines people’s possession of the capabilities necessary to live

a dignified human life.

1.6 Research Aim

This research report aims to identify to what extent Nussbaum’s capabilities approach
to justice indicates that it is unjust to use QALYs to determine how we ought to

distribute limited healthcare resources.

1.7 Research Objectives

To present the theoretical framework of Nussbaum’s capabilities approach, as a
requirement for justice and human dignity.
To argue that Nussbaum’s approach indicates that the use of QALYs in healthcare

rationing leads to treating people as commodities in a way that is inconsistent with
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human dignity.
To argue that Nussbaum’s capability approach indicates that the use of QALYs in

healthcare rationing has unjust implications for disabled people.

1.8 Research Methodology

This research report is holistically guided by the principles of normative study design. It
further employs philosophical research standards and methods. The study design
aims to define how things ought to be improved (Duignan et al., 2020). This is the
study design best suited to answering the research question, which explores the
ethical dimensions around the use of QALYs as a criterion for the allocation of limited
medical resources. The purpose of using a normative study design, is not only based
on its common use in research (Duignan, Rodriguez and The Editors of Encyclopaedia
Britannica, 2020; Neumann and Cohen, 2018; Whitehead and Ali, 2010). It is also

based on its appropriateness in exploring moral or philosophical standards.

Principles of bioethics such as beneficence, justice, autonomy and non-maleficence
(Beauchamp and Childress, 2013) have not been violated in conducting this study.
This research study does not involve human or animal subjects. No new data is
collected or analysed — the information is instead gathered from secondary sources.
Analysed data / literature used in this study is conducted through desktop and library-
based research. For the purpose of gathering research data, the data collected is
sourced from, but not limited to, PubMed, books, content-related articles, government
legislation, Google Scholar as well as various other reputable academic search

engines.
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Literature findings are critically and ethically examined with the aim of answering the
research question. Taking this aim into account, the study examines secondary
literature in order to provide the clarification and definition of significant concepts as
well as provide an interpretation of them. The study also identifies assumptions and
criticisms presented in the relevant literature. Furthermore, with the use of an ethical-
theoretical framework, an analysis aimed at articulating the most reasonable
interpretation of significant concepts found in the sources is conducted. The Faculty of
Health Sciences Research Ethics Committee (Medical), University of Witwatersrand,
Johannesburg has approved ethical clearance for the carrying out of this research

study.

1.8.1 Argumentation Strateqgy

The intention of this research report is to present an overview of QALY’s as well as
debate the policy, social and ethical challenges which arise as a result of its use in
allocating scarce resources. In order to fulfil this intention, each chapter is structured to
present the arguments as follows. Chapter 2 introduces the theoretical framework on
which this research report will base its arguments. Nussbaum's philosophical
framework develops a justification for considering the significant role of ten central
capabilities she enumerates, often referred to as fundamental entitlements, which are
essential to achieving a proper conception of a good or valuable life, and which are the
prerequisites of a just society (Nussbaum, 2011; Robeyns, 2011; Vorhaus, 2015). The
approach will be applied throughout the research report, especially in regard to justice

and human dignity in human development (University of Chicago, 2013).
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Followed by this foundation, the research report presents arguments to illustrate that
the application of QALY evaluations in healthcare is unjust in two ways. The first
ethical concern centres on the commodification of human life promoted by the use of
QALYs. This is discussed in Chapter 3. The main argument in this chapter challenges
the assumption that the commaodification of human lives is at all acceptable. Chapter 4
then critiques the implications that the use of QALY's have on disabled populations,
drawing from Nussbaum's capabilities approach. Here, it is argued that QALY fail to
implement accurate health preference measures for patients, and that this raises a
second ethical concern in that it prejudices disabled and chronically ill patients.
Unequal health preference measurements create unequal ranks, ensuring that the
disabled remain below the threshold of capabilities necessary for dignity. Finally,
Chapter 5 concludes the arguments drawn from Chapters 1 to 4. The final chapter
includes a discussion of the limitations of this research report, which could be

improved on for future studies.

1.9 Conclusion

Chapter 1 of this research report has demonstrated, through the use of current
literature, the significance of resource allocation in both high- and low-income
countries. In it, | stated that in both, traditional methods of rationing occur at micro and
macro levels in determining the allocation of healthcare spending. This research
report, however, questions whether macro level cost-effectiveness allocation methods
such as the QALY approach are ethically justified, especially because of the significant
implications its application has on justice and human dignity. As Chapter 1 has

illustrated, cost-effectiveness analyses will ultimately decide which interventions to



QALYS, JUSTICE AND THE CAPABILITIES APPROACH 32

fund and, more often than not, prefer programmes with the lowest cost-per-QALY
(Wilkinson, Petrou and Savulescu, 2018). Although popular with the NICE, the
literature continues to question the methodological and theoretical advantages and
disadvantages of QALYs. This philosophical research study aims to argue that
Nussbaum’s approach indicates that the use of QALY in healthcare rationing leads to
treating people as commodities in a way that is inconsistent with human dignity, as

well as having unjust implications for the disabled population.
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2. PHILOSOPHICAL FRAMEWORK: NUSSBAUM’S CAPABILITIES

APPROACH TO JUSTICE AND HUMAN DIGNITY

2.1 Introduction

Now that the overall constructs and debates surrounding resource allocation tools,
such as QALYs, have been laid out, this report seeks to further elaborate the concerns
highlighted in the literature in a more philosophical, theoretical way. In this regard,
Chapter 2 aims to describe Martha Nussbaum's inspiring ‘capabilities approach’.
Nussbaum, in Creating Capabilities: The Human Development Approach, clarifies that
the capabilities approach is concerned mainly with social justice issues, which are
interconnected with quality of life (Nussbaum, 2011, p.19). According to Robeyns
(2011), the approach is a philosophy that requires governmental (constitutional)
structures to ensure the provision of a bare minimum of ten central capabilities
necessary for human dignity to its citizens. This approach asks social planners to
inquire about the needs valued by members within society for the purpose of
converting resources into ‘functionings’ (Nussbaum, 2011). The approach challenges
economic and social systems which rely on methods grounded on utility or per capita

GDP (Nussbaum, 1995; 2011, p.1).

Shifting the conversation from pure economics to people, Nussbaum’s approach
appreciates that individuals may conceive of and desire to achieve lives characterised
by freedom, justice and wellbeing, when the threshold of these ten capabilities is
present (Nussbaum, 2011; Robeyns, 2016). In so doing, a society may be considered

just on condition that each citizen is guaranteed ‘fundamental entitlement’ to their
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necessary capabilities (Nussbaum, 2008), providing a way for each citizen to live a
dignified life. The fundamental entitlements go beyond the abilities that each citizen
innately has and include the opportunities and freedoms created by the combined
abilities in the context of people’s economic, political, or social environments

(Venkatapuram, 2011).

In this chapter, | elaborate the fundamental concepts of the capabilities approach.
Even though the theory originates with Amartya Sen, this research report is primarily
interested in clarifying the notion of human dignity and its connection to justice from
Nussbaum's perspective. Firstly, | will discuss the foundations of the theory. Then, |
will present the list of those capabilities, carefully considered by Nussbaum, that frame
a dignified and truly human existence. Grounded on this analysis, we can proceed to
take a closer look at the relationship between justice and the demands of the
capabilities approach. In doing so, | will clarify the notion of human dignity advocated

by Nussbaum.

2.1.1 Key Concepts in Nussbaum’s Capabilities Approach

Capability and Function Distinction

According to Nussbaum (2011), there are two key notions in the capabilities approach:
the notion of 'functionings' and 'capabilities’. Although Nussbaum’s capabilities
approach is applicable to both human and non-human beings, as is common in the
broader literature, this discussion will be restricted to human functionings and
capabilities rather than the functions and capabilities inherent in non-human beings.

Nussbaum's capabilities approach defines capabilities as freedoms to act — that is,
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they are an individual’s abilities or resources — whereas functionings are those
capabilities that are accomplished (Nussbaum, 2000; Robeyns, 2016). Thus,
functionings are 'beings' and ‘doings’ (Nussbaum, 2011; Robeyns, 2016; Saigaran,
Karupiah, and Gopal, 2015). Examples of ‘beings’ include living a well-nourished life,
being actively involved in supportive social surroundings, or being educated.
Functionings are also 'doings’, for instance traveling, working, caring for a child, or
donating money to charity (Robeyns, 2016; Saigaran, Karupiah, and Gopal, 2015).
Nussbaum states that it is often helpful to think of capabilities as facilitators or
enablers for the achievement and demonstration of functionings (Kleist, n.d.;

Nussbaum, 2011).

In essence, according to Robeyns (2016), functionings may be characterised as that
which is realised and capabilities as potential. They are the achievements and
opportunities that one may choose to exercise, respectively (Nussbaum, 2011;
Robeyns, 2016). With this knowledge, although this research does not fully develop
the argument around this concept, it may be observed that autonomy — an ethical
concept of freedom of choice — is also central to the capabilities approach (Nussbaum,
2011). To illustrate this, Nussbaum uses the following example. When reflecting on
health, specifically the function of being healthy, governing bodies are required to
make available opportunities (the capabilities) for human beings to be healthy
(Nussbaum, 2000; 2011; Venkatapuram, 2007). For example, governing bodies should
ensure the provision of insulin to lower symptoms of diabetes or the provision of
condoms to prevent sexually transmitted diseases. In each of these examples, given
the capability, the individual may choose which function to exercise or not. Nussbaum

insists that, ultimately, the political goal should be to prioritise capabilities rather than
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functionings (Nussbaum, 2011). This shift avoids privileging certain conceptions of a
good life, further ensuring that large populations access opportunities for their desired

health needs to be met (Nussbaum, 2000; 2011).

To summarise this section: Nussbaum's commitment to the capabilities approach
inspires the principled adoption of capabilities as a sound alternative to the sole focus
on functionings, taking on an anti-paternalist approach (Kleist, n.d.; Vasbist, 2010).
Furthermore, this normative conception stems from the significance of personal
responsibility. In Creating Capabilities: The Human Development Approach,
Nussbaum emphasises that the foundation of the capabilities approach is grounded on
the idea of freedoms (Nussbaum, 2011, p.25). She encapsulates the notion of
capabilities through choice and freedoms which she considers to have intrinsic value
(Nussbaum, 2011, p.25). In this case every human being should be given the equal
real opportunity to strive to realise their capabilities through beings and doings, if they
wish to do so (Robeyns, 2016). Governing bodies are responsible to aid in providing
and promoting these capabilities, but it is the individual’s responsibility to discern how
to efficiently utilise them (Robeyns, 2017). Simply put, the key point is that it is up to
individuals whether or how they want to actualise their capabilities in the form of
functionings. What they are owed by society is simply the capabilities that allow them

to make this decision.

Capability Threshold Level

As demonstrated through Nussbaum'’s distinction between capability and function,
what the approach is after is a society in which people are positioned to truly function

as human beings (Nussbaum, 2011; Robeyns, 2016). In pursuing this objective,
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Nussbaum primarily motivates the capabilities approach through the concept of
‘capability thresholds' (Nussbaum, 2011). This concept stipulates that human beings,
capable of active striving, are to be given a minimum benchmark (a threshold) of ten
central capabilities regardless of their intelligence level, innate skills, or geographical
location (Nussbaum, 2011; Robeyns, 2016; Stewart, 2013). This is to say that a
person who has not been provided with sufficient central capabilities to live and
engage with other human beings will fall beneath the minimum benchmark or
threshold (Nussbaum, 2011). Further, it is important to note that this approach is not a
distribution solution. Instead, it determines a minimum threshold level which each

individual should attain.

Nussbaum gives absolute priority to interests that fall below the threshold or
benchmark of the ten central capabilities (Nussbaum, 2011; Stein, 2009). The list of
central capabilities, which will be stated and clarified shortly, is often referred to as a
list of fundamental 'entitlements’, which Nussbaum insists governing bodies ought to
make available for justice to be exercised (Nussbaum, 2011). It is important to note
that the approach does not provide a solution for how inequities which do not fall
below the threshold of capabilities ought to be handled, as they are not fundamental
entitlements (Nussbaum, 2011; Stein, 2009). So, interests falling below the threshold
have absolute priority while inequities exceeding it hold second priority. Questions
about distribution may be addressed once all human beings are above the threshold.
Moreover, providing these capabilities would not be a meritocratic approach. It will,
however, be one that encourages opportunities for individuals to be established above
the threshold (Nussbaum, 2011, p.24). This philosophy could mean dedicating extra

resources (or central capabilities) to a child with autism to reach the same educational
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level as its peers, through specialised educational interventions.

In Nussbaum's account of justice, achieving these minimum thresholds holds more
weight on the scale of importance as compared to achieving equality (Nussbaum,
2000). This position is defended by the understanding that capabilities are pursued not
for certain groups of people but for every single person. This understanding, moreover,
cements the idea that there is no sound rationale for those above the threshold to
justify withholding resources — whether healthcare or otherwise — from those who fall
below it. Failure to provide all ten central capabilities to each individual in a society
suggests a prioritisation of one group over the other; Nussbaum suggests that those
polices are to be rejected as they do not meet the criteria for justice (Nussbaum,

2011).

Human Dignity

Stoic philosophy holds the view that human dignity or human worth is an immutable
principle inherent, equally, in all human beings (Nussbaum, 2008, p.352; Vorhaus,
2015; Leukam, 2011, p.1). The principle is further characterised as binary — an
individual either has the whole of dignity or none at all (Leukam, 2011, p.1). Nussbaum
agrees with her Stoic predecessors. Over the years, philosophy has attempted to
determine / define the conditions, as well as the significance, of human dignity.
Although not finding full clarity in its definition, Nussbaum is clear about the impact and
significance of human dignity in facilitating self-respect and moral worth (Leukam,
2011, p.5; Nussbaum, 2000; 2011, p.29). To paint a picture illustrating the multifaceted
principle, Nussbaum outlines the determinants of human dignity, which could be seen

as a divergence from the Stoic philosophy.
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Stoic philosophy holds the view that autonomy and rationality are the only conditions
of human worth (Nussbaum, 2008, p355; Leukam, 2011, p.2; Vorhaus, 2015), leaving
the determination of dignity in the hands of fortune (Nussbaum, 2008, p.353).
However, this is where Nussbaum departs from the Stoics. In Nussbaum’s view, the
notion of human dignity is related to active striving (Nussbaum, 2011, p.31). She
emphasises that even though human beings may differ in their potential for active
striving, human dignity is always equal, for human beings are all deserving of respect
from institutions and law, regardless of those differences (Nussbaum, 2011). Though
recognising the value of choice and freedoms (Nussbaum, 2011, p.25; Nussbaum,
2006, p.87) — even stating that a human being should be envisioned as a being
characterised by choice — Nussbaum holds to a more all-embracing approach to social
justice than the narrow view of her Stoic predecessors (Nussbaum, 2011, p.30). This
is for the benefit of both unimpaired and impaired human beings (Nussbaum, 2008,
p.354; Vorhaus, 2015). This aspect of her thought will be further elaborated and

discussed later.

Nussbaum (2011, p.30) also recognises that the living conditions and environment of
human beings play a pivotal role in shaping lives of true human dignity. To facilitate
human dignity, stakeholders ought to provide for and develop those who are unable to
provide for themselves. Nussbaum uses debates around public schooling for disabled
children as a way of illustrating this, highlighting the importance of education in
developing the mind of a child. Failing to provide or create such an environment would
be treating the child with less dignity they deserve (Nussbaum, 2011, p.30). At a micro
level, one’s political, economic, and social circumstances may influence how one

chooses one’s own functionings. However, at a macro level, dignity should play a
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significant role in shaping policy; policies should protect rather than diminish the value
of people's choices (Nussbaum, 2011, p.30). As a condition of justice, Nussbaum
states that a social minimum of all ten central capabilities should be realised. These

are discussed in what follows.

2.2 Central Capabilities Required for Justice

Nussbaum’s capabilities approach comprises ten central capabilities which are
inarguably essential and meaningful to human functioning (Nussbaum, 2000; 2011,
p.33). She states that although this list is essential, it should be considered a social
justice proposal — a moral basis for political and constitutional policy decision making
— and not a complete theory of justice (Nussbaum, 2011, p.36). Moreover,
Nussbaum's approach focuses on capabilities rather than actual functions. She holds
that this protects the opportunities individuals have to pursue and achieve other

functions which enhance their inherent human dignity (Nussbaum, 2011, p.25).

2.2.1 Types of Capabilities

Nussbaum’s central capabilities are classified into three categories (Nussbaum, 2011,
p.21; Saigaran, Karupiah and Gopal, 2015, p.192). According to her, these categories
may be defined and distinguished as follows. Firstly, basic capabilities are the inherent
predisposed characteristics an individual has that make later development possible
(Nussbaum, 2011, p.23; 2000; Saigaran, Karupiah and Gopal, 2015, p.192). Secondly,
internal capabilities are the characteristic or states of a person that are dynamic and
fluid rather than fixed, to be trained and developed through one’s social, political and

economic environment (Nussbaum, 2011, p.21; Saigaran, Karupiah and Gopal, 2015,
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p.192). Thirdly, Nussbaum defines combined capabilities as collective freedoms
originating from personal abilities as well as social and economic environments that
encourage functionings (Nussbaum, 2011, p.20; Saigaran, Karupiah and Gopal, 2015,
p.192). This particular categorisation is important in capturing the intuitive idea behind

human development.

As previously mentioned, capabilities or political entitlements are fundamental
freedoms enabling human beings to choose particular functionings (Nussbaum, 2011,
p.20). Distinguishing types of capabilities enables a society to evaluate which
capabilities individuals in that society lack. For example, training and educating
individuals about freedom of speech (a capability), as most societies do, but denying
them the practice of freely expressing their opinions (a functioning) is incongruent with
social justice. To further illustrate, Nussbaum discusses a widowed young woman
strongly influenced by her cultural background who still practices and believes in
female genital mutilation (Nussbaum, 2000). Although, in hopes of a second marriage,
she has not been mutilated, her culture forbids her from practising her sexuality.
Nussbaum (1995) explains that due to the fact that she has not been mutilated she still
possesses her internal capabilities. But her combined capabilities are compromised

through the denial of her freedom to practise her sexuality (Nussbaum, 2000).

2.2.2 Nussbaum’s List of Ten Basic Human Capabilities

From her book, Creating Capabilities: The Human Development Approach (2011,
pp.33-34), Nussbaum provides a descriptive list of ten central capabilities required as

conditions of social justice, namely:
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1. Life: the capacity to live an adequately long life.

2. Bodily health: the capacity to ensure that essential bodily health is
maintained.

3. Bodily integrity: the capacity to move from one environment to another
unhindered; protection from violence.

4. Senses, thinking, imagination, and reasoning: the capacity to develop and
cultivate these concepts through sound education. The hope is that their
development will encourage enjoyable experiences, and furthermore allow
one to truly discover what it means to live in a human way.

5. Emotions: the capacity to build attachments to people and as a result create
interpersonal relationships; the freedom to show the emotions of love,
gratitude, anger or grief.

6. Practical reason: the capacity to formulate a concept of what is virtuous or
good for one's life plans; the freedom to conceive a life not influenced by the
perceptions of others.

7. Affiliation: a) the freedom to live for and show concern for others; b) the
social practice of human dignity and self-respect. Affiliation entails being
treated with the dignity worthy of a human being seen as an equal, ensuring
that non-discriminatory practices are implemented.

8. Other species: the capacity to co-exist and build a healthy relationship with
nature, plants and animals.

9. Play: the opportunity to smile or be joyful as well as take part in recreational
activities one desires.

10.Control over one's environment: a) the capacity to fully participate politically

(including the freedom to express political views unhindered); b) the capacity
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to own material possessions (including the ability to own and protect
property, as well as seek and maintain employment while practising practical

reasoning).

2.2.3 In Defence of Universal Capabilities

Nussbaum (2000) strongly advocates for the universal use of all capabilities on this

list, based on the following rationale.

Firstly, insisting on the provision of all ten central capabilities ensures that trade-offs of
capabilities are avoided. This limits a deadlock from occurring when deciding which
capability is most critical in a society that cannot provide them all (Nussbaum, 2000;
St. Clair and Gasper, 2010). Perhaps it will cause policy makers to rethink the
applicability of evaluation methods such as CEA and CUA in policy decision making.
Secondly, the multiple realisability of each capability allows different religious, cultural,
and secular views to be considered, in line with the norms and values of culture, when
considering what shapes a dignified life (Nussbaum, 2000; Robeyns, 2016). Thirdly,
treating capability as a goal results in a political principle which promotes capabilities
rather than functionings, respecting individuals’ freedom of choice to pursue the
relevant functionings or not (Nussbaum, 2000; Robeyns, 2016). Fourthly, each
capability gives all human beings the power of choice. This promotes liberty and
practical reason, aligning with other prominent principles of justice (Nussbaum, 2000;

Robeyns, 2016).

Fifthly, political liberalism, touched on in the last point, is promoted through the
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insistence on the use of all ten capabilities. Political liberalism is a political concept
acknowledging that human beings have different conceptions of the good (Nussbaum,
2000). Nussbaum'’s list advocates and prioritises open conceptions of the good life on
a large scale. This principle helps answer accusations Nussbaum's approach of being
biased towards westernised traditions and values (Saigaran, Karupiah and Gopal,
2015, p.195). Sixth, Nussbaum advocates this list as constituting the core capabilities
that must be the foundation, at the least, of any policy or constitution implemented by
governing bodies (Nussbaum, 2000). Once they are implemented, governing bodies
may choose to promote further capabilities better suited to their norms and traditions
(Nussbaum, 2000; Robeyns, 2016). Setting these capabilities as political goals should
be understood as an aspirational benchmark; its function is aspirational rather than

utopian. (Nussbaum, 2000; Robeyns, 2016).

2.3 Capabilities Approach: Dignity, Justice and Healthcare

This research report has, so far, outlined the conceptual basis for Nussbaum’s
capabilities approach. A discussion aimed at clarifying the principles of capabilities,
threshold levels, and human dignity has been conducted. Although all of these
principles are integral to the theory, Nussbaum particularly highlights the significance
of human dignity in creating a just society. Fundamentally, the capabilities approach is
a social justice theory based on the idea that justice requires individuals to be
allocated the minimum ten central capabilities (Robeyns, 2017). When these are
provided, individuals have the opportunity to be treated with respect and human dignity
(Robeyns, 2017). In this final section of the chapter, | will explore the correlation
between human dignity, social justice and the ten central capabilities, particularly in

healthcare.
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2.3.1 Capabilities and Human Dignity

Nussbaum defends central capabilities for the holistic purpose of not only assisting in
creating just societies but also helping us grasp what human dignity demands. In
Nussbaum’s version of the capabilities approach, she places particular attention on
fundamental entitlements or the areas of freedom which are integral to ensuring that
all people live as dignified human beings (Nussbaum, 2006 p.166; 2011, p.31).
Although all capabilities / entitlements are crucial, Nussbaum holds two out as
particularly significant: a) affiliation, which requires the social practice of human dignity
and self-respect; and b) practical reason which Nussbaum believes “suffuses all the
others, and this, in turn, constitutes a truly human pursuit” (Nussbaum, 2011, p.39;
2000; Robeyns, 2016; Kleist, n.d.). Through these she demonstrates that at the core of
human function lies a dignified human being with the ability to construct its own idea of

a dignified life, unshaped by the perceptions and expectations of others.

Generally, human dignity calls for the recognition of one’s worth or the value of one’s
choice and being treated with the courtesy one deserves (Nussbaum, 2006, pp.87—
92). Nussbaum insists that placing the emphasis on the provision of the ten central
capabilities will become a source for meeting the primary goals of any liberal and
pluralistic society, as each individual is placed above the threshold level of capabilities
(Nussbaum, 2008, p.361; 2011, p.19; Robeyns, 2016). In this way, all persons are
treated with respect and are exempt from humiliation (Nussbaum, 2006, p.174; 2011,
p.16). Throughout the literature, Nussbaum insists that human respect requires
freedom of choice to be respected as well. That is, human beings must be able to

freely choose which capabilities to exercise. However, circumstances may inhibit this
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choice. For example, Nussbaum observes how cases of discrimination (whether based
on religion, race, and gender) or even rape compromise central capabilities. She
argues that the act of rape compromises the development and functioning of a human
being’s mental, emotional, and bodily state. In this case, the compromised
development will inhibit the affected individual from fully living a life of dignity

(Nussbaum, 2008, p.358).

Nussbaum boldly claims that in the absence of a practised central capability for
functioning, although it may sound extreme, the human being is stripped of their
humanity and cannot be considered a human being any longer (Nussbaum, 2000). Her
social justice theory acts as a platform for inquiring what constitutes a dignified life.
Nussbaum states that respect for human dignity is evident only if all human beings
meet the threshold of possessing all ten capabilities (Nussbaum, 2011; Robeyns,
2016; Stewart, 2013). Their absence is an indication of a lack of human dignity and
compromised social justice (Nussbaum, 1995; 2011; Gluchman, 2019). Furthermore,
these specific goals ensure the promotion of equality, which all societies must have, to
a considerable degree. Governing bodies, according to Nussbaum (2011) ought to
implement policies which ensure dignity for all (Nussbaum, 2011). It is the
responsibility of social institutions to provide each of their citizens with each central

capability, at least up to the minimum threshold.

2.3.2 Capabilities and Justice

The fundamental principle which Nussbaum grounds her approach on is social justice.

The approach aims to assess and address social justice issues affecting the quality of
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life of individuals (Nussbaum, 2011, p.18). It poses questions about the injustices and
inequalities which may arise from, for example, marginalisation or discrimination,

which can escalate into a spectrum of issues (Nussbaum, 2011, p.19).

As we have seen, thresholds of capabilities hold a particularly significant role in
Nussbaum's approach to social justice. Her approach states that a society is just to the
extent that every citizen is constitutionally guaranteed these central capabilities at the
right threshold (Nussbaum, 2011). As a reminder, a capability enables a human being
to achieve a function (Nussbaum, 2000; 2011, p.20). The approach not only guides us
to social justice but also ensures the creation of an environment where citizens can
choose to function as fully human beings. In this just society, governmental bodies are
not responsible for people's happiness; instead, they are responsible for providing
opportunities for people to make themselves happy (DeMartino, 2011, p.41; Lamont
and Favor, 2017). According to Kleist (n.d.), two different individuals with equal
opportunities to practise the capability of play may choose to enjoy their capabilities in
different ways: one may choose to volunteer at a homeless shelter while the other
chooses to swim. This essentially means that two people with equal capability
thresholds experience different levels of utility; they remain responsible for that

difference themselves. But, at the very least, this capability has been provided.

Nussbaum’s insights present moral arguments for a threshold of capabilities, that is, a
basic minimum of 10 central capabilities, for the purpose of setting the standard of just
societies (Nussbaum, 2011). As a criterion for justice, a threshold of capabilities is

fairly vague, which may result in inconsistencies in judgements about justice. | accept

that there may be cases where it is not clear whether the threshold has been met.
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However, | also think that the notion of the threshold is sufficiently intuitively clear to
act as a moral compass pointing towards justice in many cases. The way it can do this

will become clearer as | apply the notion over the following chapters.

With this said, Nussbaum admits that on occasion social conditions may present
challenges in delivering the threshold level of central capabilities, forcing societies to
make trade-offs, as two or more capabilities compete (Nussbaum, 2011, p.36). Trade-
offs ensure that societies are forced to make tragic choices (Nussbaum, 2011, p.37).
The healthcare sector, especially recently, has had to make trade-offs involving the
provision of certain forms of care for individuals due by economic strain (Nuijten and
Dubois, 2011). To do so, governing bodies have resorted to cost-benefit evaluation
methods. Nussbaum states that cost-utility or cost-effectiveness evaluations
compromise social entitlements for the development of a fully just society (Nussbaum,

2011, p.37). This claim will be further elaborated throughout this report.

2.3.3 Capabilities and Healthcare

As demonstrated earlier, health and healthcare are accounted for in Nussbaum'’s
central capabilities list, namely through the capabilities of: a) life: the capacity to live an
adequately long life; b) bodily health: the capacity for ensuring that essential bodily
health is maintained; and c) bodily integrity: protection from violence, or the capacity to
move from one environment to another unhindered. These capabilities certainly afford
the opportunity to each human being for a healthy and full life. They can perhaps be
understood as facilitators for achieving the other capabilities, further cementing the

idea of the interconnectedness of all the capabilities. Without the capacity to be
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healthy, one cannot engage in play or even interact with others within their
environment (Venkatapuram, 2007, p.89). Pregnant women, for example, require
forms of healthcare such as nutritional or prenatal healthcare services in order to fully
function as human beings, not only for themselves but for their unborn children as well

(Venkatapuram, 2007, p.91; Nussbaum, 2011, p.23).

2.4 Conclusion

Chapter 2 has extensively illustrated Nussbaum's capabilities approach to social
justice and human development. In it | have explained that capabilities are freedoms to
achieve something, and functionings are the resulting achievements (Nussbaum,
2011, p.19). With this in mind, Nussbaum (2000) strongly advocates for the universal
use of all capabilities, versus functionings, as each capability holds significance in its
own right. As a political goal, Nussbaum’s capabilities list provides each human being
the freedom to conceive a life that they value (Nussbaum, 2011, p.39; Robeyns,

2016).

Nussbaum insists that a threshold level of the provision of all ten central capabilities is
required for justice and human dignity to be achieved (Nussbaum, 2011, p.36). For
example, practical reason, which is the ability to construct one’s own ideas of a good
life, is essential to a life of dignity (Nussbaum, 2011, pp.33—34). If this capability is not
facilitated, one falls below the standard that a dignified life requires. This ethical
framework requires the equal and sufficient allocation of resources to ensure that
individuals are able to function fully (Venkatapuram, 2007, p.91). To facilitate justice in
a society, every individual must be entitled to central capabilities at a level sufficient to

make a dignified life possible (Nussbaum, 2000; 2011, p.36).
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Now that the framework for understanding and elucidating how Nussbaum
conceptualises human dignity and social justice in public policy is in place, we can
ethically evaluate rationing tools such as QALYs, by applying Nussbaum'’s theory. | do

so in the following chapter.



QALYS, JUSTICE AND THE CAPABILITIES APPROACH 51

3. COMMODIFYING HUMAN LIFE AND THE INJUSTICE OF QALYS

3.1 Introduction and Overview

This report has established that economic evaluations such as the QALY approach
have become gradually ever more crucial in health policy due to a climate of
diminishing resources. QALY, as an evaluation method or a cost-utility analysis,
employs neo-utilitarian ethics to govern resource allocation policies (Pettitt et al.,
2016). However, this practice is not without its concerns. One concern lies in the
formulation — the criterion which economic evaluations typically employ. As
established in Chapter 1, the QALY method is an attempt to produce a single
numerical index by placing a value on HRQoL (utility) and life expectancy based on
the cost of treatment (Weinstein, Torrance, and McGuire, 2009; Whitehead and Alli,

2010).

In reference to Chapter 1, cost-utility QALY's are an economic framework used to
guide the rationing of limited healthcare resources (American College of Physicians,
2011, p.11). QALY evaluations adopt a multi-attribute utility framework favouring two
criteria: length of survival and quality of health status (Drummond et al., 2015; National
Council on Disability, 2019). QALY gains are observed when the improvement of
quality of life and survival time the patient has gained with treatment (Drummond et al.,
2015; National Council on Disability, 2019; Pettitt et al., 2016; Weinstein, Torrance,
and McGuire, 2009; Whitehead and Ali, 2010). The numerical index indicating QALYs
gained will then be divided by the cost of treatment to present the cost-per-QALY ratio

or the cost-utility of treatment (McCabe, 2014; Wong 2011). This leaves the
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impression that monetisation — the placing of monetary values on health outcomes —

is a fundamental element of QALYSs.

The idea of monetisation, however, has created an uneasy tension between economic
interests and respect for the value of human lives. The justification for placing a
monetary value on human life is perennially debated in social policy and bioethics
(Bayles, 1978). These debates are often centred around the idea that the existence of
economic limits or the need for medical rationing suggest that monetisation is a
plausible method of allocating life-enhancing healthcare resources (Scheunemann,
and White, 2011). Importantly, it is becoming increasingly difficult to ignore the
assumption that medical rationing practice accepts that monetary value should be
placed on human lives, purely based on the utility those lives bring to their societies
(Huang et al. 2018). This chapter will challenge the assumption that QALY's which
maximise utility for medical rationing allocation, essentially encouraging the

commodification of human lives, are ethically justified.

| begin by illustrating the composition of utility measures to provide a thorough
understanding of how resource allocation is achieved through QALYs. Secondly,
commodity and commodification in relation to QALYs will be defined. Once our
understanding of utility measures and commodification in relation to QALY's has been
enhanced in this way, Nussbaum's theory of justice (employing the principle of
thresholds of capabilities, as well as human dignity) will be used to support the

argument made.
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3.2 Utility Measures: Cost-Effectiveness Threshold

As explained, the purpose of a cost-utility analysis, according to McCabe (2014), is to
determine a cost-per-QALY ratio (QALY gain / cost) (Wong, 2011; Zilberberg and
Shorr, 2010). To determine how resources will be allocated, NICE compares the
results of the cost-utility analysis to a budget of between £20,000-£30,000 for one
QALY gained by residents in the United Kingdom (Cleemput et al., 2011; National
Institute for Health and Care Excellence, 2013). For the United States, a budget of
$50,000-$100,000 is used (Neumann, Cohen, and Weinstein, 2014; Nuijten and
Dubois, 2011). A medical intervention is considered to be of good value if it falls below
this 'budget' (Cleemput et al., 2011). In other words, maximum funding for medical
interventions per QALY created for a patient is capped at £30,000 (Kirkdale et al.,

2010; Nuijten and Dubois, 2011).

Essential medical interventions above the £30,000 and $100,000 threshold may not be
funded. Ensuring that medical interventions are cost effective may sound reasonable,
however, using the thresholds set by the United States and United Kingdom
commodifies lives by putting a monetary value on human lives based on the utility they
produce. So, treatments for rare diseases and orphan diseases which are generally
more expensive to produce (Wareham, 2013, p.1), targeted for smaller populations,
will not fall high on the priority the UK’s and US'’s list due to the lack of utility produced.
Perhaps it is valuable to define and clarify the terms ‘commodity’ as well as
‘commodification’ at this point and illustrate the connection between these concepts

and QALYs.
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3.3 Commodity, Commodification and QALYs: Current Perceptions

Commodification, at the most abstract level, is a process in which various items are
quantified and made exchangeable or equivalent through the use of money
(Christiansen, 2017). Simply put, it is the process by which something becomes a
commodity. Furthermore, Marxist theory adds to this definition by highlighting that a
commodity often has the sole purpose of satisfying the needs and wants of individuals
(Pashukanis, 2017; Fleetwood, 2002). Walsh (2019) defines commodification as the
transformation of ideas, services, goods, and people into commodities or objects for
monetary exchange within a capitalist economic system. Due to the increase of
privatised, digitised, and monopolised world, commodification may manifest itself in
the sale of basic human necessities like water, education and long-standing
healthcare. These basic goods are viewed as commodities and are then sold to

consumers (Christiansen, 2017, p.84; Pellegrino, 1999).

Neumann and Cohen (2018) argue that healthcare commodification, while it
compromises the health of vulnerable populations by limiting access to healthcare
(Christiansen, 2017, p.84), does have countervailing benefits. They elaborate on this
point by arguing that valuing human life through rational and explicit measures like
QALYs could potentially improve the quality and quantity of healthcare delivery for
each patient. Card and Mooney (1977, p.1628) support this position and suggest that
utility measures by estimating cost and utilities in monetary terms, have the potential to
a) recommend the best course of treatment; and b) determine whether an expensive

diagnostic test will be worthwhile.

To further illustrate this point Card and Mooney (1977) report, in order to determine a
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diagnosis particularly for large bowl cancer, the American Cancer Society
recommends and conducts six tests costing $47 million per case (Card and
Mooney,1977, p.1628). This is problematic. The authorisation of six expensive tests by
the American Cancer Society meant that no money was left for other large-scale
cancer interventions. Although the study is not particularly current, Card and Mooney
(1977) raise queries then that societies still are faced with today. Queries concerning
the principles which inform decision making in public health. The researchers stress
that health systems can spend money to saving lives. However, there is a limit to how
much is to be spent on health in each case. In other words, the cost of saving an
individual life may take away from the potential to better another life (Card and
Mooney, 1977, p.1628). This consequence sets up value preferences in healthcare,
which will be further explored and debated in Chapter 4. Nonetheless, this approach

seems ethically problematic.

Basically, while the merits of commodification seem ethically problematic, some
scholars argue that in order to rationally allocate healthcare resources,
commodification must take place. So, it is assumed that quality of life is a quantifiable
outcome and therefore the concept of utility is acceptable. Using a formula which
essentially determines whether a human being’s quality of life — their state of being — is
worth the value of a particular course of treatment is concerning. Based on this, people
are commodified in the sense that the value of investing money in them is taken to be
entirely determined by the amount of utility that those people can produce. People, just
like objects that are bought or sold in a market, have their worth fixed entirely by how

much utility they produce.
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3.4 Nussbaum’s Response

In the following discussion, | will use Nussbaum'’s theory to illuminate the problem
unpacked in the previous section. In the first place, Nussbaum’s theory indicates that
commodification of the sort just discussed is unjust as it seriously violates human
dignity. Nussbaum'’s theory indicates that being treated as a commodity, in the
relevant respect, undermines the social bases of self-respect and, so, undermines the
critical capability of affiliation, which is at the core of truly human functioning
(Nussbaum, 2011, p.39; Nussbaum, 2000; Kleist, n.d.). As indicated in Chapter 2, the
role of affiliation is crucial to living a true human life as it provides opportunities for
human beings to form a conception of lives worthy of human dignity (Nussbaum, 2011,

p.39; 2000; Robeyns, 2017; Kleist, n.d.).

Given this, Nussbaum would insist that QALYs’ standard interpretation reduces the
value of human dignity to a single measure. In a way, this strips away the value of
human life; a life treated as priced may be exchanged for another as its equivalent, a
process which goes against the binary nature of human dignity (Leukam, 2011, p.1).
On this scheme people are treated as mere commaodities rather than with human
dignity. This realisation cements the significance of making questions about

capabilities central.

Secondly, the act of making judgments based on the production of utility also implies
that these judgments are not justified on the foundations of the threshold level of
central capabilities. Nussbaum aims to philosophically provide an account of basic
principles (capabilities) that may be applied to resource allocation policies. It follows

that governing bodies ought to provide a threshold of central capabilities to meet the
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conditions for true human functioning and social justice (Robeyns, 2017; Nussbaum,
2011). Consequently, according to Nussbaum (2000), injustice occurs when
individuals are below the threshold of capabilities. On the grounds of Nussbaum’s
approach to social justice, it is plausible to infer that it is unacceptable to commodify

human lives.

Nussbaum’s approach allows us to potentially provide a rational principle for
distribution that is in line with human dignity by being based on the threshold level of
the capabilities. The social practice of human dignity means ensuring that human
beings are equipped with the capabilities they need to live a dignified life, whether or
not doing so is the most efficient way to maximise utility. Nussbaum would insist that at
the core of truly human functioning is a dignified human being who is given the
capability to achieve a life that has intrinsic value (Nussbaum, 2011, p.39). Although
Nussbaum’s approach does not agree with the use of cost utilities in medical rationing,
it is not to conclude that she does not agree with rationing as a whole. Indeed,
Nussbaum's approach seems to leave room for rationing. Instead of cost-utility
measures, however, governing bodies ought, as a first concern, to provide a threshold
level of central capabilities when rationing. This approach will guide how to ensure that

people can live dignified lives rather than ensuring maximisation of utility.

3.5 Conclusion

In this chapter, | have argued that rapid growth in healthcare expenditure has caused
the practice of rationing medicine to be scrutinised not only in terms of its effectiveness
but also its ethics. Healthcare, finance, and human lives are all viewed as valuable, but

not interchangeably. The trade-off of prioritising healthcare costs over a dignified
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human beings life creates consequences for self-respect and the central capability of
affiliation. The commaodification of human lives assumes that the amount of utility

produced determines the value of a human life.

Nussbaum asserts that QALY's reduces the value of human dignity to a single
measure, stripping away the value of human life. It was also shown that, according to
Nussbaum, utility-based judgments ignore capability thresholds, so that people
consequently fall beneath the minimum thresholds required for living human lives.
Perhaps, then, allocation methods that prioritise human dignity and the central
capabilities ought to be considered in order to facilitate justice. The findings of this
research report support the belief that the cost-utility analysis that QALYs employ is
unjust, based partially on what was unpacked and debated in this chapter. An account
of the second ethical concern — injustices over disabilities occasioned by the use of

QALYs — is provided in the next chapter.
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4. DISABILITY, CAPABILITIES AND THE INJUSTICE OF QALYS

4.1 Introduction and Overview

This report has so far stated that Nussbaum's central capabilities approach considers
the act of treating human beings as mere commodities, through the maximisation of
utilities, as undermining the capability of affiliation and therefore undermining human
dignity. In the same light, questions of concern have been raised in the literature
regarding where the principle of health maximisation leaves disabled populations since
they likely produce fewer QALY utility scores. Nussbaum, throughout her writing,
passionately sheds light on the significance of justice for the disabled community,
drawing on her own family experience. Her vision of social justice is one that is
inclusive of all human beings. As briefly discussed in Chapter 2, the approach
responds to and caters for those who are not able to autonomously and rationally
make decisions for themselves (Nussbaum, 2011, p.24; Vorhaus, 2015, p.2). For this
reason, as well as for the purpose of equality (Vorhaus, 2015, p.2), Nussbaum
advocates the same ten central capabilities be applicable to disabled populations

(Nussbaum, 2011, p.18).

In this chapter, Nussbaum's capabilities approach will be used to argue that disabled
populations are unjustly disadvantaged within a QALY-based healthcare system. The
main argument made here is that the preferences QALYs set unjustly divert resources
away from disabled people and towards the able-bodied. Nussbaum’s approach, on
the other hand, requires governing bodies to direct more resources towards disabled

people than towards the able-bodied for the criteria of social justice to be met
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(Nussbaum, 2011, p.24). This will be further elaborated throughout the chapter. The
first section will begin with the fundamentals: defining and outlining basic accounts of
disability as well as theoretically conceptualising it. In the second section, case
examples will be presented to promote an understanding of the concerns raised.
These ethical concerns will also be outlined and discussed. The last section will
explore Nussbaum’s response to each ethical concern with the aid of a thorough
analysis. This will entail drawing on Nussbaum’s concept of thresholds and social

justice discussed throughout this research report.

4.2 What Is Disability? Working Definition and Basic Accounts

4.2.1 Working definition

To the general public, disability is commonly understood as "the inability to do
something" (Wasserman et al., 2016). Within the scope of medicine and science, no
settled definition is assigned to the term and there is no single, distinct way to measure
it. Nevertheless, for the benefit of forming an understanding, this section will present
conceptions of disability from various models / paradigms. Perhaps a thought to take
note of is the common perception these paradigms often express: disability is a binary
phenomenon; an individual may be characterised as either disabled or abled-bodied

(National Council on Disability, 2019; Wasserman et al., 2016).

To begin, within the scope of sociology, "being disabled" is associated with a mental
incapability caused by disease. It is also understood as a physical incapability resulting
from injury or acquired at birth (Goering, 2015). Within the economic scope, particular

focus is placed on how much utility or value a human being produces for the broader
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society (Wasserman et al., 2011). Crow (1996, cited in Goering, 2015) notes that
within the scope of medicine the term ‘disability’ is ascribed to impairments that affect
the function of a human being, with a widely accepted notion that disability is a
pathology to be treated or eliminated so that patients are restored to ‘full health’. At its
core, medicine perceives disability as an issue to be rectified instead of valuing the
opportunity it provides for diversity. The recent rise in disability advocates, focusing on
ensuring anti-discrimination policies are in place, is attributable to this conception

(Blustein, 2012).

Apart from these models, there are institutional conceptions worth mentioning.
According to sociologist Saad Nagi (1965), disability is the representation of a mental
or physical restriction. Nagi highlights that this restriction is often demonstrated
through the way in which disabled individuals interact with their social environments
(Institute of Medicine, 1991). Often the lack of capabilities one has significantly
impacts one’s ability to fully and actively interact with one’s physical and social
environment (Nagi, 1965; 1976; Institute of Medicine, 1991). In all fairness, this is no
fault of the disabled individual. If the environments created by governing bodies
become more inclusive, disabled individuals may have an increased chance to

efficiently interact with them.

Nevertheless, the Section 6 of United kingdom’s Equality Act (2010) defines a disabled
person, similarly to Nagi (1965), as a human being showing mental or physical
incapacities that have an impact on how the individual completes normal day-to-day
activities (Parliament of the United Kingdom, 2010). For example, routine day-to-day

capacities include remembering to do a task, having the ability to learn or understand,
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physical coordination and general mobility (Parliament of the United Kingdom, 2010).
The World Health Organization (2018) also defines the term disability as an
overarching expression denoting individual who experience restrictions in interacting
with their environments or with society on an equal basis to others, as a result of a
bodily impairment. The World Health Organization (2001) additionally notes that social
perceptions of disability may further limit the ability of disabled individuals to participate
fully in society. Vorhaus (2015) notes that social norms often dictate the identity of

disabled individuals, forcing them to claim a passive and incapable status.

So, the working definition of ‘disability’ can be said to be the lack or limitation of
internal capabilities for active interaction with the social environment, ranging from
slight to severe, and being mental or physical in nature (National Council on Disability,
2019; Nagi, 1965; Wasserman et al., 2016; World Health Organization, 2001; Disability
Discrimination Act, 2010). In reality there are significant influential factors which play a
deeper role depending on which paradigms disabled individuals experience on a day-

to-day basis.

4.2.2 Basic Accounts of Disability: Understanding the Definition of Disability through

the Capabilities Approach

The definition of disability is not extensively accounted for in Nussbaum'’s capabilities
approach framework, so the following is a short summary of what is interpreted and
presented by various authors in broader literature of Nussbaum’s approach. To begin,
the idea of human nature is not theorised, but an account of human nature which

highlights where individuals in societies fall short is developed. Nussbaum refers,
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throughout her writing, to the disabled as being human beings with mental or physical
incapacities impairing their ability to actively function (Mitra, 2018; Mitra, 2006, p.241).
According to Mitra (2006, p.241), the capabilities approach characterises and defines
disability as falling within two categories: a) as a deprivation of capabilities (potential
disability); and b) as the deprivation of functionings (actual disability). Mitra (2006)
notes two observations in alignment with this categorisation. Firstly, the occurrence of
disability occurs where a lack of practical opportunities and freedoms (capabilities)
exist as a result of a physiological, mental, or structural loss or impairment (Mitra,
2006, p.241). Secondly, an individual is disabled on the condition that their
impairments have an impact on the way they function or participate in their day-to-day

activities.

Mitra further reports that disability occurs as a determinant arising from an individual’s
gender, age, race, the characteristic of the impairment, and available resources,
healthcare or otherwise (Mitra, 2006, p.243). To elaborate further, first, a disability is
observed when there is a shortage of provisional healthcare resources (Mitra, 2006,
p.241). Secondly, disability may be observed when an actual impairment is present
(Mitra, 2006, p.241). However, the combination of all these determinants could lead to
both a functioning and capability deprivation (Mitra, 2006, p.241). One could even
argue that capability deprivation, for an already predisposed individual, will result in a
twofold disadvantage. It would result both in the denial of the individual’s capabilities
as a result of external factors (their impairments), personal factors and their
environment, and subtract from their ability to function as a human being, given the

lack of provisional resources necessary to do so (Mitra, 2018).
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4.3 QALYs and Disabilities: Case lllustration

Let us consider two programmes: one designed to reduce the viral load of HIV in
patients through antiretroviral therapy (ART), and the other aimed at reducing the
symptoms of a motor neuron disease, often causing physical disability, called
amyotrophic lateral sclerosis (ALS) (Bowen et al., 2016). Both are life-changing
programmes. However, with the application of the principles of QALY's, one will be
favoured over the other. The quality of life amongst those who have more advanced
HIV/AIDs (lower CD4 count) is poor. So is the quality of life of those who exhibit
symptoms of ALS. However, the patient with HIV has higher chances of improved
quality of health over time on ART. The majority of participants report 'perfect' health
after one year of ART (Bowen et al., 2016). As a result, HIV testing strategies that
increase timely access to ART for HIV-positive individuals will result in HIV/AIDs
patients gaining more QALY's as compared to ALS patients. An ALS patient’s quality of
life will continue to deteriorate and move increasingly far from perfect health (Bowen et

al., 2016).

4.4 Ethical Issues related to QALYs and Disability

The case illustration presented above demonstrates ethical issues particularly
impacting the disabled population, arising from the application of QALY in the

healthcare system.

4.4 .1 Ethics of Misinformed Perceptions: Valuing Health
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As highlighted by the National Council on Disability (2019), one of the precepts of
QALYs is to consult the healthy population to rank the value of various health states.
As outlined in Chapter 1, the healthy public assigns a numerical value (between 0-1) to
all health states by way of a questionnaire (Revill and Maheswaran, 2019; Weinstein,
Torrance, McGuire, 2009; National Council on Disability, 2019). A ‘tariff set’ converts
these responses to the QoL weight. The results influence a range of policy outcomes,
particularly the development of new treatments and efficient access to medical
resources. These tariff sets in essence determine a “rate of discount” which
establishes how long a population group is willing to live with a certain health condition
(Singer et al., 1995, p.144). The population could express the desire to trade two
bedridden years for one year of full health (Singer et al., 1995, p.144). Disability
advocates are significantly concerned that QALY's / QoL weights, based on the
epistemic perceptions of those living without disabilities, determine the value and
worth of disability conditions. In so doing, they project views which are not sensitive to

the specific characteristics of certain disabilities.

Essentially, the preference for ‘perfect’ health states over functionally impaired ones
endorses the premise mentioned earlier, that the quality of life of individuals with
disabilities is less important than those in ‘perfect’ health (Garau et al., 2011; Pettitt et
al., 2016; National Council on Disability, 2019). The continued reliance on surveying
the preferences of a healthy community to represent the whole population is
problematic as the general population forms a negative perception of the quality of life

of disabled people.

Scott et al. (2016) demonstrate, in a study conducted in the United States of America
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on public attitudes, that of 2044 participants, 47% ranked blindness as the worst health
condition as compared to heart disease, arthritis, the loss of a limb, or even AIDS. This
finding reflects the social model mentioned earlier applied to policy decision making.
Goering (2015), urges policy makers to sway from perceiving an impairment as
negative, highlighting that a person who is born with blindness does not view their

state of being as problematic but rather as natural or ‘normal’.

Perhaps our understanding is deepened when we take into consideration the above
illustration. Skewed perceptions such as those illustrated there have detrimental
effects on disabled populations’ access to the best possible healthcare. Medical
treatments and interventions that primarily treat those who are disabled or who require
extra care (palliative) are assigned a lower QALY gain / ratio compared to treatments
that extend life precisely the same amount in other cases (National Council on
Disability, 2019). As seen in the above illustration, if two patients seek treatment to
improve their quality of life, one with HIV/AIDs and the other with ALS, the patient with
favourable quality of life health outcomes will be favoured. Although both patients
begin with a poor quality of life, the administration of ART’s which act to reduce viral
load, produces more QALY for the HIV/AIDs patient. Whereas the form of treatment
required for ALS patients is palliative, where no drastic changes to health outcomes
are made. Access to this kind of care is not placed at the same value as with its’

competitor treatment.

4.4.2 Ethics of Health Maximisation: Health Utility Preferences

QALYs set preferences on the value of medication based on who will benefit from it
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most. The principle of QALY maximisation stipulates that the goal is to produce the
greatest utility outcomes given a medical intervention. The application of this will
practically redirect all resources to patients who will gain the greatest number of
QALYs (Singer et al., 1995, p.147). It is important, perhaps, to highlight that QALY
maximisation is particularly focused on incremental quality of life through treatment
rather than current quality of life. So, expected or possible utility is unattached from the
health state the patient is currently experiencing. While this seems fair, it raises
concerns for those who are disabled and have slim chances of their condition

changing.

In the pursuit of valuing “perfect health” over “less than perfect health” (Pettitt et al.
2016) an automatic preference and privilege is set for abled-bodied persons over
disabled individuals. Doing so ensures the preservation of one group over the other.
To elaborate: in most cases patients with chronic conditions, seniors, and persons with
disabilities do not function in the same way as the socially described ‘healthier’
population. For these people, functioning at the same level as a ‘normal’ individual
may come as challenge. For example, a paraplegic individual and an individual with
two fully functional legs would each have a different conception of a good life. Their
utility, which is their ability to perform certain tasks — essentially, their usefulness —

would be different.

The QALY approach is a utilitarian, benefit maximising one, which places public
interest over individual preference (Scheunemann and White, 2011). Although this is
noble at face value, its application undermines minority groups for the advancement of

the larger population. In deciding where to allocate healthcare resources, the guiding
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criterion is the question of where the greater public would benefit the most. This
fashions an unequal hierarchy, which places those who are already in disadvantaged
health states in even more compromised health states. Importantly, Singer et al.
(1995) further draw attention to the unfortunate circumstance disabled individuals face.
Not only are impaired human beings limited by their disability, but they are also
affected bey low health care priority, which could potentially endanger their lives and

health.

4.4.3 Scope of the Problem

The main ethical issue we have identified relates to QALYSs’ purpose of maximising
health gains based on the preferences of society. Due to this, the value of medical
treatment for the disabled population is low. This creates complexities for the billion
human beings across the world currently that have impairments of some kind. In 2018,
the World Health Organization reported an estimate that the disabled population made
up no less than 15% of the global human population (World Health Organization,
2018). It also reported that from the age of 15 upwards, difficulties in functioning are
observed in about 2.2% to 3.8% of earth’s population (World Health Organization,
January 2018). Translated, that is between 110 million and 190 million people (World
Health Organization, 2018). The World Health Organization predominately attributes
this to the increase of chronic conditions in the aging population (World Health

Organization, 2018).

Nonetheless, as we all are human, just as abled-bodied individuals require certain

essential healthcare services so do disabled individuals. This suggests that healthcare
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is a universal requirement for all. Ultimately, the foundations set by the medical
community through their ability to define and distinguish normal from abnormal create
broader cultural and social assertions reflecting negatively on disabled populations by

assigning low values to the lives of those who are disabled (Johnson, 2016).

With this in mind, it is essential to note that human beings with disabilities have an
extraordinary need of resources. Pro-QALY advocates will probably use this as a basis
for their argument. Take bioethicists, Peter Singer, for example, in the article “Why We
Must Ration Healthcare,” where he advocates for the adoption of QALY's. He states

that:

“If...a year with quadriplegia is valued at only half as much as a year without it,
then a treatment that extends the lives of people without disabilities will be seen
as providing twice the value of one that extends, for a similar period, the lives of

quadriplegics" (Singer, 2009).

This idea will aid the discussion on QALY's and Nussbaum’s approach later on in this
chapter. As a brief summary, the main ethical issues that the discussion thus far has
raised are centred around health maximisation. Utilitarianism is a benefit maximising
theory. In rationing limited healthcare resources, the philosophy of utilitarianism seeks
health maximisation (Cubbon, 1991; Whitehead and Ali, 2010) — that is, prioritising and
directing resources to those who are expected to gain more QALY's or utility
(Whitehead and Ali, 2010). In essence, this means prioritising those who will be
returned to full health. Thus, two scenarios play out: at a macro level, resources are

allocated to health interventions which will benefit the majority of the population —
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those interventions that will be the most effective. At a micro level, interventions are
given, firstly, to those who will be returned to full health. The challenge with this is the
potential for stakeholders or decision makers to exclude anyone who cannot gain

substantial utility due to impairments.

4.5 Nussbaum’s Response: Addressing Ethical Concerns

Throughout her writing, Nussbaum has explored the intricate relationship between
capabilities not only for a specific group of people but for all, including the disabled.
She shares, through her theoretical perspective, guidance on how healthcare
resources ought to be allocated for the purpose of meeting the criteria of social justice
for all. Moreover, Nussbaum's theory of social justice recognises the potential for all
human beings, regardless of their health states or internal capabilities, to flourish,
especially those with severe impairments. She, in fact, promotes the idea that
capabilities are achievable on condition that environments make allowance for
connecting to people’s "natural endowment” (Mitra 2018; Terzi, 2009;
Wasserman,1998). This potentially enhances the opportunity for human rights to be
observed, human dignity to be consistently experienced, and social justice to be

achieved (Venkatapuram, 2014; Diaz Ruiz, Sanchez Duran and Pala, 2015).

Taking into consideration the values that ground Nussbaum’s capabilities approach,
health and the capability to be healthy are advocated for and protected (Nussbaum,
2011, p.33; Tengland, 2019). As reported in Chapter 2, health is amongst the ten
central capabilities that Nussbaum suggests are crucial. This section will apply
Nussbaum’s capabilities approach in order to critically evaluate QALY's’ relationship to

health and disability. The main idea communicated is that disabled people, like anyone
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else, have a claim to a minimum threshold level of central capabilities. The argument

developed here will draw on the conceptual framework built and discussed in Chapter
2. | argue that QALY's do not allow disabled populations to reach a minimum threshold
of capabilities. This will consequently prohibit the realisation of capabilities and impair

flourishing, dignity, and justice.

Once again, Nussbaum'’s capabilities approach stipulates that all human beings have
the right to a threshold level of all ten central capabilities. This comes through
acknowledging the importance of capabilities over functionings. Just like majority of a
population, these capabilities should be actualised in disabled members of society
(Spring, 2009). If resources are required to facilitate this actualisation, Nussbaum calls
for governing bodies to aim to provide disabled individuals with each capability at the
minimum threshold. She stipulates that “where direct empowerment is not possible,
society ought to give capabilities through a suitable arrangement of guardianship”
(2006, p.193). The QALYs approach, though, seem to allow disabled people to fall
below this threshold. In fact, it might legitimise directing resources to those who are
already above the threshold on the assumption that the life span and quality of life of a

disable person are not as consistent as that of an abled-bodied person.

With the understanding that disabilities involve deprivations of capabilities, disabled
populations often need more resources than others to reach this level. For example,
Nussbaum suggests that governing bodies provide the necessary capabilities for an
immobile individual to be made mobile through access to prosthetics and vehicular
interventions (Spring, 2009). Similarly, a human being lacking hearing or vision may be

provided with hearing aids or corrective eye surgery (Spring, 2009). Furthermore, an
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individual with intellectual impairments may build cognitive skills by participating in
cognitive building activities (Spring, 2009). Lastly, an individual with emphysema could
be provided with access to lung capacity interventions (Spring, 2009). In essence, all
these interventions could increase the capacity of the individual to have control over
their material environment as well as to exercise the key capability of affiliation — both

of these being part of Nussbaum's capability set (Nussbaum, 2006).

Utilitarian bioethicists Peter Singer (1995), for example, may still object to Nussbaum's
approach as it requires that a significant portion of resources belonging to a society
are devoted to raising those who fall below the threshold up to meet it. In addition to
this, utilitarians might further argue that because those who are disabled will not be
returned to full health, devoting valuable resources to the disabled could, all things
considered, be a waste. Health conditions that guarantee good quality of life and
increase life expectancy are more deserving of the allocation of already limited
resources and dedicating these elsewhere would seem unfair to those who may be
returned to full health if allocated to them (Spring, 2009). It is here that utilitarianism

and the capabilities approach do not find common ground.

Utilitarianism is also understood as an economic decision-making tool which
conceives, under one umbrella, the overall satisfaction of a society through the
production of the greatest ‘amount’ of utility (University of Chicago, 2013; Mill, 1863,
p.95; Marseille, 2019). Unfortunately, the consequence of this consideration is a
neglected minority. This is true for QALY evaluations, which tend to direct resources
away from disabled people who formulate the minority — those who are already below

the threshold level. It is worth mentioning that utilitarianism does not adequately
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account for adaptive preferences — that is the consideration that human beings, over
time, change their preferences with every environment they experience, and that
hence measuring people’s preferences may be problematic. Nonetheless, Nussbaum
points out that the idea of satisfaction fails to give weight to autonomy or agency
(University of Chicago, 2013). It does not consider that people may want to choose to
participate actively in decisions made at a policy level. In Nussbaum’s version of the
capabilities approach she emphasises that human dignity calls for the recognition of
one’s ability to choose and for being treated the courtesy one deserves (Nussbaum,
2006, pp.87-92). Furthermore, the conception of a threshold of capabilities allows for

human dignity to be facilitated.

Nussbaum has a clear understanding of resource scarcity and acknowledges the
challenges which arise from it (University of Chicago, 2013), as discussed in Chapter
1. However, she insists that governing bodies can provide the ten central capabilities,
at least up to the threshold level (University of Chicago, 2013). To argue this,
Nussbaum uses a southern Indian state, Kerala, as an example. Its economic
capacities are poorer than most states in India. However, despite this challenge, the
state maintains 99% literacy and overall good health for both children and adults
(University of Chicago, 2013). This demonstrates that thresholds of capabilities are
achievable. Through failing to provide the threshold of capabilities, a state or

governing body fails to meet the standard of human dignity and social justice.

It is unjust to disregard the minority. The reality of dependency has always existed in
our society on a continuum, with natural human conditions like aging (old or young),

being sick constituting deficiencies affecting the minority of us (National Council on
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Disability, 2019; Lindemark, Norheim and Johansson, 2014). We need to provide for
those who lack our capabilities. We should realise that as the capabilities on
Nussbaum’s list are interconnected, so are we, as humans. Through the adoption of
new policies, we ought to raise disabled members in societies above the threshold, as

Nussbaum suggests.

4.6 Conclusion

To conclude, this chapter has argued that there is a critical difference between making
decisions about resource distribution based on utility maximisation and making them
based on ensuring a dignified level of functioning through protecting the capabilities
essential to human beings. In resource allocation, QALY's do not allow disabled
populations to reach a minimum acceptable threshold of capabilities. This plays a
detrimental role in human development. As outlined in Chapter 2, Nussbaum’s human
development approach to social justice seeks to award human beings their freedoms
and the opportunities to actualise lives characterised by human dignity (Nussbaum,
2011, Trani et al., 2011). Although QALY's are argued by some to be beneficial
(Neumann and Cohen, 2018), the QALY approach sets preferences to interventions
and groups of people who will be returned to full health (National Council on Disability,

2019).

This ensures that disabled individuals often remain below the minimum threshold of
Nussbaum's set of capabilities. It is important to remember that falling below the
capabilities threshold compromises human dignity, while meeting it meets the criterion
for social justice. Perhaps after the threshold is reached, economists and stakeholders

could consider and evaluate interventions based on their economic value. In moving
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towards a just society for all, Nussbaum's capabilities approach has been proposed in
the preceding discussion as an alternative to cost-utility / cost-effectiveness
assessment measures like QALYs. The approach asks healthcare resources are
allocated in a way which enhances human dignity through the provision of freedoms

and opportunities (Nussbaum, 2011).
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5. CONCLUSION AND RECOMMENDATIONS

5.1 Overview

This paper began by hypothesising that Martha Nussbaum's capabilities approach to
social justice indicates that the use of QALYs as a criterion for the allocation of limited
medical resources is unjust. It sought to identify the extent to which QALYs are in
accordance with Nussbaum's capabilities approach to justice and human dignity and
considered this through the lens of determining how we ought to distribute limited health
resources. It was mainly concerned with the version of QALYs that evaluates
interventions based on the cost-per-QALY produced by the intervention. Adopting this
approach means that cost-effective analysis will decide which treatments or
interventions to fund. A comparative analysis will determine the worth of each treatment
or intervention based on its cost-utility (McCabe, 2014). Throughout this report, it has

been illustrated how resource allocation arguments adopt utilitarian rationales.

Arguments presented by Singer (1995), for example, argue in favour of QALY's premised
on the fundamental idea of promoting a considerable number of positive health
outcomes. However, this research report has shown that Nussbaum’s approach to
justice indicates that QALY maximisation is unjust because a) QALYs commodify those
human lives which produce the greatest utility (and the commodification of human life
undermines the possession of Nussbaum’s affiliation capability) and b) QALYs
systematically violate human dignity as they fail to raise disabled human beings above

a threshold of capabilities required for truly human functioning.
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The first ethical concern raised was the injustice of valuing human lives based on
monetary principles and the overall amount of utility they produce. In this regard, priority
is placed on interventions or treatments which facilitate the “greatest good for the
greatest number of people” (University of Chicago, 2013; Mill, 1863, p.95; Marseille,
2019) — usually favouring human beings whose treatment is less expensive (Brock and
Wikler, 2006; Wong, 2011). Furthermore, the trade-offs between utility and capability
have detrimental consequences as they strip people of the capability of affiliation —
undermining respect for the equal worth of people and for their dignity. This means that
those with disabilities are put at a disadvantage because the interventions aimed at
improving their lives and meeting their needs are expensive (Brock and Wikler, 2006).
The fundamental point is that when we think about people as commodities in this way,
we are not thinking about the capabilities that are owed to them as a matter of human
dignity and justice. This consequentially redirects health resources away from certain
human beings on the basis that their commodity value is low. This is problematic as
justice requires that all human beings be given those resources required for a life worthy

of human dignity.

The second ethical concern this research report has raised regards the injustice of
valuing health based on utility preferences. As demonstrated in in Chapters 2 and 4,
QALYs tend to place significant worth on individuals who will be returned to full health
(Navarro, 2017; Whitehead and Ali, 2010). Consequently, the worthiness of disabled
and chronic patients is not equal to those who may be returned to 'perfect' health. For
example, patients with HIV/AIDS, chronic heart diseases, or physical or mental

disabilities have a lowered HRQoL as well as shorter life expectancies (Bowen et al.,
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2016). As a result of the QALY calculation factoring this in, treatment and interventions
for patients with disabilities will not be as readily funded as there is no significant QALY
gain. All else being equal, healthcare for people with disabilities will produce fewer QALY
gains compared to healthcare for those without. This undermines access to threshold
levels of capability in respect of the life, health, and social bases of self-respect for the

disabled.

The argument outlined above leads to the conclusion that, given Nussbaum's view,
QALY evaluations are unjust. Basically, QALYs are guilty of making utility production
central to questions about resource allocation, thereby treating people as mere
commodities rather than in accordance with human dignity. According to Nussbaum's
approach, it is unjust not to try to raise people up to the threshold levels of each central
capability. This is primarily an ethical concern for patients with chronic conditions and

disabilities, as they will often not have access to each central capability.

5.2 Response to Possible Remaining Objections

Throughout the research report, | have assumed Nussbaum's view and used it to
criticise QALYs. Therefore, one might argue that the report only raises problems for
QALYs if we accept Nussbaum's view. That view can be seen as controversial, as it is
merely one among many proposed conceptions of justice. However, due to space
constraints, | cannot argue about the correct view of justice. The purpose of this research
study is simply to demonstrate the injustices of QALYs in resource allocation through
the lens of an influential philosophical view. This is especially important because, as
discussed in Chapter 1, the connection between Nussbaum’s capabilities approach and

QALYs has not received much sustained attention.



QALYS, JUSTICE AND THE CAPABILITIES APPROACH 79

Nussbaum's approach allows us to capture what seems intuitively problematic about
QALYs. It helps clarify the inherent problem with treating people as commodities and
the intuitive injustice this causes to people with disabilities. Moreover, Nussbaum's
approach, with its emphasis on a dignified human life, provides an excellent tool for
identifying the principles that governing bodies ought to apply in the distribution of
healthcare resources. With this said, even if Nussbaum's theory is not obviously the best
general theory of justice, as compared to, for example, Rawls’, it is a useful tool in the

present context for illustrating how QALYs fall short.

5.3 Significance of Research, Future Research

This research report set out to fill the gap in understanding the comparative value of
healthcare interventions and to answer pressing questions that remain about the ethics
of using QALYs. In particular it was unclear whether economic evaluations using QALY's
truly reflect the bioethical principle of justice that calls for all persons to be equally
acknowledged and given an equal share of capabilities according to their needs
(Beauchamp & Childress, 2013; McCormick, n.d.; Rawls, 1999). Although a large body
of research written with the aim of critiquing QALY's exists, as shown in this report, it has
not systematically explored the implications that Nussbaum's important account of
justice has for the use of QALY's. Therefore, this report has aimed to add insight to the
distributive and social justice literature applied to healthcare through its evaluation of

QALYs from a capabilities approach point of view.

The report, in particular, has shown how Nussbaum's conception of justice indicates that

the criteria QALY's adopt in preference setting creates problems for justice and dignity.
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The conditions of setting healthcare preferences (valuing perfect health over disability)
as well as utility preferences (producing the greatest utility at the best cost) are stringent
and, on Nussbaum’s view, do not uphold social justice or dignity. They fail to respect the
equality of people’s lives, health, and self-respect, and fail to meet the threshold of her

central capabilities.

The aim of this research was to provide a criticism of QALY's rather than proposing an
alternative to QALYs. Nonetheless, the work done in this report could encourage future
research in developing criteria for health resource allocation that do not violate human
dignity in the way that this report argues that QALYs do. Given this research, health
economics could potentially use the philosophically sophisticated foundation of
Nussbaum's theory for economic evaluation, as it provides a method of addressing long-
standing general concerns about the use of utilitarian economic methods and proposes
the alternative of valuing capabilities and the freedom to choose which capabilities to

exercise (Bleichrodt and Quiggin, 2013).

5.4 Conclusion

| have, in this paper, critiqued cost-effectiveness / cost utility assessment tools —
specifically, the QALY approach to allocating health care resources — from the
perspective of Nussbaum’s social justice framework, based on capabilities. The result
of the study is the conclusion that quality-adjusted life year evaluation is grounded on
unethical assumptions. | draw this conclusion from the following arguments. Firstly,
Nussbaum's capabilities approach places particular value on the significance of human
dignity, which may only be achieved through meeting a threshold of providing ten central

capabilities to people to ensure their ability to live human lives. The QALY evaluation,
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however, commodifies human life, based on the best-value-for-money approach.
Through the use of utility preferences, it also keeps disabled individuals below the
threshold of capabilities. In both instances, this undermine people’s capacity to conceive
of a life that is good and dignified. It also appears to undermine access to threshold
levels of life, health, and the social bases of self-respect for the disabled. Therefore, on
Nussbaum's approach, the implementation of QALYs as a tool of resource allocation

fosters an unjust healthcare system.
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APPENDIX

Appendix A

Copy of ethics Clearance Certificate

UNIVERSITY OF THE é bmumor
WITWATERSRAND, (—) HEALTH SCIENCES

JOHANNESBURG
PROTOCOL ASSESSORS MEETING
Candidate Full Name: Q’& IR e
Student Number: . .. ......... .‘.1.2,%»\' ................... Dan P RO v

.

Type of study (tick all that apply):
Quantitative
Qualitative

Mixed Methods
Laboratory

s, pissa spacty.... NorwnoldL. . <adny .

2. s title of the study appropriate (preferably fewer than 20 words)? No
Comments:

Oo0co00Q0O0O0

-

3. Are the study objectives clear and linked to the research aim and title? E E

Comments: atimm—ﬂu—ﬂﬂmm.n—h_ =

4. Is the design of the study appropriate to meet the study objectives? . @ E
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\
8. mmwmmmmwmmmw? [Z] E
Comments:

6. Is the study feasible within the resources of:
a) The applicant? @‘E
b) The department? [Z”E

/
c) The time frame? I YE E

7. M this is a PhD protocol assessment:

a) s the content original? @E

b) Does the content show the scope and depth of a PhD? EE
Comments:

Do you recommend:
i, Additional revision/amendment of the protocol? Please be specific on the recommendations being made:

i, The appointment of the proposed Supervisor? E

Nominee/s:
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vil.

The appointment of the proposed Co-Supervisor/s and/or additional co-supervisors? Iz

Nominee/s:

Has the Chair of the Assessor Group signed the RECOMMENDATION FOR APPOINTMENT E E
OF SUPERVISOR(S) OF RESEARCH REPORT, DISSERTATION OR THESIS form? Please attach.

Has the Chair informed the student and supervisor about the Wits ethics requirements, and @ E
that if required, they must have either a Wits Human Research Ethics clearance certificate
or a Wits Animal Research Ethics clearance certificate?

Based on the protocol provided (including any proposed changes by the protocol assessor group),

does the student require:
1. Human Research Ethics clearance certificate ™ -
2. Animal Research Ethics clearance certificate b R
3. No human or animal ethics certficate is required Yoy | No
4. Unclear, will seek appropriate guidance from the HREC/AREC committees Yes | No
Has the Postgraduate student and supervisor/s signed the ethics declaration form W’ TJ

Overall recommendation regarding the protocol:

Revision of the protocol to the satistaction of the Supervisor (NB: if HoD approval is [E”E

also required, please specify):
(Candidate: one copy, list of corrections with page numbers and Supervisor approval letter - submit to PG

Office).

Revision of the protocol to the satisfaction of the Assessor Group/Chair: @E
(Candidate: one copy, list of corrections with page numbers, Supervisor approval lefter -
submit to PG Office and PG Office to forward (o the Assessor Group Chair).

Revision of the protocol and resubmission of the revised protocol 1o the next Assessor IE[E]
Group Meeting:

(Candidate: six copies, list of corrections with page numbers, Supervisor approval lotter — submit one copy
to PG Office / 5 to school assessor group administrator / for PhD, all six copies to be submitted to the PG

Office).
Candidate goes ahead (no revision required): EE

11 March 2019/MP
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Details of Assessor Group Chair;
Name: Email: Sign:

CE Maree LlZcmqrcc@w:tsac .Za %%IW

D \1[7 [zaq

11 March 2019/MP

4



