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Abstract

As populations around the globe grow older, a greater number of people are becoming
susceptible to the diseases and chronic illnesses associated with age. Recent international
studies concur that, of these, dementia is either the most feared by the general population, or
among the most. It is no small wonder, then, that analytic philosophy in the Anglo-American
tradition on dementia repeatedly invokes what Rebecca Dresser calls the “tragedy narrative.”!
So understood, arguments about dementia rely on the idea that a life lived with it represents an
unfortunate and intolerable indignity.

There is, however, an alternative narrative present in the work of dementia self-
advocates,? which suggests that dementia can be considered as what Elizabeth Barnes calls a
mere difference.®> So understood, we can think of people living with dementia as a distinct
social group who experience life in just one of many of the ways human diversity offers.

Proceeding from the tragedy narrative, the notion of justice for people living with
dementia might focus on compensating or insuring people against this loss of dignity. The mere
difference narrative, on the other hand, invites us to consider what would be necessary for
people living with dementia to be fully integrated into society and for the distinctive kind of
life they experience to be treated with respect. This thesis considers the question of justice for

people living with dementia on these terms.

! Rebecca Dresser, "Advance Directives and Discrimination against People with Dementia," Hastings Center
Report 48, no. 4 (2018): 27.

2 Christine Bryden, "Foreword," in Dementia Reconsidered, Revisited: The Person Still Comes First, ed. Dawn
Brooker (New York: Open University Press, 2019), xi-xiii.

? Elizabeth Barnes, "Valuing Disability, Causing Disability," Ethics 125, no. 1 (2014): 109-111.



Impact Statement

By invoking relational egalitarianism, my thesis offers a philosophical analysis of our social
and political responses to dementia. Within the academy, it pushes the field forward by making
novel connections between this area of contemporary political theory and work on cognitive
disability, making significant contributions to both. In chapter 2, for instance, I offer a
comprehensive analysis of the concept of moral equality and its relationship to social equality.
This chapter contributes to relational egalitarianism, by further specifying its groundings and
implications, and the philosophy of cognitive disability, by offering an account of moral
equality that includes all those with severe cognitive impairments.

This scholarly impact has already been demonstrated through tangible research outputs.
Chapter 3, which concerns the authority of advance directives over people living with advanced
dementia, has been accepted for publication by the leading bioethics journal The Hastings
Center Report. Additionally, chapter 4, which concerns the relationship between dementia care
and the concept of non-domination, is under review at the internationally renowned social and
political philosophy journal Res Publica, having been shortlisted for their 2021 postgraduate
essay prize.

In a context in which it is universally acknowledged that social care must be improved,
this thesis also has the potential to make a significant contribution to public policy. Some of
the conclusions arrived at are uncontroversial, such as the demand for additional funding for
and training by care services I set out in chapters 5 and 6. Nevertheless, my thesis strengthens
these demands by placing them within a framework of social justice. So understood, these
reforms would not be indicative of exceptional social care policy, but merely meet the baseline

demands of justice for people living with dementia.



In other places, I argue against common intuitions. For instance, in chapter 5 I argue
that a just society would not rely on informal dementia care by loved ones and, further, that
when professional care services are adequate, associates of people living with dementia who
choose to avoid them act unjustly. Alongside reinforcing common demands for improvements
to social and political responses to dementia, then, the thesis seeks to challenge many of our
assumptions about our relationships with people who live with the condition.

Finally, as I elaborate on in Chapter 7, my thesis aims to make an impact on the lives
of people living with dementia, by contributing to destigmatising the condition. In pursuit of
that aim, I unpack a number of oppressive social structures common among western societies
in Chapter 1, argue for decentralising rational agency in political philosophy in Chapter 2,
argue in favour of the moral weight of present-day expressions of interests by people living
with dementia in Chapter 3, couch my social care proposals in terms of respecting members of
this group for who they are in Chapters 4, 5 and 6, and make extensive reference to the work

of self-advocates throughout the thesis.
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Introduction

As populations around the globe grow older, a greater proportion of people are becoming
susceptible to the diseases and chronic illnesses associated with age. Many recent international
studies indicate that, of these, dementia is either the most feared by the general population, or
among the most.* It is no small wonder, then, that analytic philosophy in the Anglo-American
tradition on dementia repeatedly invokes what Rebecca Dresser calls the “tragedy narrative.”
So understood, arguments about dementia begin from the assumption that a life lived with it
represents an unfortunate and intolerable indignity; a position represented by Norman Cantor,°

Ronald Dworkin’ and Dan Brock,® among others.

4 See:

Alzheimer's Research UK, Dementia Attitudes Monitor, (Dementia Statistics Hub: Cambridge, 2019),
https://www.dementiastatistics.org/statistics/perceptions-of-dementia/.

André Hajek and Hans-Helmut Konig, "Fear of Dementia in the General Population: Findings from the German
Socio-Economic Panel (GSOEP)," Journal of Alzheimer's Disease75, no. 4 (2020).

Bo R. Kim and Hee K. Chang, "Factors Influencing Fear of Dementia among Middle-Aged and Older
Adults," Journal of Korean Academy of Community Health Nursing 31, no. 2 (2020).

Inge Cantegreil-Kallen and Stéphanie Pin, "Fear of Alzheimer's Disease in the French population: Impact of
Age and Proximity to the Disease," International Psychogeriatrics 24, no. 1 (2011)

Karen Johnston et al., "Understandings of Dementia in Low and Middle Income Countries and Amongst
Indigenous Peoples: a Systematic Review and Qualitative Meta-Synthesis," Aging & Mental Health 24, no. 8
(2019).

Ladislav Volicer, "Fear of Dementia," Journal of the American Medical Directors Association 17, no. 10
(2016).

Sarang Kim, Kerry A. Sargent-Cox, and Kaarin J. Anstey, "A Qualitative Study of Older and Middle-Aged
Adults' Perception and Attitudes Towards Dementia and Dementia Risk Reduction," Journal of Advanced
Nursing 71, no. 7 (2015).

Weizhou Tang et al., "Concern about Developing Alzheimer's Disease or Dementia and Intention to be
Screened: An Analysis of National Survey Data," Archives of Gerontology and Geriatrics 71 (July 2017).

5 Rebecca Dresser, "Advance Directives and Discrimination Against People with Dementia," Hastings Center
Report 48, no. 4 (2018): 27.

® Norman L. Cantor, "Changing the Paradigm of Advance Directives to Avoid Prolonged Dementia," SSRN
Electronic Journal, 2017.

" Ronald Dworkin, Life's Dominion: An Argument About Abortion and Euthanasia (London: Vintage Books,
1994), 232.

8 Dan W. Brock, "Justice and the Severely Demented Elderly." The Journal of Medicine and Philosophy 13, no.
1 (1988): 73-99.



In the philosophy of disability, however, this kind of narrative has been undermined by
the social model, which holds that disabled people are primarily disadvantaged by an
unaccommodating society, rather than their impairments.” Though this approach has come
under sustained criticism from disability theorists in recent years, the insight that disability
need not be inherently bad remains influential.!” Considered in this light, dementia could be
viewed as what Elizabeth Barnes calls a mere difference.!! So constructed, people living with
dementia can be thought of as a distinct social group who experience life in just one of the
many ways human diversity offers: a view shared by many self-advocates.'?

While the tragedy narrative implies the need for a just society to compensate for or
insure against a misfortune, the difference narrative invites us to consider what would be
necessary for people living with dementia to be fully integrated into society and for the
distinctive kind of life they experience to be treated with respect. As this thesis proceeds from
the latter view, the conclusions reached differ significantly from much public policy work in
this area, such as that of the Nuffield Council on Bioethics, which includes the belief that
dementia is inherently harmful as one of the six components of its ethical framework.'?

I begin, in Chapter 1 — Diagnosing the Injustices Faced by People Living With
Dementia, by providing arguments for abandoning the tragedy narrative and the purely
distributive approach to justice that I argue it entails. Instead, I defend the adoption of a
relational egalitarian approach, which views justice as a matter of ridding society of

domination, oppression, and unjust stigma. This analysis, and the work that comes after it, is

® Tom Shakespeare, "The Social Model of Disability," in The Disability Studies Reader, ed. Lennard J. Davis
(Oxford: Taylor & Francis, 2006), 197.

10 Jonas-Sébastien Beaudry, "Theoretical Strategies to Define Disability," in The Oxford Handbook of
Philosophy and Disability, ed. Adam Cureton and David Wasserman (New York: Oxford University Press,
2020), 8-12.

! Elizabeth Barnes, "Valuing Disability, Causing Disability," Ethics 125, no. 1 (2014): 109-111.

12 Christine Bryden, "Foreword," in Dementia Reconsidered, Revisited: The Person Still Comes First, ed. Dawn
Brooker (New York: Open University Press, 2019), xi-xiii.

13 Nuffield Council on Bioethics, "Dementia: Ethical Issues," Nuffield Council on Bioethics, last modified 2009,
Xviii.



focused on Western societies. It should be noted, however, that the stigma of dementia is
internationally prevalent'* so, although they may take different forms, relational injustices are
likely also present in non-Western societies.

In Chapter 2 — Severe Cognitive Disability and the Relationship Between Moral and
Social Equality, 1 consider a conceptual difficulty. The argument from marginal cases, which
presents people living with advanced dementia as necessarily below the threshold of moral
equality, threatens to derail a relational egalitarian analysis, as it is unclear that we owe this
form of social equality to those who are not our moral equals. Indeed, as I demonstrate, many
prominent relational egalitarians are either tacitly or explicitly committed to a Kantian view of
moral equality, which excludes those without some specified level of rational agency from its
scope. Considering and rejecting a number of justificatory strategies, I conclude by defending
the view that people living with dementia, as unique subjects capable of living authentically,
are owed social equality from all those embedded in the same matrix of mutually affective
bonds as them.

Then, in Chapter 3 — Determining the Authentic Interests of People Living with
Dementia: The Case of Advance Directives, 1 elaborate on the concept of authenticity with
reference to the question about dementia which has received the most attention in philosophy:
whether or not it is acceptable to execute an advance directive to withhold treatment when a
person living with dementia is clearly content with their life. Identifying substitute decision-
making as a process in which people living with dementia are at risk of domination, I argue
that decisionmakers have a duty to determine a person’s authentic values before deciding
treatment.

Defending the view that people living with dementia can generate contemporary

authentic values, I then conclude with the first public policy recommendation of the thesis: that

14 World Health Organisation, Dementia: A Public Health Priority, (World Health Organisation, 2012), 82-87.
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advance directives are necessary to avoid domination, but they must (a) be defeasible and (b)
contain detailed information on the values underpinning the decisions made. This coheres with
similar recommendations made by the Nuffield Council on Bioethics, but I differ by firmly
stipulating that it should be possible to override such directives even when a person has lost
the legal capacity to make the decision in question."®

These first three chapters establish the following ethical framework: (i) justice is
achieved by successfully eradicating oppression, domination and unjust stigma from society,
(i1) people living with dementia (in Western societies) are a social group who are exposed to
relational injustices of this kind, (iii) these relationships are unjust because they fail to respect
unique subjects as equal bearers of fundamental interests related to their capacity to live
authentically, (iv) people living with dementia bear such interests, (v) to live authentically is
to live in accordance with values one would not be alienated from upon hypothetical reflection
across a variety of circumstances, and (vi) people living with dementia are capable of changing
these values, even if they are not able to rationally reflect upon them.

With this framework firmly in mind, in the next three chapters I proceed to an analysis
of care. In Chapter 4 — The Indirect-First Approach: Towards Non-Dominating Dementia
Care, 1 argue that the use of environment-shaping and interpretive techniques, to empower
people living with dementia to meet their own vital needs, offers the best prospects for avoiding
carer domination. In Chapter 5, I reject the widely held view of professional dementia care as
a regrettable last resort, arguing instead that its informal counterpart carries greater risks of
injustice. Though I concede that informal care may be necessary where professional services
are poor, I conclude that a just society should seek to improve the quality and provision of its

professional counterpart, and that family members ought only to engage in dementia care as a

15 Nuffield Council on Bioethics, "Dementia: Ethical Issues," Nuffield Council on Bioethics, last modified 2009,
86.
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last resort. Finally, in Chapter 6 — Can the Secure Dementia Unit Be Justified? Building
Egalitarian Care Infrastructure, 1 argue that, though in need of significant reform, formal
dementia care institutions are both compatible with and required by a just society.

The analysis I conduct in these three chapters yields the following framework for the
provision of dementia care: (i) cities and town centres must be adapted so as to be inclusive of
people living with dementia, (ii) social services must assist people living with dementia in
constructing cognitive scaffolding, reducing the need for care intervention, (iii) when needed,
people living with dementia ought to be cared for, initially in their own home, by well-trained
professional carers provided by well-staffed professional care services, and (iv) in a limited
number of cases, people with advanced dementia should be housed in radically reformed secure
dementia units.

This framework reconceptualises the problem of dementia care as a problem of power
and social exclusion. At every stage, the goal should be to empower recipients of care to meet
their own needs and participate fully in social life as equals, which requires restricting the
power of carers and challenging our cultural images of dementia. Thus, though few would
disagree that Western dementia care services are in need of reform, the depth and character of
the reforms I propose in this thesis differ significantly from many of those under public
discussion.

My focus on the power of the carer is, in part, inspired by my decade-long career in
care for the elderly and those living with dementia. As a professional carer, I gained valuable
insights about the injustices in care services, and the heavy demands on the practical moral
decision-making skills of their staff. I witnessed and collaborated in knowingly suboptimal
care interventions, made because of staffing pressures, institutional inertia or management
directives, making me starkly aware of the asymmetry of the care relationship. Yet, I also

witnessed and collaborated in innovative solutions to suboptimal care, making the value of

12



interpretive and environment-shaping skills equally clear to me. Accordingly, when I illustrate
arguments by way of examples or constructing descriptive hypotheticals, I do so by drawing
on this experience.

In the philosophy of disability, practices of this kind are not uncommon. Eva Feder
Kittay, for instance, has written extensively about cognitive disability, with reference to the
insights she has gained through caring for her daughter. This methodological choice is
motivated, in part, by correcting mistaken and stereotypical images of those with cognitive
disabilities in moral philosophy.'® Yet, though I am similarly motivated, I would be remiss if T
did not reflect on my social position, as both a former carer and person living without dementia,
and the effect it may have had on the work I have produced. Accordingly, in Chapter 7 —
Dementia and the Problem of Speaking for Others, | use Linda Alcoff’s influential framework
to analyse the thesis as an instance of discursive representation, highlighting areas in which it
may have risked reinforcing injustice and demonstrating the steps I have taken to prevent it
from doing so.

Chief among these steps is my decision to promote the work of dementia self-advocates
throughout. It is no mere rhetorical or aesthetic choice that the first voice heard at the start of
each chapter is that of a person living with dementia. My intention, rather, is to challenge any
reader who shares the all-too-common belief that members of this group universally lack
insight, so cannot identify their own interests.!” In this sense, the thesis is committed to the

liberation of people living with dementia from relational injustice, in both content and form.

16 Eva F. Kittay, "The Personal is Philosophical Is Political: A Philosopher and Mother of a Cognitively
Disabled Person Sends Notes From the Battlefield," in Cognitive Disability and its Challenge to Moral
Philosophy, ed. Licia Carlson and Eva F. Kittay (Chichester, UK: John Wiley & Sons, 2010), 410.

17 Christine Bryden, Dancing with Dementia: My Story of Living Positively with Dementia (London: Jessica
Kingsley Publishers, 2005), 46.
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Chapter 1

Diagnosing the Injustices Faced by People
Living with Dementia

“My heart is racing at the secret I’ve kept from the girls. I read the email quickly, as if
it’s sent from an illicit lover, my eyes scanning for sweet nothings, my finger ready to
click it closed if anyone appears by my side. And then I find it: a dementia diagnosis
would entitle me to a free bus pass. I lean in closer, read again.

Footsteps in the hall make me snap the screen shut, Sarah waking up and walking in.
The morning goes by and I’'m still thinking of that bus pass. The first positive thing I’ve

read. My brain in exchange for a bus pass. A ludicrous swap.”!®

18 Wendy Mitchell, Somebody I Used to Know (London: Bloomsbury Publishing, 2018), 77-78.
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Introduction

During the United Kingdom’s 2017 General Election, then Prime Minister Theresa May was
sharply criticised over a proposed funding mechanism for social care. What became known as
the ‘dementia tax’ was charged with treating people living with dementia unfairly, by requiring
them to shoulder the burden of the greater care costs they would likely accrue through no fault
of their own." 1t is widely agreed that dementia care services across the West are inadequate,
and the extra funding provided by this policy might genuinely have helped to improve those of
the UK. Nevertheless, it was rejected by many as unjust.

Many of us are likely to agree with the UK public, but we may differ in our reasons.
Some may look at this case through what Iris Marion Young calls the distributive paradigm,?
within which social justice is achieved through distributing some specified ‘currency’ fairly.?!
On this view, the lack of funding for dementia care services might be considered a distributive
injustice, but the dementia tax would have failed to address it adequately. In this chapter, I
reject this kind of analysis as, at best, incomplete. Instead, I make the case that people living
with dementia are an oppressed social group, who suffer relational injustices as a result of
social structures which fail to accommodate their differences.

This argument sits within a standard relational egalitarian framework, whereby social
justice is achieved through eliminating intolerable inequalities of power and status. From this
point of view, injustice is not simply a matter of what institutions or individuals do, but of sow
they do it. If they fail to challenge, reinforce or create paradigm social injustices such as

domination, stigma and oppression, citizens remain socially unequal whatever their distributive

1% Rowena Mason and Denis Campbell, "Theresa May under pressure over 'dementia tax' social care
shakeup," The Guardian, May 21, 2017, https://www.theguardian.com/politics/2017/may/2 1/theresa-may-
under-pressure-over-dementia-tax-social-care-shakeup.

20 Iris M. Young, Justice and the Politics of Difference (Princeton: Princeton University Press, 1990), 15.
2l Gerald A. Cohen, "On the Currency of Egalitarian Justice," Ethics 99, no. 4 (1989): 906.
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positions.?? As 1 shall demonstrate in this chapter, the case of dementia clearly illustrates the
value of this approach, as purely distributive views cannot fully capture the severity nor the
character of the injustices those that live with this condition face.

The argument proceeds as follows. In section 1, I set out the ways in which people
living with dementia are vulnerable to abuses of power. I then demonstrate that the injustice of
this position is better understood when construed as a standard case of domination, rather than
as a threat to wellbeing. In section 2, I consider two possible ways of capturing this inequality
of power within the distributive paradigm: through an objective understanding of welfare and
through a concern for opportunities. I contend, however, that these analyses and their implied
resolutions assume and risk perpetuating an unjust stigma about a life lived with dementia.
Drawing on work in the philosophy of disability, I argue that the disadvantages of living with
dementia are primarily a consequence of a society that fails to properly accommodate this
particular way of life. I then elaborate on this in section 3, using Young’s framework to
highlight examples of social norms, practices and institutions which contribute to the

oppression of persons living with dementia.

1. Dementia, Wellbeing, and Domination

When dementia care services are inadequate, the people using them are exposed to several
harms. They may, for instance, be at greater risk of contracting infectious diseases or lack
access to timely personal care interventions. Under such circumstances, it seems intuitive to
think that the subjective wellbeing of the people using these services would be threatened.

Thus, one way of understanding the injustice of inadequate care is that it leads to people living

22 This is a view shared by prominent relational egalitarians such as Christian Schemmel and Iris Marion Young.
It stands apart from the view that social equality is an ideal outside of the sphere of justice, held by David Miller
and Martin O’Neill among others. For a helpful taxonomy, see: Christian Schemmel, “Social Equality - or Just
Justice?” in Social Equality: On What it Means to be Equals, ed. Carina Fourie, Fabian Schuppert, and Ivo
Wallimann-Helmer (New York: Oxford University Press, 2015), 152-164.
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with dementia having less welfare than they are entitled to have. In this section, I argue that
this analysis is problematic. Inadequate care services may threaten subjective wellbeing, but
where this occurs it is only a downstream consequence of a deeper injustice: the exposure of

people living with dementia to domination.

1.1  Dementia and its Relationship with Power
Though it is commonly conflated with Alzheimer’s Disease,?® dementia is a condition with
numerous underlying causes, including aggregates of protein known as Lewy bodies, damage
to the frontal and temporal lobes, problems in blood supply to the brain, Parkinson’s disease,
multiple-sclerosis, Creutzfeldt-Jacobs disease, and syphilis.>* This heterogeneity of origin is
matched by a diverse range of symptoms. Early Alzheimer’s disease, for instance, is more
associated with memory and spatial orientation problems.? Parkinson’s and Lewy-Body
dementia, on the other hand, are more associated with visual disturbances and hallucinations.?®

Nevertheless, while significant, the extent of this differentiation should not be
overstated. All types of dementia draw on a common pool of symptoms; the key differences
are their severity and frequency in the differing patterns of progression.?’” Thus, despite their
diversity, all people living with dementia share three characteristics which render them more
vulnerable to abuses of power than the average member of the population.

Firstly, they have impaired cognitive functioning, which makes them more likely to be

dependent on others to meet their basic needs. This manifests as a vulnerability to abuses of

23 "What is the Difference Between Dementia and Alzheimer's Disease," Alzheimer's Society Blog, August 2,

2018, accessed September 20, 2018, https://blog.alzheimers.org.uk/dementia-insight/dementia-alzheimers-
difference/.

24 "Types of Dementia * Dementia Care," Dementia Care, accessed September 20, 2018,
http://www.dementiacare.org.uk/services/need-some-advice/what-is-dementia/types-of-dementia/.

% L. L. Smits et al., "Trajectories of cognitive decline in different types of dementia," Psychological
Medicine 45, no. 5 (2014): 6.

26 Urs P. Mosimann et al., "Characteristics of Visual Hallucinations in Parkinson Disease Dementia and
Dementia With Lewy Bodies," The American Journal of Geriatric Psychiatry 14, no. 2 (2006): 153-160
27]. Cerejeira, L. Lagarto, and E. B. Mukaetova-Ladinska, "Behavioral and Psychological Symptoms of
Dementia," Frontiers in Neurology 3 (2012).
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power through refusal to meet needs or the meeting of needs in harmful or disrespectful ways.
For example, by rationing incontinence products, a care home in Edmonton Canada in 2020
met the personal hygiene needs of those under its care, but only infrequently and in a way that
threatened their dignity.?®

Secondly, dementia is a progressive condition, which means the capabilities of those
who live with it are declining. Thus, they are vulnerable to abuses of power in ways related to
their increased dependency over time. For instance, rehoming of people living with dementia
has a well-established deleterious effect on health and wellbeing.?’ Consequently, they are
exposed to the power of others when decisions are made about facilitating and providing care.
If the decisionmakers choose not to diligently research services to ensure that they can continue
meeting a person’s needs throughout the progression of the condition, they expose them to
risks of neglect.

Thirdly, hallucinations, persistent misconceptions and erroneous interpretations
become increasingly prevalent across this decline, *® which means that, to varying degrees,
people living with dementia experience life through parallel subjectivities. Where this occurs,
the person’s internal experience of the world is subjectively consistent but differs significantly
from what others perceive as the objective world. Once this stage of decline is reached,
powerful others can determine the connection between their subjective experience of the world
and objective reality.

To illustrate this phenomenon, consider the following anecdote from dementia self-

advocate Christine Bryden. When visiting a dementia care facility as part of her outreach work,

28 Erica Johnson, "Nursing Home Rationed Diapers While Residents Suffered Rashes, Infections," CBC, last
modified February 21, 2020, https://www.cbc.ca/news/canada/edmonton/nursing-home-rations-senior-diapers-
1.5470130.

2 Eric A. Coleman, Joseph C. Barbaccia, and Mary S. Croughan-Minihane, "Hospitalization Rates in Nursing
Home Residents with Dementia," Journal of the American Geriatrics Society 38, no. 2 (1990): 108-112.

30" A Different Reality," Social Care Institute for Excellence (SCIE), last modified 2015,
https://www.scie.org.uk/dementia/living-with-dementia/difficult-situations/different-reality.asp.
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she struck up a conversation with a woman living with dementia who was seeing mice running
along the wall. Bryden, who was at an early stage of progression, reports that she was able to
assuage this woman’s anxiety by taking her on a walk to find a cat to chase them away.*! Had
Bryden ignored this woman, persistently corrected her or dismissed her experience, she might
well have missed the need being expressed. Thus, as this example illustrates, people
experiencing parallel subjectivities are exposed to the power of others to interpret what their
needs are.

People living with dementia, then, are severely exposed to the power of others. When
this power is abused, as has become an all-too-common phenomenon,*? most of us would
believe that they have experienced an injustice. Our ability to address and prevent these

injustices, however, is dependent on being able to fully understand their character.

1.2 Power, Distribution and Subjective Wellbeing
In public discourse around dementia, abuses of power are often construed as threats to
wellbeing. The discussion of abuse in the 2009 Nuffield Council on Bioethics report on

dementia, for instance, characterises it as behaviour that causes “harm” and “distress.”>? This

31 Christine Bryden, Dancing with Dementia: My Story of Living Positively with Dementia (London: Jessica
Kingsley Publishers, 2005), 148.
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kind of welfarist thinking is also endemic in political theorising about justice, such that the

following represents a plausible distributivist response to the vulnerabilities noted above:

(D1) All people are entitled to their fair share of welfare, understood as their subjective level of wellbeing.
People living with dementia are vulnerable to abuses of power. Abuses of power reduce a person’s subjective

level of wellbeing. Therefore, goods ought to be redistributed to prevent or compensate for abuses of power.

The exact pattern of this distribution will differ depending on the commitments of the particular
theorist. A sufficientarian might only favour redistributing that which is necessary to ensure
that people living with dementia have enough welfare,>* while an outcome egalitarian might
favour redistributing so that they have as much welfare as everybody else. It is not necessary
to consider every possible iteration of this view to understand its problematic core: the
assumption that the power held over people living with dementia can be best understood as a
threat to welfare, and the implicit recommendation that it be addressed through purely
distributive means.

No doubt, cases of egregious abuse do threaten the welfare of people living with
dementia, and they could likely be much reduced or even prevented entirely by a redistribution
of funds to improve the funding for and training of care staff. There are, however, some threats
that may not be so easily detected or remedied on this model. For instance, the dementia studies
pioneer Tom Kitwood has argued that adopting dismissive or exclusionary attitudes towards
people living with dementia can lead to a drop in wellbeing so significant that it exacerbates
the effects of the underlying neurodegeneration; a process he calls “the dialectics of
dementia.”®

D1 can certainly account for the intuition that this is a wrongful abuse of power, but it

is unclear how purely distributive policies can resolve it. Quite apart from anything else, these

34 Liam Shields, "Some Questions (and Answers) for Sufficientarians," in What Is Enough?: Sufficiency, Justice,
and Health, ed. Annette Rid and Carina Fourie (New York: Oxford University Press, 2016), 85-86.

35 Tom Kitwood, "How Personhood is Undermined," in Dementia Reconsidered, Revisited, ed. Dawn Brooker
(London: Open University Press, 2019), 55.

20



attitudes are widely shared and, as such, their expression could occur at any time from any
person.®% Tracking and predicting the outcomes of every single social interaction is likely to be
arduous, if not impossible, so preventing welfare reduction by these means is unlikely to be
successful. There remains, of course, the option to compensate. However, if their dementia is
sufficiently advanced, a person living with dementia may not be able to recall the interaction,
making it difficult to identify cases in which compensation is appropriate.

Perhaps a defender of the view could suggest redistributing the right kind of
relationships or people with the right kind of attitudes towards this group, but such a policy
would misunderstand the problem. As Young argues, “when metaphorically extended to
nonmaterial social goods, the concept of distribution represents them as though they were static
things, instead of a function of social relations and processes.”’ In other words, the problem
is not just that people hold these attitudes, but that we live in a society which produces and
maintains them.

Note too that accounts like these do not have the resources to address these structures
fully. D1 can only identify these attitudes as wrongful if they are expressed in a way that
reduces a person’s welfare. It would be perfectly compatible with the account, then, for people
living with dementia to be excluded from most aspects of social life, as long as they did not
lose welfare from the limited number of social interactions they had. All the while, these
attitudes could be maintained or even strengthened in the majority of the population.

Now, it might seem odd to suggest that a group of people could experience such

extreme social exclusion and not experience welfare reduction, but it is not so far-fetched.
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Some level of exclusion exists in our societies today, but evidence suggests that people living
with dementia are as likely to self-assess their well-being as ‘good’ as the general population.®®
Indeed, among those experiencing life through parallel subjectivities, this is fairly intuitive; as
long as the care they receive is good, it is quite probable that they would not even know their
social world was limited in this way. Consequently, D1 not only cannot identify prevention of
welfare reduction through social exclusion as wrongful, it may actually endorse it as the most
efficient way of remedying the injustice of low well-being.

Even if there is a way around this that is consistent with D1, however, it need not be
the case that an abuse of power will always lead to a reduction in welfare. Consider, for
instance, a close relative who has the responsibility of managing a person living with
dementia’s money. Certain abuses of that power may lead to a reduction in welfare, like
deliberately withholding funding necessary to meet needs. However, the relative could also
abuse it by making donations to political parties or causes that the person disagrees with, or by
investing the money in such a way that their estate declines in value. Should the person not be
made aware of actions like these, they would be unlikely to experience a loss of welfare. Yet,
they are clearly abuses of the power held over people living with dementia because of their
dependency.

In addition to these issues, there is a more fundamental problem with D1: an exclusive
focus on the outcome of power relations, to use Frank Lovett’s language.?® As it only
recommends redistribution in response to actual abuses of power, the mere fact that the relative
was in a position to do this is, on its own, of no concern to such a view of justice. Yet, just as
slavery remains unjust even with lazy or benevolent masters, it seems intuitive to think that the

power held over people living with dementia is too, even if it is not used.

38 Towako Katsuno, "Dementia from the inside: how people with early-stage dementia evaluate their quality of
life," Ageing and Society 25, no. 2 (2005), 197-241.
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Of course, in most jurisdictions, egregious abuse is unlawful. However, as I have
demonstrated, the vulnerability of people living with dementia to abuses of power is wide-
ranging and multi-faceted. Addressing this requires a change of focus to the structure of these
power relationships. The injustice is not just that actual abuses of power over people living
with dementia may reduce wellbeing, but that such abuses are possible in the first place. In this
sense, powerful actors possess the ability interfere in the choices of people living with
dementia, in ways that do not track their interests, without adequate safeguards or punitive
measures to prevent them from doing so. Where freedom from the ability of others to act in
this way cannot be robustly guaranteed, people living with dementia are subject, in the sense

used by neo-republicans and (most relational egalitarians), to domination.*

2. Dementia and Stigma

In the previous section, I argued that the vulnerability of people living with dementia to abuses
of power can neither be fully identified nor properly addressed through a focus on the
distribution of welfare. An objection may be raised, however, to the way this analysis treats
welfare and subjective accounts of wellbeing as synonymous. Were the position of this group
to be, instead, appraised from an objective account of welfare, many of my concerns about
domination may be captured. Alternatively, these concerns might be possible to account for
through a focus on the way dementia affects a person’s opportunities.

Nevertheless, while such accounts may be successful in capturing concerns about
domination, their purportedly objective presumptions about human lives create an issue of their
own: the perpetuation of unjust stigma. In this section, I draw on Elizabeth Barnes’s ‘value-
neutral’ account of disability to make this case. In so doing, I suggest that, because they locate

the source of injustice in the condition itself, purely distributive accounts of justice do not

40 Rekha Nath, "Relational Egalitarianism," Philosophy Compass 15, no. 7 (2020), 4-6.
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possess the resources to fully diagnose the social injustices faced by people living with

dementia.

2.1  Dementia and Objective Approaches to Welfare
Consider the following distributive solution to the vulnerability of people living with dementia

to the power of others.

(D2) All people are entitled to a fair share of welfare. Relationships of domination objectively reduce a
person’s welfare. As dementia entails a vulnerability to such relationships, all people living with it are
badly off. Thus, if a person develops dementia, we ought to redistribute goods to compensate them for

this loss.

It is, again, unnecessary to consider every possible iteration of this distributive approach; as
with D1, there will be varying proposals for the optimally just distributive pattern, and the exact
composition of the bundle of goods that is thought to contribute to welfare will also vary. For
present purposes, all that is necessary to understand about such an account is its core
assumption: that dementia inherently reduces welfare.

As demonstrated in the last section, such analysis may conflict with subjective
testimony. Nevertheless, given the wide range of international studies suggesting that dementia

is the age-related condition most feared among the general population, some may think this
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41 Such a feeling may be strengthened by appealing to the core of the

dismissal appropriate.
condition: dementia involves a loss of cognitive abilities, meaning a person living with it may
be less likely to recognise threats to their welfare.

Consider, for instance, Maureen Barnett: a British woman living with advanced
vascular dementia, who was reported in 2016 to be experiencing a constant, joyous state of
present-focused appreciation. > While she would almost certainly report high levels of
wellbeing if asked and would even appear, from the outside, to be thoroughly enjoying her life,
there are elements of her situation which many of us would consider troubling for her. The fact
that she lives in a society in which freedom from abuses of power is not robustly guaranteed,
to take the analysis of the previous section as an example, would seem to bear on her (objective)
welfare significantly.

This capacity to recognise the injustice of domination on distributive terms is a strength

of D2. Note, too, that, unlike on D1, protecting people living with dementia from abuse through

social exclusion can be categorically ruled out on some versions of this view. After all, social
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inclusion is a very intuitive candidate for the bundle of goods which contribute to a person’s
welfare.

It is concerning, nevertheless, that such an approach seems to render it rational to
possess some problematic and dismissive attitudes towards people living with dementia. The
dismissal of reports of high wellbeing, for instance, involves invalidation of subjective
experience, while the justification for doing so involves disparagement of people living with
dementia as incompetent. Thus, adopting D2 might risk reinforcing the “malignant social
psychology” that Kitwood argues is so threatening to their wellbeing.*?

That people hold these attitudes then, cannot be considered unjust or problematic on
this account. It may, of course, justify compensating people living with dementia when these
attitudes are expressed, but by failing to challenge them and, worse, reinforcing them, a society
governed by D2 would be problematic in its own right. Thus, although D2 succeeds where D1
fails, it can only do so by threatening the subjective wellbeing of people living with dementia
and treating them disrespectfully, in the sense that compensations would be justified on the
grounds of perceived inferiority — a key criticism of distributive accounts of justice made by
foundational relational egalitarian theorist Elizabeth Anderson.** Such treatment is plausibly
understood as reflecting and reinforcing an unjust stigma: an intuition I will elaborate on in

section 2.3.

2.2 Dementia and Opportunities
This issue of dismissiveness arises because D2 can only capture the injustice of domination by
interpreting it as a problem of welfare. An alternative approach is to accept that some people

living with dementia have high standards of welfare but argue that they are wronged

43 Kitwood, "How Personhood is Undermined”,, 52-53.
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nonetheless by the way vulnerability to abuses of power threatens their opportunities. Such an

account might look something like this:

(D3) All people are entitled to a fair share of opportunities. Vulnerability to the power of others threatens
a person’s opportunities. As dementia leads to such a vulnerability, we ought to redistribute goods to

improve the opportunity sets of those who develop the condition or compensate them for the loss.

Note that D3’s solution to the dismissiveness problem does not lie in dispensing with the idea
of welfare entirely. Indeed, within the broad range of views about the distribution of
opportunities, there are theorists such as Richard Arneson who are committed to equalising
opportunity for welfare.*> Rather, it lies in the implied claim that, whatever their self-reported
levels of wellbeing, all people living with dementia have restricted opportunities and that
people like Maureen Barnett are merely /ucky that they have been able to navigate a narrow
path. As it seems fairly intuitive that domination restricts opportunities, in the sense that
dominating power can make them uncertain or out of reach, D3 also avoids the pitfalls of D1.
Nevertheless, it raises further issues.

Firstly, many people living with dementia are older adults and, as such, may have been
furnished with opportunities in their early lives, leaving some of them comparatively
advantaged.*® Bryden, for instance, had a successful career in public service before the onset
of her dementia, including advising the then Australian Prime Minister on science and
technology.*” This suggests that the injustice of domination may differ in severity depending
on the age and previous lives of the persons experiencing it. Worse a society governed by D3
might permit leaving someone like Bryden dominated, if the resources necessary to remove
this dominating power would lead younger persons without dementia to have fewer

opportunities than she enjoyed in her youth.

4 Richard J. Arneson, "Equality and Equal Opportunity for Welfare," Philosophical Studies 56, no. 1 (1989):
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More fundamentally, it is simply unclear that this proposed currency of social justice
has the same value to people living with dementia as it does to those without the condition.
After all, while welfare is something a person can experience, opportunities have a future-
oriented, conditional character. Given the lives of people living with dementia become
increasingly present-focused, *® it may not even be appropriate to state that they have
opportunities at all, at least not when their dementia is sufficiently advanced.

Of course, a defender of D3 might think this strengthens the account, by providing a
clear reason to think that all people living with dementia are disadvantaged. However, this too
seems to rely on the disparagement of people living with dementia as incompetent, as well as
another dismissive attitude identified by Kitwood: disempowerment through devaluation of the
capabilities they have.* After all, living with dementia features experiences that may be
difficult to access without it; as Bryden argues in defence of the value of a life lived with
dementia, “many of us seek earnestly for this sense of the present time, the sense of ‘now’, of
how to live each moment and treasure it as if it were the only experience to look at and wonder
at.”?

Given D3 must frame this transformation as a /oss rather than a difference to identify
all people living with dementia as disadvantaged, a society governed by it risks perpetuating
the same stigma identified in the previous section at the first stage (a concern I substantiate
further in the next section). Given it must then compensate on the basis of a perceived
inferiority, because it cannot justify distributing opportunities towards those for which they
bear decreasing value, it risks perpetuating stigma in its response. Thus, though it avoids some
of the pitfalls of D1 and D2, D3 cannot fully capture the character of nor successfully address

the injustices people living with dementia face.

*8 Hughes, How We Think About Dementia, 32.
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2.3 Disability, Difference, Stigma and Ways of Life

I have argued that the above views struggle to identify people living with dementia as
disadvantaged, without also assuming that dementia is something that inherently involves
losses. But some may be wondering why this matters. Indeed, some might strongly agree that
a person living with dementia is worse off simply because they have dementia, and that they
should be compensated for it.

While this is certainly a common belief, it is one that the advocacy group Alzheimer’s
Disease International (ADI) specifically identifies as stigmatising.’! Nevertheless, some may
disagree, maintaining that it is possible to recognise a health condition as bad for a person
without stigmatising them. Indeed, they might think we need to do so to justify allocating time
and resources to research treatments and cures.

However, this need not be the case. As argued by Barnes, in a society free of ableism,
cures for impairments amount only to mechanisms a person can use to make themselves
nondisabled, which any theorist who values self-determination ought to value.>? Understood
this wayi, it is bad that we do not have a choice over whether or not we live with dementia, but
the way of life this condition entails is merely a difference, not a loss. Central to this is Barnes’s
observation that disability, for many disabled people, is felt as something fundamental to their
identity: akin to sexuality or gender identity.>?

There may, of course, be some who are sceptical of this value-neutral view of

disability,>* or at least of its application to dementia. Indeed, although she does not preclude its

5! Alzheimer's Disease International, World Alzheimer Report: Attitudes to Dementia, (London: Alzheimer's
Disease International, 2019).
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extension, Barnes herself only applies her analysis to physical disability.*>> T have implied that
a life lived with dementia is something akin to, following Barnes, a life lived with homosexual
attraction: a merely different experience which is stigmatised when it is considered inherently
bad. Some, however, may feel dementia is more like cancer: an illness which most of us,
including Barnes, would think is inherently bad.>®

My response to this is, simply, that dementia is like both. A life with dementia is
different and, even in a world free of stigma, some people may experience it as something bad
for some of the same reasons Barnes thinks people with physical disabilities may experience
them as bad. First, they may regret losses reliably associated with the experience, labelled
“local losses” by Barnes, such as a shortened life span.>” Second, they might consider it a bad
thing that such a significant change to their identity occurred without their consent.>® Even in
a world free of homophobia, some people may experience a life lived with homosexual
attraction as something bad for several reasons. First, they might consider things related to
homosexuality as bad, such as the extra complexity involved in rearing children they are
genetically related to. Second, someone like Chris Birch, who claimed to have experienced a
change in sexual orientation after a stroke, might consider it a bad thing that a significant
change to their identity occurred without their consent.>® Recognising these possibilities,
however, does not require, for either, that these local losses equate to an inherently bad way of
life.

Though it may seem counterintuitive to some, the experience of living with cancer can
also be understood on these terms. Of course, it may still be true that some people, maybe even

a lot of people, experience it as something bad, but we can account for this without claiming
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that a life lived with cancer represents something inherently bad. First, they might consider
things related to the cancer, such as a shorter life span and chronic pain, bad. Second, they
might consider a profound change to their identity, caused by a drastically shortened life span,
to be a bad thing to have happened without their consent. Just as in the cases of dementia and
homosexuality, however, arguing that the overall experience of living with cancer is a loss,
rather than a difference, involves perpetuating some level of stigma. Indeed, this is
corroborated by literature on the experience of cancer patients, which identifies a stigma some
experience related to the idea that the condition has worsened their life or demands pity as an
appropriate response.®

This symmetry between health conditions and other differences is the essence of what
it means to hold a mere-difference view of disability. Little is lost (and much gained) by
expanding Barnes’s account to include cognitive disabilities and chronic health conditions.!
To the extent that people with these ways of life are disadvantaged, it is either because they
live in a society which does not accommodate their difference or because they have experienced
a non-consensual change to their social identity which they do not regard as authentic to them
(or both).

Nevertheless, it should not be taken from this that there is as little need to search for a
cure for cancer or dementia as there is for a mechanism to change sexuality. In our present
societies, cancer and dementia represent dramatic identity changes that near-exclusively occur

without consent, while there are only sparse, unverified anecdotes of the same thing happening
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with homosexuality.®> Moreover, those who advocate for conversion therapy or research into
mechanisms for changing sexual orientation, often do so for reasons that have little to do with
concern about non-consensual identity transformations. Such interventions have, instead,
historically been forced on people and justified through quasi-moral claims about the effect of
homosexuality on society, or spiritual arguments that cast it as a moral failing.%® Thus, even
though there is nothing inherently harmful about a mechanism to change sexuality, the
contingent harms associated with researching one in this society, as Barnes notes, may be far
higher.%*

Nevertheless, the comparison is instructive in the following sense: the increased
difficulty producing genetically related children would be best addressed through prioritising
research into fertility treatments, rather than research for a (mostly) unwanted mechanism to
change sexual orientation. Likewise, although there is greater demand for an identity shifting
mechanism, research on cancer or dementia should not focus on this exclusively, given more
could be done to address local losses like pain and reduced lifespan. Though many may find
this counterintuitive, it parallels an argument Barnes makes about physical disability, wherein
she notes the objections of people with muscular dystrophy to a relentless focus on finding a
cure.®

In a world without homophobia, a mechanism to change sexuality would merely

contribute to self-determination.®® In a world without ableism, mechanisms to treat dementia

62 This may turn on whether you consider the development of identity traits you are born with ‘consensual.’
Regardless, the key point of the case of Chris Birch is that he, allegedly, transformed from having a heterosexual
orientation to a homosexual orientation. A child growing up and coming to understand themselves as gay has
not gone through an equivalent transformation. Perhaps we might say the child transformed from a person
without an orientation to a person with one without their consent. If so, the urgency of finding a reversal
mechanism would depend on how many people, in a world free of stigma, would desire it.

83 Jack Drescher et al., "The Growing Regulation of Conversion Therapy,” Journal of Medical Regulation 102,
no. 2 (2016): 7-12.

% Barnes, The Minority Body, 162.

55 Ibid, 160-165.

% Intuitively it might seem like nobody would choose to use this mechanism at all. However, it is conceivably
possible to imagine people who are curious about what it is like to have a different orientation, or who, for some
reason, do not have access to sexual relationships with the sex that are attracted to.
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would do the same. Although our world features homophobia and ableism, neither the impetus
to develop these mechanisms nor the social effects advocating for them has are the same.
Nevertheless, lives lived with dementia are no more inherently bad than a life-lived with
homosexual attraction (or, to be resolutely clear, heterosexual attraction: a difference that
features local losses associated with a lack of access to experiences valued by others).

We do not, then, need to hold that a life lived with dementia represents a loss, to justify
providing and researching treatments. We need only hold that it would be better if people could
prevent or reverse radical identity shifts that occur without their consent. Shifting the focus
away from claims about what is universally good or bad for persons, to a focus on identity and
authenticity, helps to illustrate why representing disability as a loss is stigmatising.

People living with dementia, from this point of view, do not just share a medical
condition; they share a social identity and, as I shall elaborate further on in the next section, a
particular way of life. Addressing the injustices they face requires recognising how
unaccommodating social structures leave them vulnerable to domination and give rise to
stigmatising beliefs. Exclusive focus on the distribution of goods, at best, obscures the social
structures that produce these views and, at worst, reinforces them. While addressing this stigma

may have distributive implications,%” purely distributive accounts of justice do not suffice.

3. Dementia and Oppression
So far in this thesis, I have argued that people living with dementia are, in most if not all

societies, subject to domination, which cannot be addressed through distributive accounts of

87 This is something widely acknowledged by relational egalitarians, see:

Carina Fourie, Fabian Schuppert, and Ivo Wallimann-Helmer, "The Nature and Distinctiveness of Social
Equality: An Introduction," in Social Equality: On what it Means to be Equals, ed. Carina Fourie, Fabian
Schuppert, and Ivo Wallimann-Helmer (New York: Oxford University Press, 2015), 9.

Christian Schemmel, "Distributive and Relational Equality," Politics, Philosophy & Economics 11, no. 2 (2012),
123-148.

Gideon Elford, "Survey Article: Relational Equality and Distribution," Journal of Political Philosophy 25, no. 4
(2017), 80-99.
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justice without perpetuating stigma. At the core of this is a concern raised by Iris Marion
Young: that focusing excessively on individual disadvantage obscures the extent to which
injustices are produced by the interaction of social groups.®® After all, it is individual people
living with dementia who are wronged by exposure to abuses of power, but it is by their shared
possession of particular traits that they become vulnerable to stigma. For Young, it is at this
level of group interaction that distinctive relational injustices occur. Where social structures
leave certain groups persistently disadvantaged through social norms, habits, symbols and
assumptions, she argues, they are subject to oppression.*®

In this section, I argue that people living with dementia, at least in the Western world,
are subject to this set of injustices. Before engaging in this analysis, however, it is necessary to
demonstrate that they are rightly thought of as a social group in Youngian terms, that is: “a
collective of persons differentiated from at least one other group by cultural forms, practices,
or way of life”.”°

As I set out in the first section of this chapter, the vulnerability of people living with
dementia to power occurs because of three core features of the condition: dependency, decline
and parallel subjectivity. It is not unreasonable, I would suggest, to think that these interact in
a way that constitute a distinct way of life, despite overlaps with the experiences of older adults
and those with cognitive disabilities. After all, though they share the experience of dependency
with other people with cognitive disabilities, and the experience of parallel subjectivity with
those with similar symptoms, their experience of decline differentiates them from both of these
wider groups. Indeed, dementia is both statistically and culturally associated with older adults,

who share the experience of decline, to the extent that there remains a persistent myth that

8 Young, Justice and the Politics of Difference, 45-49.
% Tbid, 40-44.
70 Tbid, 43.
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dementia is a natural consequence of ageing,”! and even those with young-onset dementia come
to be treated as if they are aged.”

People living with dementia can, then, be understood as lying at the intersection of age
and cognitive disability. This is to say that people living with dementia are both cognitively
disabled and (at least treated as if they are) aged, and thus exposed to the injustices levelled at
those with both of these group markers. Moreover, just as a lesbian is not only exposed to
misogyny and homophobia, but distinctive injustices caused by the way these group markers
overlap, many of the group-based injustices experienced by people living with dementia have
a specific character.”

These injustices, as I have argued thus far, originate in social structures that fail to
accommodate their differences, not an inherent loss involved in developing the condition. In
this section, [ will use examples to demonstrate that these problematic beliefs, practices and
institutions are pervasive in Western societies, and create a barrier to the accommodation of
the differences members of this group possess. In fact, as I shall demonstrate, the oppression
they are subject to is particularly stark, given that they are subject to all five ‘faces’ that make

up Young’s definition of oppression.

3.1  Exploitation
Exploitation, in everyday language, is usually thought of as a matter of unfair transactions. As
a face of oppression, however, Young argues that exploitation involves unjust structures which

lead to processes which “transfer energies” from a subordinated group to a dominant group.”*

" Hughes, How We Think About Dementia, 39-42.

2 Tom Kitwood, "On Being a Person," in Dementia Reconsidered, Revisited, ed. Dawn Brooker (London: Open
University Press, 2019), 11.

3 For more detail on the concept of intersectionality, see:

Brittney Cooper,”’Intersectionality”, in The Oxford Handbook of Feminist Theory, ed. Lisa Disch and Mary
Hawkesworth (New York: Oxford University Press, 2015), 387-388.

" Young, Justice and the Politics of Difference, 50.
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Understood this way, persistent, structural exploitation maintains unjust, inegalitarian
relationships and is, thus, a form of oppression. People living with dementia are exposed to the
exploitation, in this structural sense, of aged and cognitively disabled people.

Given the relative wealth of older adults, it might seem strange to argue that they are
exploited by younger people. Aged people, as a group, require a greater degree of health and
social care intervention than other demographics, so receive a significant proportion of public
funds in most societies.” They are also, as a social group, relatively wealthy compared to
others. For example, although those aged 71-90 are worse off compared to those aged 51-70,
older people in the UK remain substantially better off as a group than those under 50.7¢ Thus,
some may reasonably hold that; even if health and social care come at an increased cost,”” they
ought to be able to cushion themselves from the drawbacks of greater demand for care.

In many societies, exploitation persists, however, through a warped manifestation of
the concept of intergenerational responsibility. A 2019 study of older adults in England, for
instance, identified family pressure over inheritance as a common limiting factor when
choosing care services.”® Perhaps unsurprisingly, then, there are an increasing number of
“forced transfer” cases being brought to court, in which a younger relative coerces an older
person with care needs into transferring assets.””

Likewise, a report on elder abuse in Northern Ireland and the Republic of Ireland found

that the belief that younger relatives were entitled to assets was widely shared, and that

5 Age UK, Briefing: Health and Care of Older People in England 2019, (Age UK, 2019),
https://www.ageuk.org.uk/globalassets/age-uk/documents/reports-and-publications/reports-and-briefings/health-
-wellbeing/age uk briefing state of health and care of older people july2019.pdf.

76 The Resolution Foundation, The Generation of Wealth, (Asset Accumulation Across and Within Cohorts,
2017), https://www.resolutionfoundation.org/app/uploads/2017/06/Wealth.pdf.

7 "Paying for Permanent Residential Care | Paying for a Care Home | Age UK," Age UK | The UK's Largest
Charity Working with Older People, last modified August 20, 2018, https://www.ageuk.org.uk/information-
advice/care/paying-for-care/paying-for-a-care-home/.

8 K. Baxter, E. Heavey, and Y. Birks, "Choice and Control in Social Care: Experiences of Older Self-funders in
England," Social Policy & Administration 54, no. 3 (2019).
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Intergenerational Relations," Families, Relationships and Societies 8, no. 1 (2019): 63-65.
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inheritance considerations were often used to justify neglect of care needs.®’ Similar findings
have also been found in Australia®! and the United States.®? Although the view that older
people have duties towards their younger relatives is not automatically exploitative, these
studies highlight a warped form: a belief that older people should leave as many of their assets
as possible behind for their younger relatives, and that any money spent for their own benefit,
even if it is to meet basic needs, is to be treated with suspicion.

This belief is so pervasive that it can also influence debates on public policy. For
instance, former UK Prime Minister Gordon Brown’s proposal to fund social care via a levy
on estates after death was the subject of outrage during the 2010 General Election campaign,
precisely because it would reduce the assets available for inheritance. Worse still, the proposal
was not even intended to improve social care, which is widely recognised to be underfunded
and suboptimal,®® but to stabilise the system as the ageing population creates increased
demand.®*

Labelling this phenomenon exploitation might be thought to be needlessly provocative.
Nevertheless, it falls well within Young’s definition, given the status gap between the two
social groups it helps to maintain.®> Any structural account of justice must recognise that,
whatever their relative wealth gap, a belief that younger people are automatically entitled to

the resources of their older relatives, even if this is at the expense of their own care needs, relies

80 Age Action Ireland, “A Total Indifference to our Dignity” Older People’s Understandings of Elder Abuse,
(Centre for Ageing Research and Development in Ireland, 2011),
https://pure.ulster.ac.uk/ws/portalfiles/portal/11257581/A_Total Indifference to our Dignity -
_Older_People%?27s_Understandings_of Elder Abuse.pdf

81 Dale Bagshaw et al., "Financial Abuse of Older People by Family Members: Views and Experiences of Older
Australians and their Family Members," Australian Social Work 66, no. 1 (2013): 86-93.

82 Donna J. Rabiner, Janet O'Keeffe, and David Brown, "A Conceptual Framework of Financial Exploitation of
Older Persons," Journal of Elder Abuse & Neglect 16, no. 2 (2005): 60.

8 In the following study, for instance, 91 out of 92 care homes reported some abuse or neglect: Claudia Cooper
et al., "Do Care Homes Deliver Person-centred Care? A Cross-sectional Survey of Staff-reported Abusive and
Positive Behaviours Towards Residents from the MARQUE (Managing Agitation and Raising Quality of Life)
English National Care Home Survey," PLOS ONE 13, no. 3 (2018).
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on and reinforces the idea that the lives of older adults are less worthy of consideration than
the young.

This is not intended as a broadside against the concept of inheritance; not every transfer
between the old and young is exploitative. However, when the expectation of inheritance takes
a perverse form and leads to a devaluing of the immediate care needs of older adults, an
exploitative structure is formed. Moreover, given the way the lives of people with cognitive
disabilities are devalued and stigmatised,® alongside the cultural association of age with
dementia, it is not unreasonable to suggest that cognitive ableism plays a motivating role in the
maintenance of this structure. In other words, it is likely that our cultural subordination of the
needs of older people to those of their young relatives is, in part, motivated by a dismissal of
the value of cognitively disabled lives. For those who do have cognitive disabilities, like people

living with dementia, this motivating factor becomes clearer and may be experienced more

sharply.

3.2 Marginalisation

Young herself identifies aged people as a group oppressed by marginalisation.®” Where such a
structure exists, she argues, the marginalised are expelled from useful participation in social
life and stripped of opportunities for social recognition.®® Although some older people are able
to maintain public profiles, such as the main candidates for the 2020 US Presidential Election,
in many societies Young’s insight still rings true. While total expulsion may be less usual, there
still remains a pervasive cultural norm that older people have little that is relevant to contribute

to mainstream social life.

8 Licia Carlson, "Philosophers of Intellectual Disability: A Taxonomy," in Cognitive Disability and its
Challenge to Moral Philosophy, ed. Eva F. Kittay and Licia Carlson (Chichester, UK: John Wiley & Sons,
2010), 317.
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As cathartic and amusing as it may be for frustrated millennials and members of
Generation Z, the propagation of the ‘ok boomer’ meme in recent years illustrates this bias.
Although the baby boomers are not the oldest generation and many younger people claim to be
acting in solidarity with the oldest old by castigating their children, the meme follows a familiar
ageist pattern; younger people dismiss their elders apparently simply because they are elders.
That this is usually adopted as a response to political, social and cultural contributions, however
frustrating or ill-informed they may appear, illustrates the continued marginalisation of older
adults.®

It ought also to be noted that, in many cases the mechanism of this exclusion is
cognitive; it proceeds from a belief that older people are out of touch and unable to process or
appreciate the modern world. This marginalisation of older people thus, again, seems to draw
on the erroneous belief that serious cognitive decline is a normal part of ageing, and operates
by subjecting older people to the marginalisation that people with cognitive disabilities already
face.”® Where these structures exist, then, people living with dementia face marginalisation on
two fronts; they are automatically excluded from social life because they are cognitively
disabled and if they try to contribute there is a deep suspicion and likelihood of dismissal

because they are aged (or, at least, are treated as if they are).

3.3 Powerlessness
While it overlaps with the domination I have already argued that people living with dementia
are exposed to, Young’s concept of oppression by powerlessness differs in significant ways.

To be structurally powerless is not just to be exposed to the power of others, but to occupy a

% Taylor Lorenz, "‘OK Boomer’ Marks the End of Friendly Generational Relations," The New York Times -
Breaking News, World News & Multimedia, last modified October 29, 2019,
https://www.nytimes.com/2019/10/29/style/ok-boomer.html.

0 For a detailed exploration of this, see:

Licia Carlson, The Faces of Intellectual Disability: Philosophical Reflections (Bloomington: Indiana University
Press, 2010).
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status which prevents the exercise of agency and control in the work environment, while
carrying less authority and respect in social settings,”! While people living with dementia,
generally speaking, are less likely to work and so, are not captured by this definition, this
merely suggests a need to expand it. In inadequate care settings, after all, they may have little
control over how that care is provided, and the status of being a beneficiary of care is often met

with disrespect. 2

The conditions in which people living with dementia act, thus, are
determined by others, and this status carries less authority and respect: an archetypal state of
powerlessness.

The primary thrust of this powerlessness may arise from the way cognitively disabled
people are often regarded as morally inferior and, thus, unsuited to any degree of authority or
control.” It may also be influenced by age, however, as, in many cultures, older people are
expected to become less technically adept, less suited to authority, and their words are expected
to carry less weight.** That people living with dementia are cognitively disabled and, thus, may

seem to conform to this expectation, would seem to make this powerless status particularly

acute.

3.4 Cultural Imperialism
Young argues that, “to experience cultural imperialism is to experience how the dominant
meanings of a society render the particular perspective of one’s own group invisible at the same

time as they stereotype one’s group and mark it out as the other.”> That aged people are victims

L' Young, Justice and the Politics of Difference, 56.

°2 Tom Shakespeare, "The Social Relations of Care," in Rethinking Social Policy, ed. Gail Lewis, Sharon
Gewirtz, and John Clarke (Thousand Oaks: SAGE, 2000),
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of this phenomenon can clearly be demonstrated through modern cultural representations, in
characters like Abe Simpson, in the US animated comedy The Simpsons.

Abe is presented as cantankerous, pitiful and hopelessly out of touch with modern
society. He also, predominantly, appears only for short gags at his expense, with few of the
more touching, sympathetic moments the rest of the family can experience. Granted, characters
in sitcoms are all stereotypes to some degree, but older characters like Abe Simpson are unique
in the sense that the things targeted for mockery more than anything else are their attempts to
fight against the idea that their lives have no value.

These stereotypes are of course not unique to Grampa Simpson. Martha Nussbaum has
written about similar issues in modern productions of King Lear,”® and much has been
published on the pervasiveness of these stereotypes in advertising and daytime television.”’
Indeed, what is particularly striking about this stereotype is how ubiquitous it is, given the
comparative absence of media which explores issues of age from the perspective of older
people.”® This is particularly problematic given that in Britain, for example, people over-65 are
the largest consumers of television.”

Note too that these tropes rely, in part, on the view that serious cognitive decline is a
normal part of ageing. In fact, there is some data which suggests older people experience
temporary cognitive dampening after being exposed to these stereotypes: such is the strength

and influence of this link.!%° Unsurprisingly, then, cognitively disabled people are subject to
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similarly demeaning stereotypes. Stevenson and his coauthors, for instance, describe how
fiction concerning people with cognitive disabilities tends to represent them either as children
or child-like, feeding into a cultural image of eternal innocence and vulnerability.!!

These two sets of stereotypes intersect for people living with dementia in an almost
paradoxical way, through the common stereotype of dementia as a ‘second-childhood’.!%? Thus
they come to be treated in a patronising and dismissive manner, which can clearly be traced
back to the reductive cultural stereotypes of both age and cognitive disability. Indeed, Bryden
recounts how these stereotypes led to her needing to begin her advocacy presentations by
showing the audience her latest brain scans, otherwise the legitimacy of her diagnosis would

be questioned.!?

3.5 Violence

Social groups are oppressed by violence, according to Young, when they are both subject to
instances of violence and live under the constant threat of it.!%* This can certainly be true of
both aged people and those with cognitive disabilities; for instance, crimes against older people
and disabled people form a significant chunk of reported hate crimes in the UK.!% Indeed, this
is particularly noticeable in the provision of care, where violence is widely acknowledged to
be pervasive, both between carers and the cared for, and between care home residents.!%

Although instances of violence against older people and those with cognitive

disabilities may be met with outrage, their persistence indicates a tangible effect of reductive
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stereotypes and cultural stigma. Of course, both these groups are less able to protect themselves
from violence, but when this is treated as a failure of kindness, rather than a failure of social
accommodation, we fail to acknowledge the way social structures enable it. There are, thus,
good reasons to think our dismissiveness and devaluing of both of these groups, as well as their
marginalisation from culture contributes to the violence they face.

In sum, there are many social structures and practices which oppress people living with
dementia and pervade Western societies. Those that I have raised here are intended to be
illustrative, not exhaustive. There may, thus, be further examples at the general level, or
specific examples that only pertain to a particular country. All I have sought to demonstrate
here is that, however they may manifest, the injustices people living with dementia face

originate in societal structures, not in the condition itself.

Conclusion
In this chapter, I have sought to diagnose and map the injustices faced by people living with
dementia. I have argued that these cannot be fully understood on, and indeed may be worsened
by, purely distributive accounts of justice. Instead, I have made the case that people living with
dementia are an oppressed social group, who are exposed to domination and stigma through a
lack of accommodation for their way of life. To attain social justice for them, then, we must
set aside the idea that dementia makes a person inherently worse off and engage in radical
reform of our social and political structures.

While this may be burdensome, it is not unique among the demands of egalitarian
justice. In recent years, new social movements have begun to influence public dialogue, by
popularising terms like structural racism, structural misogyny and group-based oppression. At

this point in the history of political challenges to structural injustice, it would be a profound
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error and, indeed, an injustice, to overlook people living with dementia as a group who are in

need of liberation too.
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Chapter 2

Severe Cognitive Disability and the
Relationship Between Moral and Social
Equality

“I believe there is a sense of what Martin Luther King described as ‘the degenerating

sense of nobodiness’ among many disabled people, especially those who are struggling

with mental, terminal or chronic illness, old age and dementia.”!

107 K ate Swaffer, What the Hell Happened to My Brain?: Living Beyond Dementia (London: Jessica Kingsley
Publishers, 2016), 190.
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Introduction

In the previous chapter, I argued that people living with dementia are an oppressed social group,
and that they face injustices when societies fail to accommodate their differences. This
argument relies on the assumption that members of this group are owed social equality: that
they are wronged when exposed to paradigm inequalities of power and status, such as
domination, oppression and stigma. There may be some, however, who object to this
assumption.

To use Ronald Dworkin’s well-known phrase, moral equality is usually taken to be the
“egalitarian plateau” on which theories of social justice (including theories of social equality)
are built.!%® If this is right, then people living with dementia must be our moral equals, in the
sense of possessing the same basic moral standing, if we are to have duties of social justice
towards them. Yet, there are a number of influential moral philosophers who hold that severe
cognitive disability, including advanced dementia, can strip a person of this status.!” If they
are right, then at least some members of this group would fall off of the egalitarian plateau and,
consequently, would not be entitled to social justice.

Defending my assumption that people living with dementia are owed social equality,
then, requires a disruption of this picture. This could be achieved by arguing that, either (i)
moral equality is not a prerequisite for social equality, or (ii) a/l people living with dementia,
however advanced their condition, are our moral equals. In section 1 of this chapter, I draw on
work in care ethics to set out an argument for claim (i) but raise three problems that cannot be
resolved without an account of moral equality: the inclusion, exclusion and justification

problems. In section 2, I consider various accounts of moral equality, and demonstrate that
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none can resolve the justification problem. Finally, in section 3, I adapt work from George Sher
to set out an alternative view of moral equality which can solve all three problems and underpin
claim (ii). I conclude that all people living with dementia are our moral equals because they
possess a unique subjectivity, and that they are entitled to social equality when situated within

a matrix of relationships that forms an ethical community.

1. Egalitarianism Without the Plateau

Even if moral equality were a prerequisite for social equality, few scholars would think it the
only prerequisite. After all, the social contract tradition, which, broadly speaking, assigns duties
of justice to all those covered by a hypothetical agreement on the terms of mutually
advantageous co-operation, remains influential in contemporary political philosophy.!'!° One
way of defending the assumption that al/l people living with dementia are entitled to social
equality, then, would be to remove moral equality from the list of prerequisites, while
maintaining social requirements of this kind.

The social contract tradition itself, however, may be unsuited to this purpose. Indeed,
both Eva Feder Kittay'!'and Martha Nussbaum'!? have criticised it for being incapable of
treating people with severe cognitive disabilities as full members of society. In this section
then, I will offer an alternative view on the origins of justice. Drawing on feminist care ethics,
I outline the idea of the non-voluntary, pre-political, ethical community: a matrix of

overlapping, affective, obligatory relationships within which al/ members are entitled to social
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equality. Though I defend the value of this approach, I identify three problems it faces which
cannot be resolved without an underpinning account of moral equality: the inclusion, exclusion

and justification problems. Thus, I conclude that the egalitarian plateau cannot be abandoned.

1.1 The Ethical Community

Kittay argues that the conception of the person implied by the social contract tradition is
profoundly misleading; we are not born as individuals who seek social relationships
voluntarily, but as dependent beings in social relationships with our primary caregivers, which
must be maintained if we are to survive at all.!!* In feminist care ethics, these deep, affective,
meaning-making bonds are thoughts to generate moral obligations through their intrinsic value,
which precedes and would exist in the absence of institutional structures.!!* The caregivers of
a person with a severe cognitive disability, on this view, have moral obligations towards that
person because they are situated in such a relationship.

That these obligatory relationships can underpin duties of social justice, however,
requires more argument. McMahan has challenged Kittay on this point, arguing that it is
unclear how the existence of these obligations on primary caregivers can entail that others also
owe duties to the recipient of care.!'> Of course, caregivers have duties to those who depend
on them, but these cannot be generalised so that all members of society owe them justice: at
least not without a further argument. Indeed, some care ethicists, such as Nel Noddings, who
view care and justice as separate, often contradictory moral frameworks, might be inclined to

agree with this. !¢

13 Kittay, Love’s Labor, 60-64.

114 Virginia Held, The Ethics of Care: Personal, Political, and Global (Oxford: Oxford University Press, 2006),
10-16.

115 Eva F. Kittay, "The Personal is Philosophical Is Political: A Philosopher and Mother of a Cognitively
Disabled Person Sends Notes From the Battlefield," in Cognitive Disability and its Challenge to Moral
Philosophy, ed. Licia Carlson and Eva F. Kittay (Chichester, UK: John Wiley & Sons, 2010), 410.

116 Nel Noddings, Caring: A Feminine Approach to Ethics & Moral Education (Oakland: University of
California Press, 2003), 1-6.
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Yet, as Kittay responds, if duties of justice are owed to a caregiver, these may well
involve just treatment of the people they care for.!!” The way their charge is treated, after all,
may bear significantly on the social status of the caregiver and their ability to meet their needs.
The affective bond between a dependent and their caregiver is, on this view, embedded within
a wider matrix of obligatory relationships, which can be understood as something akin to a
family.!1®

To understand this, consider three children raised by the same caregivers. They have
affective, meaning-making, obligation-generating bonds with their caregivers, but it also seems
quite natural to think they have these bonds with each other. If those siblings then become
parents, their special obligations will come to include supporting one another (or, at least,
refraining from obstructing one another) in meeting the needs of their dependents. These
siblings might then form friendships from shared experiences which carry a similar, mutually
affective character, or they may, as Kittay notes, develop practices with others so that they can
transfer their caring duties when they cannot meet them.!!”

What this demonstrates is that non-voluntary, obligatory relationships are usually
overlapping and interconnected. If we accept the idea that such relationships, through which
needs are met that are necessary for survival, generate moral obligations, then this sprawling
web of interrelated duties begins to resemble a pre-political form of society. On this view, even
in the absence of institutions, there are special obligations that people embedded within it owe
to one another, that have their basis in the duties of care owed to dependents.

These obligations, which entail a sense of togetherness and common endeavour, play
an important role in David Miller’s defence of liberal nationalism.!?° Political institutions, on

this view, do not create duties of justice. Rather, members of the pre-political society, which,

7 Kittay, “The Personal is Philosophical is Political”, 411.

118 Kittay, “At the Margins of Moral Personhood,” 111.

119 Ibid.

120 David Miller, "In Defence of Nationality," Journal of Applied Philosophy 10, no. 1 (1993), 7-9.
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to paraphrase Miller, we can term the ethical community, create and uphold political institutions
so that they can better meet the associative obligations they owe to one another.!?!

Although Miller envisages this community as coextensive with the nation, it need not
necessarily be so; the reach of affective bonds across borders is a perceptible feature of our
globalised world. Regardless, however large this community is, it provides us with clear
conditions for an inclusive account of the origins of justice. From this perspective, justice
demands that all members of the ethical community are treated as social equals, and that our
political and social institutions be organised to better achieve that aim.!?? As the severity of a
person’s cognitive disability has no bearing on this status, all people living with dementia,

within a given ethical community, have a claim to social justice.

1.2 The Inclusion Problem

The idea of the ethical community tells us that we have pre-political obligations of justice that
extend from our duties towards dependents with whom we share affective relationships. What
qualifies a relationship as such, however, is not immediately clear. The plants in a green house,
for instance, are dependent on a gardener to create the conditions in which they can grow.
Without temperature control, watering and attentiveness to removing pests from a particular
other, these plants will not survive. If the gardener feels a strong sense of affection towards
these plants, he might believe others owe them duties of justice on the ethical community

account.

121 David Miller, On Nationality (Oxford: Clarendon Press, 1995), 41-43.

122 Other scholars, such as Seth Lazar [see: Seth Lazar, "A Liberal Defence of (Some) Duties to Compatriots,"
Journal of Applied Philosophy 27, no. 3 (2010): 246-257] and Andrew Mason [see: Andrew Mason, "Special
Obligations to Compatriots," Ethics 107, no. 3 (1997): 427-447], have defended similar accounts of the status of
associative obligations. Such a view tracks common sense morality, but there may be some who are doubtful
that this intuition can be justified. As I have implied here, I consider the focus on universal dependency and the
need for care in feminist care ethics the most persuasive justification of this approach. Nevertheless, even this
relies on an implicit axiological claim about the value of the survival of the human species. Consequently, those
unpersuaded that there is anything valuable about our continued existence (or the value of care relationships to
ensuring it), are likely to remain unconvinced.
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The idea of plant dependency might seem glib, but this ambiguity also creates a problem
for the resolution of real-world disputes. Consider, for instance, these slogans from the anti-
abortion organisation Students for Life: “Women’s Rights Begin in the Womb”, “Black
Preborn Lives Matter,” “A Person is a Person, No Matter How Small.”'?* It would be a mistake
to view these merely as claims about the moral status of a foetus. These slogans explicitly
invoke other social movements, so it is highly likely that some anti-abortion activists would
think that relationships with foetuses, at any stage of development, generate the kind of special
obligations that typify the ethical community.

Consider, also, the status of non-human animals. While the ethical community likely
excludes the vast majority of animals who live in the wild and cannot be said to be part of our
society, some share the social world with us. Indeed, Sue Donaldson and Will Kymlicka argue
that domesticated animals ought to be treated as our co-citizens, due to the way they are
integrated into our societies through labour, companionship and other social practices.!**
Consequently, it is also highly likely that pet owners, vegetarians or others with similar
concerns would argue that non-human animals qualify as members of the ethical community.

These are fierce disputes that exist within our societies today; there are people who
think it is obvious that foetuses are owed duties of justice, while it is absurd to think we owe
them to animals (and vice-versa). These conflicts can only be resolved by specifying the
relevant kind of affective dependency relationship further, which requires us to consider the
kind of attributes a being must have to be able to be situated in it—i.e., to be a bona fide member
of the ethical community. As this implicitly creates a division between those beings who matter
equally and those who do not, adjudicating over these claims requires an account of moral

equality.

123 Students for Life, "Good Pro-Life Sign Slogans," Students for Life, last modified May 5, 2020,
https://studentsforlife.org/good-pro-life-sign-slogans/.

124 Sue Donaldson and Will Kymlicka, Zoopolis: A Political Theory of Animal Rights (New York: Oxford
University Press, 2011), 8-15.
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1.3 The Exclusion Problem

As well as being potentially too inclusive, the ethical community account sans moral equality
may also be too exclusionary, because it cannot tell us how we should treat outsiders. Indeed,
it may imply that we have no moral obligations to those outside at all. The dangers of this are
pretty clear if we think the ethical community is coextensive with the nation. After all, if we
have no concept of moral equality, then we have no reason to believe that the lives of those
outside of our nation are valuable or worth moral consideration. This opens up the possibility
that one could claim to be a relational egalitarian while also believing that it is acceptable to
kill, dominate or otherwise harm those outside of the nation-state—a kind of virulent,
imperialist nationalism that Miller rightly argues is indefensible.!?

Note too that the dangers remain present in a more cosmopolitan approach. Consider,
for instance, the significant number of ‘uncontacted peoples’ who live without sustained
contact with any other groups of humans.!?® Due to their isolation, members of these groups
are highly unlikely to share the relevant bonds with anybody in the rest of the world.
Consequently, they cannot be said to be embedded within the ethical community, which leads
to the uncomfortable conclusion that, even if we adopt an internationalist approach, we have
no stringent moral obligations towards them at all.

Without an account of moral equality, there are no resources within the ethical
community account to specify duties to outsiders. Thus, they are at best uncertain and, at worst,
non-existent. This bullet could, of course, be bitten, but it may lead to some distressing
implications. For instance, it implies a retrospective justification for imperialism, in the sense
that citizens of European nations, who were not embedded in a matrix of affective relationships

with the peoples of the rest of the world, would have had no moral obligations to refrain from

125 David Miller, On Nationality, 15.
126 Libby Gerstner, "The Right to Be Left Alone? Protecting “Uncontacted” Tribes of India and Brazil," Tulane
Journal of International and Comparative Law 28, no. 1 (2019): 80-85.

52



colonisation. To avoid such implications, the account must solve the exclusion problem. It can
only do so by appeal to some morally pertinent property which insiders share with outsiders:

an account of moral equality.

1.4 The Justification Problem

Any conception of justice derived from the ethical community, if unmoored from moral
equality, faces the same problems of inclusion and exclusion. In addition, there is a third
problem which changes depending on the account of justice. The relational egalitarian version
of this problem is as follows. The idea that we have obligations which arise from embeddedness
in affective relationships is plausible — attractive even — but there is nothing inherent in the idea
that suggests that these are obligations of equality. Indeed, if the smallest unit of the ethical
community is the relationship between a dependent and a caregiver, then this account might
just as easily entail a strongly hierarchical, paternalistic view of justice.

Note that it is not enough to say each person is an equal member of the community.
Certainly, equal membership tells us that we are all equally entitled to justice, but this could
easily be interpreted in a way that is incompatible with relational egalitarianism. For instance,
a strongly hierarchical society based on prescriptive ideas about the role members of particular
classes ought to play could claim to be treating them all as equal members, in the sense that
they are all equally important to maintaining the social structure and, thus, are equally able to
find fulfilment and purpose.

Of course, most relational egalitarians would think that such a structure is exploitative,
domineering and marginalising, but there is no obvious way to reach that conclusion solely
from the idea of equal membership. In part, this is because it is entirely possible that beings
could be equal members of the community while possessing a different moral worth. More

significantly, though, because the relationships cannot be specified further without an account
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of moral equality, it is unclear that they can generate specifically egalitarian duties of justice.
There must be something substantive that is violated, mistreated or disrespected when
inegalitarian relationships are established to label them unjust. Without an account of moral
equality, however, this case cannot be made within the ethical community account of the
origins of justice.

In sum, the ethical community approach faces intractable problems of inclusion,
exclusion, and justification without a corresponding account of moral equality. Nevertheless,
its inclusiveness of people with severe cognitive disabilities, in comparison to the social
contract account, is valuable. That it cannot justify abandoning the egalitarian plateau, then, is
no reason to jettison it. Thus, the remainder of this chapter is dedicated to identifying an
inclusive account of moral equality, which can underpin the ethical community approach to the

origins of relational egalitarian justice.

2. Prominent Accounts of Moral Equality and the Justification Problem

In this section, I will consider several prominent accounts of moral equality. While all provide
clear enough answers to the inclusion and exclusion problems, they all fail to support a
relational egalitarian approach to justice. I will, thus, argue that relational egalitarians must
abandon them. By identifying their failures, however, I will ascertain desiderata for an

inclusive account of moral equality which can solve all three problems.

2.1  Rational Agents
Moral equality by rational agency offers very clear answers to the inclusion and exclusion
problems. Regarding inclusion, the ethical community would exclude all those who do not

possess rational agency from the scope of justice. Regarding the exclusion problem, all rational
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agents would be viewed as morally equal, which means that those outside of the ethical
community would be entitled to basic moral consideration.

Evidently, the rational agency account of moral equality excludes people with severe
cognitive disabilities. Nevertheless, it is a widely held view among relational egalitarians.
Fabian Schuppert, for example, argues that a relational egalitarian theory of justice should
“refer to a set, or rather various sets, of social relations which allow each and every person to
exercise their capacity for rational agency freely and autonomously.”!?” Likewise, Stefan

Gosepath argues that respecting the moral equality of rational agents!?

rules out arbitrary
treatment, condemning all forms of oppression to which relational egalitarians are opposed.'?’

Rational agency seems to give a particularly useful and comprehensive answer to the
justification problem. It is fairly straightforward, after all, to ground the claim that relationships
of domination and oppression wrong rational agents: by, as Iris Marion Young holds,

restraining the development and exercise of a person’s capacities, 13

and, as Christian
Schemmel argues, damaging their sense of themselves as a “free and effective agent.”'*! As all
rational agents have the requisite cognitive capacities to understand their relationships and the
effects they have on each other’s agency, it is fairly intuitive to think that they generate duties
of non-domination and non-oppression.

However, while this account is adequately substantive, it falls at the hurdle of the

justification problem, because it is far from clear that those who are rational agents are equally

127 Fabian Schuppert, Freedom, Recognition and Non-Domination: A Republican Theory of (Global) Justice
(Berlin: Springer, 2013), 8.

128 Stefan Gosepath, "On the (Re)Construction and Basic concepts of the Morality of Equal Respect," in Do All
Persons Have Equal Moral Worth?: On 'Basic Equality’ and Equal Respect and Concern, ed. Uwe Steinhoff
(New York: Oxford University Press, USA, 2015), 131.

129 Stefan Gosepath, "The Principles and the Presumption of Equality," in Social Equality: On What it had to be
Equals, ed. Carina Fourie, Fabian Schuppert, and Ivo Wallimann-Helmer (New York: Oxford University Press,
2015), 172.

139 Iris M. Young, Justice and the Politics of Difference (Princeton: Princeton University Press, 1990), 37.

131 Christian Schemmel, "Why Relational Egalitarians Should Care About Distributions," Social Theory and
Practice 37, no. 3 (2011): 366.
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s50.13% Consider, for instance, how we might compare goal-oriented, successful scientists with
reactive, impulsive artists and musicians. While not necessarily more intelligent, the former
group are likely to exhibit traits associated with rationality such as reflectiveness, cautiousness
or objectivity at a higher level. The latter, while not incapable of exhibiting these traits, are
likely to do so to a lesser degree and, instead, exhibit traits like creativity or emotional
intuitiveness.

To reach the conclusion that members of both groups are equally rational agents, as
noted by Sher, a particular threshold must be placed upon the scale of rational agency, after
which differences between people in this property are morally irrelevant.!3 The problem for
these kinds of views, which has been identified by Richard Arneson, is that it seems entirely
arbitrary that large variances above the threshold are irrelevant to moral status, while small
variances across the threshold matter a great deal.!3* After all, P1, who has the lowest possible
capacity for rational agency over the threshold, would share the same moral status with P2,
who has the highest measurable capacity for rational agency. In contrast, P3, who has the
highest possible capacity for rational agency under the threshold, would have a lower moral
status than both P1 and P2 even though the difference between P2 and P3 is much smaller than
the difference between P1 and P2.!%

Despite this seemingly devastating objection to the idea that moral equality ought to be
based on our rational agency, there have been a few attempts to salvage it. John Rawls’s
concept of a range-property is one such attempt. On this view, as long as the level at which

people hold this scalar property lies within a particular range, they are moral equals, as they

132 Here I follow George Sher’s helpful reconstruction of how the debate over rational agency and moral
equality has unfolded; see: George Sher, "Why We are Moral Equals," in Do All Persons Have Equal Moral
Worth?: On 'Basic Equality' and Equal Respect and Concern, ed. Uwe Steinhoff (New York: Oxford University
Press, USA, 2015), 17-129.

133 Sher, “Why We are Moral Equals”, 19.

134 Richard Arneson, "What, if Anything, Renders all Humans Morally Equal?," in Singer and His Critics, ed.
Dale Jamieson (Hoboken: Wiley-Blackwell, 1999), 110

135 Sher, “Why We are Moral Equals”, 17-19.
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are all equally within it.!3¢ As Tan Carter notes, however, there is no reason offered by Rawls
for ignoring variation within the range nor for focusing on this range property over the scalar
property it supervenes on.'*” Absent an independent argument, appealing to this range property
appears like a convenient way to include all the people we like to think of as valuable in our
notion of moral equality.

Carter himself tries to provide such an argument, contending that it is a requirement of
human dignity that we take no account of empirical differences above a certain threshold: a
concept he calls opacity respect.'*® However, as argued by George Sher, this is more plausibly
read as an approach to social or political equality than as an approach to moral equality. Carter
is telling us how we should relate to people once they reach a relevant threshold at which
opacity respect is required to respect their human dignity. Presumably, however, not all beings
are owed human dignity, which makes this property the real basis of moral equality in Carter’s
approach. Consequently, opacity respect offers no defence for the rational agency account of
moral equality.'*®

Aside from being counter-intuitive to those of us who believe people with severe
cognitive disabilities ought to be treated as social equals, then, moral equality by rational
agency fails to solve the justification problem: because it is based on a property that is not
equally shared. Consequently, even those unmoved by the claim that people with severe
cognitive disabilities ought to be treated as social equals must concede that moral equality by

rational agency is unsuitable for grounding the relational egalitarian conception of justice.

136 John Rawls, 4 Theory of Justice (Cambridge: Harvard University Press, 1999), 444,
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2.2 Human Beings

Carter’s appeal to human dignity prompts consideration of another widely held view: that
humanity itself is the right grounding of our moral equality. Such a view certainly does well at
solving the exclusion problem. From this point of view, any human outside of the ethical
community is a moral equal and due moral consideration. Further, at first blush, it seems to
offer a clear answer to the inclusion problem: only humans can share the kind of relationships
that generate obligations of justice, because these relationships are distinctly human. And it
also seems to answer the justification problem: the type of relationships humans have with one
another bear on the capacity to live a live worthy of human dignity.

Yet, this resolution is less clear than it appears, given that the category ‘human being’
and the concept of ‘human dignity’ are subjects of dispute. To illustrate this, consider
Nussbaum’s capabilities approach. She argues that all humans require effective access to a list
of central capabilities, derived from a conception of human dignity grounded on an Aristotelian
emphasis on social relationships and a Marxian emphasis on needs.'* However intuitive this
may be, it is notable that she has conceded in co-authorship with Rosalind Dixon that human
foetuses are included on this account.!*!

Now, as Nussbaum and Dixon argue, a rights-balancing argument could nevertheless
justify abortion even with these claims in place.!*? However, while rights-balancing may be
able to ensure that no specific person is morally required to carry any foetus in all

circumstances, it cannot remove the equal moral status of the foetus, at any stage of

development, if our moral equality is grounded on our humanity. Thus, in a near-future in

140 Martha C Nussbaum, Frontiers of Justice, 74-81.
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Constitutionalism: Global Perspectives, ed. Beverley Baines, Daphne Barak-Erez, and Tsvi Kahana
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which ectogenesis is possible, abortion would likely need to be banned, because justice would
demand all foetuses a right to develop in artificial wombs.!'#?

One way around this is to argue, as Elselijn Kingma does, that a foetus ought not to be
considered a being in its own right but, rather, a part of the parent hosting it.'** So understood,
a foetus would not be a moral equal, because a foetus is simply a body part and will not be a
human being in its own right unless it is born. Such an approach may be able to exclude the
foetus from the ethical community in a large number of cases,'* but this raises another question
about the moral status of the huge number of embryos discarded in the process of in-vitro
fertilisation (IVF).!4¢ These, after all, carry human DNA, can be said to be alive and are not a
part of any other being. While full ectogenesis is not currently possible, if these embryos are
human beings and, as such, moral equals with, when embedded in the relevant relationships, a
claim to social equality, then justice might demand some kind of social structure which
connects those intending to have children with them. An argument might even be made that
producing new embryos rather than implanting those leftover from IVF represents some kind
of systematic oppression or marginalisation.

Of course, a counter-intuitive answer to the inclusion problem is not a failure to answer
it. Nevertheless, many relational egalitarians would be uncomfortable with this conclusion, and
seek to dispute the inclusion of foetuses and especially embryos within the definition of ‘human
being.” This, however, is precisely the point; either to be a human being merely means to exist
in a body comprised of human DNA or it means something more specific which is the subject

of dispute. If the former, the equal moral status of foetuses and embryos (perhaps even

143 In fact, arguments of this kind are already being made; see: Bruce P. Blackshaw and Daniel Rodger,
"Ectogenesis and the Case Against the Right to the Death of the Foetus," Bioethics 33, no. 1 (2019): 76-81.
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in Four Nations," Bioethics 16, no. 3 (2002).

146 M. Simopoulou et al., "Discarding IVF Embryos: Reporting on Global Practices," Journal of Assisted
Reproduction and Genetics 36, no. 12 (2019): 2447-2457.
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gametes!) must be accepted, if the latter, the account does not have the resources to adjudicate
over this dispute.

Even were a resolution to be found, however, this account of moral equality falls at the
hurdle of justification. Admittedly, Nussbaum’s particular view on human dignity does have
some of the resources to uphold a relational egalitarian account of justice. All humans are equal
and are equally entitled to effective access to the central capabilities. Inegalitarian relationships
that restrain this access are unjust. Indeed, Elizabeth Anderson makes use of Amartya Sen’s
version of the capabilities approach in her foundational contribution to this view.'*” A key
problem, however, is that it is far from clear that the properties of sociability and deep need
that underpin this list are defining features of human beings.

To illustrate this, consider once more the rational agency view of moral equality. Some
might take the Kantian view that rational agency is the defining feature of humanity but, as the
case of severe cognitive disabilities shows, not all humans possess it. Moreover, it is
conceivably possible that intelligent aliens or genetically modified non-human animals could
come to possess it. Therefore, moral equality by rational agency is not coextensive with moral
equality by humanity, because not all humans are rational agents and not all rational agents
(that could ever exist) are humans.!4®

Likewise, Nussbaum’s account of human dignity is vulnerable to a similar objection:
humans are not the only beings with deep needs, nor the only beings that form societies. Deep
need and social relationships, then, also cannot be the defining feature of human beings. In fact,
as Donaldson and Kymlicka note, our ‘human’ society contains several needy domesticated
animals with whom we share relationships.'*® Consequently, just as the rational agency view,

in principle, ought to consider highly cognitively developed non-human animals as moral

147 Elizabeth S. Anderson, "What is the Point of Equality?," Ethics 109, no. 2 (1999): 316-318.
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equals, so too ought the Nussbaumian conception to include all beings which have such needs
and build such relationships. If not, it is vulnerable to the charge of arbitrariness, as there is no
principled reason offered for thinking of human needs and sociability as morally distinctive.
How might Nussbaum reply? Perhaps the capabilities approach could, instead, be
understood as specifying what is necessary for human beings to fulfil their needs and socialise
in a distinctively human way.'*° However, this would not justify treating humans as morally
superior to non-human animals on its own, because there is no clear reason for thinking human
ways of meeting needs and socialising are morally superior. Besides, what constitutes a
distinctly human way of life is hugely debatable. A strongly hierarchical society, for instance,
could justify its structure by arguing that fulfilling a place in a status hierarchy is a distinctively
human way of living and, therefore, constitutive of human dignity. They might even appeal to
the fact that most human societies in history appear to have been hierarchical to justify this.
The substantive criteria that underpin our moral equality must be able to rule out such
a structure, but the resources necessary to do so are not present in the idea of moral equality by
human dignity. Given this, it cannot solve the justification problem and, as such, is unsuitable

for grounding the relational egalitarian approach to justice.

2.3 Needs and Being Some Mother’s Child

Although the characteristics underpinning Nussbaum’s conception of the person cannot be
arbitrarily limited to human beings, they may not need to be abandoned. Perhaps, in a parallel
move to the rational agency approach, moral equality could be grounded on the possession of
deep needs that require social relationships to be met, regardless of our species. Such a
conception would certainly offer clear answers to the inclusion and exclusion problems,

although they would likely seem highly unintuitive to many.

150 Indeed, she does claim that the capabilities list is species-specific; Nussbaum, Frontiers of Justice, 325-333.
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On the inclusion front, this conception would still struggle to justify excluding foetuses
and IVF-curated embryos from the scope of relational equality. On the exclusion front, it would
seem to require us to extend moral consideration beyond human beings outside of the ethical
community, to encompass a large number of wild, non-human animals, all of whom are social
and have deep needs. Again, an unintuitive answer is not a failure to answer, so a relational
egalitarian might adopt it despite its revolutionary implications. Even if accepted, however,
this account would fall at the hurdle of justification.

To see why, recall that the special class of human beings (and their hypothetical alien
companions) who possess rational agency do not possess it equally; for this reason, moral
equality by rational agency is implausible. Likewise, the much wider class of beings who
require social relationships to meet deep needs also do not possess this property equally. People
with severe cognitive disabilities, evidently, possess far greater needs than nondisabled humans
and they are evidently far more dependent on social relationships to meet them. Outside of
humanity (as this conception must go), the needs of solitary hunting mammals like
domesticated cats are far fewer and they are far less dependent on others to meet them. Thus,
just like rational agency, the possession of deep needs which must be met through social
relationships is a scalar property and, therefore, unsuitable for grounding our moral equality.

Many, of course, would not even make it to the justification problem before rejecting
this view; the inclusion of a vast number of nonhuman animals, alongside foetuses and
discarded embryos, would be enough to render it entirely unattractive. There is, however, a
more nuanced needs-based account of moral equality which has more intuitive boundaries and
avoids the problems that plague scalar properties. On this account, we may all be differently

needy, but no human can survive to adulthood without having been cared for by other humans.
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This account, offered by Kittay, holds that we are all moral equals because we are all “some
mother’s child.”!3!

This conception fares very well at the exclusion problem; all humans, whether a part of
the ethical community or not, are equally some mother’s child and, thus, worthy of basic moral
consideration. Wild animals, however, can survive without ever having been cared for by
humans, so they are not automatically part of our ethical community.!>? On the inclusion front,
all humans and, potentially, domesticated animals are our moral equals. Whether or not
foetuses count as some mother’s child may be slightly more complicated, but it could be argued
that the ability of embryos to survive is dependent on biological processes, rather than care and
nurturing. Regarding domesticated animals, there may be room for debate, because they, by
definition, are dependent on humans to survive. Wherever the boundaries land, however, some
mother’s child is certainly less expansive than moral equality by relationship-dependent needs
in isolation.

Nevertheless, this account still fails at justifying the relational egalitarian approach to
justice: not because it is a scalar property but because it is far from clear how relationships of
domination and oppression disrespect this equally shared status. Perhaps, one could argue that
such treatment disrespects the time and effort parents dedicate to raising their child but, of
course, not all parents expend equal amounts of energy, so it is unclear how this can ground a
claim to egalitarian treatment. Alternatively, one might argue that such relationships endanger
the relationship between mother and child, but this might raise the uncomfortable prospect of

the moral permissibility of dominating persons whose mothers are deceased.

151 Bva F. Kittay, Love's Labor: Essays on Women, Equality, and Dependency (London: Routledge Press, 1999),
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This claim should not be misunderstood; it is certainly possible that some conception
of justice could be grounded on moral equality by being some mother’s child. Social structures
which actively degrade and treat particular people with contempt could be said to be
disrespecting the fact that we all, equally, are beings who were once, or currently are, dependent
on care and nurturing to develop. It is unlikely, however, that this can be extended to a
prohibition on all relationships of oppression and domination.

Consider, for instance, a society in which all women have internalised patriarchal views
on the appropriate roles they should play in society. Women are not only discouraged from
earning independent incomes and being involved in decision-making but are legally prohibited
from doing so. Despite this, they are treated lovingly and attentively by the men that dominate
them and the social order is justified via a warped (but widely accepted) view of how best
women flourish. Such treatment would be perfectly compatible with respect for the fact that
we are all some mother’s child, but it appears dominating and oppressive on a standard
relational egalitarian analysis.

Thus, while moral equality by the status of being some mother’s child can justify claims
that certain kinds of harmful treatment are wrongful, it is not suitable for underpinning the
relational egalitarian conception of justice as usually understood. After all, this is a distinctive
view about how the quality of societal relationships, and the mere requirement that these
relationships be caring or respectful of care fails to rule out social structures with these kinds
of fixed, widely-held views of flourishing

In sum, rational agency, human dignity and being some mother’s child are unsuitable
candidates for accompanying an ethical community approach to relational egalitarian justice.
Although all can offer clear answers to the inclusion and exclusion problems, all fail to solve
the justification problem. Nevertheless, two key desiderata can be derived from the preceding

discussion. Firstly, the property by which we are to be thought of as moral equals cannot be
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scalar. In other words, it must be a property which, when possessed, is possessed equally.
Secondly, it must be substantive, in the sense that respect for it straightforwardly entails a

prohibition on paradigmatic inegalitarian relationships

3. Unique Subjects in Affective Bonds

In this chapter thus far, I have defended an ethical community account of the origins of justice,
but have argued that a corresponding account of moral equality is required to determine its
membership. Having rejected several prominent accounts of moral equality, in this final section
I will set out an alternative. This view, which holds that we are moral equals in virtue of our
unique subjectivities, is adapted from work by George Sher. However, following criticism from
Stan Husi, I reject certain criteria that underpin Sher’s view, arguing instead that all subjects
are moral equals, not just those that pursue aims. I then demonstrate how this account can

effectively underpin the relational egalitarian approach to justice.

3.1 Subjectivity and the Justification Problem
Sher also rejects the theory of moral equality by rational agency. In its place, he seeks to defend
his own account, inspired by Bernard Williams’s claim that it is morally significant that

different beings occupy their own epistemic viewpoints.!?

Our experiences of the world are
unique, in the sense that no other being views and interacts with the world exactly as we do.
They are also epistemically isolated, in the sense that we can never fully explain to others what

it is like to be us.!** This property is perhaps best explained by Thomas Nagel; a being has it if

there is something it is like to be that being.!>

153 Bernard Williams, "The Idea of Equality," in Philosophy, Politics, and Society: Second Series, ed. Peter
Laslett and Walter G. Runciman (New York: Barnes and Noble, 1962), 117.

154 Sher, Why We are Moral Equals, 20-25.

155 Thomas Nagel, "What Is It Like to Be a Bat?," The Philosophical Review 83, no. 4 (1974): 437-438.
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To be clear, though it is a necessary condition of subjectivity, this is quite distinct from
the idea of moral equality by consciousness. There are those, for instance, that believe plants
are conscious (at least in a very limited sense of the term), because they appear to exhibit
intelligent behaviour like learning and processing complex information.!® It is highly unlikely
that plants are subjects, however, because their internal structures are too decentralised to
possess an internal centre of phenomenological experience.!>” Unlike consciousness, which we
can arguably have more or less of, subjectivity is binary; a being either has a unique viewpoint
on the world arising from a flow of consciousness, or it does not. Thus, it meets the first
desideratum for solving the justification problem: all who possess it, possess it equally.

Without further specification, however, it may not be substantive enough to meet the
second desideratum: that it be the kind of property that triggers relational-egalitarian concern
for its possessors. Now, respecting our possession of unique subjectivities might be able to
ground some claims about justice — that we should have democratic decision-making structures
that take account of each of our viewpoints, for instance. Nevertheless, because it is unclear
how relationships like these can wrong a person in their capacity as a bearer of a unique
viewpoint, it is less clear that it can ground an approach to justice that prohibits domination
and oppression.

This concern can be met, however, with the following observation: we, as subjects, are
not mere observers of the world, but actors within it. Thus, Sher argues that respecting our
moral equality requires respecting our pursuit of aims that are derived from our unique
viewpoints. These aims, he elaborates, entail four fundamental interests: in staying alive long

enough to realise aims (the interest in life), in being free to form and revise them (the interest

156 Monica Gagliano, "The Mind of Plants: Thinking the Unthinkable," Communicative & Integrative
Biology 10, no. 2 (2017).

157 Michael Marder, "Plant Intentionality and the Phenomenological Framework of Plant Intelligence," Plant
Signaling & Behavior 7,no. 11 (2012): 1371.
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in freedom), in having what is needed to fulfil them (the interest in sufficiency) and in actually
being successful in achieving them (the interest in success).!®

If respecting a person as an equal in their capacity as a subject requires respecting these
interests, the rationale for a relational egalitarian approach to justice becomes clearer.
Domination of subjects is wrong, at least in part, because it frustrates their interest in freely
forming and revising aims and, potentially, their interest in being successful in achieving them.
Cultural imperialism and group-based stigma are also wrong on this account, because they
denigrate the self-conceptions of minority groups in ways that arbitrarily restrain and limit the
kind of aims they can form, while oppression by violence, self-evidently, disrespects their aim-
related interests in life. Finally, relationships of exploitation and powerlessness are wrong
because they restrain their victim’s capacities to form and revise aims, deprive them of the
social standing which is required to achieve many of them and, to paraphrase Young, put them
in social-positions where their aim-related interests are structurally suppressed in order to fulfil
those of powerful others.'*°

Relationships between aim-pursuing subjects can be said to generate obligations of this
kind, because neither party to the relationship has any greater claim to pursue their aims than
the other, given both are equally unique subjects. Thus, moral equality by aim-pursuing
subjectivity, at first blush, seems to have the resources to ground the claim that members of the
ethical community have obligations of relational egalitarian justice towards each other.
Nevertheless, the account as offered by Sher faces two serious objections which undermine its
plausibility.

Firstly, plants can turn towards light sources, attract beneficial insects and spread seeds

in order to reproduce. When displaying this behaviour, some may argue that they aim without

158 Sher, "Why We are Moral Equals," 21.
159 Iris M. Young, Justice and the Politics of Difference (Princeton: Princeton University Press, 1990), 50.
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having the necessary experience of the world to be subjects.!® If so, just as I argued that it
would be arbitrary to separate humans from others by deep need or rational agency, because
they are not exclusively human properties, so too would it be arbitrary to separate subjects from
non-subjects when both can be said to pursue aims. This objection, perhaps, could be dealt with
by further specifying what counts as an aim — though it should be noted that any such criterion
risks excluding some people with severe cognitive disabilities.

The second objection, regardless, is not so easily dealt with. Sher specifies the

following consciousness criteria a being must meet to be an aim-pursuing subject:

1. Anunderstanding that the world is temporally as well as spatially ordered

2. A recognition that the being is an embodied subject who existed in the past and will exist in the
future

3. Anunderstanding that various forms of actions are possible

4. Anunderstanding that the world gives reasons to do some things and not others

5. The ability to find out why they should do some things and not others.!!

Even though these criteria can be held to differing degrees, Sher argues that this morally salient
form of subjectivity (which would likely exclude many people with severe cognitive
disabilities) is a binary matter: a being either has it or it does not. He runs into trouble, however,
by admitting that these features are only necessary conditions of morally pertinent subjectivity,
and that the list is inexhaustive.'®? As Husi argues, there may be many other features which
affect our subjectivities, such as the capacity for empathy. Most people have this feature of
subjectivity, but true sociopaths do not. Therefore, it is unclear why the true sociopath should
share the same status as everyone else, while a person missing one of Sher’s criteria would

not.!%3

160 Lincoln Taiz et al., "Plants Neither Possess nor Require Consciousness," Trends in Plant Science 24, no. 8
(2019).

161 Sher, "Why We are Moral Equals," 22-23.

162 Ibid.

163 Husi, "Why We (Almost Certainly) are Not Moral Equals," 399.
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Husi thus contends that Sher is passing off a scalar property as binary.!®* Admittedly,
Sher’s view is that the possession of this kind of consciousness is binary because, without said
cognitive features, it cannot exist.!%> However, Husi’s criticism is not that the level of
consciousness is scalar, but that there is a scale of types of subjectivity positioned more closely
or further away from that which Sher specifies. This account, then, is vulnerable to the same
criticism as all threshold accounts; it cannot explain why variations across the threshold matter
while variations above the threshold do not.!%

In response to Husi, Sher’s account could be amended by jettisoning the consciousness
criteria. On this view, all aim-pursuing subjects, no matter their differences in the ability to
understand, defend and execute them, are moral equals. Such a view would be attractive, in the
sense that it would be friendlier to the notion that people with severe cognitive disabilities are
our moral equals. Yet Husi’s criticisms may still hold. After all, it could be objected that not
all subjects necessarily pursue aims. If we could conceive of a being which had such a window
on the world, but did not experience intention, want, desire or investment, then even aim-
pursuing subjectivity without the consciousness criteria rests on a scale.

This concern can be resolved, however, while remaining true to Williams’s insight.
While aim-pursuit may vary in its centrality to the lives of subjects, experience does not; all
subjects are equally subjects because they all, equally, have a unique experience of the world.!¢’

It is uniqueness which is at the heart of this claim, not consciousness or the pursuit of aims. As

the possession of subjectivity, regardless of the cognitive structures that underpin it or the

164 Stan Husi, "Why We (Almost Certainly) are Not Moral Equals," The Journal of Ethics 21, no. 4 (2017), 396.
165 Sher, “Why We are Moral Equals.” 22-23.

166 Husi, "Why We (Almost Certainly) are Not Moral Equals,” 400.

167 Perhaps it could be objected that not all experiences are equally unique; some people’s experiences are very
similar, while some people face circumstances which make their experience far less comprehensible to the
average person. This objection, however, confuses uniqueness with difference. While experiences can be more
or less different from the average, they cannot be more or less unique. After all, something is unique if there is
nothing else exactly like it. By analogy, live performances of jazz standards are unique in the sense that no two
musicians play exactly alike. While they maybe more similar to each other than they are to, say, a live
performance of Metallica’s thrash metal song Master of Puppets, this does not bear on their uniqueness.
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extent to which it influences aims, is a binary property, it is a plausible candidate for grounding
moral equality on its own.

A concern may be raised that, by jettisoning both consciousness and the pursuit of aims,
this account of moral equality loses justificatory power. After all, because the thought is that it
is through a failure to respect them that inegalitarian relationships wrong subjects, Sher’s aim-
related interests are central to its ability to resolve the justification problem. Consider again,
however, the proposed relationship between subjectivity and these interests; subjects use their
unique experience of the world to produce aims, which entail interests in life, freedom,
sufficiency and success. Even if we accept this picture, there is no clear reason to believe that
their aims ought to be respected equally. After all, subjects’ aims, on their own, are not always
unique; consider the number of teenagers who aim to become pop musicians or frustrated
millennials who aim to own property.

To ground relational egalitarian justice in these interests, a link between them and the
moral equality conferring uniqueness of subjectivity is necessary. I propose they are linked by
the concept of authenticity, understood broadly as the quality of being true to one’s self.'®® As
subjects possess unique experiences, they also possess unique ways of existing in the world.
So understood, all subjects have the capacity to exist in accordance with the values, desires and
other mental elements they derive from this unique epistemic viewpoint. Likewise, all subjects
are vulnerable to being restrained, manipulated or otherwise prevented from exercising this
capacity.

Accordingly, to the extent that their aims are to be respected, it is in virtue of the role
they play in enabling these subjects to be true to themselves. Likewise, aims that subjects
pursue through fear, manipulation or some other malign influence, may not be worthy of

respect. In this sense, the interests in life, freedom, sufficiency and success are not

168 Charles Taylor, The Ethics of Authenticity (Cambridge: Harvard University Press, 1992), 14.
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fundamentally aim-related, but authenticity-related; subjects have an interest in living
authentically, in being free to develop and revise their authentic way of living, in having what
is needed to live authentically and in being successful in doing so.

Understood this way, moral equality by unique subjectivity can ground relational
egalitarian claims of justice as easily as its aim-pursuing cousin, if not more convincingly.
Domination is wrong because it restrains a subject’s interest in life and freedom by binding
them to the will of another and allowing them to interfere in ways that disrespect their authentic
wants and desires. Cultural imperialism and group-based stigma are wrong when they denigrate
authentic experiences and ways of life, because they frustrate the interests of the individual
members of this group in life, sufficiency and success. Finally, relationships of exploitation
and powerlessness are wrong because they violate the interests in life and freedom, while
depriving them of the social standing they require to live authentically.

There is considerable debate on what it means for a life to be authentic, and some
versions of it may exclude people with severe cognitive disabilities.!®” In the next chapter, 1
will defend an account of authenticity as non-alienation, modified from John Christman, that
offers clear criteria for determining when interests, aims and other mental elements are
authentic. For now, however, it suffices to say that an appeal to authenticity, however cashed
out, helps moral equality by unique subjectivity in solving the justification problem, because it
identifies exactly what is at stake when the interests a being derives from its epistemic
viewpoint are threatened. As this property is also binary and genuinely equally-shared, it is an

ideal account of moral equality to undergird the relational egalitarian approach to justice.

169 This is particularly true of those that require some level of rational reflection. This seems to be implied by
view of Soren Kierkegaard, [see: Soren Kierkegaard, The Present Age, trans. A. Dru (New York: Harper
Torchbooks, 1962), 125-145], Martin Heidegger [see: Martin Heidegger, Being and Time, trans. J. Macquarrie
and E. Robinson (Hoboken: Blackwell Publishing, 1967), 12-51] and, notably, Ronald Dworkin [see: Ronald
Dworkin, Life’s Dominion: An Argument About Abortion, Euthanasia, and Individual Freedom (London:
Vintage Books, 1994), 201-130], whose view I will contend with in the next chapter.
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3.2 Inclusion and Exclusion

Having demonstrated that moral equality by unique subjectivity can underpin the relational
egalitarian approach to justice, all that remains is to cash out its solutions to the inclusion and
exclusion problems. No doubt, many people will find its conclusions counterintuitive but, as I
have argued, this does not mean it cannot answer the questions at all. Such controversy is
inherent to the problems themselves; since each solution generates different counterintuitive
results, no answer can be given which leaves everyone’s initial intuitions undisturbed.
Nevertheless, as this account is able to solve the justification problem where others have failed,
I argue that relational egalitarians ought to endorse it as the most plausible option currently
available.

Regarding inclusion, this account holds that all unique subjects deeply embedded in the
matrix of mutual, affective and obligatory relationships that define the ethical community ought
to be treated as social equals. This account includes all human adults and children, including
those with severe cognitive disabilities. It does not, however, include embryos or early-stage
foetuses, because humans do not possess the underlying neurological structures necessary to
generate subjective experience until at least the twenty-fourth week of development.!”?

It might include late-term foetuses, especially if Kingma’s argument does not hold, but
the emergence of the relevant structures of consciousness tracks the legal term limit on
abortions in most jurisdictions.!”! Besides, even if late-term foetuses are to be regarded as
social equals, this does not preclude the kind of rights-balancing argument for the right to an
abortion offered by Judith Jarvis Thomson; the fact that I am morally prohibited from
dominating or oppressing someone does not strip me of my right to self-defence if they are

seriously threatening my health or directly threatening my life.!”

170 Hugo Lagercrantz, "The Emergence of Consciousness: Science and Ethics," Seminars in Fetal and Neonatal
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The account also entails that, roughly in line with Donaldson and Kymlicka’s view, (at
least some) domesticated animals could be situated in the kind of relationships that entail
obligations of egalitarian justice. Although I will not take a stand here on the animals that could
be in such a relationship, I emphasise that the ethical community account of justice ascribes
moral obligations to relationships, not interactions. Humans do not have obligations of justice
to wild animals who show no interest in human companionship. It is only when there is an
affective bond, of the kind I specified in the first section, that the relationship generates special
obligations. The bonds that dogs have with humans may, for instance, be of this kind, but wild
rats who make their homes in human settlements would likely be excluded.

Within societies, this might require us to tighten up laws on animal abuse and, perhaps,
cease to intensively farm livestock, but this should not be mistaken for a claim that animals
need to be treated like humans. After all, it is intuitive to think that the species we belong to
bears on what it means for us to live authentically.!”® To be educated, as far as possible, to use
and develop tools or to wear clothing is not part of an authentically canine life. Systematically
denying these things to humans would be oppressive and leave them vulnerable to domination,
but it is not so for dogs. Even walking a dog with a leash, which would be utterly objectionable
for a human, is not necessarily unjust, as long as it is not used in a way which violates their
authenticity related interests. Given this, even for those sceptical of the idea that we can owe
duties to animals, the way unique subjectivity solves the inclusion problem might not be so
radical in practice.

Its answer to the exclusion problem, however, may be more controversial. While only
those unique subjects who can form affective relationships with humans are ever candidates to

be treated as equals by them, the account seems to imply that all outside of the ethical

173 For a full articulation of a similar view, see: Elizabeth Anderson, "Animal Rights and the Values of
Nonhuman Life," in Animal Rights: Current Debates and New Directions, ed. Cass R. Sunstein and Martha C.
Nussbaum (New York: Oxford University Press, 2004), 281-292.
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community are owed basic moral consideration. This, of course, includes human adults and
children, but it also includes wild animals who could never form such bonds with us.

Now, the idea that we owe some kind of moral consideration to these subjects is not
necessarily the radical part. If basic moral consideration is taken to mean something like a
restraint from interference, unless necessary for self-defence or survival, and a general
prohibition on cruelty, then this would seem to track common intuitions; many people are
aghast at those who hunt for sport, for example. The controversial idea is that they are owed
the same moral consideration as humans outside of our ethical community. Even if we take the
most cosmopolitan interpretation of the boundaries of our society, it seems to imply that the
uncontacted peoples are only owed the same consideration as wild animals.

However, there are two reasons why we might afford a greater degree of moral
consideration to some unique subjects outside of the ethical community, even if they are
technically morally equal to the others. First, we might think of it as constitutive of our duties
towards those inside our ethical community to treat beings like them with a greater degree of
respect. The thought here would be that, if we treat human outsiders as equivalent to wild
animals, this might perpetrate psychological harms on those within it: perhaps because it would
suggest that, if society were to break down, others could just as easily kill them for survival, or
because it might perpetuate the idea that it is acceptable to create moral divisions between
humans in societies in which racism, sexism, ableism and other identity-based hierarchies
already exist.!”

Secondly, we might think we have special obligations towards those unique subjects
with whom we could form the relevant affective bonds, even if we are not actually in them.

They may not be as strenuous as those we owe to others within the ethical community, but they

174 This kind of argument is already present in the literature on immigration, see: Christopher H. Wellman,
"Immigration and Freedom of Association," Ethics 119, no. 1 (October 2008): 137-141.
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would be more demanding than those of basic moral consideration. Although this approach
could be criticised as a case of making ‘some animals more equal than others’, the extra
obligations may be independently justifiable. We might, for instance, think that we have an
obligation to refrain from action which would prevent candidate beings from forming affective
bonds with members of our ethical community.

Regardless, even if counterintuitive for some, moral equality by unique subjectivity
succeeds in answering the inclusion, exclusion and justification problems. It is also fully
inclusive of people with severe cognitive disabilities. It is, therefore, suitable for grounding an

inclusive, ethical community based relational egalitarian approach to justice.

Conclusion

In this chapter, I have sought to justify the claim that people with severe cognitive disabilities,
including those with advanced dementia, are entitled to be treated as social equals. Drawing on
work in care ethics, I have argued that obligations of justice arise in the ethical community,
made up of a matrix of obligatory, affective bonds. I noted, however, that an account of moral
equality is necessary to adjudicate conflicting claims about the generation of these obligations.
After testing candidate accounts, I defended the view of moral equality by unique subjectivity,
adapted from Sher, which is substantive enough to justify a prohibition on paradigm
inegalitarian relationships. People living with dementia then, no matter how severe, are
wronged when they are dominated, oppressed or stigmatised, because such relationships fail to

respect them in their capacity as unique subjects capable of living authentically.
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Chapter 3

Determining the Authentic Interests of People
Living with Dementia: The Case of Advance
Directives

“After they have spent years dealing with the impact of end-stage Alzheimer’s on their
loved ones, I have heard caregivers say out loud, ‘it would be best for him if he died in
his sleep. Mercifully, it should happen sooner rather than later.’

Wait a minute here! Can we talk about this before you increase my pain medication?
Pull the plug? Withdraw drugs, food, or water? What happened to me and the disease
being separate entities? Am I now less human? Is my existence diminishing in lockstep
and because of the progression of the disease? Is my existence less and less important
because my shrinking brain is filled with the tangled plaques and dead cells caused by

Alzheimer’s disease?”’!73

175 Richard Taylor, Alzheimer's from the Inside Out (Baltimore, Maryland: Health Professions Press, 2007), 117.

76



Introduction
While studying at medical school, neurosurgeon Andrew Firlik met Margo, a woman living
with advanced Alzheimer’s disease. Though she painted the same picture every day, read
through her mystery novels in a seemingly random order, and did not appear to be able to
remember people’s names, Firlik observed that she was “undeniably one of the happiest people
[he had] ever known.”!7¢

Given her contentment, it might seem obvious that Margo ought to be provided with
life-saving treatment, should she come to need it. The right course of action might seem less
clear, however, had she signed an advance directive instructing medical practitioners to
withhold such treatment, prior to the onset of dementia. In this scenario, set out by Ronald
Dworkin,!”” there is an apparent conflict between Margo’s past and present selves that makes
substitute decision-making difficult. Unsurprisingly, then, it has been the subject of much
dispute in medical ethics.

What is underappreciated, however, is the political nature of this case. After all, because
Margo lacks the capacity to make medical decisions for herself, she is vulnerable to the power
of others. If those others are not restrained from exercising that power in ways that do not track
her interests, she is subject to domination, under Phillip Pettit’s influential framework.!”® Thus,
this case is not merely about what is good for Margo, but about what justice demands.

In the previous chapter, I argued that inegalitarian relationships wrong unique

subjects in their capacity as beings capable of living authentically. On this view, interventions
must track a person’s authentic interests in order to be non-dominating: that is, those related to

their claim, as moral equals, to be allowed to live in ways that are true to their unique viewpoint

176 Andrew D. Firlik, "Margo's Logo," JAMA: The Journal of the American Medical Association 265, no. 2
(1991): 201.

177 Ronald Dworkin, Life’s Dominion: An Argument About Abortion, Euthanasia, and Individual Freedom
(London: Vintage Books, 1994), 226.

178 Philip Pettit, "The Determinacy of Republican Policy: A Reply to McMahon," Philosophy & Public
Affairs 34, no. 3 (2006): 275-276.
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of the world.!” Given this, a relational egalitarian response to this case must offer a framework
for determining what constitutes living authentically for Margo. Thus this case is useful for
elaborating on authenticity and the role it plays in my account of relational egalitarian justice.

As I demonstrate in section 1 of this chapter, Dworkin himself invokes authenticity in
his response to the case. However, in section 2, I argue that Dworkin’s integrity-oriented
account of authenticity is undesirable, affirming instead a time-specific view. With this in
place, I conclude that Margo’s present contentment justifies overruling her advance directive.
I then set out, in section 3, a number of recommendations for ensuring decisionmakers can

arrive at interest-tracking decisions, even in complex cases.

1. Margo, Medical Ethics and Dworkin’s Appeal to Authenticity

Two candidate principles are invoked in medico-legal contexts to determine the best course of
action when a patient is deemed unable to make a decision for themselves: the principle of
respect for autonomy and the principle of beneficence towards patients.'3® The former favours
a substituted judgment standard, wherein the subjective viewpoint of the patient is
reconstructed, with the aid of an advance directive where possible, to enact a decision they
would have made for themselves. For patients who are temporarily incapacitated, this is
thought to be the appropriate principle.!3! The latter principle favours a best interests standard
which takes a more general view of interests and is thought to be more appropriate for patients

who have never been rationally autonomous.!8?

179 This line of argument bears a resemblance to Pettit’s emphasis on the need for interventions to track interests
that are avowed or avowal-ready: that is, those constructed from a person’s own perspective, rather than an
objective view on their welfare. See: Philip Pettit, "The Determinacy of Republican Policy: A Reply to
McMahon," Philosophy & Public Affairs 34, no. 3 (2006): 275-276.

130 David C. Thomasma and Edmund D. Pellegrino, "The Role of the Family and Physicians in Decisions for
Incompetent Patients," Theoretical Medicine 8, no. 3 (1987): 283-286.

181 Karen B. Hirschman, Jennifer M. Kapo, and Jason H. Karlawish, "Why Doesn't a Family Member of a
Person With Advanced Dementia Use a Substituted Judgment When Making a Decision for That Person?," The
American Journal of Geriatric Psychiatry 14, no. 8 (2006): 659-661.

132 Norman L. Cantor, "The Bane of Surrogate Decision-Making Defining The Best Interests of Never-
Competent Persons," Journal of Legal Medicine 26, no. 2 (2005): 155-205.
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Which principle to invoke in cases like Margo’s, however, is the subject of dispute,
because she used to possess rational competence, but her capacities have permanently declined.
Dan Brock, for instance, argues that we should follow the principle of respecting autonomy
and uphold advance directives in all such cases, as they represent autonomous choices made
before such choices were no longer possible.!8? Rebecca Dresser, on the other hand, argues that
Margo may no longer be the same being who signed the directive, so the principle of
beneficence applies. '3

Dworkin’s own response is particularly interesting, however, because it effectively
bypasses this debate; rather than arguing for either principle, he argues that both recommend
upholding Margo’s advance directive.'® In this section, I set out both of Dworkin’s arguments,
and expose their reliance on an implicit appeal to the moral weight of authenticity. I then
highlight the failure of his critics to fully engage with this implication, demonstrating the need

to reject his view of authenticity before his conclusion can be rejected.

1.1  Dworkin’s Argument from Autonomy

Overruling a person’s apparent present wishes in favour of those expressed in the past might
strike many as a strange way of respecting autonomy. Though Dworkin concedes this, he
argues that this intuition is misguided, because it is based on a defective understanding of the
grounds for respecting autonomy. '3 Those who hold the evidentiary view of autonomy, as he
terms it, believe that we should respect autonomous decisions because people, in general, know

what is in their best interests better than anyone else.'®” So understood, there is no conflict

133 Dan W. Brock, "Death and Dying: Euthanasia and Sustaining Life: Ethical Issues," in Encyclopedia of
Bioethics, ed. Warren T. Reich (New York: Simon and Schuster, 1995), 563-572
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between beneficence and autonomy; if people know what is in their best interests, then
respecting their autonomy will always promote them.

The problem with this view, as Dworkin notes, is that it seems obviously counterfactual.
The need for substitute decision-making in the case of Margo only arises, after all, because
people living with advance dementia are often incapable of weighing decisions to come to a
view of their best interests. Moreover, even cognitively non-disabled people make autonomous
choices that clash with their stated best interests, such as those who claim to care about their
health yet continue to smoke heavily. Thus, given its implausibility, he rejects the evidentiary
view, 188

Instead, he asks us to consider “people’s general capacity to lead their lives out of a
distinctive sense of their own character.” Though many may never fully achieve it, he argues a
person can use this capacity to reach a life that displays “overall integrity.” This capacity, he
claims, is at the core of what it means to be autonomous. Thus, on his integrity view, we must
respect autonomous decisions, even if they are not wise, to protect every person’s capacity to
reach this goal.!®’

Though it is not explicitly spelled out in the text, this argument relies heavily on an
implicit appeal to the importance of authenticity. After all, we are told that the capacity we
have to live in a way that is true to ourselves, to live authentically, is of paramount importance
and must be protected. Indeed, it is so important that it needs to be protected even if we do not
exercise it to its full potential. In other words, Dworkin’s argument is not that we should respect
autonomy because all autonomous people will achieve a life of integrity or even that they want

to; if it were, he would be making a similarly implausible claim to the one that undergirds the

188 Dworkin, Life’s Dominion, 223.
189 Tbid, 224.
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evidentiary view. Rather it is because all autonomous people can live authentically, meaning
they may achieve this goal if they are left to make their own choices.

In this sense, Dworkin does not just have an integrity-view of autonomy, but an
integrity-oriented view of authenticity, upon which a person only has this capacity if they can
make decisions motivated by determining the overall character of their lives. Margo, because
she has advanced dementia, is unable to do this. She was, however, able to do this when she
made the advance directive, so Dworkin concludes that respecting her autonomy requires
upholding it.!”° Though he does not state it in these terms, the clear implication here is that we
should reject any expressions of values and interests from Margo in the present-day, because

they are inauthentic.

1.2 Dworkin’s Argument from Beneficence
Even if we accept Dworkin’s arguments about the basis of autonomy, the idea that we should
not try to save the life of someone who is plainly content is intuitively troubling. Dworkin
acknowledges this and suggests that some people may see a tension between what the principle
of beneficence and the principle of respecting autonomy require.'*! He dismisses this perceived
conflict however, arguing that it arises from a misguided view of what it means to act in
someone’s best interests. %2

People, according to Dworkin, have two kinds of interests. On the one hand, they have
experiential interests; things we do “because we like the experience of doing them.”!*® On the

other, they have critical interests: “interests that it does make their [lives] genuinely better to

satisfy.”!* While both are important, Dworkin argues that acting in someone’s best interests
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means acting in light of the latter, as the latter represent choices that are “not only good at the
moment but in character for them.”!?>

Once again, though not stated explicitly, this argument appeals to the central
importance of authenticity. After all, we are told that the primacy of critical interests is
grounded in their relationship with a person’s character. In other words, critical interests are
more important than experiential interests, because only the former are derived from the same
capacity Dworkin invokes in his argument from autonomy: the ability to live authentically, in
pursuit of integrity.

As Margo lacks this capacity, Dworkin argues that she has “no contemporary opinion
about [her] critical interests.”!*® Nevertheless, he claims she still has them, because the way
she lives now may affect the character of her life as a whole.!”” Thus, acting in her best
interests, according to Dworkin, is acting in accordance with the advance directive, because it
is the last expression of her opinion on her critical interests.!*® Again, though he does not state

it in these terms, the clear implication here is that any present-day expression of interests from

Margo is to be rejected as inauthentic.

1.3 Authenticity and Dworkin’s Critics

These arguments from Dworkin are influential, but controversial. Two prominent critics of his
approach are Agnieszka Jaworska and Rebecca Dresser, both of whom favour overruling the
advance directive in the case of Margo. As compelling as these arguments are, however, both
miss the mark, because they fail to respond to the appeal to authenticity underlying Dworkin’s

work.

195 Dworkin, Life’s Dominion, 202.
196 Thid, 230.

197 Thid.

198 Thid, 235.

82



Consider, first, Jaworska’s critiques. Drawing on empirical accounts of people living
with Alzheimer’s disease, she argues that even those with advanced dementia maintain a
capacity to value, in the sense of being capable of holding something to be important to them.
Mental elements created through this process are rightly called values, rather than desires, she
argues, because the people that hold them (i) think they are correct in doing so, (ii) act in ways
that suggest they are intimately connected to their self-worth and (iii) act in ways that suggest
the importance of realising them is independent of their experiences.!*’

Thus, she argues that Margo may be capable of generating a contemporaneous opinion
on these values, reflecting a time-specific sense of her character. If so, the principle of
beneficence, on Dworkinian terms, may recommend overruling the directive.?’® Moreover,
because Dworkin ties autonomy to our capacity to express our character, she argues that Margo
may even be autonomous on his terms: even if she needs assistance to put these values into
practice.?’! Thus, if she were right, the principle of respecting autonomy, on Dworkinian terms,
would also recommend overruling the directive.

The problem with both of these approaches, however, is that they fail to fully engage
with Dworkin’s argument. Of course, he must concede that some people living with advanced
dementia are capable of valuing, and he may need to concede that this allows them to generate
a time-specific sense of character. Doing so, nevertheless, does not undermine his conclusion.

Crucially, Jaworska does not dispute the inability of those with advanced dementia to
reflect on the way their decisions affect their lives as a whole. Accordingly, because these
mental elements do not arise from the capacity to live authentically in pursuit of integrity, they
are, on Dworkin’s view, inauthentic. To overrule the directive, on Dworkinian terms, Jaworska

would need to establish the authenticity of these present-day expressions of value. In order to
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do so, Dworkin’s integrity-oriented view of authenticity would need to be rejected and
replaced.

More promisingly, Dresser attempts to critique Dworkin on the grounds that few live
their lives in pursuit of the kind of narrative coherence integrity requires. Instead, she suggests,
many of us live our lives one day at a time, meaning experiential interests may be equally as
or more important to us than critical interests.?’? Yet, this too fails to undermine Dworkin’s
conclusion. Whether or not people exercise their capacity to live authentically in pursuit of
integrity has no obvious bearing on whether or not it is vital to protect it. Again, on Dworkin’s
view, experiential interests that are disconnected from this sense of narrative coherence are
inauthentic and thus, not a person’s best interests. Even if people genuinely value experiential
interests over critical interests, then, Margo’s advance directive, on Dworkinian terms, still
ought to be respected.

Both Dresser and Jaworska could, of course, reject the claim that the authenticity of
Margo’s present-day values and interests matters, but this would lead to counterintuitive
conclusions. After all, if I were to express a set of values while under the influence of a
powerful hallucinogenic drug, which conflicted sharply with my sense of character before my
state of mind was altered, it would be quite strange to think of them as authentic. Certainly, I
would not want a medical practitioner to make health decisions on my behalf in the light of
them. Appealing to authenticity helps to make sense of the idea that, if they were to do so, they
would be acting unjustly.

Given this, alongside the parsimony that would be achieved by dismissing the
autonomy-beneficence paradigm, it would be preferable to give compelling reasons for
rejecting Dworkin’s integrity-oriented view of authenticity and offer a coherent alternative. By

doing so, contrary to the implications of Dworkin’s arguments I have set out in this section, the
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present-day expressions of interests and values from Margo and other people living with
dementia could be rendered authentic and, thus, important enough to justify overruling advance

directives.

2. Integrity, Authenticity and Non-Alienation

While neither Jaworska nor Dresser fully disarms Dworkin’s response to the case of Margo,
both offer useful resources for doing so. The fact that, as Dresser notes, many of us do not live
our lives seeking narrative coherence, suggests there may be convincing reasons for rejecting
it as the determining factor for authenticity. Likewise, Jaworska’s thought that people living
with advanced dementia can value in a way that reflects a time-specific sense of self suggests
there may be an alternative way of viewing authenticity, which can capture the importance of
these present-day values.

In this section I offer reasons for rejecting Dworkin’s response to the case of Margo by
building on these insights. First, I argue that it may not be possible for most of us to live a life
of overall integrity, and that its pursuit is, in fact, undesirable. Second, I argue in favour of John
Christman’s view of authenticity as non-alienation, amending it to allow for external judgment.
Thus, I conclude that Margo’s present-day values, including her contentment with her life, can
be authentic, even if they clash with those set out in her advance directive. This means that, in

this case, the directive can be overruled.

2.1  Problematising the Integrity-Oriented Account of Authenticity
Dresser rightly notes that Dworkin’s argument rests on a number of undefended empirical
claims, yet her criticism fails because it is mistargeted; whether or not people do pursue

integrity has little bearing on whether or not protecting their capacity to reach it is of moral
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importance.?®> What is relevant, however, is whether or not people genuinely have this
capacity.

One reason to doubt that this capacity exists, at least in any widespread way, is that life
resists narrative coherence. Events like severe illnesses, family tragedies and global conflicts
can change the character of our lives dramatically and, because the future is unpredictable, few
if any of us can plan for them in advance. The overwhelming majority of us, who cannot get
through life without experiencing disruption to our plans, will consequently be highly unlikely
to achieve the kind of narrative coherence implied by the notion of overall integrity. Most of
us who are living through the Covid-19 pandemic, for example, are currently living in ways
that would be alien to our past selves, and the character of our lives will be forever changed
because of it.?04

Even in the absence of dramatic events, moreover, sometimes things we once
considered valuable or integral to our characters simply lose their appeal. For instance, when I
was 18, I was the singer and main songwriter for a band, and I was certain that my life would
be incomplete if [ never had a chance to pursue music as a career. Many years later, having not
achieved this success, it is no longer a part of my value set.

Now, a Dworkinian might say that I have simply failed to exercise my capacity to its
fullest, because I spent my young adulthood pursuing something that was not genuinely
valuable to me. Yet if that is the case, it seems unlikely that any of us can succeed in achieving
a life of overall integrity. After all, it would seem that most of us need to make mistakes or
pursue things that we lose interest in quickly—spending time in ways that threaten the narrative

coherence of our lives—in order to discover things that we value more deeply.
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Alternatively, a Dworkinian could respond that changes in values through reflection are
part of what it means to reach overall integrity. On this view, I can make sense of my desire to
grace the front cover of rock magazines retrospectively, by tracing the evolution of the values
and preferences I hold over time. The problem with this much looser notion of narrative
consistency, however, is that it is difficult to see how anyone could fail to meet this goal. Even
Margo, who does not have the capacity to do this retrospective reflection herself, will not
jeopardise her overall narrative coherence by acting in ways contrary to her values before onset,
because her dementia is merely a further chapter in the story.

This distinction between strong and weak narrative coherence speaks to the kernel of
the dispute between Jaworska and Dworkin: whether or not the values that people living with
dementia hold reflect their authentic characters. If narrative coherence refers only to being able
to trace the evolution of character, values and preferences over time, then there is nothing
problematic about a person’s character changing due to the development of dementia. To deny
the authenticity of the values Jaworska argues people living with dementia are capable of
possessing, Dworkin must appeal to the stronger account. Yet, given the unpredictability of life
and the way our values change over time, this goal would be very difficult for most of us to
achieve.

A Dworkinian could respond to this by noting that difficulty is not incapacity; we could
respond to life-changing events by digging into our values, even if this means having lower
wellbeing because of our failure to adapt, and we could adhere to values we develop early in
adulthood, even if they have begun to lose their appeal now. This response, however, highlights
another flaw in this account of authenticity; the pursuit of overall integrity might be genuinely
undesirable, for at least two reasons.

Firstly, there is growing recognition in therapeutic practice that many mental health

issues are exacerbated by an overidentification with life narratives and an essentialising of
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character.?? For example, the process of repeatedly telling themselves the same story about
their lives and their character has been found to exacerbate suicidal ideation in people with
symptoms of borderline personality disorder.2%

A Dworkinian might respond by arguing that the integrity-oriented view does not exalt
a life that is rigidly consistent in character. But this misses the point; the psychological evidence
suggests that using overarching narratives to evaluate our lives and making categorical
statements about who we are actually inhibits our capacity for growth. In this sense, the pursuit
of overall integrity through narrative coherence can take on a corrosively narcissistic quality.

Moreover, it may also inhibit our ability to recover from trauma, given the fact that
therapeutic professionals sometimes use a form of narrative therapy to help survivors of sexual
abuse and violence to construct a new sense of themselves.?’” Adherence to an integrity-
oriented account of authenticity requires us to view such techniques as a process of creating
inauthentic mental elements, which seems wildly implausible.

Secondly, it is quite plausible to think that there are circumstances in which our
preferences, values and commitments should change. We would be unlikely to think, for
instance, that a white supremacist would be losing something worth protecting if they jettisoned
their ideological commitments in the wake of an epiphany. Yet, if we were to follow the strong
form of the integrity-oriented view of authenticity, we would be forced to conclude that such a
person, were they to do so, would have failed in exercising a capacity that is of central moral

importance, which seems equally implausible.
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There are both empirical and normative reasons, then, for doubting Dworkin’s integrity-
oriented account of authenticity; it is unclear that many people hold the capacity that underpins
it, and it seems like that capacity might not be worth protecting. There is, thus, ample

motivation to appeal to an alternative account.

2.2 Authenticity as Non-Alienation

Quite apart from its implausibility and undesirability, there seems to be a bias towards the
cognitive in the integrity-oriented view, which renders authenticity primarily a matter of our
thoughts. On this view, we have a life narrative arrived at through rational reflection, and the
authenticity of our mental elements depends on their compatibility with this imagined life,
however they may feel in the moment. Yet, much of how we talk about authenticity in everyday
contexts revolves around how it feels; we might, for instance, feel energised, complete,
understood or validated when we engage in activities that feel authentic to us.

Once this emotional component of authenticity is highlighted, it seems utterly bizarre
to automatically discount the present-day values of Margo and others like her. After all, most
if not all people living with dementia continue to experience and display a full range of
emotions.?® Thus, though they may not be able to reflect on what is important to them or
generate an opinion about it, they may still be able to generate contemporary feelings of
significance, including those related to authenticity.

To determine this in particular cases, however, an emotionally-informed account of

authenticity is needed. One promising account is offered by Christman, who describes
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authenticity as a state of non-alienation. On this view, a mental element, such as a value or
belief, is inauthentic to a person if they would, upon reflection over a variety of circumstances,
feel a deep need to repudiate it. All those they would not be alienated from in this way are
authentic, given they form the person’s settled disposition.2%

Vitally, because Christman wants to allow for the authenticity of mental elements we
have not chosen, he does not require a person to actually reflect in this way.?!° The gender
identity of a cisgender man, for instance, is not inauthentic on this account just because he did
not choose it and has never reflected on it. Rather, the reflection is hypothetical, concerning
how a person would feel if they were to reflect, under the right conditions, whether or not they
can or choose to do so.2!!

Alongside the need for the hypothetical reflection to be iterated across a variety of
circumstances, Christman stipulates that it must take place “without constriction, pathology, or

»212 This is important to distinguishing unchosen, but potentially authentic

manipulation.
mental elements—such as an aversion to smoking instilled by a skilled hypnotist—from
covertly instilled adaptive preferences, which a person may not be able to identify as
inauthentic while still exposed to the malign influences that produced them.?!® It creates a
problem for the view that Margo can generate authentic mental elements, however, as dementia
is commonly understood as such a pathology.

No doubt, Margo cannot be autonomous in Christman’s terms, as she lacks the rational

capacities necessary to reflect on her mental elements and the actions she can take in light of

them.?!* However, given he does not require the reflection to actually take place, only a small
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modification to Christman’s view is needed to render some of her contemporary values and
desires authentic. Through external reflection, decisionmakers could use evidence of her
dispositions, behaviours and stated preferences, across a variety of circumstances, to determine
how she would feel about these mental elements if she were capable of reflecting upon them.
Where there is obvious evidence that they would be alienating, they can be considered
inauthentic, where no such evidence exists, they can be considered authentic.

Of course, there are two the different counterfactuals implied by this ‘if’. The first
concerns how Margo’s past self, before the onset of dementia, would feel about these mental
elements. In this case Margo would be extremely likely to repudiate her present preferences,
as she signed the advance directive in the first place. However—and this is the crucial insight—
this Margo is missing information which is central to the decision being made.

As Dresser notes, before onset, Margo would not have been aware of the experience of
living with dementia nor of the therapeutic options that would be available to her once it
developed.?!*> Moreover, as Emily Walsh argues, dementia is a cognitive transformation, which
changes the way a person views themselves.?!® Given this, Margo before the onset of dementia
is not a reliable benchmark for what is authentic to her now, as there was no way she could
have known what living with dementia would feel like.

The relevant counterfactual for present-day Margo, then, is present-day Margo—with
the added capacity to reflect on the advance directive and the preferences she now holds. When
deciding whether or not to execute the advance directive, determining whether or not Margo
would be alienated requires engaging in this reflection for her. Given what we know of her,
that she is the happiest person Firlik has ever met and that this contentment was apparent to

him on multiple occasions, it seems as if Margo would be highly unlikely to repudiate her clear
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contentment with her living situation and would be much more likely to be alienated from the
preferences implied by the advance directive. So it goes, I argue, for all similarly situated
persons with dementia.

A sceptic might respond that the variety of imagined points of reflection must include
circumstances in which she does not have dementia. Such a claim, however, would profoundly
misunderstand both the nature of dementia and the point of this reflective process. This is a
condition that is typified by progressive cognitive decline for which there is currently no cure;
in every possible circumstance in which we imagine Margo reflecting on her desire to live, she
would have dementia. There is little point in considering how Margo would feel in near-
impossible counterfactuals, because there is nothing at stake; this deep sense of alienation that
accompanies an inauthentic desire would never come to pass.

A more nuanced critique would be to suggest that the very addition of the capacity to
reflect might change Margo’s preference set. So understood, we are taking Margo out of one
of the effects of her dementia and asking her to decide whether she wants to carry on living
with it once the reflective process is over. Here Margo might become influenced by the kind
of narrative concerns that underline Dworkin’s argument from integrity, and although we have
no evidence that she would be deeply alienated from her experiential pleasure, she might
suddenly decide she is concerned about how living with dementia will affect the character of
her life.

This may be conceivable but, from the evidence we have, it does not seem relevant.
Inevitably, there is some epistemic uncertainty involved in engaging in a reflective process
from the outside, and decisionmakers will need to avoid becoming too drawn into a discussion
about how added capacities might affect preference sets. As Margo will never cease to have
dementia, any conceivable concern about narrative coherence that she does not currently

possess but might arise from the hypothetical granting of reflecti