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Abstract  

Good health is universally valued because it allows us to lead productive, 

connected and flourishing lives. Yet, as embodied creatures, our good health 

is inherently fragile and vulnerable to the effects of disease, illness, or injury. 

When confronted with these circumstances we depend on healthcare to 

restore and maintain our good health. As a societal institution, healthcare is 

important, therefore, because it provides care when people are vulnerable 

and dependent. Assuming this essential role also subjects the institution to 

the demands of justice. Traditionally, this meant ensuring people had 

equitable access to resources required to meet their health needs. This 

thesis challenges this longstanding assumption, arguing that justice in 

healthcare is not only about the distribution of resources, but also about 

promoting human flourishing. 

To argue that just healthcare promotes human flourishing the thesis first 

examines the central concept of ‘health’. Surveying the literature, it finds 

that health is predominantly associated with normal biological functioning 

that occurs in the absence of disease. Healthcare, however, is essentially 

about caring for people. People, who are constituted by their individual and 

collective values, goals, relationships and experiences rather than mere 

vessels of a particular disease, illness or injury. Healthcare that focusses 

solely on normal biological functioning risks neglecting those important 

factors that contribute to flourishing lives. This was reinforced when, as a 

registered nurse, I cared for Jack. He was an elderly man with a chronic and 

life-limiting illness. After receiving some of the most technologically 

advanced medical treatment available, Jack died alone in hospital, away 

from his wife and family. This thesis is framed around whether he received 

the healthcare he deserved. 

Having identified that a focus on biological functioning was one of the 

significant factors that affected Jack’s outcomes, the thesis recognises that 

options for care and treatment are influenced by health-related research 
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and policy. Over the course of many years, scientific research has generated 

an expanding pool of resources and new biotechnologies to support and 

maintain good health. It also required an increasingly specialised healthcare 

workforce to prescribe, maintain and monitor their effectiveness. The thesis 

highlights that translating research outcomes into clinical practice is not a 

simple linear progression, but a process influenced by social, political and 

regulatory factors. Just as failing to focus on the broader values, goals and 

experiences of a person risks providing substandard healthcare, ignoring 

these broader factors also threatens the development and successful 

integration of new technologies into clinical practice. It is, therefore, a 

concern of justice.  

While offering the potential to lead longer and more active lives, integrating 

new biotechnologies into clinical practice also comes with significant 

economic costs. In Australia’s universal healthcare system, either all 

demands for healthcare resources must be met, or health policies that 

effectively ration them must be put in place. Deciding on preferable policy 

options to support an efficient, safe and productive healthcare system is an 

important role of government. The thesis highlights that health policies with 

a focus on the goals and values of the society that the system is designed to 

serve can also complement healthcare efficiency and productivity. These are 

factors at the core of a just system.  

Collectively, the social and political factors that influence research, policy 

and healthcare services affect just outcomes. It is the interactions between 

patients and clinicians however, that are the most visible manifestation of 

just healthcare. It is appropriate therefore, that outcomes are assessed at 

this point. Traditionally, understandings of healthcare justice in this context 

have focussed on ensuring an equitable allocation of healthcare resources 

and assumed that positive health outcomes would follow. Using the case of 

Jack to demonstrate why healthcare justice must focus on particular 

outcomes, the thesis offers a reframed understanding based on the neo-

Aristotelian notion of human flourishing to achieve this. Applying this justice 
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framework to Jack’s final hospital admission demonstrates that as his life 

was nearing its end, supportive comfort measures, rather than 

technologically-based invasive treatment in a critical care environment 

would have been more just. This is recognition that biological functioning 

was only one of the factors contributing to Jack’s flourishing. Other factors 

such as time with people who were dear to Jack, in an environment he 

controlled, were just as important. By neglecting these factors, the thesis 

concludes that Jack did not get the care he deserved. 
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Chapter 1 - General Introduction 

1.1 Jack’s story  

Jack (not his real name) was 75 when he died from heart failure. Like the 

more than half a million Australians currently living with this chronic life-

limiting condition,1 Jack had several admissions to hospital prior to his death. 

I was one of the registered nurses caring for Jack during this time. Jack’s wife 

and family lived more than two hours drive from the hospital, so 

hospitalisation also meant extended periods away from them. As his heart 

failure worsened, each admission was associated with increasingly invasive 

treatment. Jack’s final admission included cardio-pulmonary resuscitation 

following a cardiac arrest, and two separate attempts to insert biventricular-

pacing wires to improve his worsening cardiac function. The second, after an 

admission to the intensive care unit for the infusion of inotropes and 

concurrent invasive haemodynamic monitoring.  Jack’s last days were spent 

in the coronary care unit being closely monitored while he received high 

level of medical and nursing support. The financial cost associated with 

Jack’s admission would have been significant. However, a further 

unquantifiable cost was the opportunity to spend the last days of his life in 

a familiar environment with his wife and family. After receiving some of the 

most technologically advanced medical treatment available, Jack died alone 

in hospital. Was this the healthcare that Jack deserved?  

This thesis uses a justice-informed perspective to answer this important 

question. As the first virtue of institutions,2 justice is often associated with 

liberal egalitarian concerns about how to distribute a particular, often 

scarce, metric such as resources or welfare. Healthcare resources are finite 

and scarce, and their distribution, is a focus of justice. Traditionally, these 

resources needed to be distributed justly because it was assumed that 

                                                      
1 Lei Chen et al., Snapshot of Heart Failure in Australia (May 2017) Mary MacKillop 
Institute for Health Research <http://mmihr.acu.edu.au/wp-
content/uploads/sites/2/2017/05/Heart-Failure-Burden-Report.pdf>. 
2 John Rawls, A Theory of Justice (Belknap Press of Harvard University Press, revised ed, 
1999) 3. 
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access to safe, effective healthcare had a significant positive effect on 

health.3 It is now known that social factors such as education, housing and 

social support have a far greater influence on health than access to 

healthcare.4 Consequently, more recent theories of justice focus on 

redressing inequalities in health by reference to these social determinants 

rather than access to healthcare per se. However, justice is not only about 

how things should be distributed, it is also about doing the right thing to 

achieve just outcomes. While there are legislative frameworks that support 

the equitable allocation of resources and healthcare decision-making in 

certain circumstances, processes and procedures, do not inevitably equate 

with just outcomes. This thesis, therefore, assumes a broader ethical stance 

on justice.  

The purpose of the thesis is to reframe our understandings of justice in 

healthcare. In doing so, it recognises that there are many factors that 

influence the provision of healthcare services in Australia. The thesis posits 

that the outcome of any healthcare service is influenced by healthcare 

research and healthcare policy. Herein: 

- Healthcare services encompass primary care, secondary or acute 

care, rehabilitative and palliative care services that are directed 

toward diagnosing, treating, supporting people to function well, and 

reducing pain and suffering.5  

- Healthcare policy is broadly understood as those ‘decisions, plans 

and actions that are undertaken to achieve specific healthcare goals 

within a society’.6 

- Healthcare research includes scientific research that is concerned 

with identifying causes for biological functioning and dysfunction, as 

well as the clinical application of this knowledge. 

                                                      
3 See, eg, Norman Daniels, Just Health Care (Cambridge University Press, 1985). 
4 Michael Marmot and Richard Wilkinson, Social Determinants of Health (Oxford 
University Press, 2005). 
5 Daniel Engster, Justice, Care and the Welfare State (Oxford University Press, 2015), 94. 
6.World Health Organization, Health Policy 
<http://www.who.int/topics/health_policy/en/>. 
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The rationale for exploring each of these areas is that confining the analysis 

solely to healthcare services, would be like examining only the tip of the 

iceberg.  To look below the surface, the thesis is presented as a series of five 

published and one submitted paper addressing different aspects of this 

interaction. This is consistent with the Griffith University Higher Research 

Degree Policy that permits the inclusion of papers in a thesis that have been 

submitted, accepted for publication or published (see Appendix 1). Each 

paper in this thesis identifies and responds to a particular legal, ethical or 

policy issue in healthcare where notions of justice are of particular 

relevance. The papers are grouped according to one of three inter-related 

themes to highlight the importance of justice in each (see Figure 1.1). This 

conceptual model depicts healthcare services at the tip of the iceberg, 

underpinned by healthcare policy and healthcare research.  Justice is at the 

heart, and central to thinking about better ways of delivering healthcare in 

Australia. 
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Figure 1.1 Conceptual model 7  
The conceptual model situates justice at the centre of healthcare research, healthcare policy 
and healthcare services to demonstrate these themes collectively influence the justness of 
outcomes experienced by an individual. 
 

The remaining parts of this introduction chapter set out the concepts that 

are central to the thesis, the themes and aims, structure of the thesis, and 

a detailed description of how the papers in the thesis thread together:  

Section 1.2 – This section sets out important background information about 

the theme of health and introduces understandings of justice 

in health and healthcare. 

Section 1.3 – This section addresses the importance of the research question 

and explains the themes in the conceptual model that underpin 

the research reported in this thesis. 

                                                      
7 Image retrieved from <a href='https://pngtree.com/'>Graphics from pngtree.com</a>. 
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Section 1.4 – This section lists the aims of the research reported in this thesis. 

It also sets out a table that depicts the structure of the thesis, 

where the interconnected themes are addressed and, referring 

to the published and unpublished papers, how the aims of the 

research are addressed in each of the chapters.  

Section 1.5 – This section prefigures the contribution that each of the 

chapters makes to answering the research question.  

Surveying a number of important ethical, legal and policy issues through the 

chapters, the thesis demonstrates that Australia’s healthcare system is 

underpinned by institutional structures that conceive health narrowly as 

normal biological functioning. And, that within this structure people are 

expected to make autonomous decisions about the care or treatment they 

need or want. These foundational assumptions are problematic because 

they neglect or give little weight to the relational experiences, social and 

cultural contexts and personal life goals that constitute our human lives.8 

Jack’s case highlights the consequence of failing to question these 

assumptions. As a response, this thesis develops and offers a broader ethical 

framework to underpin healthcare decision-making; one that requires a 

normative understanding of health as a matter of justice. Applying the 

framework, the thesis concludes that for Jack, if this broader justice-based 

perspective had been taken, a more just outcome could have resulted.  

  

                                                      
8 Lisa Dive and Ainsley Newson, 'Reconceptualizing Autonomy for Bioethics' (2018) 28(2) 
Kennedy Institute of Ethics Journal 171. 
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1.2 The importance of healthcare and relevance of justice  

Australia’s universal healthcare system is founded on the principle that all 

citizens, regardless of their geographic location or capacity to pay, should 

have access to the healthcare they need.9 This substantial commitment is 

associated with the value we attach to having good health, and the belief 

that access to safe and efficient healthcare will achieve this.  

Health is believed to have both intrinsic and instrumental value. The view 

that health has intrinsic value is supported by the Aristotelian notion of truly 

human functioning, championed by Martha Nussbaum.10 The core idea 

Nussbaum defends is that there are central functions or capabilities that are 

essential to human life.11 The absence of a central capability represents an 

absence of human life. Health is required for a human life to flourish, and its 

inclusion as a central human capability infers that its value is intrinsic.12 

Amartya Sen who believes that ‘health is among the most important 

conditions of human life and a critically significant constituent of human 

capabilities’ supports this view.13 Regardless of whether a person perceives 

value in health, or chooses to engage in conduct that compromises good 

health,14 the intrinsic value of health suggests that it is something to be 

vigorously pursued.15  

Health is also valued instrumentally because of what it allows us to achieve. 

When a person is in good health they are able to choose from the full range 

of opportunities available to them to pursue their life plans.16 Norman 

                                                      
9 National Healthcare Agreement, cl 4(d); the Council of Australian Governments adopted 
the National Healthcare Agreement on 25 July 2012.  
10 Martha Nussbaum, Women and Human Development: The Capabilities Approach 
(Cambridge University Press, 2001) 78-80. The ten central human functional capabilities 
are: life; bodily health; bodily integrity; senses; imagination and thought; emotions; 
practical reason; affiliation; other species; play; and control over one’s environment.  
11 Ibid 6. 
12 Ibid 149.  
13 Amartya Sen, 'Why Health Equity?' (2002) 11(8) Health Economics 659, 660. 
14 Nussbaum, Women and Human Development, above n 10, 74.  
15 Peter Duncan, 'Health, Health Care and the Problem of Intrinsic Value' (2010) 16(2) 
Journal of Evaluation in Clinical Practice 318, 319. 
16 Norman Daniels, Just Health: Meeting Health Needs Fairly (Cambridge University Press, 
2008) 35.  
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Daniels endorses this view on the basis that the realisation of a life plan has 

been said to determine a person’s good.17 A life plan – deciding what to do 

with our life18 — requires setting aims or interests and putting in place the 

means to achieve them.19 Daniels suggests that poor health limits a person’s 

ability to function, making it more difficult to take steps to achieve their 

selected aim, and the associated plan for life.20 Be it bringing life plans to 

fruition or maximising capabilities, good health is of great value.21  

Good health is, however, inherently fragile. Our embodied, finite and socially 

contingent existence means that all human life is vulnerable to the effect of 

disease, illness or injury.22 As an ontological condition of our humanity,23 

societal institutions that reduce, ameliorate, and compensate for our 

existential vulnerability are essential.24 Healthcare systems, particularly, 

have a special role in responding to the reality of human vulnerability.25  

Generally, people seek healthcare in response to symptoms, pain or 

suffering that suggests their good health is compromised.26 Healthcare, 

complete with an array of diagnostic tests and procedures, biomedical 

technology, pharmaceutical therapies and supportive care provides 

numerous options for addressing health-related concerns.27 In many 

instances, safe and effective healthcare can significantly reduce mortality 

and morbidity.28 Even in those circumstances when good health cannot be 

                                                      
17 Ibid.   
18 Rawls, above n 2, 362. 
19 Ibid 361. 
20 Daniels, Just Health, above n 16, 36.  
21 Lennart Nordenfelt, Quality of Life, Health and Happiness (Ashgate Publishing, 1993) 83.  
22 Wendy Rogers, Catriona Mackenzie and Susan Dodds, 'Why Bioethics Needs a Concept 
of Vulnerability' (2012) 5(2) International Journal of Feminist Approaches to Bioethics 11. 
23 Ibid. 
24 Martha Albertson Fineman, 'The Vulnerable Subject: Anchoring Equality in the Human 
Condition' (2008) 20(1) Yale Journal of Law & Feminism 8 
<http://digitalcommons.law.yale.edu/yjlf/vol20/iss1/2>. 
25 Lucy Gilson, 'Trust and the Development of Health Care as a Social Institution' (2003) 
56(7) Social Science & Medicine 1453, 1459. 
26 Wendy Rogers and Mary Walker, 'Fragility, Uncertainty, and Healthcare' (2016) 37(1) 
Theoretical Medicine and Bioethics 71, 72. 
27 Ibid. 
28 Colin Mathers et al., 'Causes of International Increases in Older Age Life Expectancy' 
(2015) 385(9967) The Lancet 540. 
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entirely restored, appropriate treatment can maximise biological 

functioning and mitigate the negative effects of poor health.29 Despite these 

important outcomes, healthcare has a comparatively limited effect on our 

overall health, or reducing health inequity between populations.30 Rather, it 

is the conditions where people are born, grow, live, work and age that have 

a much greater effect on health than any differential access to, and use of, 

healthcare.31 It is when these social determinants are inadequate, our health 

is more likely to be compromised and we look to healthcare to restore it. For 

this reason, healthcare has been likened to the ‘ambulance waiting at the 

bottom of the cliff’.32  

Although healthcare has a comparatively limited effect on health overall, the 

importance of the healthcare system to all members of the community is 

reflected in the substantial financial resources provided,33 the frequency of 

healthcare policy debates,34 and media reports35 about the accessibility and 

cost of healthcare. If it is not healthcare’s contribution to overall health that 

warrants this level of community support and scrutiny, then there must be 

another explanation. It may be that healthcare matters, ‘not because of 

what it does but because what it means’.36 Having access to healthcare 

means that when changes in health expose a person’s innate vulnerability, 

society has an institution that cares for them.37 The ultimate aim of this care 

                                                      
29 Ibid. 
30 Michael Marmot, 'Understanding Social Inequalities in Health' (2003) 46(3) Perspectives 
in Biology and Medicine S9, S14. 
31 Michael Marmot, 'Capabilities, Human Flourishing and the Health Gap' (2017) 18(3) 
Journal of Human Development and Capabilities 370. 
32 Daniels, Just Health, above n 16, 79.  
33 Australian Institute of Health and Welfare, 'Health Expenditure Australia 2015-2016' 
(2017) Health and Welfare Expenditure Series No 58, 5. It was reported that health 
expenditure in Australia in the years 2015-16 was 10.3 per cent of gross domestic product. 
34 See, eg, Fiona McDonald and Stephen Duckett, 'Regulation, Private Health Insurance, 
and the Australian Health System' (2017) 11(1) McGill Journal of Law and Health S31. 
35 See, eg, Ray Moynihan et al., 'Coverage by the News Media of the Benefits and Risks of 
Medications' (2000) 342(22) New England Journal of Medicine 1645; Michael Hayes et al., 
'Telling Stories: News Media, Health Literacy and Public Policy in Canada' (2007) 64(9) 
Social Science & Medicine 1842. 
36 Daniel Weinstock, 'How Should Political Philosophers Think of Health?' (2011) 36(4) 
Journal of Medicine and Philosophy 424, 429 (emphasis in orginial). 
37 Engster, Justice, Care and the Welfare State, above n 5, 97. 
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is to enable people to develop their innate capabilities, nurture meaningful 

relationships, survive, and thrive in the world as well as possible.38 Care in 

healthcare, therefore, encompasses all the diagnostic, supportive and 

curative measures provided to restore peoples’ good health so they can 

function in society,39 do those things they value,40 and to the extent that it 

is possible, lead flourishing lives.41 While care is the vital function of 

healthcare, it is also the part of the institution that is frequently overlooked 

in health policy and philosophical debates.42 One possibility for promoting 

the importance of care is to more closely align it with how we understand 

‘health’ in healthcare. 

The predominance of the role of healthcare in restoring, improving and 

maintaining good health suggests that for this important societal institution 

the notion of ‘health’ is well defined. Good health, is after-all, the goal to 

which most healthcare is directed. However, there is a tradition of 

philosophical debate demonstrating that rather than being amenable to a 

single clear definition, the notion of ‘health’ has long been contested.43 

Without a clear definition, the goals of healthcare are clouded and diffuse. 

Examining competing understandings of health, and how they have been 

reflected in healthcare is the first step to achieving greater clarity.  

The following sub-sections describe two alternate understandings of health. 

Beginning with a naturalistic account that emerged during the 1970s, it then 

moves on to describe the salient features of a normative understanding of 

health. Observing that the provision of healthcare is essentially a human 

endeavour with an ethical character, this section concludes that embracing 

a normative understanding of ‘health’ in preference to the narrow naturalist 

                                                      
38 Ibid 19.  
39 Ibid 94. 
40 Nordenfelt, Quality of Life, Health and Happiness, above n 21, 83. 
41 Nussbaum, Women and Human Development, above n 10, 88. 
42 Engster, Justice, Care and the Welfare State, above n 5, 93. 
43 See, eg, Christopher Boorse, 'Health as a Theoretical Concept' (1977) 44(4) Philosophy of 
Science 542; Georges Canguilhem, On the Normal and the Pathological (D Reidel 
Publishing Company, 1978); Lennart Nordenfelt, 'Health and Disease: Two Philosophical 
Perspectives' (1986) 41 Journal of Epidemiology and Community Health 281. 
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account is more likely to promote the ‘care’ aspect of healthcare. It also 

provides a foundation for reframing understandings of just healthcare. 

1.2.1 Naturalist understandings of health  

From a protracted philosophical debate, two main approaches to defining 

health have emerged – the first cast as naturalist and the other normative. 

The most influential naturalist account is that proposed by Christopher 

Boorse.44 Curiously, it was the academic dispute in the early 1970s over 

understandings of mental illness that encouraged Boorse to develop a 

theory of health based on empirically determined normal function. Believing 

that a legitimate notion of mental health must be a ‘faithful analogue of the 

established physical conception’,45 he aimed to show that deviations from 

the empirical norm for a biological species would signify disease.46 

Reasoning that although physiological and mental health are conceptually 

different, the notion of mental health should not be any more value-laden 

than the concept of physiological health.47 By focussing on normal 

physiological functioning, Boorse suggested that recognition of disease was 

a theoretical matter of ‘natural science’ that was value-free.48 The logical 

extension was to define health as the normal functioning that occurs in the 

absence of disease,49 and this too, was a value-free judgement.50   

Boorse acknowledged that clinical judgments about a person’s health and 

the need for medical treatment were inherently value-based.51 However, he 

situated his definition of health within ‘theoretical medicine’ to reinforce 

that it was ‘empirical, scientific claims resting on biological facts about a 

                                                      
44 Christopher Boorse, 'Health as a Theoretical Concept' (1977) 44(4) Philosophy of Science 
542. 
45 Ibid 543. 
46 Ibid 555. 
47 Christopher Boorse, 'What a Theory of Mental Health Should Be', (1976) 6(1) Journal for 
the Theory of Social Behaviour 61, 63. 
48 Boorse, ‘Health as a Theoretical Concept’, above n 44, 543. 
49 Ibid 542. 
50 Ibid 556. 
51 Christopher Boorse, 'Concepts of Health and Disease' (2011) 16 Handbook of the 
Philosophy of Science 13, 28.  



Chapter 1 - Introduction 

11 
 

species’52 that contributed to the ‘autonomous framework of medical 

theory’.53 Locating health discretely within theoretical medicine, it would be 

perceived as value-free, yet underpin the normative or practical judgements 

required in medical practice. 

The distinction between theoretical and practical understandings of health 

was central to Boorse’s theory.54 Health as a theoretical concept is one that 

Boorse believed could be analysed in scientific (biological) terms and applied 

indifferently to organisms of all species. Consequently, the theory Boorse 

developed was known as the Bio-Statistical Theory (BST).55 He later 

acknowledged, however, that in the context of medical practice, the 

classification of disease is heterogeneous, and evolves over time. Conceding 

that this made the notion of disease in his theory of health difficult to 

defend, he switched from disease to the more general term ‘pathological’.56 

Subsequently, the goal of the Boorse’s naturalist account of health became 

to analyse the normal-pathological distinction, which he reiterated was the 

basic ‘theoretical’ concept in Western medicine.57 Having described this 

concept, it was, Boorse believed, possible to delineate the boundaries of 

medicine,58 and therefore, healthcare. Recalling that the BST was conceived 

in the 1970s, reviewing the healthcare environment at that time may further 

explain this view.  

During the 1960s and 1970s, almost every area of healthcare was the sole 

domain of the medical profession.59 This high level of professional autonomy 

                                                      
52 Christopher Boorse, 'Concepts of Health' in Donald Van De Veer and Tom Regan (eds), 
Health Care Ethics: An Introduction (Temple University Press, 1987) 359, 366.  
53 Christopher Boorse, 'On the Distinction Between Disease and Illness' (1975) 5(1) 
Philosophy & Public Affairs 49, 55. 
54 Ibid. 
55 Christopher Boorse, 'A Rebuttal on Health' in James Humber and Robert Almeder (eds), 
What Is Disease? (Humana Press, 1997) 1-134, 4.  In this article, Boorse credits the term 
BST to Lennart Nordenfelt. 
56 Boorse, 'Concepts of Health', above n 52, 364. 
57 Ibid 365. 
58 Ibid. 
59 David Mechanic, 'The Changing Structure of Medical Practice' (1967) 32(4) Law and 
Contemporary Problems 707, 707. 
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was reflected in state-sanctioned regulation that permitted the profession 

to authorise who could practice, set and monitor professional standards, as 

well as regulating medical education.60 Consequently, the profession’s 

commitment to pathology-based understandings of human disease was 

instilled in the university courses where medicine was taught.61 At the same 

time, medical education also became inextricably linked with biomedical 

research that fostered disease-orientated inquiry.62 Predictably, the 

importance of the naturalistic understanding of health was reinforced in 

postgraduate medical training.63 Empirical research demonstrates that the 

link between the BST and medical practice has resulted in many positive 

outcomes,64 securing its place of primacy in healthcare. 

The ever-expanding body of biomedical knowledge emanating from the 

natural sciences has seen a corresponding increase in the number and type 

of specialist practitioners with deeper expertise in narrower areas of 

knowledge.65 Consequently, healthcare services have become more difficult 

to navigate for people like Jack who live with multiple complex health issues. 

For example, to treat his end-stage heart failure Jack was seen by a general 

physician, a cardiologist, an interventional cardiologist, a cardiac surgeon, at 

least one anaesthetist, a renal physician and an intensive care specialist. He 

was also, at various times accommodated in a specialist medical ward, the 

coronary care unit, the intensive care unit as well as various diagnostic 

                                                      
60 R R H Lovell, 'The University Medical Presence in Hospitals Seventy Years after Flexner 
and a Look Ahead' (1983) 13(2) Australian and New Zealand Journal of Medicine 187, 188. 
61 Christine  Cassel and David  Reuben, 'Specialization, Subspecialization, and 
Subsubspecialization in Internal Medicine' (2011) 364(12)  New England Journal of 
Medicine 1169. 
62 Lovell, above n 60, 192. 
63 Robert  Heyssel, 'The Health Services Delivery System' (1972) 48(1) Bulletin of the New 
York Academy of Medicine 166, 167. 
64 Timothy Dyke and Warick Anderson, 'A History of Health and Medical Research in 
Australia' (2014) 201(1) Medical Journal of Australia s33, s34. 
65 Heyssel, above n 63; Carol Atmore, 'The Role of Medical Generalism in the New Zealand 
Health System Into the Future' (2015) 128(1419) New Zealand Medical Journal 50.  The 
Australian Health Practitioners Regulation Agency currently lists 86 medical specialist titles 
that have been approved by the Council of Australian Governments Health Council 
pursuant to the Health Practitioner Regulation National Law 2009 (Qld), 
<http://www.medicalboard.gov.au/Registration/Types/Specialist-Registration/Medical-
Specialties-and-Specialty-Fields.aspx>. 
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departments and operating theatres. The care Jack received was segmented 

and fragmented to address the sub-normal functioning of a particular organ. 

Seen as an assemblage of parts and process,66 the moral and social 

dimension that constituted Jack as a whole person was neglected. It is 

necessary, therefore, to consider whether an alternate understanding of 

health can address this limitation.  

1.2.2 Normative understandings of health  

In contrast to the naturalist understanding developed by Boorse, Lennart 

Nordenfelt proposed a normative understanding of health built on the 

foundational concepts of action, capability and goal.67 Acknowledging that 

these terms were inherently humanistic, Nordenfelt sought to connect them 

with physiological function through the notion of disease.68 In this way his 

theory of health required an evaluative or subjective element but did not 

dismiss the importance of physiological functioning. Nordenfelt’s theory of 

health, he referred to as a holistic theory of health (HTH).69  

In developing his theory, Nordenfelt began by acknowledging that concepts 

that are inherently complex, controversial and exhibit a primary concern in 

ordinary and political life warrant some philosophical attention.70 The 

concept of health satisfies these criteria, and is deserving of clarification 

because it has implications for the provision of programs devised to promote 

health, prevent disease and relieve suffering, particularly as many of these 

are publicly funded. In contrast to Boorse, Nordenfelt believed that medicine 

should not have a monopoly on the definition of health or its related 

                                                      
66 Alasdair MacIntyre, 'Medicine Aimed at the Care of Persons Rather Than What...?' in 
Eric J Cassell and Mark Siegler (eds), Changing Values in Medicine (University Publications 
of America, 1985) 83-96. 
67 Lennart Nordenfelt, ‘Health and Disease: Two Philosophical Perspectives’ (1986) 41 
Journal of Epidemiology and Community Health 281, 282. 
68 Ibid. 
69 Lennart Nordenfelt, On the Nature of Health: An Action-Theoretic Approach (Springer 
Science + Business Media, 2nd ed, 1995) 35.  
70 Lennart Nordenfelt, 'On the Relevance and Importance of the Notion of Disease' (1993) 
14(1) Theoretical Medicine 15, 17. 
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concepts.71 Two distinctive features of Nordenfelt’s HTH that contrast with 

the BST demonstrate this. First, where Boorse drew a strong distinction 

between theoretical and practical health and attached his concept of health 

to the former, Nordenfelt’s focus was on the latter - the practical or applied 

notion of health. Secondly, Nordenfelt’s theory approaches the 

characterisation of health positively and independent of any understanding 

of disease.72  

Beginning from a holistic perspective, Nordenfelt asserts that establishing 

whether a person is healthy presupposes an evaluation of the general state, 

both physical and mental, of the person.73 This is more than an assessment 

of a person’s immediate happiness. The element that Nordenfelt seeks to 

assess is the ability, given standard or reasonable circumstances, to realise a 

person’s essential goals in life. He refers to these as ‘vital goals’ and suggests 

that what makes goals vital is that they are necessary for long-term minimal 

happiness.74 He does not, however, go further and make explicit the content 

of the vital goals, believing that different people will express them 

differently in any analysis of their health. So, for one person, maintaining 

personal relationships and working effectively would constitute legitimate 

vital goals, for another it may be succeeding in a personal challenge.  

While health is the ability to achieve vital goals, ‘ability’ itself is not an 

absolute concept for Nordenfelt. Rather it is a term encompassing three 

related factors: the person, the purpose or project to which the person is 

directed, and the circumstances in which the person acts.75 Taking these 

three factors into account, it is possible to assess whether a person has an 

ability to achieve their intended purpose. In the context of health, abilities 

can be understood to occur in layers that Nordenfelt describe as first and 

                                                      
71 Nordenfelt, On the Nature of Health, above n 69, 20-23. 
72 Lennart Nordenfelt, 'Concepts of Health and Their Consequences for Health Care' (1993) 
14(4) Theoretical Medicine 277, 279. 
73 Nordenfelt, On the Nature of Health, above n 69, 79. 
74 Ibid. 
75 Lennart Nordenfelt, 'On the Notion of Health as Ability' (1996) 3(3) Scandinavian Journal 
of Occupational Therapy 101. 
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second order abilities. Having a first order ability is to have acquired a 

specific skill or capacity. Whereas a second order ability is the capacity to 

acquire a specific skill or capacity.76 To illustrate, Nordenfelt offers the 

example of a developing country farmer, who although poorly educated, is 

able to be sustained with food cultivated on the farm. In this circumstance 

the farmer has the first order ability to be adequately nourished. Should the 

farmer move to a developed country, where it is no longer possible to rely 

on farming as the sole source of food they would, however, have the 

capacity to learn different ways of being nourished. That is, the farmer 

would have the second order ability to do so.77  

Nordenfelt’s inclusion of second-order abilities recognises that in different 

environments, people may require time or training to adapt, or that some 

people may choose not to achieve their vital goals. To be healthy, therefore, 

is to have a second-order ability to fulfil their vital goals.78 Provided the vital 

goals are achievable, not having the ability to realise these goals will 

according to Nordenfelt, render a person unhealthy. The assessment is 

qualified, however, as there may be circumstances where a non-ability to 

achieve a vital goal is because it is unrealistic.79 This may be the case, for 

example, if a person’s long-term happiness depended upon them achieving 

an unattainable goal, such as swimming from New York to London in a day.  

In some cases, an inability to achieve a vital goal may be due to a disease. As 

Nordenfelt’s HTH is about the whole person, a disease correspondingly 

involves a process in at least one organ that tends to reduce the overall 

health of an individual.80 In this sense, the bodily or mental process that 

leads to disability or suffering, may also represent a deviation from 

statistically normal physiological functioning and reflect elements of 

                                                      
76 Nordenfelt, On the Nature of Health, above n 69, 49. 
77 Nordenfelt, ‘Health as Ability’, above n 75, 51. 
78 Nordenfelt, On the Nature of Health, above n 69, 105. 
79 Lennart Nordenfelt, 'Establishing a Middle Range Position in the Theory of Health'  
(2007) 10 Medicine, Health Care and Philosophy 29, 30. 
80 Nordenfelt, 'Consequences for Health Care', above n 72. 
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Boorse’s theory. However, in the BST subnormal functioning of an organ, or 

even a cell equates with an absence of health.81 Whereas in the HTH, disease 

may be present, but not necessarily have an effect on health unless a 

person’s vital goals are compromised. This could occur, for example, in the 

setting of hypertension. Although high blood pressure is recognised as a 

non-communicable disease studies that examine the accuracy of self-

reported data demonstrate that high blood pressure is frequently under-

reported.82 This may be due to the lack of symptoms83 that impinge upon 

the attainment of vital goals, and so in the early stages ‘health’ may not be 

compromised. 

There will be instances where reduced health will manifest as a level of 

suffering, disability or illness warranting healthcare. By conceptualising 

health in the normative sense proposed by Nordenfelt, the ultimate goal of 

this interaction is to rehabilitate a certain individual to an active life where 

he or she can realise all his or her vital goals. As health is not conceived as a 

purely biological concept, the treatment need not solely entail elimination 

of a pathological change assessed as abnormal. Measures directed at health 

promotion, including health education and rehabilitation are considered 

equally important.84 At a time when health is so compromised that a person 

will no longer attain their vital goals, as in the case of the end-stages of a 

chronic disease or illness, the goal of healthcare will be to minimise 

suffering.85 

                                                      
81 Nordenfelt, On the Nature of Health, above n 69, 28. 
82 See, eg, Christine Cigolle et al., 'Inconsistency in the Self-report of Chronic Diseases in 
Panel Surveys: Developing an Adjudication Method for the Health and Retirement Study' 
(2016) 73(5) The Journals of Gerontology 901; Eric  Tenkorang et al., 'Validity of Self-
Report Data in Hypertension Research: Findings From The Study on Global Ageing and 
Adult Health' (2015) 17(12) The Journal of Clinical Hypertension 977. 
83 S L Appleton et al., 'Untreated Hypertension: Prevalence and Patient Factors and Beliefs 
Associated with Under-Treatment in a Population Sample' (2013) 27(7) Journal of Human 
Hypertension 453. 
84 Nordenfelt, 'Consequences for Health Care', above n 72, 283. 
85 Lennart Nordenfelt, 'On Chronic Illness and Quality of Life: A Conceptual Framework' 
(1995) 3(4) Health Care Analysis 290. 
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1.2.3 Why a normative understanding of health should be preferred in 

healthcare 

Naturalistic frameworks currently dominate biomedical research methods 

and the way that our healthcare system is structured.86 In this setting the 

human body is the locus of knowledge and relied upon to generate readily 

quantifiable data.87 Interpretations of the data provide an explanation for 

alternations in normal functioning and inform medical practice.  A perceived 

benefit of this approach is that it helps reduce the uncertainty associated 

with disease and illness.88 However, it tends to neglect the ‘relationship 

between the partial nature of the disease and the totality of the person’.89 

The focus becomes management of a disease process through an expanding 

array of potential, often technological-based treatment options, rather than 

provision of health care.90  

Expertise in managing the disease process is assumed to lie with medical 

practitioners. This is because they have the knowledge, skills and authority 

to request and interpret diagnostic tests, prescribe treatments and perform 

therapeutic procedures.91 Decisions about treatment that are framed 

around a naturalistic understanding of health, therefore, are frequently 

perceived as the domain of medical practitioners. However, in our 

contemporary Western liberal society notions of self-determination are 

highly valued.92 While medical practitioners may be well placed to advise on, 

or manage the biological process of a disease, illness or condition, it is the 

                                                      
86 Anna Luise Kirkengen et al., 'Medicine's Perception of Reality–A Split Picture: Critical 
Reflections on Apparent Anomalies Within the Biomedical Theory Of Science' (2016) 22(4) 
Journal of Evaluation in Clinical Practice 496, 497. 
87 Peter  Wyer and Suzana  Silva, 'Where Is the Wisdom? I– A Conceptual History of Evidence-
Based Medicine' (2009) 15(6) Journal of Evaluation in Clinical Practice 891. 
88 Ian Kerridge, 'Ethics and EBM: Acknowledging Bias, Accepting Difference and Embracing 
Politics' (2010) 16(2) Journal of Evaluation in Clinical Practice 365. 
89 Andrew Miles, 'On a Medicine of the Whole Person: Away From Scientistic Reductionism 
and Towards the Embrace of the Complex in Clinical Practice' (2009) 15(6) Journal of 
Evaluation in Clinical Practice 941, 944. 
90 Kirkengen et al., above n 86. 
91 James Marcum, 'Biomechanical and Phenomenological Models of the Body, the 
Meaning of Illness and Quality of Care' (2005) 7(3) Medicine, Health Care and Philosophy 
311. 
92 Lisa Dive and Ainsley Newson, above n 8. 
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individual patient who is best placed to determine how living with a disease, 

or complying with the treatment required to manage it, accords with other 

aspects of their life that they value. Healthcare decision-making that 

promotes individual preferences and desires is encapsulated in the ethical 

concept of autonomy.  

The most influential account of autonomy is that of Beauchamp and 

Childress, first published in their seminal work Principles of Biomedical 

Ethics.93 These authors emphasize that an autonomous decision is one that 

is made intentionally, based on sufficient understanding of the relevant facts 

and information, and free from coercion or other undue influence.94 The 

need to ensure respect for autonomy is explicit in international documents 

such as the United Nations Educational, Scientific and Cultural 

Organization’s (UNESCO) Universal Declaration on Bioethics and Human 

Rights, and implied in The International Code of Medical Ethics.95 While 

medical practitioners may aspire to uphold these professional standards, a 

patient’s ability to make decisions that reflect their individual values, 

customs, and beliefs is also embedded in common law.96 Making respect for 

autonomy a legal requirement reflects the weight that is accorded to this 

ethical principle. 

Although open to different interpretations, autonomy is primarily a negative 

conception since it requires that medical practitioners avoid coercing, 

unduly influencing or providing insufficient information to demonstrate 

respect for autonomy.97 Satisfying these negative requirements in relation 

to healthcare decision-making has given rise to processes of informed 

                                                      
93 Tom Beauchamp and James Childress, Principles of Biomedical Ethics (Oxford University 
Press, 1979). 
94 Tom Beauchamp and James Childress, Principles of Biomedical Ethics (Oxford University 
Press, 7th ed, 2013). 
95 UNESCO, Universal Declaration on Bioethics and Human Rights (2005); World Medical 
Association, WMA International Code of Medical Ethics (2006). 
96 See, eg, Rogers v Whitaker (1992) 109 ALR 625; Montgomery v Lanarkshire Health Board 
[2015] UKSC 11. 
97 Dive and Newson, above n 8, 174. 
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consent.98 In Australia this term is used cautiously because it ‘is apt to 

mislead as it suggests a test of the validity of a patient’s consent’.99 The 

provision of information, however, remains central to autonomous decision-

making.100 A consequence of this approach is that autonomy is seen as 

attaching to a particular decision, rather than the person.101 The content or 

substance of the actions that the decision enlivens being less important than 

the process by which a decision was supported and made.102 In other words, 

a just outcome is presumed when the requirements of the process are 

followed. 

With a focus on process, and in particular, the provision of information, how 

the information is selected and framed needs to be given due consideration. 

If healthcare decision-making is framed around the naturalistic 

understanding of health, then it will compromise biomedical ‘facts’ about 

the disease and its treatment. Using this information to weigh the potential 

risks and benefits, and giving it meaning for a particular individual reaches 

beyond the scope of the process. Respect for autonomy, in the sense most 

frequently applied in healthcare, therefore, doesn’t readily accommodate 

circumstances where people experiencing periods of dependency, are 

disempowered and unable to affect their environment, and required to 

make complex decisions.103 Nor does is adequately account for the fact that 

people do not exist in isolation, but are constituted by subjective and 

relational experiences, social and cultural contexts and personal life goals.104  

In any healthcare interaction a normative understanding of health more 

readily acknowledges and accommodates these factors because it does not 

                                                      
98 Elisabeth Hildt, ‘Predictive Genetic Testing, Autonomy and Responsibility for Future 
Health’ (2009) 1(2) Medicine Studies 143. 
99 Rogers v Whitaker (1992) 109 ALR 325, 633 (Mason CJ and Brennan, Dawson, Toohy and 
McHugh JJ). 
100 Neil Manson and Onora O’Neill, Rethinking Informed Consent in Bioethics (Cambridge 
University Press, 2007). 
101 Dive and Newson, above n 8, 176. 
102 Ibid. 
103 Rosie Harding, 'Legal Constructions of Dementia: Discourses of Autonomy at the 
Margins of Capacity' (2012) 34(4) Journal of Social Welfare and Family Law 425. 
104 Kirkengen et al., above n 86, 498. 



Chapter 1 - Introduction 

20 
 

need to consider scientific knowledge separately from the subjective 

experience of suffering from, or living with, a disease, illness or particular 

condition.105 Moving toward a normative understanding of health, one that 

focus on the ability to achieve vital goals also implores us to move beyond 

the ethical concept of autonomy to addresses the question of whether we 

get the healthcare we deserve.  

The importance of encouraging healthcare that focusses on the long-term 

ability to achieve vital goals has been recognised and encouraged by the 

United Nations’ World Health Organization (WHO). Their recent report on 

Ageing and Health identified the need for healthcare ‘built around a 

common goal of optimizing trajectories of functional ability’.106 The report 

concluded that health systems will need to move away from disease-

focussed curative models and toward comprehensive integrated systems of 

care that better support diverse health and functioning.107 This recognises 

that people are more than vessels of their physiological disorders or health 

conditions,108 and that by utilising the skills of different health professionals, 

and designing interventions that support intrinsic abilities rather than 

managing chronic disease, better outcomes can be achieved.109 Refocussing 

healthcare in this way means that a wider range of concerns relevant for 

overall well-being can also be addressed.  

Jack’s situation is illustrative of this need. In the setting of naturalist-

informed healthcare, there are ever-increasing biotechnological advances 

that provide options for treatment. Over the course of several years Jack had 

received various combinations of medications to support his failing heart. 

When their effectiveness waned he underwent invasive diagnostic 

procedures and monitoring that ultimately led to the successful insertion of 

                                                      
105 Ibid. 
106 World Health Organization, World Report on Ageing and Health (World Health 
Organization, 2015) 211-223. 
107 Ibid. 
108 Ibid. 
109 Ibid. 



Chapter 1 - Introduction 

21 
 

pacing wires into each of the ventricles of his heart. Based on the naturalist 

framework, Jack’s condition was effectively diagnosed and ‘managed’. Jack 

would have been required to provide consent for the treatment he received 

and the procedures he underwent - a process designed to demonstrate that 

Jack’s autonomy had been respected. However, in the end, the treatment 

did not improve his health; rather, it merely prolonged Jack’s dying. We 

should question, therefore, whether the naturalist framework that our 

current healthcare institutions rely upon should be challenged. It is arguable 

that the outcome for Jack would have been different if his healthcare 

decisions were based on the normative understanding of health. He would 

have received care that supported his ability to achieve vital goals (including 

a peaceful, dignified death) rather than solely sustaining biological 

functioning. If Jack did not receive the healthcare he deserved, then 

refocussing healthcare to support the normative understanding of health 

urges us also to reconsider how we understand justice in healthcare.  

1.2.4 Reframing understandings of just healthcare  

Over time philosophers have applied differing understandings of justice to 

health, and (in some cases) by extension to healthcare. However, just as 

there are alternate ways of understanding health, justice too, is a contested 

concept.  The complexity of notions of justice is reflected in the number of 

theories that have been posited over many years. One of the earliest 

conceptions of a just society was one in which the principle of utility was 

absolute. The classical utilitarians were Bentham and Mill who conceived 

utility entirely in terms of happiness or pleasure.110 Although there are 

several variants of utilitarianism, they share a common process of moral 

reasoning by relying on an assessment of the consequences of a particular 

course of action. Accordingly, utilitarianians sum instances of utility to 

determine an outcome most preferable to society. Actions that promote 

                                                      
110 Jeremy Bentham, An Introduction to the Principles of Morals and Legislation (Batoche 
Books, 1781); John Stuart Mill, 'Utilitarianism, edited with an introduction by Roger Crisp' 
(1861). 
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greater total utility therefore are superior to any other. However, as this 

approach fails to adequately account for differences in preferences it may 

not provide a result that is strictly egalitarian.111  

Critical of utilitarian theories for their inability to take account of the 

diversity of human beings, John Rawls112 claimed that the fundamental idea 

in the concept of justice is fairness. Recognising that the distribution of 

fundamental rights and duties significantly affect a person’s life prospects 

Rawls suggested that the way major social institutions are structured is 

essential for justice. He offered a set of principles that promote just choices 

among various social arrangements.113 The first principle requires equality 

in the assignment of basic rights and duties. This is coupled with the second 

principle that holds that inequalities are allowable, only if they make those 

who are worst off, as well off as possible when compared to alternative 

arrangements. Accordingly the principle requires strong measures designed 

to mitigate the effects of socioeconomic inequality that impede opportunity. 

For Rawls, a just society is one in which equal basic liberties are protected, 

fair equality of opportunity is guaranteed and inequalities are limited to 

those that benefit the least advantaged.114  

Equality, in utilitarian theories and Rawls’ form of the social contract, is 

concerned with the ways that utility, wealth, resources and positions are 

allocated or distributed. However, this focus tends to obscure the 

institutional context within which those distributions take place,115 and 

neglects the more abstract notions inherent in the equal worth, dignity and 

diversity of human beings. The idea of equal human worth involves enabling 

                                                      
111 Amartya Sen, 'Equality of What?' (1980) 1 The Tanner Lecture on Human Values 197. 
112 Rawls, above n 2. 
113 Ibid. 
114 Ibid 53. 
115 Iris Young, Justice and the Politics of Difference (Princeton University Press, 1990). In 
this context Young suggests that institutional context should be understood in a boarder 
sense than ‘modes of production’. It includes any structures or practices, the rules and 
norms that guide them, and the language and symbols that mediate social interactions 
within them, in institutions of state, family, and civil society, as well as in the workplace. 
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people to promote those objectives in life that they value, their individual 

capabilities, and this is important for justice.116 

Contestations around notions of equality that inform theories of justice also 

permeate concepts of justice in healthcare. Extending Rawls’ theory of 

justice to address issues of health Daniels posed a fundamental question: as 

a matter of justice what do we owe each other to promote and protect 

health?117 He theorizes that meeting health needs improves health, and 

promotes opportunity to pursue life plans. Daniels acknowledges that the 

concept of ‘need’ may be vague and problematic but explains that certain 

needs will fall into a special category that give them a weightier moral claim 

for finite resources.  Specifically, there is a moral obligation to meet needs 

that are required for normal species functioning so that a normal range of 

opportunities can be maintained. 118 Daniels is morally concerned with 

disease because of the impact that reduced functioning has on 

opportunities. Justice in healthcare, he believes, requires that we take steps 

to redress this. Equal opportunity in this context requires efforts to bring 

people up to the threshold of normal functioning that enables them to 

compete under conditions of fairness.119  

As a counter to Daniels’ theory that justice in healthcare required taking 

steps to ensure that fair and equal opportunities to pursue life plans are 

protected, Segall suggests we should be equalising individual’s opportunities 

for welfare.120 Reflecting the position of luck egalitarians that promote 

equality of welfare,121 he sees all inequalities in access to advantage that 

                                                      
116 Amartya Sen, Inequality Reexamined (Clarendon, 1995). 
117 Daniels, Just Health, above n 16.  
118 Ibid. Daniels originally grounded his appeal to normal functioning on Boorse’s 
biostatistical account of biological function and of disease. In the revised account of his 
theory (2008), he again followed Boorse in admitting some normative component in the 
characterisation of dysfunction.  
119 Dan Brock, Norman Daniels and Daniel Wikler, From Chance to Choice: Genetics and 
Justice (Cambridge University Press, 2001). 
120 Shlomi Segall, Health, Luck, and Justice (Princeton University Press, 2009). 
121 Gerald Cohen, 'On the Currency of Egalitarian Justice' (1989) 99(4) Ethics 906; Richard  
Arneson, 'Equality and Equal Opportunity for Welfare' (1989) 56(1) Philosophical Studies: 
An International Journal for Philosophy in the Analytic Tradition 77. 
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result from factors over which the individual had no control, as unjust and 

warranting rectification. Equalising opportunities for welfare, however, does 

not require the provision of healthcare to overturn a disadvantage if it 

happens to be the result of an individual’s free choice.122 This aspect of luck 

egalitarianism has been criticised as abandoning those individuals in need of 

healthcare who may have acted recklessly.123 Segall deflects this objection 

by coupling luck egalitarian concerns with other moral considerations that 

constitute social policy, such as respect for autonomy124 concluding that 

‘value pluralism’ will ensure that those who act recklessly will still have 

access to the healthcare that they require.125  

This thesis argues just healthcare extends beyond the distribution of 

resources to promote equality of opportunity or welfare. It considers justice 

as a way of valuing that which is centrally important in healthcare - 

promoting the normative understanding of health. The theoretical 

foundation that the thesis builds upon is the Capability Approach developed 

by Amartya Sen126 and Martha Nussbaum.127 Dissatisfied with 

understanding justice as a function of utility or fair distribution of primary 

goods, Sen developed the notion of capability as a space where questions 

about social equality and inequality could better be addressed.128 Nussbaum 

who was sympathetic to Sen’s approach moved beyond a comparative use 

of capabilities to articulate the idea that governments should strive to 

provide all citizens with a threshold level of capabilities.129 To support her 

argument Nussbaum developed a list of universal human capabilities130 that 

she believed were central to living a life worthy of the dignity of being 

                                                      
122 Segall, above n 120. 
123 Elizabeth Anderson, 'What Is the Point of Equality?' (1999) 109(2) Ethics 287, 296. 
124 Segall, above n 120. 
125 Ibid 73. 
126 Sen, 'Equality of What?' above n 111. 
127 Nussbaum, Women and Human Development, above n 10. 
128 Sen, 'Equality of What?', above n 111. 
129 Nussbaum, Women and Human Development, above n 10, 75. 
130 Ibid 78-80. 
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human.131 Each of the central human capabilities included on Nussbaum’s 

list are intrinsic realisations of a life with human dignity.132 To this end, the 

approach supports a general notion of human flourishing.133 The political 

conception of a person that Nussbaum relies upon in her iteration of the 

Capability Approach is explicitly Aristotelian. That is, a person is:  

‘a political and social animal, who seeks a good that is social through and 

through, and who shares complex ends with many others at many levels. 

The good of others is not just a constraint on this person’s pursuit of her 

own good; it is part of her good’.134 

Assuming the position taken by Nussbaum, this thesis views the provision of 

healthcare as a distinctly moral endeavour; one that is directed toward the 

good of others. Therefore, building on the Capability Approach just 

healthcare takes on a neo-Aristotelian character, genuinely concerned with 

supporting human flourishing. This is facilitated, not by considering health 

and care separately, but by preferencing the normative understanding of 

health over the traditional naturalist account that currently predominates 

much modern healthcare. It also requires looking beyond the point at which 

care is delivered to consider the social values and factors that influence 

health research and policy, and ultimately flow to healthcare. Assuming this 

broader perspective, just healthcare acknowledges that our health is 

inherently precarious and vulnerable. It advocates not solely for a fair 

distribution of resources to promote fair equality of opportunity or welfare, 

but consideration of the broad range of circumstances under which people 

can flourish.  

 

                                                      
131 Martha  Nussbaum, Frontiers of Justice. Disability, Nationality, Species Membership 
(Harvard University Press, 2007) 180. 
132 Ibid 161. 
133 Ibid 182. 
134 Ibid 158. 
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1.3 The importance of the research question  

The research question addressed in this thesis is:  

Did Jack get the healthcare he deserved? Or framed more broadly,  

Can a reframed justice-informed perspective enhance healthcare?  

The research question responds to a significant gap in the literature on just 

healthcare by focussing on the outcomes experienced by individuals. It also 

recognises that healthcare services are informed by health-related research 

and influenced by policy. The importance of the question, therefore, is 

addressed through these inter-connected themes that are set out in the 

conceptual model (see Figure 1.1). These are addressed next. 

1.3.1 Healthcare research  

The type and number of possible resources for distribution within healthcare 

services are growing. At the point of care, this means that decisions about 

the most suitable treatment are also becoming increasingly complex. This is 

due in part to expanded scientific knowledge and advances in biomedical 

technology that generate vast amounts of data. For example, ‘omics’ 

technology allows scientists to efficiently measure and characterise genes, 

proteins and small metabolites to ascertain a person’s predilection for a 

disease or response to pharmacotherapy from a small biologic sample.135 

While this detailed information may enable greater specificity in diagnosis 

and classification, disease management and choice of therapy,136 there are 

many ethical, legal, regulatory and social factors that influence the 

translation of evolving biomedical knowledge into clinical practice.137 Even 

when new knowledge or treatment options have moved beyond the science 

laboratory, ensuring a person receives appropriate care requires more than 

                                                      
135 Francis  Collins and Harold Varmus, 'A New Initiative on Precision Medicine' (2015) 
372(9) New England Journal of Medicine 793. 
136 Helen Crowther, Wendy Lipworth and Ian Kerridge, 'Evidence-Based Medicine and 
Epistemological Imperialism: Narrowing the Divide between Evidence and Illness' (2011) 
17(5) Journal of Evaluation in Clinical Practice 868, 869. 
137 Jayne Hewitt, 'Translating Knowledge from Research to Outcomes: Pharmacogenomics 
in the Treatment of HIV/AIDS' (2016) 24 Journal of Law and Medicine 166. 
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transferring information from a relevant clinical guideline to the applicable 

patient.138 Distilling the treatment option or options that best reflect a 

particular person’s values and preferences through a vast sea of possibilities, 

therefore, is no simple task.139 It does though, potentially affect individual 

health outcomes, and must be considered in assessments of just healthcare. 

Justice is, therefore, central to how the benefits of healthcare research are 

translated and integrated into healthcare.  

1.3.2 Healthcare policy  

The increasing number of people needing healthcare, along with the 

growing treatment options and complexity of decision-making presents a 

significant planning and economic challenge across all levels of healthcare; 

primary care, acute care, aged care,140 and end-of-life care.141 For 

governments who fund the majority of healthcare in Australia,142 the myriad 

of factors that contribute to positive health outcomes means this is a difficult 

problem to address, let alone solve.143 While needing to find a way of 

containing healthcare expenditure, they must also ensure good health 

outcomes, particular for those people considered to be the most vulnerable 

                                                      
138 Anneke  Francke et al, 'Factors Influencing the Implementation of Clinical Guidelines for 
Health Care Professionals: A Systematic Meta-Review' (2008) 8(1) BMC Medical 
Informatics and Decision Making 38. 
139 Cheryl Rathert, Mary  Wyrwich and Suzanne Austin Boren, 'Patient-Centered Care and 
Outcomes: A Systematic Review of the Literature' (2013) 70(4) Medical Care Research and 
Review 351. 
140 René Amalberti, Wendy Nicklin and Jeffrey Braithwaite, 'Preparing National Health 
Systems to Cope With the Impending Tsunami of Ageing and Its Associated Complexities: 
Towards More Sustainable Health Care' (2016) 28(3) International Journal for Quality in 
Health Care 412. 
141 Negin Hajizadeh, Kristina Crothers and R Scott Braithwaite, 'Using Modeling to Inform 
Patient-Centered Care Choices at the End Of Life' (2013) 2(5) Journal of Comparative 
Effectiveness Research 497. 
142 Anne-marie Boxall, What Are We Doing to Ensure the Sustainability of the Health 
System? (Parliamentary Library, 2011) 1. 
143 Vyjeyanthi  Periyakoil, 'Taming Wicked Problems in Modern Health Care Systems' (2007) 
10(3) Journal of Palliative Medicine 658. 
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members of society.144 It is an undoubtedly wicked problem.145 There is, 

however, a range of policy tools that governments may use to address it. 

These include policies directed toward addressing inequalities in the social 

determinants of health, such as education and housing. Others might seek 

to contain expenditure by improving efficiency, innovation and productivity 

in support of sustainable quality healthcare services.146 The ultimate goal 

should be to promote each person’s capability to function in a ‘truly human 

way’,147 and in a way that reflects understandings of a just society.  

It has been argued that justice cannot be indifferent to the lives that people 

can actually live.148 As healthcare is the predominant societal institution 

charged with caring for people when their health is compromised, the ‘lives, 

experiences and realizations’149 of people should be at the fore of any 

healthcare policy. Options for promoting the values of those served by the 

system and ensuring adequate choice are important for achieving this. 

Healthcare policy directed toward these aims is essential for just healthcare 

that provides the care we deserve. 

1.3.3 Healthcare services  

Australian’s currently enjoy access to world-class universal healthcare 

however, like many countries, the system is facing many challenges.150 

While this is due in part to funding tensions within the federal system,151 it 

is exacerbated by the different roles, responsibilities and perceptions of 

healthcare practitioners, policy-makers and healthcare managers across 

                                                      
144 Boxall, above n 142. 
145 Periyakoil, above n 143, 658. Where the author notes that ‘Wicked problems have 
incomplete, contradictory and changing requirements and complex interdependencies that 
are often unique to the local setting of the problem. The stake holders of a wicked problem 
often have radically different world views for both understanding the problem and 
approaching its solution’. 
146 Boxall, above n 142. 
147 Nussbaum, Women and Human Development, above n 10, 72. 
148 Sen Amartya, The Idea of Justice (Penguin Books, 2009) 18. 
149 Ibid.  
150 Jane Hall, 'Australian Health Care — The Challenge of Reform in a Fragmented System' 
(2015) 373(6) The New England Journal of Medicine 493. 
151 Ibid. 
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different tiers and within the system.152  Within the system, complexity has 

been associated with the growth in people presenting with more than one 

disease or condition with non-reversible causes, and the increase in 

potential options for treatment.153 This fundamentally changes the type of 

clinical care decisions that need to be made, because unlike an acute, 

reversible illness, living with a chronic condition is not an aberrant situation; 

it becomes the new ‘normal’ for the person living with it.154 Consequently, a 

person’s current and future social, economic and cultural circumstances will 

be reflected in the burden of initiating and maintaining treatment.155 These 

factors need to be weighed in the clinical care decision because they too, 

will effect overall wellbeing.156 However, as all tiers of the healthcare system 

are structured around the naturalist understanding of health, they are given 

less weight than diagnosing and treating the biological causes of disease.157 

Consequently, they are not reflected in considerations of justice where the 

focus is on the allocation of resources. Reframing how we understand justice 

in this setting is the first step to promoting the care we deserve in 

healthcare. 

1.4 Research aims  

To encompass a broad perspective of justice in healthcare, and recognise 

that justice at the level of the individual requires analysis of healthcare 

research decisions, healthcare policy settings as well as decisions made by 

clinicians, the research question is answered by addressing the following five 

aims.  

                                                      
152 Fran  Collyer, Karen  Willis and Sophie Lewis, 'Gatekeepers in the Healthcare Sector: 
Knowledge and Bourdieu's Concept of Field' (2017) 186 Social Science & Medicine 96. 
153 Pim Kuipers, Carolyn Ehrlich and Sharon Brownie, 'Responding to Health Care 
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28(3) Journal of Interprofessional Care 246. 
154 Bruce Jennings, Daniel Callahan and Arthur Caplan, 'Ethical Challenges of Chronic 
Illness' (1988) 18(1) The Hastings Center Report S1. 
155 Adem Sav et al, 'Burden of Treatment for Chronic Illness: A Concept Analysis and 
Review of the Literature' (2015) 18(3) Health Expectations 312. 
156 Andrew Steptoe, Angus Deaton and Arthur Stone, 'Subjective Wellbeing, Health, and 
Ageing' (2015) 385(9968) The Lancet 640. 
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Aim 1 
To identify the ethical, legal and regulatory issues associated with the 

development and integration of a new biomedical technology into clinical 

practice, and quantify the extent to which these issues have been addressed 

by empirical research.  

Aim 2 
To demonstrate that there are social and regulatory factors that influence 

the development and integration of a new biomedical technology into 

clinical practice.  

Aim 3 
To quantify the extent to which social values are included in the assessment 

of medical services suitable for public funding in Australia and analyse 

whether this reflects a current understanding of justice.  

Aim 4 
To highlight that there are long-standing barriers to greater competition and 

choice in Australia’s healthcare sector and, using the United Kingdom’s 

National Health Service as comparator, offer potential regulatory solutions 

to address the issue. 

Aim 5 
To analyse the weaknesses of current theoretical understandings of just 

health and healthcare and offer a reframed understanding that centres on 

human flourishing.  

These aims are addressed in each of the Chapters of the thesis as follows. 

 

1.5 Thesis structure and how the Chapters fit together  

In the conceptual model (Figure 1.1), justice is seen as central to healthcare 

research, healthcare policy and the provision of healthcare services. Table 

1.1 sets out where these themes are addressed in each of the published and 

unpublished papers as chapters. The table also identifies the paper (chapter) 

that addresses each of the research aims. Each chapter is framed around a 
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particular question. How the Chapters fit together to answer the research 

question is set out below. 

 

Table 1.1: Thesis structure 
The table illustrates the structure of the thesis and how the themes and aims of the research 
are addressed in the chapters constituted by five published and one submitted paper. 

 

The number and type of options for healthcare treatment have risen 

exponentially in recent decades.158 This is due in part to biomedical and 

healthcare research that has led to the development of new diagnostic and 

therapeutic options for remedying deleterious alterations in biological 

functioning. While is it hoped that new treatments options, including 

medications and biotechnologies will be beneficial, history has shown that 

                                                      
158 Productivity Commission, Efficiency in Health, (Commission Research Paper, 2015).  
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there are times when the research itself or application of new therapies 

based on research findings has resulted in substantial harm to users.159 

Consequently, healthcare research is subject to rigorous regulation that 

seeks to balance the benefits and risks associated with conducting the 

research and use of new therapies. Justice in this context, therefore, is 

largely procedural in that it requires those engaged in medical research to 

demonstrate safety and effectiveness of any new treatment or technology 

before being approved for use in the clinical setting.  

This means that at the point when a diagnostic test, medication or 

therapeutic device is offered to individual patients like Jack, they can be 

confident that it has been subjected to regulatory scrutiny and that in 

particular settings, its use will usually generate a benefit that outweighs a 

risk. The benefit that it will most likely produce, however, is narrowly 

confined to an improvement in biological functioning, because this is the 

data clinical trials elicit to satisfy regulators’ safety and efficacy 

requirements.  What Jack cannot be certain of is whether the circumstances 

when the use of a diagnostic test, medication or therapeutic device is 

contemplated, are those that precisely match his. Does the application, in 

the setting of Jack’s current social, cultural and financial situation, hopes, 

wishes and life goals, provide a benefit that will improve Jack’s overall well-

being and human flourishing? 

How, therefore, should Jack decide? Recent moves to provide healthcare 

that is more patient-centred, by involving and including patients in decisions 

about their care are purported to promote autonomous decision-making, 

and therefore individual justice.160 After all, if the patient is responsible for 

making the decision, there can be no quarrel about the justness of the 

                                                      
159 See, eg, Jeremy Greene and Scott Podolsky, 'Reform, Regulation, and Pharmaceuticals--
the Kefauver-Harris Amendments at 50' (2012) 367(16) The New England Journal of 
Medicine 1481; Charlotte Paul and Barbara Brookes, 'The Rationalization of Unethical 
Research: Revisionist Accounts of the Tuskegee Syphilis Study and the New Zealand 
“Unfortunate Experiment”' (2015) 105(10) American Journal of Public Health e12. 
160 Ronald Epstein and Richard Street, 'Shared Mind: Communication, Decision Making, 
and Autonomy in Serious Illness' (2011) 9(5) Annals of Family Medicine 454. 
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outcome that results. The premise of this assumption, in relation to Jack, 

however, is flawed.  First, although Jack may have, for the majority of his 

time in hospital had decision-making capacity, the decisions he was asked to 

make were generally framed as binary choices. Do you want (consent) to this 

treatment/option/therapy or not? The choice of options and the 

information he was provided to help make this decision being filtered 

through the naturalist biomedical lens of those healthcare practitioners 

caring for him. Consequently, outcomes were assessed on the probability of 

improving cardiac function, but did not consider any other aspect of Jack’s 

overall well-being. This meant that Jack was not fully apprised of the range 

of options, or able to consider potential outcomes other than those 

associated with increasing his cardiac function. In this setting it was not 

possible for Jack to make a genuinely autonomous decision. 

Further, Jack’s poor and failing health meant that he was in an environment 

that exposed his innate vulnerability, and relied on the care of others to 

support some of his most basic human needs. It is not uncommon in these 

circumstances for patients to defer decisions about medications and 

treatments to medical practitioners because they are perceived and trusted 

as the ‘experts’.161 However, while they might have expertise in relation to 

a disease or illness, and options to improve biological function, they do not 

have expertise in relation to the other aspects of Jack’s life. Nevertheless, in 

many instances medical practitioners readily assume the role of ‘expert’ 

without eliciting whether, or how, patients such as Jack want to be involved 

in decisions about their treatment.162 If vulnerable patients like Jack are 

likely to defer treatment decisions to their medical practitioner, then relying 

on the patient to make autonomous decision to deliver a just outcome is 

unsound. Instead, it is incumbent on medical practitioners to consider a 

patient’s overall well-being, rather than just biological functioning, when 

                                                      
161 Teresa Jerofke-Owen and Jennifer Dahlman, 'Patients’ Perspectives on Engaging in their 
Healthcare While Hospitalised' (2019) 28(1-2) Journal of Clinical Nursing 340. 
162 David Burton et al, 'Shared Decision-making in Cardiology: Do Patients Want It and Do 
Doctors Provide It?' (2010) 80(2) Patient Education and Counseling 173. 
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considering the most suitable options for treatment or care. If, after taking 

account of these factors, implantation of an invasive therapeutic device is 

deemed the best option, then ensuring that the device is been assessed as 

safety and effective are essential elements of the procedural demands of 

justice. Whether this results in a just outcome, however, requires 

consideration of additional factors. 

Because biotechnological solutions were central to managing Jack’s 

condition, the first question raised in the thesis is what are the issues 

associated with new technologies? Chapter 2 addresses this question by 

systematically examining the literature discussing legal, regulatory and 

ethical issues associated with an emerging technology. The chapter findings 

highlight that the education of healthcare practitioners and regulatory 

processes are perceived as important factors that influence the translation 

of emerging technologies into the clinical setting. It also demonstrates that 

the perspectives of end-users in this process was limited; rather transparent 

and rigorous procedural process are relied upon to ensure just outcomes. 

Chapter 2 contributes to answering the research question by highlighting the 

gap in the literature considering the perspectives of end-users of the 

technology, and therefore how justice in this context is understood. The 

extent to which process and procedure equate with just outcomes is 

questioned in Chapter 3. 

Chapter 3 critically examines the factors that affect the translation of new 

technologies into healthcare. It addresses aim 2 of the thesis by tracing the 

social and regulatory factors that affected the development of a new 

technology. Chapter 3 contributes to answering the research question by 

demonstrating that factors typically associated with end-users of a 

technology, and therefore, given little weight, can substantially influence the 

development, regulation and subsequent integration of a new technology 

into healthcare.  
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The Chapter introduces a framework developed to support the translation 

of genomic knowledge into clinical practice. What this framework does not 

make explicit is the relevance of the context in which translation is expected 

to take place. The Chapter, therefore, situates translation of the 

pharmacogenomic test associated with the anti-retroviral drug Abacavir in 

its social and political setting to demonstrate the influence of those people 

most affected by HIV/AIDS. Highlighting how regulatory responses 

facilitated the early identification of an adverse response, the Chapter 

concludes by emphasising the impact of disparate social and political factors 

on the translation of a new pharmacogenomic test.  

Chapter 2 highlighted that, in relation to healthcare research, justice was 

mostly considered as procedural, requiring that evidence was transparently 

and rigorously assessed to ensure that new diagnostics, medications or 

devices were safe and effective. Because end-users, or patients, were 

removed from the decisions being made, the justice of individual outcomes 

were not necessarily contemplated.  In contrast, Chapter 3 demonstrates 

that procedural and regulatory processes can and do, have a proximate 

effect on individual outcomes.  

In relation to Jack, biotechnological devices with the potential to improve his 

cardiac function have been subject to regulatory assessment and approval. 

The focus of the justice question in this context is predominantly procedural.  

However, Chapter 3 highlights that strict adherence to current regulatory 

regimes has the potential to restrict access to treatment and obstruct just 

outcomes. This was most keenly felt during the HIV/AIDS epidemic in the 

1980s and 90s where regulatory authorities internationally struggled to 

balance the competing need to ensure safety and efficacy of new 

medications with access to potentially lifesaving treatment. The unique 

social and political settings at this time saw concerted, at times militant, 

efforts to address perceived regulatory shortcomings by those most 

seriously affected by inefficient and ineffective regulation. An unintended 

consequence of this action was the early identification of a potential adverse 
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effect associated with a new anti-retroviral medication, and the 

development of a new diagnostic test to help avoid it. 

This Chapter demonstrates that although just outcomes may be assumed to 

flow from compliance with regulatory procedures and assessment 

processes, there is a constant need to be alert to the outcomes experienced 

by the end-users the healthcare system is directed toward helping. Although 

regulatory processes have the potential to be dynamic and responsive to the 

needs of end-users, reframing obligations of justice to extend beyond 

compliance with procedure provides the moral impetus to drive this. 

Examining the social values, both procedural and content-based that are 

relevant in healthcare is an appropriate starting point, because it highlights 

those values that are important to end-users. 

Having considered how questions of justice are embedded in healthcare 

research, the next section of the thesis transitions to consider how justice is 

reflected in healthcare policy. The question addressed in Chapter 4 is, to 

what extent social values are included in the assessment of medical services 

in Australia? This Chapter reviewed the published advice provided by the 

Medical Services Committee (MSAC) to the Minister for Health that 

regarding the suitability of certain medical services for public funding in 

Australia. Quantifying the social values in the advices answered the 

question, and provided a base for analysing whether the exclusion of certain 

social values is consistent with current understandings of procedural justice 

in healthcare.  

Social values are the values of those people served by a healthcare 

system.163 When considering how priorities in healthcare should be set, they 

typically include process related values, such as transparency and 

accountability, but should also include values that support the content and 

reasons that underpin any decision. In the Australian healthcare system, 
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MSAC is a site where healthcare priorities are determined. Chapters 2 and 3 

demonstrate that just outcomes for individuals cannot be guaranteed by 

relying on just procedures and processes. Decisions about priority setting in 

healthcare, therefore, should also be based on the content-based values of 

the community. In Chapter 4 publicly available documents describing the 

rationale and final advice provided by MSAC were reviewed to identify and 

quantify the content-based social values that were considered. It revealed 

that social values are frequently considered if they were quantifiable, such 

as determinations of clinical need. However, where social values were not 

amenable to being quantified they were frequently omitted. This chapter 

contributes to answering the research question by highlighting that the 

naturalist understanding of health underpins most priority-setting 

healthcare funding decisions in Australia and that this risks making final 

decisions less socially justifiable. It recommends a review of the current 

terms of reference that frame MSAC deliberations to address this limitation 

and encourage broader consideration of those values that are important to 

members of the community served by the  healthcare system.  

This is important to people like Jack. Just because there is a medical service 

or treatment that statistically can result in a measurable improvement in 

function doesn’t necessarily mean that it should be implemented. Other 

factors including the social cost of a hospital admission are also relevant to 

consider. There is provision to have the views of people like Jack given 

weight in the deliberations about public funding of medical services.  Social 

values such as individual preferences, burden of disease and quality of life 

can be considered under the current MSAC terms of reference. However, 

these values are frequently overlooked, while the social values that can be 

quantified such as safety, clinical need, efficacy and cost, are frequently 

considered and given substantial weight. This is consistent with assessments 

that are conducted by a committee of 24 that is mostly constituted by 
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medical researchers, medical practitioners and health economists with 

expertise in quantitative research methods.164  

Consequently, the provision of services, procedures and biotechnological 

devices with a quantifiable outcome, are preferred over those considered 

‘conservative’ and based on human interaction and care to improve overall 

well-being and human flourishing.  A change to the MSAC terms of 

reference, requiring greater community involvement in deliberations is 

recommended as an option to promote inclusion of content-based social 

values. 

Funding healthcare services in Australia to more broadly reflect the social 

values of the community can promote overall well-being and human 

flourishing beyond biological functioning. The next step, then, is to 

encourage a system that enables genuine choice in meeting the needs of 

patients. Choice has long been recognised as an essential element for 

promoting competition. Chapter 5 answers the question, how can 

competition policy coalesce with health policy? Comparing the Australian 

system with that of the United Kingdom’s National Health Service through a 

competition lens the Chapter offers regulatory solutions to address the 

relative lack of genuine choice offered in the Australian healthcare system. 

It contributes to answering the research question by highlighting that an 

ability to choose where, and by whom a person is treated is highly valued. 

This is because it supports a degree of autonomy, but also because, people 

are more likely to choose to be treated by those who are caring and 

considerate of their individual needs and wishes. While this contributes to 

more just outcomes for the individual, increased patient choice also offers 

opportunities to promote innovative, efficient, quality care within 

healthcare services. 

                                                      
164 Medical Service Advisory Committee, Membership (24 January 2019) 
<http://www.msac.gov.au/internet/msac/publishing.nsf/Content/msac-membership>.   
Of the 24 members, there is only 1 community representative. 



Chapter 1 - Introduction 

39 
 

Jack, like many other Australian’s had little real choice about which medical 

specialist provided his care. While Jack’s geographic location was a factor 

that contributed to his lack of choice, the cardiologist he was referred to 

would have been one that a general practitioner named in the referral.165 

Once under the care of a medical specialist, Jack would not have been 

entitled to seek a second opinion without a further referral – a process that 

would be time consuming and, given Jack’s failing health impractical. Even if 

Jack had have been motivated and able to undertake this task, there is a 

paucity of information publicly available for him to be able to be able to 

make an informed decision about which medical specialist he would prefer 

to see. Embedding competition in Australian healthcare services is one 

policy lever that could promote greater choice for healthcare consumers and 

patients like Jack. In this setting healthcare providers would be encouraged 

to provide care that takes better accounts of the social, relational and 

personal life goals of their patients, particularly those with chronic diseases 

like heart failure. It would also contribute to treatment and health outcomes 

that are consistent with broader understandings of justice. 

To encourage healthcare research and policy to assume an understanding of 

justice that is boarder than an equitable allocation of resources, requires 

reframing understandings of justice in healthcare. However, it is imperative 

to first consider what are the obligations of justice in healthcare? Chapter 6 

critically reviews understandings of justice based on equality or opportunity, 

welfare and capabilities in health, and answers this question by analysing 

their weaknesses in relation to healthcare. It then offers an alternate 

understanding that centres on human flourishing. This Chapter contributes 

to answering the research question by demonstrating the moral importance 

of healthcare, and why theories of justice that focus on the distribution of a 

particular metric don’t account for the outcomes of a healthcare interaction. 

                                                      
165 Health Insurance Regulations 1975 (Cth) regs 29, 30, 31. Referrals do not require a 
named medical specialist, however, it is current practice to include this. 
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It offers a framework for assessing whether healthcare contributes to 

human flourishing that addresses this gap. 

To assess justice in healthcare as the extent to which an episode of care 

promotes human flourishing requires attention to the goods and virtues that 

are most important for the patient and consideration of the extrinsic factors 

available to support and promote them. For Jack, life and optimal biological 

functioning were important. However, in his particularly vulnerable state, 

the importance of social affiliations and relationships bound by emotional 

attachment should not be ignored. In fact, as it became clear that Jack’s 

condition was irreversible and he’d begun the process of dying, enabling 

these relationships in an appropriate and supportive environment should 

have been paramount.  

That the moral imperative to attend to factors that are constitutive of Jack’s 

flourishing is a demand of justice, is set out explicitly in Chapter 7. This 

Chapter takes the framework developed in the preceding one and 

contributes to answering the research question by applying it to Jack’s case. 

Reiterating that justice in healthcare is ineradicably associated with 

demonstrating equal concern and respect for all, it contends that current 

theories of justice fail to capture the outcomes that flow from treatment-

based decisions. Detailing the circumstances of Jack’s case, it argues that in 

an ageing society, where many people are living with, and ultimately dying 

from chronic diseases, the provision of increasingly invasive and 

technological driven healthcare does not equate with just outcomes.  

Situations such as Jack’s illustrate how our innate vulnerability is associated 

with substantial dependency, and generates an almost unyielding tension. 

In the setting of naturalistically driven healthcare, saturated with ever-

increasing biotechnological treatment options, factors constitutive of truly 

human flourishing struggle to gain primacy. Yet, it is precisely at this time 

that the connection with people Jack was most closely allied was needed. 

While it is tempting to believe that biomedical devices offer something seen 
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as preferable to doing ‘nothing’ this neglects the cost or compromises 

associated with continuing to actively pursue even a modest improvement 

in biological function. In this case, Jack became a mere receptacle for his 

heart, rather than being viewed as a whole person, constituted by his past 

and present, social and environmental circumstances, hopes and goals. The 

cost, therefore, of providing ongoing, invasive treatment and monitoring 

were not only financial, but included a loss of privacy and dignity, and lost 

time spent with those he cared most deeply for, and who cared for him. The 

cost of failing to acknowledge that Jack was dying from, rather than living 

with end-stage heart failure meant that rather than saving his life, Jack’s 

healthcare resulted in a prolonged and isolated process of dying. Jack 

ultimate death was undignified, restless rather than peaceful, and absent 

those relationships that are essential for human flourishing. The Chapter 

concludes that if we pause to consider healthcare in relation to human 

flourishing, decision-making that takes into account those features of our 

human lives that are equally important as our biological functioning will 

promote just healthcare.  

The final Chapter in the thesis, Chapter 8, ties together the concepts of 

health and justice that are threaded through healthcare research, 

healthcare policy and the provision of healthcare services. Using these as a 

foundation, it argues that healthcare is an important moral endeavour. Just 

outcomes, therefore, cannot be achieved by merely having access to 

increasingly technical and invasive health care resources. Rather, healthcare 

needs to genuinely demonstrate care for the whole person, and that to be 

just, healthcare must promote human flourishing. This is the healthcare that 

Jack deserved.  
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Chapter 2 - The ethical, legal and regulatory issues associated 

with pharmacogenomics: Systematically quantifying the 

literature 

Chapter 2 addresses aim 1 of the thesis – to identify the ethical, legal and 

regulatory issues associated with the development and integration of a new 

biotechnology into clinical practice, and quantify the extent to which these 

issues have been addressed by empirical literature. It contributes to 

answering the research question by highlighting the gap in the literature 

considering the perspectives of end-users of the technology. 

The Chapter gives a brief overview of the technology and the benefits its 

proponents claim will ‘revolutionise’ healthcare. Governments around the 

world have eagerly supported and promoted these developments. Given the 

current scientific and political commitment, the Chapter reviews the 

literature where potential issues associated with pharmacogenomics were 

identified, and explores the major themes that emerged.  

The Chapter finds that the majority of research on this topic emanated from 

just two countries. It was, however, dispersed among a wide variety of 

journals, demonstrating the breadth of interest in the topic. There were 

three main themes the literature addressed. The first was how 

pharmacogenomic knowledge could, or should be used in clinical trials. The 

second reinforced the importance of facilitative regulatory processes for the 

translation of emerging technologies, and the third highlighted the barriers 

to successful integration into clinical practice. Despite substantial academic 

commentary, there was little empirical research addressing these issues. The 

Chapter clearly identifies a gap in the literature in relation to the 

perspectives of the end users of this new technology.  

 

 



Chapter 2 – Ethical, Legal and Regulatory Issues 

43 
 

 
 



Chapter 2 – Ethical, Legal and Regulatory Issues 

44 
 

  



Chapter 2 – Ethical, Legal and Regulatory Issues 

45 
 

 
  



Chapter 2 – Ethical, Legal and Regulatory Issues 

46 
 

 
  



Chapter 2 – Ethical, Legal and Regulatory Issues 

47 
 

 
  



Chapter 2 – Ethical, Legal and Regulatory Issues 

48 
 

 
  



Chapter 2 – Ethical, Legal and Regulatory Issues 

49 
 

 
  



Chapter 2 – Ethical, Legal and Regulatory Issues 

50 
 

 
  



Chapter 2 – Ethical, Legal and Regulatory Issues 

51 
 

 
  



Chapter 2 – Ethical, Legal and Regulatory Issues 

52 
 

 
  



Chapter 2 – Ethical, Legal and Regulatory Issues 

53 
 

 
  



Chapter 2 – Ethical, Legal and Regulatory Issues 

54 
 

 
  



Chapter 2 – Ethical, Legal and Regulatory Issues 

55 
 

 
 



Chapter 2 – Ethical, Legal and Regulatory Issues 

56 
 

2.1 Chapter 2 summary 

Healthcare is becoming increasingly complex. It is now common to see 

patients with chronic conditions affecting not only more than one body 

system, but presenting with a range of symptoms and limitations that impact 

on how they live life. The result of dedicated research efforts over many 

years is a vast array of potential treatment options, to treat disease and 

illness, and ameliorate how they experienced by patients. The range of 

choices presented to healthcare practitioners and their patients bring with 

it a number of legal, regulatory and ethical issues. These issues don’t only 

arise at the point of care – they are also evident in healthcare research.  

In relation to a new and emerging biotechnology, Chapter 2 explored the 

extent to which these issues have identified and addressed in academic 

literature. It showed that regulatory processes are perceived to exert 

significant influence on the development and integration of new 

biotechnologies. This is because regulation functions as a gatekeeper by 

ensuring not only that the new biotechnology is effective at meeting a 

particular clinical need, but also that during its development, the safety of 

research participants is paramount. The role and structure of clinical trials to 

achieve these goals, therefore was given significant attention. Efforts to 

mitigate risk, however, need to be balanced against the goal of researchers 

to have the new technology or device expeditiously approved for use.  

Review of the literature demonstrated that while issues associated with the 

conduct of clinical trials and regulation figured predominantly in healthcare 

research, there was comparatively little attention given to the perspectives 

of end-users – the patients for whom the biotechnology was developed, and 

who are anticipated to benefit. Rather, this role was delegated to the 

clinicians who are expected to assume responsibility for recommending and 

implementing it. Consequently, education of clinicians in relation to the new 

biotechnology was perceived as important for successful translation and 

integration into clinical practice.  
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The findings of this Chapter mean that people like Jack are almost entirely 

dependent on healthcare practitioners involved in their care to be aware of, 

and accurately communicate the potential benefits and risks of a 

biotechnology or device that is newly available and appropriate for them. 

However, knowledge of the biological benefits must be considered in the 

setting of the particular patient’s broader social, cultural and financial 

circumstances and their future hopes and goals of treatment. It is only then, 

that provision of this type of healthcare would be consistent with justice.  
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Chapter 3 - Translating knowledge from research to outcomes: 

Pharmacogenomics in the treatment of HIV/AIDS 

Chapter 3 addresses aim 2 of the thesis – to demonstrate that there are 

social and regulatory factors that influence the development and integration 

of new biomedical technologies into clinical practice. It contributes to 

answering the research question by highlighting that social and regulatory 

factors influence the development of new technologies. To preserve trust in 

the healthcare system, as part of this process the views of those people most 

affected by a new drug or technology should be taken into account. 

 

The Chapter introduces a framework that was developed to support the 

translation of genomic knowledge into clinical practice. What this 

framework does not make explicit is the relevance of the context in which 

translation is expected to take place. The Chapter, therefore, situates 

translation of the pharmacogenomic test associated with the anti-retroviral 

drug Abacavir in its social and political setting to demonstrate the influence 

of those people most affected by HIV/AIDS. In particular highlighting the 

regulatory response, and how this facilitated early identification of a 

potential adverse response. The Chapter concludes by emphasising the 

impact of disparate social and political factors on the translation of new 

pharmacogenomic knowledge.  
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3.1 Chapter 3 summary 

One of the findings in Chapter 2 was that regulation was perceived as 

important for maintaining the safety of those people who volunteer to 

participate in healthcare research. Balancing this goal with the need to 

ensure the burden of regulation did not stifle innovative research was 

imperative for new technologies to be successfully integrated into 

healthcare. In this sphere, regulatory authorities and researchers were 

traditionally viewed as primary stakeholders and most likely to be able to 

influence the process of technology or drug development and marketing 

approval. Chapter 3 looked beyond the role of these traditional stakeholders 

to examine other factors that influence the translation of new technologies.  

Using the unique social and political setting at the time that HIV/AIDS was 

first discovered and rapidly accelerated to become an epidemic, Chapter 3 

traced the influence of those people most affected by this lethal virus. In 

contrast to traditional processes that relegated the perspectives and 

individual needs of end-users to the background, a period of structured, 

persistent and at times militant ‘AIDS activism’ brought their needs starkly 

to the fore. Not only was the perception that scientists and regulators 

‘experts’ in this area forcibly questioned, but people living with HIV/AIDS 

took active steps to subvert the usual regulatory processes that were 

impeding their access potentially life-saving medications. This Chapter 

contributes to answering the research question by demonstrating that the 

outcomes experienced by patients or users of the system should not, as a 

matter of justice, be neglected. 
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Chapter 4 - Social values in the assessment of medical services 

in Australia: A justice-based view 

 

Chapter 4 addresses aim 3 of the thesis – to quantify the extent to which 

social values are included in the assessment of medical services in Australia 

and analyse the whether this reflects a current understanding of justice. It 

contributes to answering the research question by highlighting that the 

naturalist understanding of health underpins most priority-setting 

healthcare funding decisions in Australia, and that this risks making final 

decisions less socially justifiable and other cost-effective treatments less 

accessible. 

In this Chapter the publicly available documents describing the rationale and 

final advice of the Medical Services Advisory Committee (MSAC) were 

reviewed to identify the content-based social values in priority setting. It 

demonstrated that social values were frequently considered if they were 

quantifiable, but frequently omitted if they were not. Analysing this result 

against Norman Daniels’ justice-based form of procedural justice the 

Chapter highlighted the need to make explicit both process and content 

values to legitimise the final decisions made by the Minister for Health. It 

recommended a review of the current terms of reference that frame MSAC 

deliberations to address this.  
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4.1 Chapter 4 summary 

Chapter 4 moved the focus of justice from healthcare research to healthcare 

policy. Although Australia’s universal healthcare system is founded on the 

basis that people should have access to the healthcare on the basis of need 

rather than the ability to pay, healthcare needs are potentially limitless and 

the resources required to meet them finite. This means that mechanisms for 

setting priorities must be made. For many years the Medical Services 

Advisory Committee (MSAC) has been charged with advising the Minister for 

Health about those medical services that should receive Government 

subsidy. The research found that factors they relied upon to formulate this 

advice were largely quantifiable, and related to medically determined need, 

clinical effectiveness and financial cost.  

More recently, cognisant that a healthcare system should reflect the values 

of the society it is designed to serve, the need to take account of broader 

social values has been recognised. MSAC Terms of Reference permit 

assessors to take account of social values such as the burden of disease, 

burden of treatment, patient autonomy and equity. However, because these 

values are not readily quantified they are frequently omitted, or given little 

weight during the assessment process. The process itself, therefore, is 

inherently value-laden and preferences values based on naturalistic 

understandings of health over those that resonate with the community 

served by the healthcare system.  

This finding was then assessed against a current theory of justice that is 

frequently relied upon in the process of priority setting in healthcare. This 

analysis demonstrated that although content-based social values are 

deemed important, processes for giving them the weight they deserve are 

under-developed.  
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Chapter 4 contributed to answering the research question by highlighting 

that healthcare policy can act as an important conduit between healthcare 

research and healthcare policy. Policy settings that reflect the values and 

preferences of the community, are more likely to see these values promoted 

in healthcare services. The research revealed that medical services that 

demonstrate values that align with biomedical values then they are more 

likely to generate advice recommending public funding. However, if 

Australia’s healthcare service is to truly reflect the values of Australian 

society, as a matter of justice broader social values should be more 

transparently be taken into account.  
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Chapter 5 - National competition policy and Australia’s 

healthcare system: A look at the policy landscape with new 

eyes 

 

Chapter 5 addresses aim 4 of the thesis – to highlight that there are long-

standing barriers to greater competition and choice in Australia’s healthcare 

sector and, using the United Kingdom’s National Health Service as a 

comparator, offer potential regulatory solutions to address this issue. It 

contributes to answering the research question by highlighting that an 

ability to choose where, and by whom a person is treated is highly valued. 

For healthcare services, increased patient choice offers opportunities to 

promote innovative, efficient, quality care. 

This Chapter described the competition framework that underpins the 

Australian economy. It is supported by the requirement to ensure that 

legislation does not impede competition unless there is a public benefit in 

doing so. The Chapter acknowledges the traditional barriers to competition 

in healthcare, but records the sustained recommendations to introduce 

those elements most likely to generate improvements in efficiency, 

productivity and innovation. After detailing the long-standing resistance to 

choice and competition, the Chapter looks to a comparative jurisdiction to 

identify potential regulatory responses that may facilitate the 

implementation of these important policy tools. It concludes that there is 

room in Australia’s regulatory landscape to improve public reporting and 

increased choice in healthcare. A sector-specific regulator is envisaged to 

support these competition-based initiatives and promote patient choice.  
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5.1 Chapter 5 summary 

Continuing with the theme of justice and healthcare policy, Chapter 5 

highlighted the long-standing barriers to greater competition and choice in 

Australia’s healthcare system. Competition is a key element of Australian 

economic policy because facilitating competitive markets is believed to 

incentivise efficiency, productivity and innovation. However, healthcare 

markets are imbued with significant information asymmetry and uncertainty 

that distorts supply side of the market. This imbalance is exacerbated by the 

substantial Government subsidies that enable universal healthcare.  

In light of these challenges, competition is seen as one policy lever 

implemented to promote patients choice. The thesis previously highlighted 

the barriers to genuine choice in relation to choosing options for treatment. 

This problem may be ameliorated by offering patients genuine choice of 

healthcare practitioner to advise and prescribe their treatment. While 

supporting genuine patient autonomy, it is likely to improve the quality of 

healthcare because people are more likely to choose to be treated by those 

who are caring, and considerate of their individual needs and goals when 

offering a plan of treatment. 

During his final hospital admission, despite being included among those 

patients that could, theoretically choose a medical specialist, Jack had little 

genuine choice. He was automatically allocated to the specialist he had 

previously seen, referred onto other medical specialists selected either, 

because they were on-call, or because they were the preferred specialist of 

the referring medical practitioner. As Jack was on a trajectory toward the 

end of his life, choosing a medical specialist may not have been a high 

priority or even physically possible. However, the ability to choose may have 

resulted in a much more conservative treatment plan, at a time when Jack 

was able to more actively participate in his care – and outcomes that were 

more just. 



 

129 
 

Chapter 6 - Just healthcare and human flourishing: Why 

resource allocation is not just enough 

 

Chapter 6 addresses aim 5 of the thesis – to analyse the weaknesses of the 

current theoretical understandings of health and healthcare and offer a 

reframed understanding that centres on human flourishing. It contributes to 

answering the research question by demonstrating the moral importance of 

healthcare, and why theories of justice that focus on the distribution of a 

particular metric don’t account for the outcomes of a healthcare interaction. 

It offers a framework for assessing whether healthcare contributes to 

human flourishing that addresses this gap. 

The Chapter describes the different theories of justice that have been 

developed to guide social practices so that they demonstrate equal concern 

and respect for all. It is argued, however, that none of these theories offers 

a way of considering the outcomes that result after the distribution has 

taken place. As a societal institution charged with caring for people, ensuring 

just outcomes is a distinct concern in healthcare. Building on the work of 

eminent political philosophers, the Chapter sets out a framework for 

assessing just healthcare that is based on human flourishing. The framework 

can be applied to the decisions made by clinicians that contribute to the 

overall justness of an institution. 
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6.1 Chapter 6 summary 

To argue for a reframed understanding of justice in healthcare requires first 

that the weakness of current understandings be demonstrated, and this was 

achieved in Chapter 6. It proceeded on the basis that healthcare is important 

because it is uniquely positioned to directly affect human flourishing. In this 

Chapter human flourishing was said to consist of a collective of goods and 

virtues, expressed through diverse intrinsic and extrinsic circumstances. 

Traditional understandings of justice, however, do not necessarily attend to 

human flourishing. Rather, they focus broadly on institutional arrangements 

that promote equality or opportunity, or welfare. When applied specifically 

to healthcare these theories inevitably assumed that the demands of justice 

would be satisfied through procedures that fairly allocate resources. These 

were the types of healthcare policy decisions considered in Chapters 4 and 

5. Chapter 6 moves beyond policy, to consider the justness of healthcare at 

the ‘bedside’. 

Examining the types of healthcare decisions made at the macro, meso and 

micro level, and applying these current theories of justice, it was apparent 

that none consider that justness of individual outcomes in healthcare. To 

address this gap, and contribute to answering the research question, ‘Did 

Jack get the care he deserved?’ this Chapter set out an alternate 

understanding of justice. One focussed not on allocation of resources, but 

whether the individual outcomes that result from the allocation of 

healthcare resources promotes human flourishing. 
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Chapter 7 - Just healthcare in an aging society: The need for a 

human flourishing-based understanding 

 

Chapter 7 also addresses aim 5 of the thesis – to analyse the weaknesses of 

the current theoretical understandings of health and healthcare and offer a 

reframed understanding that centres on human flourishing. Where Chapter 

6 set out a framework for assessing just outcomes in healthcare, Chapter 7 

contributes to answering the research question by applying the framework 

to Jack’s case. 

This Chapter reiterates that justice in healthcare is ineradicably associated 

with demonstrating equal concern and respect for all. It argues that current 

theories of justice fail to capture the outcomes that flow from treatment-

based decisions. It sketches an alternate theory focussed on human 

flourishing. The Chapter introduces Jack’s case, and describes his experience 

in a large regional Australian hospital. After demonstrating why current 

theories of justice fail to address Jack’s circumstances, it sets out the 

flourishing-based framework introduced in Chapter 6. Application of the 

framework in Jack’s case demonstrates that in an ageing society, where 

many people are living with and ultimately dying from chronic diseases, the 

provision of increasingly invasive and technological driven healthcare does 

not guarantee just outcomes. The Chapter concludes that if we pause to 

consider healthcare in relation to human flourishing, decision-making that 

takes into account those features of our human lives that are equally 

important, as our biological functioning will promote just outcomes.  
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7.1 Chapter 7 summary 

The penultimate chapter builds on Justice for Flourishing set out in Chapter 

6. To highlight the imperative for the alternate account it describes Jack’s 

final admission to hospital, and the invasive treatment and monitoring he 

received prior to his death. Jack’s case situates the moral importance of 

healthcare not in the improvement in biological functioning, but rather in 

the care that it provided when he was at his most vulnerable. Care in 

healthcare is demonstrated through the provision of diagnostic, supportive 

and curative measures in a way that enables people to do those things they 

value and lead flourishing lives. A just society, therefore, provides access to 

healthcare because it demonstrates the extent to which people, particularly 

those who are most vulnerable, are treated as deserving of equal care and 

respect.  

Justice for Flourishing advocates not only for a fair allocation of healthcare 

resources, but acknowledgment that there are a broad range of 

circumstances under which people flourish. Just healthcare in this context 

requires consideration of these circumstances in deciding on a plan of 

treatment. Applying this theory to Jack’s case, it can be seen that providing 

Jack with increasingly more invasive biotechnological treatment options did 

not promote Jack’s human flourishing as he moved toward the end of his 

life. He did not get the care he deserved. 
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Chapter 8 – Concluding chapter 

8.1 Introduction 

Australia’s healthcare system, like others in the developed world, is founded 

on an understanding of health based in the natural sciences. The provision 

of healthcare, however, is essentially a moral endeavour directed to 

providing care for those experiencing pain and suffering due to changes in 

health. The central question that this thesis addressed is whether, reframed, 

a justice-informed perspective enhances healthcare? It used Jack’s case to 

frame the fundamental problem, and ultimately determine whether he 

received the care he deserved. The thesis argued that in contrast to the 

naturalist understanding where health is seen as the absence of disease, a 

normative understanding of health should be preferred as the foundation 

for healthcare services. Encompassing factors beyond biological functioning, 

a normative understanding of health more readily considers the social 

relationships, goals and preferences, and cultural factors that constitute a 

whole person. This is particularly important for those people living with 

chronic conditions, who rely on healthcare services to negotiate the best 

way of living with their disease, illness or condition. A system built on and 

around the naturalist understanding of health, however, focusses 

predominantly on treating a dysfunctional organ or system. Consequently, 

healthcare tends toward increasingly advanced, and at times invasive, 

biotechnological devices and therapies to address negative alterations in 

biological functioning.  Yet any decision to implement these treatment 

options must consider, not only the financial cost, but the extent to which 

the burdens of treatment outweigh their contribution to a person’s goals 

and preferences. The outcome of these decisions contribute to the justice of 

the healthcare system.  

The thesis argued that a normative understanding of health should be 

preferred to the naturalist understanding of health in healthcare, and that 

this is a matter of justice. This is because, as the outcome of Jack’s 

interaction with the healthcare system showed, a focus on supporting 
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biological function at the exclusion of other important factors that give life 

meaning, can result in outcomes that are unjust. To support this position the 

thesis extended its examination of the influence of the naturalist 

understanding of health to healthcare research and healthcare policy 

because they are essential for healthcare services. The thesis also 

acknowledged that notions of justice are contested, and to the extent that 

they are considered relevant to healthcare, generally align with processes to 

ensure that healthcare resources are allocated fairly.  It argued that justice 

in healthcare should be reframed to explicitly encompass human flourishing, 

and focus on individual outcomes. This conceptual framework provides a 

theoretical foundation for assessing questions of just healthcare (see Figure 

8.1). 

 

 
Figure 8.1 Conceptual model reimagined:  
The conceptual model situates healthcare justice at the tip of the iceberg, supported by healthcare 
research, healthcare policy and the provision of healthcare services with a focus on normative health. 
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An answer to the research question, can a reframed justice-informed 

perspective enhance healthcare (see § 1.3, p 26), was reached by addressing 

five distinct aims within the thesis themes of healthcare research, healthcare 

policy and healthcare services and applying them to the narrative of Jack 

(see Table 8.1, p 180). Herein, healthcare services are the diagnosing, 

treating and supporting of people to function well and reduce pain and 

suffering, healthcare research identifies causes for biological functioning 

and dysfunction and the clinical application of this knowledge, and 

healthcare policy relates to the decisions, plans and actions undertaken to 

achieve specific healthcare goals (see Table 8.3, p 205). Jack was a man in 

his mid-70s who suffered with progressively worsening heart failure. His 

story served to connect the themes in the thesis, and demonstrate the 

urgent need to address the research question.  

Healthcare services are substantially informed by healthcare research based 

in the natural sciences that readily assume a naturalist understanding of 

health. The first and second aims of the thesis were to explore factors 

beyond the naturalist understanding of health that influence the 

development and integration of a new biomedical knowledge and 

technology into healthcare (Chapters 2 & 3). When healthcare research has 

generated potentially beneficial technologies or treatment options, 

healthcare policy has an important role in linking the outcomes of research 

with the provision of services. One of the ways that it does this is by 

developing processes for deciding about a technology’s or service’s 

suitability for public funding. These decisions invariably affect access for the 

end-users. Policies enacting priority-setting decisions are imbued with 

values, but these are frequently implicit. The thesis’ third aim was to make 

them more explicit by quantifying the extent to which social values were 

included in this process (Chapter 4).  Access to appropriate treatment and 

services is an important element of any just healthcare system, but so too, 

is having an ability to choose where, when and how they are accessed. 

Acknowledging that genuine choice in healthcare is inherently valuable, the 
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fourth aim was to analyse the potential for regulation that promoted 

competition and choice in the Australian healthcare system (Chapter 5). 

Together, healthcare research and policy are directed toward generating 

positive health outcomes through healthcare services, but they need to do 

so in a way that satisfies notions of justice. Building on the first four aims, 

the fifth and final aim of the thesis was to analyse the weaknesses in current 

theoretical understandings of just healthcare, and offer an alternative 

centred on human flourishing (Chapters 6 & 7). The Chapters in the thesis 

sequentially reflected each of these aims (see Table 8.1, p 180). 

This thesis is presented in accordance with Griffith University Higher 

Research Degree Policy that permits the inclusion of papers that have been 

submitted, accepted for publication, or published (Appendix 1). This final 

chapter synthesises the research findings of the papers in relation to the 

research question (see § 1.3, p 26) and draws ultimate conclusions based in 

the themes and aims (see Table 1.1, p 31 and 8.1, p 180).  
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Table 8.1: Thesis structure with results  

The table sets out the structure of the thesis, including answers to each of the research questions, 
framed around the aims and themes of the thesis research questions. 
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8.2 The research themes contribution to answering the research question 

As a matter of justice, we should be concerned with ensuring that people 

get the healthcare they deserve. Although interactions between patients 

and healthcare clinicians are the most visible manifestation of just 

healthcare, these outcomes result from a range of contingent factors, as the 

aims and themes of the thesis attest. The findings associated with each of 

the research aims, which are discussed below in their themes, show that 

social, political and regulatory factors are among the many that affect 

healthcare outcomes. An understanding of just healthcare, therefore, must 

accommodate these factors while focussing on the justness of individual 

outcomes. 

8.2.1 Healthcare research (Chapters 2 & 3) 

Healthcare research promises new knowledge and related technological 

developments to improve health outcomes and revolutionise how 

healthcare is provided.166 Advances in sequencing technology are included 

in this category because they generate a wealth of data about genes, 

proteins, metabolites and other molecules that translate into more detailed 

knowledge of the human body.  It is one of the biotechnological advances 

predicted to make healthcare decision-making more personalised.167 For 

example, pharmacogenomics anticipates using data about a person’s 

genetic response to a therapeutic drug to avoid suboptimal or harmful 

outcomes.168 Pharmacogenomics was used as a case study in Chapter 2 to 

examine the factors that influence the development and translation of new 

biotechnologies into clinical practice.  

 

                                                      
166 Francis Collins, The Language of Life: DNA and the Revolution in Personalized Medicine 
(Harper, 2011). 
167 Francis Collins and Harold Varmus, 'A New Initiative on Precision Medicine' (2015) 
372(9) New England Journal of Medicine 793. 
168 Leonard Fleck, 'Pharmacogenomics and Personalized Medicine: Wicked problems, 
Ragged Edges and Ethical Precipices' (2012) 29(6) New Biotechnology 757, 758. 
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Any change in practice championed as revolutionary is likely to attract 

academic attention, and pharmacogenomics was no exception. Not long 

after the human genome was mapped a large literature emerged analysing 

the challenges associated with its development and translation into 

healthcare.169 Quantifying the ethical, legal, and regulatory issues associated 

with pharmacogenomics that this literature discussed, confirmed that 

following completion of the Human Genome Project there was a burst of 

academic writing around a range of issues associated with new 

biotechnology. The majority emanated from the United States and United 

Kingdom where most of the scientific research was being conducted (p 50).  

The first aim of the research was to identify the ethical, legal, and regulatory 

issues associated with the development and integration of a new biomedical 

technology into clinical practice, and quantify the extent to which they have 

been addressed by empirical literature (see §1.4, p 29). It found that the 

majority of research supporting the uptake of pharmacogenomics is 

generated by researchers and those with a commercial interest in 

progressing the biotechnology (p 50). However, despite identifying potential 

issues, these groups were not inclined to empirically explore them. 

Consequently, many of the issues remained unresolved. 

Notwithstanding, healthcare research continues to generate evidence and 

develop therapies that seek to expand and improve options for treatment.  

The ability to treat those conditions, illnesses and diseases that were 

previously considered untreatable with a new ‘breakthrough’, fuels 

community expectations about the possibility of delaying the suffering and 

death that is an inevitable outcome of our corporeal existence. While the 

origin of these expectations may be difficult to trace, researchers contribute 

to their development by publishing findings that support the practical 

                                                      
169 Eric Juengst et al, 'After the Revolution? Ethical and Social Challenges in “Personalized 
Genomic Medicine”' (2012) 9(4) Personalized Medicine 429, 429. 
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significance of their work.170 This leads to additional sources of funding 

required to generate the type of evidence that clinicians have become 

reliant on. The same evidence also influences those with economic, 

commercial and public policy interests in the development of new 

biotechnologies. Frequently it is the interests of these groups that 

contributes to ongoing development of new technologies.171 

Each group with an interest in progressing healthcare research, and the 

biotechnologies that result will have different perspectives on what counts 

as meaningful evidence that can be relied upon to promote their preferred 

outcome.  In a system founded on the naturalist understanding of health and 

committed to measurable and comparable results, evidence that is not only 

quantifiable, but generated from a randomised controlled trial is given 

substantial weight.172 Despite the observation that ‘what counts as 

meaningful evidence is contested, contextual, embodied and ultimately, 

negotiated’,173 these interests are expected to converge in the healthcare 

setting.174 Clinicians may assume that their patients attach the same value 

to naturalistic understandings of health that they do, but this may not always 

be the case. Consequently, it is unlikely that a pharmacogenomic test, or any 

other biotechnological innovation will simultaneously meet the needs and 

goals of patients, clinicians and policy-makers alike. It is quantitative data, 

however, that is relied upon to support healthcare research, and the 

integration of its outputs into clinical practice.175  

 

                                                      
170 Alan Petersen, 'The Ethics of Expectations: Biobanks and the Promise of Personalised 
Medicine' (2009) 28(1) Monash Bioethics Review 5.1. 
171 Ibid. 
172 Helen Crowther, Wendy Lipworth and Ian Kerridge, 'Evidence-based Medicine and 
Epistemological Imperialism: Narrowing the Divide Between Evidence and Illness' (2011) 
17(5) Journal of Evaluation in Clinical Practice 868. 
173 Ibid. 
174 Jan Lewis, Wendy Lipworth and Ian Kerridge, 'Ethics, Evidence and Economics in the 
Pursuit of “Personalized Medicine”' (2014) 4(2) Journal of Personalized Medicine 137, 139. 
175 Petersen, above n 170. 
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The type of evidence that is afforded less weight, is evidence that 

demonstrates positive patient outcomes beyond a change in a biostatistical 

measure of effectiveness or efficiency.176 So while end-users of any new 

treatment may see positive patient outcomes beyond effectiveness and 

efficiency as the main driver of research and technological development in 

healthcare, the immediate goals of scientists, researchers, policy-makers 

and those with commercial interests may actually override this.  

A narrow naturalist understanding of health, and the quantitative evidence 

it relies upon also diverts attention away from strategies that enable 

accurate and timely communication between clinicians and their patient.177 

In this setting clinicians are the repositories of biomedical knowledge and 

control how it is disseminated or imparted. Giving weight to the type of 

knowledge that patients are experts in takes extra time and emotional 

commitment.178 For people like Jack, who are living with a chronic and life-

limiting condition, information about their potential biological response to a 

therapy is important.  But information about how it will impact on other 

areas of life, the likely costs, and their acceptability compared to other 

options is just as important.  For example, does the chance of Jack living an 

extra couple of weeks outweigh the financial, social and emotional cost 

associated with a loss of privacy, dignity and control of his environment? 

Qualitative data in relation to the use of advanced and highly invasive 

technologies and monitoring could help inform these decisions more 

broadly. But for Jack, the individual, these are questions that a normative 

understanding of health is better placed to answer. This is because it would 

situate Jack in his preferred social and environmental setting, where he 

manages living with his condition, rather than having it managed for him. 

Instead, the chance of a small but quantitative improvement in Jack’s cardiac 

                                                      
176 Ian Kerridge, 'Ethics and EBM: Acknowledging Bias, Accepting Difference and 
Embracing Politics' (2010) 16(2) Journal of Evaluation in Clinical Practice 365. 
177 Alexandra Barratt, 'Evidence Based Medicine and Shared Decision Making: The 
Challenge of Getting Both Evidence and Preferences into Health Care' (2008) 73(3) Patient 
Education and Counseling 407, 408. 
178 Ibid. 
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function was vigorously pursued, and the more complex and time-

consuming discussion about alternatives, including limiting invasive 

monitoring and treatment, where relegated to the background and ended 

up not being addressed.  

This begs the question: where in the research and development of novel 

biotechnologies should the perspectives of patients or end-users emerge as 

the predominant concern? The thesis argues that as a matter of justice, 

healthcare should be directed toward promoting those generic capacities 

required for human flourishing. Healthcare research currently undervalues 

the broader interests aligned with the generic capacities of individuals, and 

must, therefore, assume that they will come to the fore, either, during the 

development of healthcare policy or in the provision of healthcare services. 

However, the research has highlighted that this assumption cannot be 

sustained. Elevating the importance of generic capacities of individuals who 

are likely to benefit from healthcare research could help to ensure that as 

new biotechnologies are considered in health policy, and offered within the 

provision of comprehensive, safe and effective healthcare service, they are 

more likely to promote human flourishing.  

The importance of accounting for different perspectives in healthcare 

research, and in particular the interests of those people likely to benefit from 

research outcomes was highlighted in Chapter 3. The aim of this chapter, the 

second in the thesis, was to demonstrate that there are social and regulatory 

factors that influence the development and integration of a new biomedical 

technology into clinical practice (see §1.4, p 29). It accomplished this by 

tracing the social, political and regulatory factors that influenced the 

translation of the pharmacogenomic test for abacavir hypersensitivity. 

Abacavir is an anti-retroviral drug prescribed as part of the treatment regime 

for people with HIV/AIDS. It was granted marketing approval by the United 
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States Food and Drug Administration in 1998,179 after satisfying the less 

stringent regulatory requirements for accelerated approval. Expanded 

access to the drug was expedited through a complementary regulatory 

pathway that also provided for the collection of additional safety data.180 

This regulatory process facilitated early identification of the potential 

adverse reaction that some people who were exposed to the drug 

experienced, and ultimately the development of genetic test to identify 

those who should avoid Abacavir (p 70). 

The findings in Chapter 3 support the assessment that just healthcare 

requires inclusion of broader types of knowledge and perspectives beyond 

those based in the natural sciences. It demonstrated that the regulatory 

processes that influence the development, approval and clinical use of 

therapeutic drugs, are also subject to the influence of social and political 

factors (p 69-71). The factors highlighted in the chapter were the social 

effects of the emerging HIV/AIDS epidemic, and the political response to it, 

and confirmed that factors beyond biostatistical analyses of efficiency and 

effectiveness are important to patients.  

There is a different social phenomenon currently emerging, although 

arguably, not with the vigour of HIV/AIDs epidemic. That is, the increasing 

number of older people living with chronic conditions who rely on regulatory 

processes to support healthcare research and healthcare services to meet 

their health-related needs.181 Despite the fact that living with a chronic 

condition means people are required to adapt to what, for them, has 

become a ‘new’ version of normal, healthcare research, healthcare policy, 

and healthcare services generally continue to adhere to the naturalistic 

understanding of health. This is seen, for example, in the proliferation of 

                                                      
179 United States Food and Drug Administration, ‘Ziagen’, Drugs@FDA 
<http://www.accessdata.fda.gov/scripts/cder/drugsatfda/index.cfm?fuseaction=Search.Dr
ugDetails>.  
180 Harold Kessler et al, 'Abacavir Expanded Access Program for Adult Patients Infected 
with Human Immunodeficiency Virus Type 1' (2002) 34(4) Clinical Infectious Diseases 535. 
181 M Mofizul Islam et al, 'Multimorbidity and comorbidity of chronic diseases among the 
senior Australians: prevalence and patterns' (2014) 9(1) PloS One e83783. 
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healthcare research examining smaller and smaller elements within the 

constellation of body systems.182 The flow on effect is that healthcare 

services are then built around these elements, and that for a person to be 

accommodated in the system ultimately means seeking treatment from a 

number of different specialists – each of whom focus, not on the whole 

person, but on maximising the function of the organ or body system in which 

they specialise. The job of integrating advice and treatment prescriptions 

from disparate clinicians is then left to the individual.  

Current healthcare policies and regulatory processes are frequently 

structured to support the system in this way.183 While it is unlikely that 

change to these systems will result from the structured and at times militant 

action taken by, for example, AIDS activists considered in Chapter 3, the fact 

that these processes will need to change to address this social phenomena 

is becoming evident. For example, multidisciplinary health practitioner 

teams that support people living with chronic conditions have been 

demonstrated to improve health outcomes.184 Additionally, health 

practitioners other than medical practitioners are beginning to be 

authorised to order diagnostic tests, and prescribe medications.185 With a 

foundation and educational background more closely aligned with the 

normative understanding of health, these practitioners offer alternate 

perspectives and solutions to supporting people living with chronic 

conditions.  

The second aim in the thesis was to demonstrate that there are social and 

regulatory factors that influence the development and integration of new 

                                                      
182 Andrew Ahn et al, 'The Limits of Reductionism in Medicine: Could Systems Biology 
Offer an Alternative?' (2006) 3(6) PLoS Medicine 0709. 
183 John Deeble, 'A Healthy Beginning: The Origins of Medicare' (2013) 46(2) Australian 
Economic Review 191; Department of Health and Ageing, 'Review of Health Technology 
Assessment in Australia' (2009). 
184 Wayne Katon et al, 'Collaborative Care for Patients with Depression and Chronic 
Illnesses' (2010) 363(27) The New England Journal of Medicine 2611. 
185 Greg Weeks et al, 'Non-medical Prescribing Versus Medical Prescribing for Acute and 
Chronic Disease Management in Primary and Secondary Care' (2016)(11) Cochrane 
Database of Systematic Reviews. 
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biotechnologies into clinical practice (see § 1.4, p 30). These factors come to 

the fore when people believe that systems designed to support them fail to 

do so. This was highlighted by the plight of people living with HIV/AIDS 

during the 1990s. It was integral in demonstrating the importance of 

ensuring people most affected by the outcomes of healthcare research are 

considered at all stages of the development process.  This is because the 

evidence that natural sciences traditionally rely upon (such as randomised 

controlled trials demonstrating safety and efficacy) is not the sole focus of 

end-users, people who rely on the development of new drugs or other 

treatment options for their clinical benefit (pp 65-67). In some cases, merely 

having the choice of a possible treatment is inherently valued. While there 

is no metric to accurately quantify the value of choice, the goal or aim to be 

achieved, and an individual’s life circumstances will affect the weight it is 

given. For a person who has yet to live the majority of their life, the choice 

of any therapy at all that might help prolong life is very different to the 

choice that needs to be made if the person has lived for many years and may 

have accomplished their most important life goals. The freedom to choose, 

therefore, is integral to a just system. 

For those like Jack, evidence that an intervention such as biventricular pacing 

could substantially increase his ejection fraction may help inform a choice, 

but it is not the sole determining factor. Other relevant factors, that might 

not be afforded much weight by those focussed on the safety and efficacy 

of device, are whether after its insertion Jack could walk around at home 

unaided? Would he still need frequent trips to the hospital? Would he need 

to travel and be away from home? What is the impact on his wife and family? 

Do these, and other burdens outweigh the potential benefits offered to 

Jack?  

In the setting of developing new potentially life-saving drugs, therapies and 

technologies and tests to assure their safety, the role of regulators is 

delicately balanced; strained by utilitarian concerns for safety and efficacy 
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at one end, and the health needs of those faced with limited or complex 

treatment options at the other. While there is no simple ‘right’ solution to 

this vexed problem, it does highlight the need to consider perspectives 

beyond the positivist views of biomedical scientists when developing new 

treatments.  If the regulatory system doesn’t adequate respond or address 

these changes it contributes to a system that is perceived as unjust. 

8.2.2 Healthcare policy (Chapters 4 & 5)  

Chapters 2 and 3 identified that regulatory processes have an important role 

in healthcare research and the successful development of new 

biotechnologies. Regulation and healthcare policy are also important for the 

successful integration of these healthcare research outputs into healthcare 

services and clinical practice. Chapters 4 and 5 of the thesis demonstrated 

this.  

First, healthcare policy sets the framework for decisions about whether new 

technologies and health-related services are suitable for public funding. 

These decisions are imbued with values, but traditionally have been implicit 

in assessments of clinical or cost effectiveness.186 In recent times, 

researchers have sought to ensure these values are more explicit.187 This 

allows for greater weight to be given to those values deemed important by 

the community that healthcare services support. Known as social values, 

they extend beyond quantifiable factors that align with naturalist 

understanding of health.  

The third aim of the thesis was to quantify the extent to which social values 

are included in the assessment of medical services suitable for public funding 

in Australia (§1.4, p 30). This was achieved by accessing and evaluating the 

publicly available documents and advice published by Medical Services 

Committee (MSAC). This non-statutory committee is charged with 

                                                      
186 Peter Littlejohns et al, 'Social Values and Health Policy: A New International Research 
Programme' (2012) 26(3) Journal of Health Organization and Management 285. 
187 Sarah Clark and Albert Weale, ‘Social Values in Health Priority Setting: A Conceptual 
Framework’ (2012) 26(3) Journal of Health Organization and Management 293. 
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evaluating submitted applications and providing advice to the Minister for 

Health, who is responsible for making final decisions, on their suitability for 

public funding.188  

The substantive finding was that although there is provision for 

consideration of social values in the advice generated by MSAC, those that 

are readily quantifiable are frequently included, while others that are more 

difficult to quantify are often excluded (p 88). Situating this finding within 

the current legislative and regulatory framework helped to explain it. The 

Health Insurance Act 1973 (Cth) governs Australia’s universal healthcare 

system.189 The Act stipulates that a publicly funded subsidy will be payable 

for a clinically relevant service rendered by a medical practitioner.190 A 

medical service is clinically relevant if it is generally accepted in the medical 

profession as necessary for the appropriate treatment of the patient.191 

Since the profession is underpinned by naturalist understandings of health, 

the finding that quantitative factors are prioritised over qualitative factors 

inherent in social values is not unexpected.  Moreover, the MSAC terms of 

reference explicitly require advice on the strength of evidence in relation to 

the comparative safety, effectiveness, cost-effectiveness and total cost of 

the medical service.192 

This finding was then analysed against a current understanding of justice; 

the well-recognised process for priority-setting developed by Norman 

Daniels.193 Daniels’ form of procedural justice requires contemplation of 

‘evidence, reasons and principles that are accepted as relevant by (fair 

                                                      
188Medical Services Advisory Committee, MSAC and its Sub-Committees (21 July 2017) 

<http://www.msac.gov.au/internet/msac/publishing.nsf/content/factsheet-05>.  
189 Health Insurance Act 1973 (Cth). 
190 Health Insurance Act 1973 (Cth) s 10. 
191 Health Insurance Act 1973 (Cth) s 3. 
192Medical Services Advisory Committee, MSAC Terms of Reference (13 April 2016) 
<http://www.msac.gov.au/internet/msac/publishing.nsf/Content/msac-terms-of-
reference>. 
193 Daniels, Just Health above n 16; Norman Daniels and James Sabin, Setting Limits Fairly: 
Can We Learn to Share Medical Resources? (Oxford University Press, 2002). 
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minded) people’.194 These are the substantive reasons ‘why’ decisions are 

made, but they also presuppose values.195 Making these values explicit 

contributes to the transparency of the process, and legitimacy of the final 

decision.  

Chapter 4 argued that the evidence and reasons relied upon should extend 

beyond the readily quantifiable values of clinical effectiveness and cost 

effectiveness, and include those factors and values deemed relevant by 

members of society (p 93) – that is, social values.196 To achieve this, a review 

of the procedures and regulations that prescribe the factors that can be 

taken into account in assessment of medical services in Australia, was 

recommended (p 94). This would support consideration of broader social 

values and ensure that final decisions are more socially justifiable.  

The third aim of the thesis was to quantify the extent to which social values 

are included in the assessment of medical services in Australia (see § 1.4, p 

30). By subsiding medical services the Australian Government seeks to 

ensure that all citizens have access to the healthcare on a needs basis, rather 

than on the ability to pay. It is one of the elements that contributes to the 

justness of the system. It is important, however, that people have access to 

the types of treatment and care that is going promote their human 

flourishing, not only their biological functioning.  

Australia’s universal healthcare system continues to be framed by provisions 

of an Act drafted nearly 50 years ago, when the Australian Government first 

introduced Medicare.197 Since that time, not only has the number and type 

of medical services expanded, but the types of illness and conditions that 

people are living with has also changed. In some cases treatments options 

that don’t neatly fit within the legislative definition of a ‘medical service’ 

                                                      
194 Daniels Just Health above n 5, 118. 
195 Laura Biron, Benedict Rumbold and Ruth Faden, 'Social Value Judgments in Healthcare: 
A Philosophical Critique' (2012) 26(3) Journal of Health Organization and Management 317. 
196 Clark and Weale, above n 187, 294. 
197 Deeble, above n 183. 
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have emerged, and could appropriately be employed within the system, but 

are unlikely to receive MSAC advice in support.198  

Jack’s case is a prime example. Prior to his hospital admission, services 

provided by allied health professionals, such as physiotherapy or exercise 

physiology could have contributed to improvements in his quality of life.199 

Yet these services are not subsidised without referral of a medical 

practitioner.200 Nurse practitioners with expertise and experience caring for 

people with chronic heart failure could have also assessed Jack, and been 

able to elicit Jack’s treatment preferences at a time and place more 

conducive to reasoned decision-making.201  However, these services too will 

only be subsidised if provided in collaboration with a medical practitioner.202 

Not only would these potential options be less invasive, they may have been 

available from Jack’s home town, and potentially more cost effective for the 

healthcare service.  

Providing care and treatment in this setting, with a focus on maximising 

Jack’s human capacities for flourishing, could be seen as providing the care 

he deserved. It would enable him to maintain, to the extent that it was 

possible, connections with those people who cared for him, and who he 

cared for. It would also allow him, with support, to decide the extent to 

which invasive treatment options would be consistent with his goals and 

preferences. Importantly, instead of continuing to focus on treatment that 

might prolong life for a day, or even a week, it could encourage open 

                                                      
198 See eg, Medical Services Advisory Committee, Public Summary Document – Application 
1344. Assessment of Foot and Ankle Services by Podiatric Surgeons, April 2015; Finance and 
Public Administration References Committee, Parliament of Australia, Medicare Funding for 
Hyperbaric Oxygen Treatment (2012).  
199 Kathleen Philip, 'Allied Health: Untapped Potential in the Australian Health System' 
(2015) 39(3) Australian Health Review 244. 
200 Health Insurance (General Medical Services Table) Regulations 2018 (Cth) sch 1 pt 2 div 
2.18. Medicare Benefits Schedule Item 735 authorises a medical practitioner to refer to a 
registered physiotherapist. Services provided by the physiotherapist can be claimed under 
Medicare Benefits Schedule Item 10960. 
201 Julie Lowery et al, 'Evaluation of a Nurse Practitioner Disease Management Model for 
Chronic Heart Failure: A Multi-Site Implementation Study' (2012) 18(1) Congestive Heart 
Failure 64. 
202 Health Insurance (General Medical Services Table) Regulations 2018 (Cth). 
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communication about care at the end of Jack’s life.203 Instead, Jack was 

admitted to hospital, where it was assumed he would receive the care he 

deserved. Much of his treatment was directed at managing the worsening 

symptoms associated with his declining heart failure. And to do this, Jack 

was required to fit into the system by being located in several different 

wards, and reviewed or under the care of numerous clinicians. There was 

extraordinary attention being paid to Jack’s heart, but beyond this, there 

was little engagement with any of Jack’s other generic capacities for 

flourishing. The time spent in hospital, therefore, did not demonstrate the 

care that Jack deserved. 

Healthcare policy, however, is an important vehicle for addressing the 

fractured and fragmented elements of the healthcare system. Attempts to 

put the values of people served by healthcare at the centre of our healthcare 

system, for example, are evidenced in policy attempts to increase patient 

choice.204 Competition is seen as the appropriate policy lever to achieve this 

goal because it is also believed to deliver the improvements in efficiency, 

productivity and innovation that are imperative for containing the 

healthcare budget.  

The fourth aim of the thesis was first to highlight the long-standing barriers 

to greater competition and choice in Australia’s healthcare sector, and then 

offer a potential regulatory solution to address this (see §1.4, p 30). For 

many years, Australian governments have supported competition to 

increase market efficiency, improve international competitiveness and 

ultimately the standard of living for Australian citizens.205 One of the ways 

of promoting competition is to ensure that regulatory arrangements that 

hamper competition should only be retained if they can be shown to be in 
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the public interest.206 In compliance with this policy Australian governments 

committed to review current and future legislation,207 and where required, 

include the public benefit test as part of the regulatory impact 

assessment.208 In 2005, a review of these arrangements was conducted by 

the Productivity Commission.209 Alert to the challenges from Australia’s 

ageing population and the economic impact this could exert, an integrated 

healthcare reform framework was proposed to support improvements in 

efficiency, productivity and innovation.210 In 2007, the Health and Hospital 

Reform Commission was formed to undertake this task. 

The Health and Hospital Reform Commission final report was presented to 

the Minster for Health and Ageing in 2009.211 It highlighted that a high-

performing and sustainable healthcare system needed the flexibility to 

innovate in the face of changing circumstances, and considered consumer 

choice and provider competition as central for achieving this.212 Subsequent 

reviews of competition in Australia continued to highlight the need for 

improved competition in healthcare, and the importance of patient choice 

to drive this.213 Reform actions to increase patient choice that have most 

recently been recommended include: clarifying the provisions of the Health 

Insurance Regulations 1975 (Cth) so that patients can choose the public clinic 

or private medical specialist they prefer; directing public outpatient clinics 
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to accept any patient with an appropriate referral, regardless of where they 

live; and developing best practice guidelines to promote patient choice.214  

An ongoing difficulty for competition-based policy options is that unlike pure 

economic markets, there is a concurrent and essential need for healthcare 

to maintain standards of quality and safety, while striving for efficiency.215 

In Australia, quasi-autonomous non-government organisations bodies are 

responsible for setting and monitoring predetermined standards.216 

Previously a statutory body had the role to ‘report nationally consistent, 

locally relevant information about Australia’s healthcare organisations’ – the 

National Health Performance Authority (NHPA).217 This body was dissolved 

in 2016,218 but given its expertise in collating and disseminating information 

about the performance of Australia’s healthcare services, this role would 

have seen it well placed to support increased patient choice (p 122).  

Competition-related levers of choice and access to information potentially 

benefit healthcare in several different ways. But, even in the event that their 

impact is marginal, ‘the intrinsic value of user choice means it has meaning 

to people for its own sake, independent of whether it drives changes in price 

or quantity, or drives innovation and efficiencies’.219 Choice is important in 

healthcare because it enables individuals to have some control over their life 

at a time when there is much that is beyond their control. 

After demonstrating where efforts at promoting competition in Australia’s 

healthcare system have stalled, the thesis offered a potential regulatory 

solution that could begin to address these barriers. Having access to 
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information about the performance of healthcare services can assist people 

to decide where, how and when to access treatment. Certainly, for Jack and 

his family it may have meant choosing a healthcare facility that was closer 

to home, even though it might not offer the more advanced invasive and 

technical procedures.  A consequence of not having a genuine choice was 

that Jack eventually had many different healthcare practitioners involved in 

his care at different times. This was because one specialist medical 

practitioners would refer Jack to another specialist medical practitioners to 

treat different organs or parts of Jack. With each assuming responsibility for 

their ‘organ’ of expertise, it was difficult to ascertain who was ultimately 

responsible for supporting Jack as a whole person with individual 

preferences, values, and goals.  

The way that current healthcare structures address this situation is to 

require compliance with processes of informed consent. This is because it 

assumes that Jack will consent to treatment that is consistent with, and 

supportive of his values and goals.  Informed consent, therefore, is the 

process developed for healthcare systems to demonstrate respect for the 

autonomous decisions of those in its care.220 However, it is evident that at 

the point in time when he most needed it, Jack was not in a position to 

exercise his autonomy in this way because healthcare was focussed on 

biological function and not the broader questions about Jack’s values and 

goals. Lending further support to the notion that there must be another 

ethical foundation for ensuring that Jack gets the care he deserves – that is 

a reframed understanding of justice that takes account of all of Jack’s generic 

capacities. 

Promoting genuine choice at the correct point in time, that is, before people 

are required to make an urgent life changing decision, is one policy tool that 

could be explored to address this issue. It has an additional benefit that flows 

to providers of healthcare service. This is because people will need access to 
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accurate and timely information to inform their choice. For the healthcare 

service and healthcare providers, having this information publicly available 

creates incentives for promoting innovative, cost-effective, quality care. 

Care that is focussed on the whole person and supports all their generic 

capacities, is the care that is deserved. 

8.2.3 Healthcare services (Chapters 6 & 7)  

As a societal institution charged with caring for people, ensuring outcomes 

that are just is a distinct healthcare concern. It is not possible to assess just 

outcomes in this setting without considering the interpersonal relationships 

that are integral to them. Yet it is not possible to create, maintain or evaluate 

interpersonal relationships, or their effect, in the same manner as 

institutions that are the traditional focus of justice. This is because rather 

than being universal and impartial, they are particular and inherently 

partial.221 Complemented by the normative understanding of health, the 

notion that just healthcare supports human flourishing was introduced to 

address this. The fifth and final research aim, therefore, was to analyse the 

weaknesses of current theoretical understandings of just health and 

healthcare, and offer a reframed understanding that centres on human 

flourishing (see § 1.4, p 30). 

Chapter 6 addressed the first part of the fifth aim by exploring current 

obligations of justice in healthcare. The main finding from this analysis was 

that theories of justice that guide decision-making in relation to structures 

or institutions, do not account for the relationships and outcomes that result 

from decisions made at the bedside. This Chapter argued that a focus on 

human flourishing provided a nexus between principles that guide 

institutions and just outcomes for individuals.  

Human flourishing, however, is inherently complex and conceptually broad 

notion. While the possibilities for achieving human flourishing may be 
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infinite, they are constrained by a universal common thread; that we are all 

embodied creatures who begin life entirely dependent on the care and 

concern of others, and that this dependence returns, to differing degrees, as 

we move into older age.222 The inherent and persistent vulnerability across 

and within the life span, combined with multiple ways in which individuals 

can flourish, means that human flourishing occupies a central place not only 

in our personal ethical reflections but also in our political discourse around 

social institutions and policies.223 In particular, how should political and 

social institutions secure and distribute the conditions required for human 

flourishing?224 As healthcare has a central role in ameliorating the effect of 

disease, injury or illness, it is an institution that is ideally situated to mediate 

aspects of human vulnerability and promote human flourishing. Although 

the provision of healthcare has been described as a fundamentally moral 

endeavour,225 this notion has been interpreted in different ways. One 

common way is to subject healthcare to the demands of justice. Recognising 

that in a just society concern and respect for all is egalitarian, different 

theories of just health or healthcare have been advanced to achieve this. 

After distilling the essential elements of four contemporary theories of 

justice relevant to healthcare, the most notable finding was that how the 

theories intersect with the provision of healthcare, was given little attention 

beyond the distribution of resources (p 133). To demonstrate that this was 

a significant gap, how the theories might apply to healthcare decisions made 

at the macro, meso and micro levels was critically analysed (p 134-136). 

While the theories had purchase in relation to those decisions made by 

governments about the structure of the healthcare system, and by 

institutions deciding how to allocate resources, none of the theories 
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adequately addressed the individual outcomes that result from interactions 

with the healthcare system (p 139). Rather, it was implicitly assumed that 

provided a person had access to the healthcare resources required to meet 

a biological-functioning need, the job of justice was done. 

Contrary to this assumption, it was argued that justice-based obligations 

required an assessment of individual outcomes. This assessment was not 

one narrowly confined to changes in biological functioning – the naturalist 

understanding of health. Rather, that just healthcare needed to be assessed 

by its contribution to human flourishing (p 140). To assess just healthcare in 

this way we needed to ascertain those goods and virtues considered most 

important to individual patients, and consider what extrinsic factors are 

available to support them (p 140). The thesis drew on the work of political 

theorists,226 and the Central Human Capabilities set out by Martha 

Nussbaum to do this.227 By supplementing assessments of just decision-

making at the macro and meso levels with particular notions of justice 

founded on human flourishing, a comprehensive assessment of just 

healthcare can be ascertained. 

The fifth aim in the thesis also sought to reframe understandings of just 

healthcare. If it is accepted that healthcare is the institution charged with 

providing care and concern inherent in a just society, then it also requires 

that we determine what is to be included as a ‘health’ concern. The 

synergistic relationship between science and medicine has encouraged 

acceptance and integration of the naturalist understanding of health as the 

absence of disease.228 Accordingly, healthcare has primarily been directed 

toward reversing, or where that is not possible, treating the symptoms 

caused by the pathology or physiological process responsible for reduced 

health. Consequently, significant aspects of the human condition are often 
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undervalued and therefore overlooked. While achieving an optimal state of 

biological functioning is an undeniably important goal, it is not the only goal 

to which human lives are directed (p 164). This is particularly so as the end 

of life draws near. Healthcare, therefore should be more broadly directed 

toward the promotion of human flourishing across the whole life course. 

Having set out a list of generic goods and virtues that constitute human 

flourishing, in Chapter 6 (p 140), it was possible to apply them to Jack’s case 

in Chapter 7. Importantly, this approach required Jack’s flourishing to be 

understood as occurring across the whole of his life course, not just his final 

weeks in hospital (p 171). It acknowledges the essentially social nature of 

our existence, and the ways in which vulnerability and dependency are 

experienced by all human beings at different times.229 These factors were 

particularly relevant as Jack’s life approached its end, because opportunities 

to enact those decisions that promote flourishing were more limited. It also 

highlighted that although there is a ‘bundle’ of goods and virtues that 

contribute to our flourishing, the value or weight given to each will at times 

vary. It is this characteristic that makes human flourishing unique to a 

particular individual. When we ask whether, as a matter of justice, Jack 

received the care he deserved, this must be at the front of mind.  

The provision of healthcare services is underpinned by healthcare research 

and policy. The questions addressed by the five aims in this thesis 

demonstrated how a normative understanding of health is better placed to 

accommodate the broader social, political and regulatory factors that 

influence the provision of just healthcare services. Table 8.2 sets out how 

the themes and aims of the research support the answer to this research 

question.  
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Table 8.2 Themes, aims and answering the research question  
This table depicts how the themes and aims of the research align to answer the research 
question 
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Drawing together the findings of the 5 aims of the thesis it is evident that 

the provision of healthcare services is underpinned by outputs generated by 

healthcare research and the implementation of healthcare policy. The 

provision of healthcare services, however, is so much more than the 

application of the technological advances generated through research, 

made available through healthcare policy to an organ or body system 

experiencing sub-normal functioning. The provision of healthcare is 

essentially about caring for people when they are suffering due to disease, 

illness, trauma or other condition. Caring essentially requires that the needs 

of the patient are at the fore. 

The need to put patients at the centre of healthcare has been highlighted by 

frequent calls for healthcare that is more ‘patient-centred’230 and engaged 

with ‘shared decision-making’.231 Jack’s case served to highlight the 

important and urgent need to heed these calls. By looking beyond the 

provision of healthcare services, the thesis highlighted the unyielding 

commitment to a naturalistic understanding of health that is entrenched in 

healthcare research and healthcare policy. This invariably flows through to 

healthcare services, creating a fragmented and fractured system. Expecting 

healthcare services and in particular individual clinicians to be able to 

address this structural flaw ‘at the bedside’ and transmogrify the system into 

one that provides care that is truly focussed on the whole person is 

unrealistic.  

Rather, to begin to address this problem requires reconsideration of the 

foundational principles upon which this important societal institution is 

built. The thesis took up the challenge and argued for a reframed 

understanding of justice as the ethical basis for the provision of healthcare. 

One that encourages a broader social perspective in healthcare research and 

healthcare policy because of the substantial influence they exert on the 
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provision of healthcare services. In the reframed understanding of justice in 

healthcare the particular and partial notion of human flourishing is the basis 

of assessment. It is this understanding of justice that allows us to consider 

whether Jack received the care he deserved. 

8.2.4 Just healthcare – Did Jack get the care he deserved? 

At the time of Jack’s admission to hospital, his heart function was so severely 

compromised that his life itself was precarious. It was reasonable to assume 

that Jack’s biological functioning was the aspect of his flourishing that was 

to be prioritised above all others. Previous healthcare research had provided 

Jack’s healthcare practitioners with options to tackle this. They included a 

number of different therapeutic drug regimes, invasive diagnostic 

procedures and therapeutic surgical options. Options that, but for the earlier 

research, would not have been available. Current health policy settings, also 

supported offering Jack these options – many of them were publicly funded 

or subsidised. Acknowledging that should Jack’s life end, so would any 

prospect of continued flourishing, other aspects were relegated to the 

background. Promoting biological health was the priority, and this was 

realised through a series of treatment decisions. As Jack’s heart failure 

progressed the decisions regarding treatment, particularly potentially life-

saving ones, became increasingly complex and multifactorial. In the context 

of a dynamic emotional environment characterised by uncertainty, Jack’s 

ability to participate in decision-making was limited and he was vulnerable. 

In the justice and human flourishing account sketched in this thesis, 

healthcare is assessed as just if it contributes to Jack’s human flourishing 

(see Table 8.3, p 205). However, much of the decision-making in relation to 

Jack’s care was made by narrowly focused on maximising his cardiac 

function. Viewing Jack as a mere receptacle for his heart, rather than as a 

whole person constituted by his past and present, and social and 

environmental circumstances meant that the treatment that was 

recommended and instituted was directed to address only one aspect of his 
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overall flourishing. Maintaining this narrow focus entirely neglected that 

there might be alternatives to continued, and at times invasive, monitoring 

and escalating treatment. That choosing to limit aggressive treatment, and 

offer supportive measures to maximize Jack’s comfort at this time was also 

an option. 

The healthcare delivered to Jack did not consider the ‘costs’ associated with 

providing such care. Although there would have been substantial financial 

costs associated with coronary care, intensive care and the invasive 

procedures provided, the healthcare treatment that Jack received incurred 

other costs. These included the loss of privacy and dignity that Jack 

experienced while he was in the hospital, as well as the time that he was 

away from his wife and home. The cost of failing to acknowledge that Jack 

was dying from, rather than living with end-stage heart failure, meant that 

rather than saving his life, Jack’s admission to hospital resulted in a 

prolonged and at times isolated process of dying. 
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Table 8.3 –Jack’s human flourishing:  
An assessment of how Jack’s interaction with the healthcare system contributed to his human 
flourishing and if he received the care he deserved. 

Generic capacities for 
flourishing 

What did this mean for Jack? 

Life and (normative) health Jack’s life could only be sustained by those invasive 
measures that prolong ‘normal’ functioning.  Many of 
these were invasive, and significantly compromised 
Jack’s bodily integrity. 
 
Jack’s life was nearing its end and the ongoing 
aggressive measures, in these circumstances, were 
futile. 

Sociability and affiliation 
with other 

While Jack was in hospital, he had limited contact with 
those people in his life who were most significant. 
Instead, he was surrounded by different healthcare 
practitioners and hospital staff with whom he had little 
affiliation. 

An ability to think and 
imagine creatively 

As Jack’s condition deteriorated, this element of Jack’s 
human flourishing was seriously compromised. His 
decision-making capacity fluctuated, but even during 
those times where he could think and imagine creatively 
he was confined to a hospital room, attached to cardiac 
and other monitoring equipment.  

Knowledge and practical 
wisdom 

For Jack, this required forming a conception of his 
‘good’, and reflect on plan that he had for his remaining 
life. He did at one point, ask about ‘going home’, 
suggesting that this was an important part of this plan. 
However, this option was not explored because it was 
assumed to conflict with the need to maintain his 
cardiac functioning.  

Pleasure, through leisure 
or play 

It was apparent that for Jack, there was no pleasure in 
his life at this point. He was surrounded by strangers, 
albeit ones striving to make him comfortable. Despite 
the best attempts he could not lay comfortably in bed, 
could not sit out of bed or enjoy even sips of water.  
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The research in this thesis concludes that current theories of justice do not 

adequately account for justness of healthcare beyond the distribution of 

resources. Recognising that as biomedical research extends the knowledge 

of our biological functioning into the predictive realm of genomics there will 

inevitably be an increasingly large pool of potential technological resources 

available for distribution. The fair distribution of these resources is a 

particular justice-based problem. However, once the resources have been 

allocated, we need to also consider the justness of the outcomes that result. 

Building on a normative understanding of health, justice for human 

flourishing conceptualises assessments of justice as necessarily particular 

and partial, and focused on the experience and outcomes of those served by 

this important societal institution.   

During Jack’s admission, there was a small window of opportunity where he 

may have been well enough to be discharged back home to his family with 

community support. Despite Jack indicating that this was his preference, the 

opportunity was not grasped before his condition deteriorated. Jack again 

was in a position where, as a result of his minimal cardiac function, he could 

not get out of bed, could barely open his eyes and struggled to speak more 

than a couple of words at a time. He sat on a chair while I helped to shower 

him, but he wasn’t able to lift his head. When I returned him to bed he 

couldn’t find a position that was comfortable. Even the touch of the hospital 

gown and bed clothes annoyed him; he wriggled to throw them off. 

Recognising that all options for medical treatment were now exhausted, a 

decision was made not to attempt to resuscitate Jack at the point when his 

heart failed completely. Although Jack had been visited by his wife, on the 

morning that this decision was made, she needed to return home, and was 

not there the next day when Jack passed away. Jack died in hospital; a death 

that was undignified, restless as opposed to peaceful, and absent of those 

relationships that were essential for his ultimate flourishing. It could not 

have been assessed as a ‘good death,’ but more than this, it was an outcome 

that for Jack was also unjust. Jack did not get the care he deserved. 
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8.3 The research’s contribution to knowledge 

This thesis makes an original and innovative contribution to research on 

justice in healthcare and has been published or submitted for publication. 

First, the research approached the question of just healthcare from a novel 

position by exploring the foundational concept of health. There has been 

substantial philosophical debate on the definition of ‘health’. While much of 

this has remained theoretical, by chronologically tracing the foundation of 

the debate this thesis emphasised how the naturalist understanding was 

initially threaded and then ultimately embedded in the provision of modern 

healthcare services. This approach highlighted one of the underlying reasons 

why healthcare today has become so fragmented. A consequence of 

burgeoning biomedical knowledge is that it has generated a corresponding 

increase in potential diagnostic tests and procedures, specialist healthcare 

practitioners with expert knowledge about smaller and smaller parts of our 

bodies, and possible options to treat them. Currently, most attempts to 

address the problems associated with the fragmentation of healthcare 

services have called on healthcare practitioners to assume a ‘patient-

centred’ focus. With naturalist understanding of health, and positivist values 

at the core of healthcare services, this represents a significant challenge to 

integrating more and better patient-centred care. As an alternative, this 

thesis argued for healthcare services underpinned by a normative 

understanding of health to promote healthcare that is directed to caring for 

the whole person. 

The second substantive and novel contribution made by this research is that 

by focusing on the foundational concept of health it was possible to examine 

the connections between healthcare research, healthcare policy and 

healthcare services. Acknowledging the strong naturalist influence that 

permeates each of these themes, the research demonstrated that social, 

political and regulatory factors are also relevant and important to policy and 

research. For example, in relation to healthcare research and new 

biotechnologies, evidence of safety and efficacy that is important to 
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pharmaceutical companies and regulators, does not necessarily translate 

directly into the clinical healthcare setting. The propensity to promote the 

benefits of a new biotechnology by reference to evidence that aligns with 

naturalist understandings may initially resonate with healthcare 

practitioners, but they are then required to interpret this in light of the 

factors that are important to patients.  

The research also contributed to the field of healthcare policy by highlighting 

first, how the naturalist understanding of health dominates the assessment 

of medical services suitable for public subsidy in Australia. Although the 

research demonstrated that broader social values were less frequently 

considered, whether or not this is unjust, depends on the extent to which 

these values are considered to be relevant to the assessment process. 

Reorienting the process to be more inclusive of social values would require 

review of the terms of reference and legislative provisions that underpin it. 

This recommendation is consistent with the current, and ongoing efforts to 

promote competition and patient choice within Australia’s healthcare 

system that the research highlighted. A unique contribution made by the 

research was demonstrating the long-standing efforts to embed greater 

choice in Australia’s healthcare system. It went further, though, by 

undertaking a comparative analysis with the National Health Service in the 

United Kingdom, and identifying a role, and place for a sector-specific 

competition regulator in Australia.  

Finally, the thesis brings these themes together to highlight a particular issue 

related to the over-reliance on naturalist understandings of health. That is, 

the focus on biological functioning, and treatment to maintain this, at the 

exclusion of other important values and goals. To give it the moral weight it 

deserved, the issue was framed as a justice-based concern. The unique 

contribution that this research made was to cast a justice lens over the 

outcomes of decisions made at micro or clinical level. To successfully 

accomplish this, the thesis demonstrated why current understandings of 
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justice, to the extent that they address healthcare, were unsatisfactory. 

Building on the work of eminent political philosophers such as Martha 

Nussbaum,232 a neo-Aristotelian notion of human flourishing was used to 

frame assessments of justice in healthcare. This framework reinforces the 

provision of healthcare as a distinctly moral endeavour, one that is directed 

toward supporting people who are experiencing heightened dependency 

and vulnerability. Importantly, the research makes explicit that while access 

to appropriate resources is crucially important, how and when they are 

instituted is just as important. This research took the preliminary steps 

needed to extend the concept justice in healthcare beyond the distribution 

of scarce and finite resources. Just healthcare now also requires us to 

consider whether their allocation and use promote human flourishing.   

8.5 Implications for healthcare and future research 

The purpose of this thesis was to provide a theoretical foundation for 

assessing questions of just healthcare. The theoretical approach allowed for 

previous hidden assumptions to be uncovered, and provide a foundation for 

further empirical research to explore their impact. The research highlighted 

the structural issues that are contributing to a fragmented and reductionist 

system. By making explicit the extent to which the naturalist understanding 

of health is embedded in healthcare services, it can be seen that calls for a 

more ‘person-centred healthcare system’ will not be satisfied by simply 

requiring individual healthcare clinicans to be more person-centred. Further 

empirical research is needed to identfiy workable strategies that can 

accommodate this complex structural issue.  

In relation to healthcare research, and pharmacogenomics in particular, it is 

important that the perspectives and values of the patient’s or consumers 

who are expected to benefit from the new knowledge or biotechnology be 

kept at the fore. The research findings highlighted that there are different of 

stakeholders with an interest in the outcome of genomic research. At times, 
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the interests will compete and diverge. Work to negotiate a common path 

where the different epistemic assumptions and values of pharmaceutical 

companies, researchers, regulators, clinicians and consumers can converge 

will be required. 

Aware that access to potential new treatment options will depend on 

current and future policy settings, these too, should promote the values of 

those people who use the healthcare system, as it will invariably, be each 

and every one of us at some point. This is particularly pressing, as the 

population is ageing, and the healthcare system will be required to 

accommodate people living with chronic healthcare conditions. In this 

context, the current primary healthcare structures, and associated funding 

arrangements are unsustainable. As the research has shown, recent efforts 

to encourage greater patient choice and competition have encountered 

resistance, it would now be appropriate to introduce stronger regulatory 

measures to address this.  

The ultimate significance of the research to healthcare, however, is that it 

offers a way of assessing the care provided to individual patients through a 

justice-based lens. Where previously, it was the structure of institutions or 

allocation of resources that were subject to these assessments. Healthcare 

outcomes are now seen as just, or unjust, based on the extent to which they 

promote human flourishing. This recognises that, in addition to providing 

the treatment required to promote normal biological functioning, 

healthcare has an important caring role. To care for the whole person 

requires acknowledging that their experiences, values and goals are equally 

important for their human flourishing.  

The framework offered in this thesis for assessing just outcomes in 

healthcare extrapolates elements of the Central Human Functional 

Capabilities that make up Nussbaum’s partial theory of justice233 and 
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Rasmussen and Den Uyl’s understanding of the ultimate good or telos of 

human life as human flourishing.234 While the capacities required for 

flourishing may initially seem intuitive, Nussbaum observes that their 

development demands continued reflection and in Socratic fashion, must be 

tested against our ‘most secure intuitions’.235 It is in this vein, therefore, that 

the framework offers an initial assessment in Jack’s case but the framework 

also provides a foundation for further empirical research.  

8.6 Concluding remarks 

This research provides a new theoretical framework for assessing just 

healthcare. In finding an answer to the question, ‘did Jack get the care he 

deserved’, many more questions have been raised.  Some of them will start 

to be addressed in future research as described above.  

Mostly, Jack’s case is illustrative of the need to ensure that the complex 

decision-making amid the final stages of dying must better incorporate 

broader understandings of flourishing. This initially may appear to be a 

contradictory statement, because of course, Jack won’t flourish if he is not 

alive. However, it recognises that we are all embodied creatures, and as 

such, it is inevitable that our lives will come to an end. For many, the end 

doesn’t come quickly or suddenly, but after a long period of living with a 

disease or condition and period of decline. We now have medical treatments 

and technologies that can sustain biological functioning for longer periods, 

so that it is becoming increasingly difficult to identify the point at which we 

stop living with a disease or condition, and starting the process of dying. It is 

at this point, that we need to consider what a flourishing life really means. 

For many, it will mean living a full life, fulfilling our potential, and when the 

time comes experiencing a peaceful and dignified death. 

This research was inspired by one man’s journey at the end of his life. Jack 

though, is not an isolated case. These experiences are being replicated in 

                                                      
234 Rasmussen and Den Uyl, above n 226, 117-120. 
235 Nussbaum, Women and Human Development, above n 10, 77. 
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different ways in acute and critical care setting too frequently. A justice-

based perspective offers a new way to frame these outcomes, and 

contributes to the much-needed conversations about how to provide just 

healthcare for those at the end of life. 
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