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Abstract: This article explores how care homes—and, specifically, their common features such as
dementia care units and locked doors and gates—impact on the human rights of people living
with dementia. We suggest that congregation, separation and confinement of people living with
dementia by the care home built environment constitute ‘segregation’. In the specific context of
residential aged care facilities in Australia, we draw on the United Nations Convention on the Rights
of Persons with Disabilities ({CRPD’) to frame this segregation as an injustice. We focus on the rights
to non-discrimination (Article 5), liberty and security of the person (Article 14), equality before the
law (Article 12), accessibility (Article 9), and independent living and community inclusion (Article 19).
Our analysis shows that addressing segregation must involve structural and resource reforms that
are transformative in bringing about new ways of living and relating to each other. Such reforms are
directed towards providing meaningful alternatives and appropriate supports to make choices from
a range of alternative residency and support options, and building communities that are free from
ableism, ageism and other systems of oppression that contribute to confinement and segregation.

Keywords: dementia; care homes; aged care; human rights; Convention on the Rights of Persons
with Disabilities; segregation; deprivation of liberty; institutionalisation; accessibility; discrimination

1. Introduction

An international human rights law approach to care homes provides a framework for
problematising the segregation—through the aged care system—of people living with dementia
and a basis for transformation to develop accommodation, support and care within the community
premised on ideals of equality, inclusion and justice. To those immersed in disability studies and rights,
the argument that care homes (and other disability institutions) facilitate segregation and, therefore,
constitute human rights violations might seem rudimentary. Yet, there is a relative absence of human
rights considerations within domestic policy debates around care homes. We take the opportunity
here to set out a clear human rights case against segregation of people living with dementia through
care homes and begin to plot a transformative framework for change. We are a multidisciplinary
research team traversing law, public health, dementia studies, dementia care and dementia activism.
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In particular, Swaffer is a woman living with dementia and international human rights advocate for
people living with dementia.

It is common for people living with dementia in Anglo-American jurisdictions to be living in
large-scale residences for older people. These residences are referred to in Australia (the focus of this
article) as ‘residential aged care facilities’, and elsewhere as ‘care homes’ (United Kingdom), ‘long-term
care facilities” or ‘personal care homes’ (Canada), and ‘nursing homes’ (USA). Many people living with
dementia reside at home. However, once they require support beyond that which can be provided in
their homes—through long-term formal care, informal care partners or family members—movement
into a care home becomes inevitable. Generally, the decision for an individual with dementia to move
into a care home is a difficult and distressing one, and is not made lightly. Yet, too often there are no
other options to continue enabling care and support in the community, particularly because of long
waiting periods and caps on funding for formal in-home care. Institutionalisation of older people
(including those living with dementia) often occurs in response to some type of care crisis caused by an
acute condition (Ariss et al. 2015; Allen et al. 1992). At times, movement into a care home can occur for
people living with dementia under duress or against their will. This means many people experience
limited choice and control around the decision to move into residential care.

In care homes, people living with dementia are congregated together, confined within the residence
and segregated from other residents and the community at large. There are two striking features
of the care home built environment that facilitate these circumstances for residents with dementia.
Separate, and exclusive, ‘dementia-care units’ (DCUs), whether dementia wards, wings or units within
mainstream care homes or ‘stand-alone’ facilities, segregate people living with dementia from residents
without dementia. Additionally, locked doors and fences (‘environmental restraint’) prevent the
movement of people living with dementia beyond (and usually within) the care home, meaning they
have little access to social activities, full medical and health services, outdoor space and the broader
community (Argyle et al. 2017). By reason of these two factors, the care home built environment is
‘segregating’ people living with dementia; they live in different spaces, are not afforded the same
living conditions, opportunities and treatment as the rest of society, are physically prevented from
interacting with the rest of society and are denied access to communal public spaces and services. This
way of organising accommodation and care for people living with dementia endures, despite policies
of deinstitutionalisation across various other care sectors (mental health, intellectual disability and
child welfare) during the late twentieth century and the coming into force in the twenty-first century
of the United Nations Convention on the Rights of Persons with Disabilities, which is premised on
equality of people with disabilities—including those with dementia.

Reporting on interviews and focus groups with people living with dementia in Australia, one
of the authors Swaffer (Swaffer and Low 2016) argues that people living with dementia primarily do
not want to go into a care home but, if they need to, then they want choices, such as re-ablement,
rehabilitation, exercise and individual lifestyle, as well as dietary choices, flexible routines, the absence
of barriers and walls, and, importantly, their own keys to allow them independence to go into the
community. Research has established the negative impacts of locked doors and gates. For example,
Cahill notes that ‘[i]f internal doors are locked, people may feel displaced and, at the extreme, trapped
inside” (Cahill 2018, p. 110). Dreyfus et al. (2018) argue that fences and locked gates negatively
impact the emotional safety and wellbeing of people living with dementia. McSherry (2014) has
observed, in the context of the mental health system, that the literature indicates adverse effects on
people detained, including stigmatisation, a sense of imprisonment, social exclusion and depression.
Confinement through the built environment is compounded by other forms of restraint, including
chemical restraint and physical restraint (Allen and Tulich 2015). While these other forms of restraint
are beyond the scope of this article, we do note that these practices may be exacerbated within more
environmentally constrained facilities. Segregation not only impacts on the physical location and
relative opportunities for flourishing of individual residents, but also excludes from public spaces
and neighbourhoods—at a macro population level—those living with dementia, thus shaping the
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demographics of entire populations. The end result of ‘out of sight, out of mind’ not only impacts the
safety and justice experienced by populations within these care homes but also depletes the diversity
and inclusivity of our communities more broadly.

Advocacy by and for people living with dementia is increasingly drawing attention to the unjust
and harmful nature of congregating, separating and confining people living with dementia in care
homes, explicitly framing it as segregation (Batsch et al. 2017; Swaffer 2018, 2014b). For example,
one of the authors who is an international dementia rights activist, and chair of Dementia Alliance
International (‘DATI’), Kate Swaffer (2018) has written: “We know institutional care ensured worse care
for orphans and people with disabilities, and moved away from that style of assisted living many years
ago. DAI is campaigning globally to phase out institutional care and locked units.” She added that
people living with dementia want freedom in care homes and that ‘[IJocking us away, based on us
having an illness, is not only a form of segregation, it is a serious breach of human rights” (Swaffer 2018;
Batsch et al. 2017; Swaffer 2014b). People living with dementia have been increasingly questioning
these issues globally and locally, including at venues such as the United Nations, the Conference of
States Parties to the United Nation Convention on the Rights of Persons with Disabilities (‘\CRPD’)
and the World Health Organization (‘WHO’) (Dementia Alliance International 2018, 2017, 2016b). The
concerns expressed by advocates about segregation through care homes are coupled with growing
recognition of the impact of the built environment on personal wellbeing, in dementia care literature
(Fleming and Bennett 2014; Fleming et al. 2016) and the emerging Dementia Friendly Communities
movement (Alzheimer’s Disease International 2018).

In recent years, the treatment and conditions of people living with dementia in care homes across
Anglo-American jurisdictions have been the subject of increased media and legal attention and have
given rise to government inquiries and NGO reports. This attention has largely been directed to
discrete acts of violence, abuse and neglect against individuals within particular care homes, such as
widespread use of chemical, mechanical and physical restraint, perpetration of physical and sexual
assault by care staff, poor nutritional quality of food, a lack of meaningful personal relationships, a lack
of opportunities for socialising and recreational activities, and medical neglect.! In this context, the
care home built environment has been indirectly positioned as the natural and unchangeable context in
which action takes place, such that it is not readily seen as a source of harm and injustice. In domestic
policy and aged care practice, segregating people living with dementia through care homes can be
a self-evident, unquestionable and unremarkable way to organise individuals with dementia, and
indeed whole populations of people living with dementia.

The WHO estimates there are 50 million people worldwide living with dementia, with ‘[t]he total
number of people with dementia ... projected to reach 82 million in 2030 and 152 million in 2050" (World
Health Organisation 2018). The WHO has identified dementia as one of the leading causes of disability
and dependence in older persons and suggests that the number of people living with dementia is likely
to increase due to ageing populations (Backhouse et al. 2018; World Health Organisation 2018). In this
context, the use of care homes for people living with dementia is a growing practice, with institutional
care of older people—even in countries such as Japan, where families traditionally and culturally were
expected to provide care—becoming more prevalent (Annear et al. 2016).

As populations living with dementia increase and care homes become more widespread and
embedded in geographical, social and legal landscapes, it is vital to stop and scrutinise the structural
dimensions of care homes and consider transformative alternatives to how we organise accommodation,
support and care for people living with dementia, and how we ensure they are included as equal and
valued members of communities. Such a proposition might read as provocative given the unquestioned
status of care homes in Anglo-American societies, yet we have witnessed such transformation in the

1 See Part 2 for a discussion of Australia. In the US context see, Human Rights Watch (2018). In relation to the United
Kingdom, see Mowlam et al. (2007). For a Canadian perspective, see Canadian Centre for Elder Law (2011). In relation to
New Zealand, see Fisher and Anderson-Bidois (2018); New Zealand Department of Internal Affairs (2019).
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context of mental health and disability deinstitutionalisation. While the shifts in these sectors have not
been without their criticisms and problems (Ben-Moshe et al. 2014; Johnson and Traustadottir 2005;
Perry 2015), they do offer a contrast to the context of aged care and dementia, where the focus has been
on improving quality of living within care homes rather than structural transformation that moves
away from large-scale institutions per se.

This article uses the case study of residential aged care facilities in Australia. We begin in Part 2
with an overview of the Australian context. In light of dementia being a disability, we draw on the
rights contained in the CRPD? to make our argument about international human rights. In Part 3, we
introduce the CRPD as it relates to people living with dementia, then, in Part 4, engage with specific
human rights in the CRPD. While the rights contained in the CRPD are indivisible, and so need to be
considered in relation to each other, this paper focuses on specific Articles that are particularly useful.
It first considers the rights to non-discrimination, liberty and equality before the law. These rights
frame the injustice of segregation as a harmful and unjust intervention in the lives of individuals. The
article then considers the rights to accessibility and independent living. These latter rights broaden the
focus to the negative spatial and population dynamics of segregation as well as inclining towards an
alternative of choice about residency and supports, resource equity and inclusion in the community.
It is argued that, together, these rights provide a basis on which to frame segregation through care
homes as an injustice with systemic and structural impacts at a population level. In particular, our
analysis by reference to all of the rights highlights that addressing segregation cannot be solely about
unlocking doors or closing large-scale institutions. Rather, it must include structural and resource
reforms that are transformative in bringing about new ways of living and relating to each other—that
are directed towards providing meaningful alternatives and appropriate supports to choose from
a range of alternative residency and support options, and towards building communities free from
ableism, ageism and other systems of oppression.

2. People Living with Dementia in Residential Aged Care Facilities in Australia

In 2018 it was estimated that there were 376,300 people in Australia living with dementia, although
there is no available national data (Royal Commission into Aged Care Quality and Safety 2019c¢, p. 2).
Modelling commissioned by Dementia Australia suggests that ‘in 2019, 447,115 people live with
dementia, with the majority of these people being women’ (ibid., p. 11). It has also been noted that
‘one in five people with dementia reportedly has a cultural and linguistically diverse background” and
that ‘[t]he Aboriginal and Torres Strait Islander population is reported to have a much higher incidence
and prevalence’ (ibid., p. 12).

The Australian government funds two primary options for support and care for people living with
dementia. One is support and care received at home. The Commonwealth Home Support Program ‘is
intended to provide ongoing or short-term care and support services such as help with housework,
personal care, meals and food preparation, transport, shopping, allied health, social support and
planned respite’. The ‘"Home Care Package’ can include a ‘range of personal care, support services,
clinical services and other services” (Royal Commission into Aged Care Quality and Safety 2019a, p. 17).
There is high ‘unmet demand for home care’ and ‘at 30 September 2018, there were 69,086 people
waiting for an approved level package who had not yet been offered a lower level Home Care Package

. [and] 57,646 people who, while they were waiting for a package at their approved level, had been
offered an interim Home Care Package at a lower level’ (ibid., p. 18). The second option is care and
support outside of the home and in residential aged care accommodation. This form of care, which can
be provided on a permanent or temporary respite basis, ‘provides support and accommodation for
people who have been assessed as needing higher levels of care than can be provided in the home’

2 UN Committee on the Rights of Persons with Disabilities (CRPD). 2008. Convention on the Rights of Persons with Disabilities
(CRPD). 2515 UNTS 3.
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(ibid.). The kinds of services provided in residential aged care include ‘help with day-to-day tasks
(such as cleaning, cooking, laundry)’, ‘personal care (such as bathing, dressing, grooming, going to
the toilet)’, “clinical care (such as wound care and medication administration) under the supervision
of a registered nurse’, and ‘other care services’ (ibid., p. 19). Support through the residential aged
care option generally involves the provider of aged care accommodation receiving the funding, such
that individuals become solely reliant upon that one service for the full scope of support and care
(including supports to facilitate access to the community). Additional to these are some schemes for
more flexible care, including in rural, regional and remote communities and in Aboriginal and Torres
Strait Islander communities (ibid., pp. 19-20).

Generally, residential aged care in Australia applies to people over the age of 65 years. Some
younger people with early onset dementia (as well as other disabilities) are also living in residential
aged care facilities (Royal Commission into Aged Care Quality and Safety 2019a, p. 20; Summer
Foundation 2018). However, if these younger individuals can enter the National Disability Insurance
Scheme (NDIS) before turning 65 years they can have access to flexible and ongoing funding that
can be used to provide in-home support or engage other services to support community access if in
residential aged care. There is a longstanding advocacy to get younger disabled people with dementia
out of aged care (Summer Foundation 2019). We support this advocacy, but this article is focused on
the human rights issues associated with residential aged care facilities per se and with people living
with dementia irrespective of age who are living in circumstances of segregation and confinement in
residential aged care.

Forty-nine percent of people living with dementia live in care accommodation (such as residential
aged care facilities, hospitals and other institutions that provide care, and group homes), with the
remainder living in households (such as private dwellings and self-care units within retirement villages)
(Australian Institute of Health and Welfare 2017, p. 2). In 2016-2017, there were 902 providers of
aged care offering 200,689 residential places in 2672 facilities in Australia, at a cost to the Australian
Government of AU$11.9 billion (Aged Care Financing Authority 2018).

The traditional model of care is fundamentally underpinned by a medical model oriented towards
hospital-like congregated facilities. In the early years of the current era, this led to the building of
large-scale facilities with rooms leading out to long (often confusing) corridors, central eating areas,
and limited access to gardens or outdoor areas. It also meant most bedrooms were share rooms, mostly
twin share or four-bed ‘wards’ as in hospitals. While some of these facilities still exist, the reforms
of 1980s, the changing demands from consumers and a greater understanding of the principles of
good dementia design (Fleming and Purandare 2010) are leading to an appreciation that purposeful
design of the built environment for people with dementia can improve their functioning, decrease
symptoms and improve quality of life. However, the development of understanding of good design
for people with dementia has not been sufficiently informed by an understanding of the rights of the
person with dementia. As a result, upon visiting an Australian residential aged care facility, one is
likely to encounter two core features of the built environment that are nearly universal. One feature
is a dementia care unit (DCU), also referred to in some countries as ‘special care units’ (SCUs) or
‘memory units’. DCUs, seen since the 1970s as a response to the needs of people living with dementia,
are characterised by trained specialist staff, special programmes, a modified physical environment,
and are usually relatively small-scale. A defining characteristic has always been their separation from
other parts of the care home by means of locked doors.

The rationale for establishing DCUs was to meet the perceived need of those with dementia for
security, dignified personal care, appropriate mental and physical stimulation, and protection from
exploitation or abuse (Berg et al. 1991). DCUs were also developed in response to the challenge that
cohabitation with people living with dementia can present to the privacy, autonomy, safety and choices
of people without dementia, who wish to live in an environment free from what are considered to
be the socially inappropriate and impulsive responses of some people with dementia. DCUs have
been established, both as specialised sections within mainstream residential aged care facilities and as
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stand-alone facilities, in all westernised societies since the 1980s. In Australia, the exact number of such
units is unclear. However, the federal government has announced its intention to build and support 31
new DCUs either within existing residential aged care facilities or as standalone facilities due to the
current perceived inability of the residential aged care system to appropriately support people with
severe dementia (Department of Health 2017). While DCUs might have been developed with good
intentions, and have been found to provide some marginal improvements for those with advanced
dementia when compared with traditional mainstream dementia care (Masso et al. 2017), these
improvements might better be achieved by providing best-practice care in a well-designed, mainstream
environment that supports the wellbeing of all who live and work there (Chaudhury et al. 2017;
Fleming and Purandare 2010). It is clear that environments that support engagement with a variety
of activities, both inside and outside facilities, provide a familiar and varied selection of private and
community spaces, and the amenities and opportunities to take part in domestic activities enhance the
quality of life of people living with dementia (Fleming et al. 2016).

Generally, Australian residential aged care facilities are designed with locked doors and gates which
people living with dementia (and other residents) will find very difficult to unlock. Dreyfus et al. (2018),
for example, have noted, that the ‘fence’ remains a steadfastly standard feature of residential aged care
facilities. They state: ‘Most nursing homes in Australia can be recognised by the 1.8-metre-high fence
around them ... [Plerimeter fences are so taken for granted that even designers of outdoor spaces
for nursing homes specify them as a necessity without qualification” (Dreyfus et al. 2018, p. 108).
Locking is rationalised as a means to ensure the safety of people living with dementia, who present a
risk to themselves and others (Smith and Sullivan 2012). This understanding of safety is focused on
the physical safety of the individual; it does not consider emotional ‘safety’, which can be negatively
impacted through confinement (Dreyfus et al. 2018). It also ignores the falls and injuries sustained in
trying to escape physical confinement or other types of physical or chemical restraint used to manage
people’s agitation within constricted environments. This safety rationale also ignores the fact that
people rarely escape from care homes, and rarely experience harm in the community even when they
do (Woolford et al. 2017; Woolford and Ibrahim 2017).

While we argue that congregation, confinement and segregation through residential aged care
facilities is harmful and unjust per se, it is also important to note that this might be particularly
pronounced for certain populations. For example, Aboriginal and Torres Strait Islander people might
experience residential aged care as another form of white settler institutionalisation compounding the
lifelong and intergenerational impacts of institutionalisation through child welfare and criminal justice
systems; as noted by the Northern Territory Council of Social Services,

it is important that members and descendants of the Stolen Generation do not experience
further trauma through reinstitutionalisation. Placing a member or descendant of the Stolen
Generation in a residential facility can risk re-traumatisation and cause further harm to
the individual. Tailored services for members and descendants of the Stolen Generation
that prevents re-traumatisation and supports their needs, independence and freedom
are required. (Northern Territory Council of Social Services 2019, p. 5)

Moreover, residential aged care facilities can separate older Aboriginal and Torres Strait Islanders
from community and Country. ‘Older Indigenous patients from remote locations often find themselves
bound to towns, unable to return home because of lack of services. Separation from family and country
adds to generational trauma and further reduce their health and wellbeing’. (Darwin Community
Legal Service 2019, p. 10; Martin 2019). ‘Forgotten Australians’ (i.e., people who were in the child
welfare system) and individuals who experienced child abuse might also experience fear, distress and
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trauma in entering the aged care environment (Wood 2019), as might older trans people who have
‘already encountered profound discrimination throughout their lives’ (Keast 2015).3

The emergence of residential aged care facilities in Australia is associated with the rise of the
modern welfare state and other economic transformations in the mid twentieth century. The modern
history of residential aged care facilities in Australia began with the enactment of the Aged Persons
Homes Act 1954 (Cth), under which the Federal Government provided capital subsidies to charitable
organisations to support hostel-type accommodation. This was followed by the introduction of a
Commonwealth nursing homes benefit in 1962, which opened the provision of residential aged care
to the private sector. These events separate the current era of residential aged care facilities from the
previous era of provision of care through poor houses and asylums (Royal Commission into Aged Care
Quality and Safety 2019a, p. 2). The Royal Commission into Aged Care Quality and Safety has recently
proposed that in future there will be more options for people to receive care and support in their homes
as they age, but that residential aged care facilities will continue to provide accommodation, care and
support for those with higher level needs (Royal Commission into Aged Care Quality and Safety 2019b,
pp- 27-28), concluding that ‘[t]he total supply of care will need to increase, with large absolute rises
being required in the level of provision in each part of the aged care spectrum. At the same time, the
structure of supply will need to shift, with larger increases in community care on the one hand and
high-level care residential care on the other’ (ibid., p. 29). It seems inevitable that despite increasing
emphasis on the development of community-based services (Aged Care Financing Authority 2018)
residential aged care facilities will be built and the number of people living with dementia in these
facilities will increase—they will become an even more prominent feature of Australian society.

The current era of Australia’s residential aged care system has been marked by a series of
governmental reviews and reforms that have resulted in an extensive quality assurance infrastructure
and the provision of funding based on an evaluation of the needs of the residents. However, these
standards have not always resulted in the provision of adequate care (Carnell and Paterson 2017).
Presently, there is a Royal Commission into Aged Care Quality and Safety (Commonwealth of Australia
2018; Royal Commission into Aged Care Quality and Safety 2019a, 2019b, 2019¢, 2019d), called soon
after the screening of a two-part current affairs story detailing widespread abuse and neglect in
Australian residential aged care facilities (Connolly 2018). The Royal Commission came on the heels of
a series of reviews in light of the abuse and neglect at the Oakden Aged Mental Health Care Service
(Groves et al. 2017; Carnell and Paterson 2017; Senate Community Affairs References Committee 2018)
and a Senate Community Affairs References Committee inquiry into care and management of younger
and older Australians living with dementia and behavioural and psychiatric symptoms of dementia
(Senate Community Affairs References Committee 2014). The circumstances for people living with
dementia in residential aged care will also be considered in the context of a broader Royal Commission
recently called into violence, abuse neglect and exploitation of people with disability (Commonwealth
of Australia 2019), which follows two Senate Community Affairs References Committee inquiries into
circumstances in disability services touching tangentially on people living with dementia in residential
aged care facilities (Senate Community Affairs References Committee 2015, 2016). This current wave
of inquiries and reviews is situated in a longer history of ‘more than 20 such inquiries into aged care
stemming back to 1997” (Phillips et al. 2018).

While these recent inquiries and reviews are highlighting the significant systemic problems
experienced by individuals within residential aged care facilities, what is missing is an additional
layer focused on asking larger, structural questions: why are people living with dementia locked up in
residential aged care facilities? Why are people living with dementia in these facilities kept separate
from residents without dementia? Why do people living with dementia not have freedom to move
between these facilities and the community as they wish? Why is deinstitutionalisation of residential

3 Thank you to Rae Carr for raising this issue.
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aged care not on the reform agenda, or even part of the debate? Finally, why are these issues not
politicised as human rights violations and injustices? The absence of these kinds of questions in the
debates is a striking contrast to the disability support sector, where the introduction of the NDIS has
put pressure on state governments to close remaining large-scale disability institutions for people with
intellectual disability as part of a broader shift to greater ‘choice and control” and community inclusion
of people with disability (ABC News 2015; Farquhar and Tonkin 2018). Interestingly, the recent Aged
Care Royal Commission background paper on restrictive practices focused only on chemical and
physical restraint and did not consider environmental or architectural restraint, only going so far as
to note that: ‘Secluding or confining a person to a residence or a locked dementia unit may not be
recognised as restraint, although such practices can significantly inhibit a resident’s liberty to move
within or outside the residence’ (Royal Commission into Aged Care Quality and Safety 2019d, p. 5).
Now is a particularly significant moment to explore human rights, segregation and related issues of
institutionalisation and community inclusion in an Australian context.

3. Human Rights and People Living with Dementia

Human rights protections for people living with dementia in residential aged care facilities
in Australia are set out in a Charter of Aged Care Rights and Aged Care Quality Standards.
Lewis has recently proposed that Australian consumer law provides an additional—but hitherto
unexplored—arena for enforcing rights in residential aged care (Lewis 2019). However, while these
frameworks might recognise rights directed towards ensuring better quality of care and living
circumstances for individuals within residential aged care facilities (which is undoubtedly important),
they do not extend to rights—such as those to liberty, equality/non-discrimination and community
living—that would call into question the political legitimacy of residential aged care per se and disrupt
the structural organisation of the built environment and service systems that enables segregation of
people with dementia as a population.

In the Australian context, it has been noted that confinement generally occurs through informal
arrangements between residential aged care facilities and family members or public guardians and, as
such, without the consent of the person with dementia and generally not pursuant to a legal order
enabling a third party to make substituted decisions on the person’s behalf (Smith and Sullivan 2012;
Allen and Tulich 2015). Absent clear legislative frameworks in Australia regulating locked doors and
gates in residential aged care facilities, the legality of these can be determined retrospectively by the
court through writ of habeas corpus, action in trespass, and prosecution for criminal assault offences,
although in practice this rarely occurs (Allen and Tulich 2015; Chandler et al. 2018; Lewis 2019). Taken
together, existing domestic laws in Australia provide a basis on which to ask ‘Is an individual being
treated well within an aged care facility?” and ‘Is a particular individual lawfully within a facility?’,
but not to ask “Are people living with dementia as a population being oppressed through the very
existence of, and the built environment of, residential aged care facilities?’.

In contrast, international human rights law provide a framework for beginning to ask such
questions. Segregation of racialised and poor populations has been a central concern in civil rights
and human rights activism (De Leeuwet et al. 2008). Historical examples of this segregation include
workhouses, racial apartheid, ‘Jim Crow’ laws and residential ‘red-lining’. In a contemporary context,
segregation manifests at multiple levels, from the macro-level walls dividing nations to micro-level
gated residential communities (Callahan 2018, p. 457 fn. 5). For decades, international human rights
law has provided the framework for understanding segregation as an injustice. Provisions broadly
referring to the right to non-discrimination contained in various human rights instruments, such as the
International Covenant on Civil and Political Rights (ICCPR) (1966) might be construed as indirectly
providing the basis for contesting segregation. The greatest focus in the international human rights
system on segregation has been in the context of race. The International Convention on the Elimination
of Racial Discrimination (ICERD) (1969) provides that ‘States Parties particularly condemn racial
segregation and apartheid and undertake to prevent, prohibit and eradicate all practices of this nature
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in territories under their jurisdiction” (Art. 3) and asserts the right to equality before the law, including
in relation to the ‘right of access to any place or service intended for use by the general public” (Art.
5(f)). In comparison, international human rights law has historically been ineffective in recognising
and responding to the segregation of people with disabilities. As Karsay and Lewis note, ‘[i]t is only
within the last decade that the mainstream human rights community has embraced the quite obvious
notion that desegregation applies in the field of disability on an equal basis to other domains such as
race and ethnicity” (Karsay and Lewis 2012, p. 819).

Globally, people with dementia themselves have also been advocating for significant change.
Dementia Alliance International held the first dementia focused Side Event at the 12th Session of the
Conference of State Parties on the Rights of Persons with Disabilities in June 2019. This event* was a
rich discussion on dementia as a disability, and people with dementia as equal rights bearers. The
event focused on the many violations people living with dementia face in the community and in care
homes. These violations include, in the context of care homes, physical restraint (CRPD Arts 15, 16, 17,
18), chemical restraint (CRPD Arts 16, 17, 18), segregation (Arts 5, 9, 14), loss of freedom (Arts 12, 13,
15, 18), isolation, loneliness, violence and abuse (Arts 15, 28).

The CRPD has been widely hailed as effecting a ‘paradigm shift” in the human rights of people
with disabilities (see e.g., Bartlett 2013). This perception partly relates to the recognition in the CRPD
of the fundamental equality of people with disabilities to those without disabilities, and that disability
is not a legitimate basis for differentiating between people. One of the implications of this core ideal of
equality is that otherwise taken-for-granted and routinised ways of organising disabled populations
and individuals that are premised on disability (or mental incapacity), such as disability-specific
institutions, deprivations of liberty and non-consensual medical interventions, can be re-cast as
discriminatory and, in some circumstances, might amount to violence—or even torture.

Cahill states that the CRPD ‘allows for a new and exciting dialogue to emerge, where the framing
of dementia is no longer characterized by stigma, fear and exclusion, but rather, where the individual
with dementia is viewed as a legitimate part of mainstream society” (Cahill 2018, p. 66). While
dementia fits within the definition of ‘disability” in the CRPD, ‘the dominant and most influential
discourse on dementia has up until recently centred on human needs and personhood and not
on human rights” and ‘a rights-based approach has rarely been explicitly applied to challenge the
discrimination, marginalization and exclusionary practices and policies many people living with
dementia experience’ (ibid., p. 73). Despite some criticism regarding the lack of inclusion of people
living with dementia and their organisations in the development of the CRPD (Cahill 2018),” there is
growing momentum, particularly since 2015, among the international community of states, UN bodies
and activist organisations to address human rights issues experienced by people living with dementia
(ibid.). Some scholars have considered human rights in the context of various aspects of care homes
(Backhouse et al. 2018; Blackman et al. 2003; Boyle 2008; Charras et al. 2016; Green 2017; McSherry and
Maker 2019; Williams 2011), and we contribute to this growing body of literature by focusing on the
under considered issue of segregation.

In 2015, Rosa Kornfield-Matte, UN Independent Expert on the Enjoyment of all Human Rights
by Older People, called on ‘all States and other stakeholders to adopt a rights-based approach when
addressing dementia’, stating that ‘[plersons with dementia should be able to enjoy their rights
and fundamental freedoms in any circumstances. Their dignity, beliefs, needs and privacy must be
respected at all stages of the disease” (Cahill 2018, p. 3). Also in 2015, one of the authors Kate Swaffer
gave a keynote speech at the WHO First Ministerial Conference on Dementia, held in Geneva, in
which she also demanded human rights and access to the CRPD for people with dementia. Her
demands were included in the final Call to Action (Dementia Alliance International 2015; World Health

https://www.dementiaallianceinternational.org/summary-of-the-dai-side-event-at-cosp12/.
See Cahill (2018, pp. 48, 61-62) for further discussion. For similar concerns raised in relation to people with psychosocial
disabilities, see Santegoeds (2018).
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Organisation 2015). The WHO Global Action Plan for a Public Health Approach to Dementia identifies
human rights (and specifically the CRPD), empowerment and accountability as three of the seven
‘cross-cutting principles’.® These principles cannot be realised without full commitment to the CRPD
and its Optional Protocol. Dementia rights advocates are increasingly using the CRPD to frame their
demands for equality (Alzheimer’s Disease International and Dementia Alliance International 2016;
Dementia Alliance International 2016a; Swaffer 2014b). People with dementia no longer accept being
advised to get their affairs in order and prepare to die. They are demanding rights to remain at work,
to healthcare and, importantly, to appropriate and adequate post-diagnostic support. DAI has drawn
on the CRPD to question and challenge circumstances for people living with dementia in care homes
(Dementia Alliance International 2016a; Swaffer 2018, 2014b).

4. CRPD and Residential Aged Care Facilities

The United Nations Committee on the Rights of Persons with Disabilities (‘UN Disability
Committee’) has stated that ‘[t]he segregation of persons with disabilities in institutions continues
to be a pervasive and insidious problem that violates a number of the rights guaranteed under the
Convention” (UN Committee on the Rights of Persons with Disabilities UN Disability Committee, para.
46). In this part, we focus on the rights provided in the CRPD to explore the injustice of segregation of
people living with dementia in the Australian residential care facility built environment.

4.1. Equality and Non-Discrimination

The ideal of equality and non-discrimination runs throughout the CRPD and is central to our
argument that residential aged facilities are unjust because they segregate people living with dementia.
As such, this is a foundational place from which to re-assess the assumption that people with dementia
as a group require segregation, congregation and confinement by reason of their disability, for their
own protection and in their best interests.

Article 5(2) of the CRPD calls on States Parties to “prohibit all discrimination on the basis of
disability and guarantee to persons with disabilities equal and effective legal protection against
discrimination on all grounds’.” Equality and non-discrimination have been described by the UN
Disability Committee as ‘the cornerstones of all human rights” (UN Committee on the Rights of Persons
with Disabilities UN Disability Committee, paras 4-5), ‘at the heart of the [CRPD]” and running
through all of the substantive rights in the CRPD (ibid., para. 7). Thus, the interpretation of other
articles of the CRPD must be done in a way that recognises equality and non-discrimination.

Article 5 frames disability as a political, rather than medical and natural, dimension of identity
and explicitly anticipates the possibility that the different treatment of people with disability is not
automatically and self-evidently always in their best interests, therapeutic, necessary or beneficial
(UN Committee on the Rights of Persons with Disabilities UN Disability Committee, para. 2). This
Article provides a basis for considering the segregating effects of residential aged care facility built
environments because instead of assuming people living with dementia need to be in these settings
and will automatically benefit from them, we can argue that congregating and confining people
in residential aged care facilities as a major and default living arrangement for people living with
dementia has the purpose or effect of limiting the enjoyment of their human rights.

We argue that specific design features of residential aged care facilities, discussed in Part 2 above,
are discriminatory because they limit the ability of people living with dementia to move freely within
the community and, thus, limit enjoyment of their rights to liberty (Art. 14), personal integrity (Art.

‘Policies, plans, legislation, programmes, interventions and actions should be sensitive to the needs, expectations and
human rights of people with dementia, consistent with the Convention on the Rights of Persons with Disabilities and other
international and regional human rights instruments” (World Health Organisation 2015).

See also definition of ‘discrimination on the basis of disability” in Art. 2.
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17) and equality before the law (Art. 12). These features also violate their access to public space and
services (Art. 9), independent living (Art. 19), participation in recreation (Art. 30), personal mobility
(Art. 20), and even their ability to make an equal contribution, as a member of civil society, to political
life (Art. 30).

The CRPD’s definition of discrimination also includes ‘structural or systemic discrimination’,
a more widespread discrimination that operates at the population level and is not reducible to the
experiences of specific individuals (Pyaneandee 2019). Indeed, the statistics and residential aged care
pathways discussed in Part 2 above highlight the structural discrimination inherent in the way the
funding and service system is set up and operates. The placement of people living with dementia in
residential aged care facilities is usually the result not of a state’s use of physical force on resisting
individuals but, rather, of more diffused and structural coercion. By this we mean that, while some
people living with dementia choose to live in residential aged care facilities, often this ‘choice’ is
actually a decision made by substituted decision-makers, such as family or public guardians. In other
instances, it might be a decision made because there simply is no suitable accommodation and support
available in the community, at least without joining long waiting lists. Moreover, while the NDIS
might provide greater opportunities for in-home support for people living with dementia, to be eligible
to receive support under the scheme in older age one must have initially entered the scheme prior
to turning 65 years. Individuals living with dementia who first receive a diagnosis or only begin to
require support when they are 65 years or older will not be eligible to enter the NDIS and the aged care
system will be their only option for government-funded support. Therefore, while some people might
choose to live in aged care, complex social and economic dynamics and a lack of alternatives shape
and constrain the options available to many, while others never have the opportunity to make even a
constrained choice because of the denial of legal capacity.

In recognising the discriminatory nature of institutionalisation, the UN Disability Committee
has emphasised the circumstances that can force people into ‘choosing’ residential aged care, stating:
‘Institutionalization is discriminatory as it demonstrates a failure to create support and services in the
community for persons with disabilities, who are forced to relinquish their participation in community
life to receive treatment’ (UN Committee on the Rights of Persons with Disabilities UN Disability
Committee, para. 58). For Aboriginal and Torres Strait Islander Australians with dementia, in particular,
institutionalisation might also give rise to structural discrimination at the intersections of disability
and Indigeneity and, moreover, impede Aboriginal and Torres Strait Islander self-determination and
nation building ( 2017).

Until there are a range of meaningful options and processes from which to choose, it is difficult
to say that people living with dementia themselves choose to live in residential aged care facilities.
Viewing residential aged care facilities in terms of structural discrimination suggests the importance of
a more radical transformation of support and accommodation funding and services, as well as the
importance of developing coalitions with activists involved in urban planning, poverty and community
development so as to enable a range of affordable and respectful accommodation and support options
in the community.

Moreover, addressing residential aged care facilities as a form of discrimination needs to be
understood in the context of the CRPD’s ‘inclusive equality” approach. This approach moves beyond
formal legal equality to include fair redistributive, recognition, participative and accommodating
dimensions (UN Committee on the Rights of Persons with Disabilities UN Disability Committee, para.
11). This suggests that nothing short of structural transformation of society involving the abolition of
residential aged care facilities and development of alternative living arrangements, shifts in resource
allocation to ensure economic equity, and cultural shifts in how dementia is understood in society
more broadly, will fully realise Article 5 (Degener 2016). It is vital that concrete, effective alternatives to
residential aged care facilities be developed and sustainably funded to help realise Article 5, and that
support is provided to people living with dementia and their representative organisations and allies,
to contribute to the development of these alternatives. Peer-led and community-based alternatives of
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accommodation and support in the context of psychosocial disabilities provide some examples of how
this might be achieved in relation to people living with dementia (Ben-Moshe 2014), as do the range of
Aboriginal community controlled organisations in the health and justice contexts (Behrendt et al.). A
narrower approach—such as simply unlocking care home doors and/or closing large-scale institutions
and leaving people living with dementia in the community unsupported—could result in other harms
and rights violations of people living with dementia.

4.2. Liberty and Security of the Person

Confining people living with dementia within residential aged care facilities through locked doors
and gates can be framed as a violation of the right to liberty and security of the person, provided
for by Article 14(1)(a) of the CRPD (Pyaneandee 2019, p. 25). The UN Disability Committee has
identified the right to liberty and security of the person as ‘one of the most precious rights to which
everyone is entitled” particularly for people with cognitive disabilities (UN Committee on the Rights
of Persons with Disabilities UN Disability Committee, para. 3), and Article 14 has been identified
by dementia advocacy organisations as a significant right, particularly for individuals with late- and
end-stage dementia (Batsch et al. 2017). Deprivation of liberty occurs when individuals ‘are confined
to a restricted space or placed in an institution or setting, not free to leave, and without free and
informed consent’ (Special Rapporteur on the Rights of Persons with Disabilities 2019, para. 40).
Article 14 requires that States Parties ensure that people with disabilities, on an equal basis with others
‘[e]njoy the right to liberty and security of person’ and ‘[a]re not deprived of their liberty unlawfully or
arbitrarily, and that any deprivation of liberty is in conformity with the law, and that the existence of a
disability shall in no case justify a deprivation of liberty’.

Confining people living with dementia through locked doors and gates inside DCUs, within
the entire care home building, or within the outer perimeter of the care home grounds, constitutes
deprivation of liberty. Residents with dementia do not have the freedom to leave the premises when
they choose because they do not have access to the means to unlock the doors and gates (Smith and
Sullivan 2012). This deprivation of liberty is unlawful where there is no legal order in place permitting
this deprivation of liberty and, as discussed in Part 2 above, it is widely understood that, in some
jurisdictions, locking occurs without routinely seeking consent.

Yet, regardless of its lawfulness, deprivation of liberty through locked doors and gates can also be
arbitrary if deprivation of liberty occurs on the basis of dementia (even pursuant to law), including
because of ‘supposed symptoms’ associated with dementia (UN Committee on the Rights of Persons
with Disabilities UN Disability Committee, paras 4, 6; Office of the United Nations High Commissioner
for Human Rights 2009, para. 49). The Special Rapporteur on the Rights of Persons with Disabilities
has recently stated that ‘[d]eprivation of liberty on the basis of impairment is not a “necessary evil”’
but instead ‘is rooted in intolerance, and in States” inaction to implement human rights” (Special
Rapporteur on the Rights of Persons with Disabilities 2019, para. 86) and that ‘detention of persons
with disabilities based on “danger to self or others”, “need of care” or “medical necessity” is unlawful
and arbitrary’. It is also discriminatory, because detention on this basis applies either exclusively or
disproportionately to people with disabilities (notably people with dementia) who, as noted by the
UN Disability Committee, are entitled to take risks on an equal basis with others (UN Committee on
the Rights of Persons with Disabilities UN Disability Committee, para. 15). The Special Rapporteur
further noted that detention on this basis ‘can obstruct people’s recovery and re-traumatize those who
have previously experienced abuse’ (Special Rapporteur on the Rights of Persons with Disabilities
2019, para. 61).

Framing confinement in residential aged care facilities as deprivation of liberty has quite radical
implications. The Disability Committee has stated that following a breach of Article 14, individuals
must be assisted in their release from the premises, and with provision of “access to housing, means of
subsistence and other forms of economic and social support” and ‘compensation, as well as other forms
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of reparations’ (UN Committee on the Rights of Persons with Disabilities UN Disability Committee,
para. 24).8

4.3. Equality Before the Law

Conlfining people living with dementia in residential aged care facilities can constitute a violation
of the right to equal recognition before the law pursuant to Article 12 of the CRPD. This involves
persons with disabilities “hav[ing] the right to recognition everywhere as persons before the law” (Art.
12(1)), ‘enjoy[ing] legal capacity on an equal basis with others in all aspects of life’ (Art. 12(2)) and
being provided with access to ‘the support they may require in exercising their legal capacity” (Art.
12(3)). The UN Disability Committee has called for “universal legal capacity’ (UN Committee on the
Rights of Persons with Disabilities UN Disability Committee, para. 25), which includes abolition
of practices that violate Article 12(2) and introduction of supported decision-making models and
associated resources and opportunities (Art. 29). The right to equality before the law is a “threshold
right’ (UN Committee on the Rights of Persons with Disabilities UN Disability Committee, para. 47)
because having one’s decisions legally recognised is necessary for the enjoyment of other rights that
are relevant to segregation in, and through, residential aged care facilities, such as rights to liberty
and independent living (UN Committee on the Rights of Persons with Disabilities UN Disability
Committee).

Confinement in residential aged care facilities may violate Article 12 when people living with
dementia are non-consensually locked in residential aged care facilities or DCUs. As discussed above,
there are a variety of circumstances in which people living with dementia end up in residential aged
care facilities, and many are there non-consensually. Article 12 will be violated in relation to those
individuals living with dementia who are denied the opportunity to decide where they live because
others make the decision for them, whether this is through a formal decision of a family member,
guardian or public guardian pursuant to substituted decision-making regimes or informally by family
members (UN Committee on the Rights of Persons with Disabilities UN Disability Committee,
para. 40).

Articles 12 and 14 are arguably the most contentious articles in the CRPD and have sparked
much debate amongst scholars, legal and medical practitioners and policymakers about the extent
to which they require absolute autonomy of individuals with disabilities. This is compounded in
Australia by the Interpretive Declaration Australia has entered into in relation to Article 12, which
some argue allows Australia to meet its obligations under Article 12 even while retaining substituted
decision-making regimes. Relying purely upon these rights in the context of an analysis of residential
aged care may risk the issue becoming entangled in debates about individual autonomy and overlook
the significant structural issues at play. These structural issues are not about whether an individual
living with dementia should be able to make choices about whether they live in residential aged care,
but rather about the accommodation options, as a society, we make available from which one can
choose. Moreover, the focus in Article 12 on individual self-determination overlooks the centrality of
collective self-determination in Indigenous communities (Hickey 2014). For all of these reasons, we
argue that it is important to move beyond the individual to the population level, and draw on the
CRPD to interrogate the spaces we make available for people living with dementia to live and receive
support, and about how we organise populations as a whole. Articles 12 and 14 should be implemented
as part of a plan/programme to enable people with dementia to live full, safe, unstigmatised lives in
the community.

Structural considerations of the ethical, political and social appropriateness of residential aged
care facilities per se are not a focus of debate in Australia. Instead, current debate has concentrated on

8 Note also Article 16 of the CRPD which extends to independent monitoring, rehabilitation of victims and prosecution of

exploitation, violence and abuse experienced by people with disabilities.
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improving quality of living within these facilities. We now turn our attention to articles of the CRPD
that provide a basis on which to re-orient the debate towards more profound and transformative
deliberation on the future of residential aged care facilities as we currently know them.

4.4. Independent Living and Community Inclusion

Article 19 of the CRPD provides an impetus for transformation in how we provide accommodation,
support and care to people living with dementia as embedded in architectural, geographical and
service system contexts. Article 19, which provides the right to live independently and be included
in the community, has been described as ‘one of the widest ranging and most intersectional articles
of the Convention and has to be considered as integral to the full implementation of the Convention’
(UN Committee on the Rights of Persons with Disabilities UN Disability Committee, para. 6).
Lawson identifies Article 19 as ‘the first time in international human rights law’ such a right has been
recognised (Lawson 2008). The UN Disability Committee describes ‘independent living” as meaning
that ‘individuals with disabilities are provided with all necessary means to enable them to exercise
choice and control over their lives and make all decisions concerning their lives” (UN Committee on
the Rights of Persons with Disabilities UN Disability Committee, para. 16(a))). Being ‘included in
the community” has been explained as having access to support in order to ‘be fully included and
participate in all spheres of social life’ (ibid., para. 16(b)). The UN Disability Committee has explained
that ‘stigma, segregation and discrimination ... can lead to violence, exploitation and abuse in addition
to negative stereotypes that feed into a cycle of marginalization of persons with disabilities” (ibid.,
para. 5). Certainly, this is evident from reported incidents in Australia, as was discussed in Part 2 above.

States Parties are required to ‘take effective and appropriate measures to facilitate full enjoyment
by persons with disabilities of this right and their full inclusion and participation in the community’.
These measures focus at an individual level on repealing laws that restrict choice, freeing people from
institutions and providing support to people with disabilities to make choices as to where they live, so
as ‘to support living and inclusion in the community, and to prevent isolation or segregation from
the community” (UN Committee on the Rights of Persons with Disabilities UN Disability Committee,
paras 24, 47-49). Yet, Article 19 can also be seen to operate at the level of spatial arrangements and
the ordering of disabled populations because, at a structural level, it requires States Parties to have
deinstitutionalisation policies and reallocate resources so as to have available a range of supports and
accommodation for community living and participation (ibid., para. 57; see also paras 16(c), 41, 58, 97;
UN Disability Committee 2018, para. 57; Special Rapporteur on the Rights of Persons with Disabilities
2019, paras 67, 76, 87(c); UN Commissioner for Human Rights 2012, p. 9).

In a similar vein, the WHO Quality Rights Advanced Modules support deinstitutionalisation
(World Health Organisation 2017b), ‘strategies to end the use of seclusion, restraint and other coercive
practices” (World Health Organisation 2017c) and ‘creating mental health and related services free
from coercion, violence and abuse” (World Health Organisation 2017a), including coercion by families,
family ‘advocates’ or legal guardians, or, more forcibly, by hospitals to reduce ‘bed blockers’ by forcing
people into residential aged care facilities.

It is vital not to lose sight of the ‘community inclusion” aspect of Article 19. The stigma and
discrimination surrounding dementia could mean that—as Milner and Mirfin-Veitch flag in the context
of people with intellectual disabilities—people living with dementia becoming ‘strangers’ to their
communities (Milner and Mirfin-Veitch 2012). They highlight a distinction between ‘being in the
community’ versus ‘being of the community’® and emphasise that social connection to community
‘through the deepening of relationship and the accumulation of shared history’ is just as important
as having “places” and ‘activities” within the community (ibid.). Social isolation is experienced
even by community-dwelling people living with dementia. For example, in a joint statement, DAI

9 Note also the idea of “illusion of inclusion’ in community care (Gooding et al. 2017, p. 19).
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and Alzheimer’s Disease International have identified ‘stigma and fear of dementia in the general
population” and “‘under-estimation’ of the capacity of people living with dementia” as the ‘greatest
single obstacle to the continued participation of persons with dementia in society” (Alzheimer’s Disease
International and Dementia Alliance International 2016, p. 2).1° These concerns underscore the
importance of Article 8 of the CRPD concerning awareness-raising ‘to foster respect for the rights
and dignity of persons with disabilities” and to ‘combat stereotypes, prejudices and harmful practices
relating to persons with disabilities’ (UN Committee on the Rights of Persons with Disabilities UN
Disability Committee, para. 39).1 As Argyle, Dening and Bartlett state, ‘social prejudice and stigma
towards people with dementia should be addressed, for this not only legitimises their social exclusion,
but also influences the process of resource allocation which helps to reinforce this” (Argyle et al. 2017,
p- 1006). Indeed, the UN Disability Committee has noted that implementing the rights in Article 19
should extend to tackling stigma and discrimination (UN Committee on the Rights of Persons with
Disabilities UN Disability Committee, para. 97) because:

Article 19 is ultimately about transforming communities. Stereotypes, ableism and
misconceptions that prevent persons with disabilities from living independently must
be eradicated and a positive image of them and their contributions to society must
be promoted. (ibid., para. 77)

While Article 19 is a powerful right in the context of segregation of people living with dementia,
the force of this right is perhaps undercut because the aspect of the Article focused on access to
resources and support is of a progressive rather than immediate nature (UN Committee on the Rights
of Persons with Disabilities UN Disability Committee, para. 39). The dichotomy between immediate
and progressive realisation is an ongoing issue in international human rights law, but it is particularly
problematic in relation to people living with dementia, whose entry in the first place into residential
aged care facilities is related to resource limitations and the impact of capped funding for community
care (as discussed in Part 2).

Regardless, we see Article 19 as important in highlighting the structural, spatial and
population-level human rights dynamics that more closely reflect the concerns of dementia rights
advocates discussed in the Introduction, not least because it prescribes some key features of the
conditions for a community and built environment beyond segregation.

4.5. Accessibility

Article 9, like Article 19, is useful in a dual sense, providing a basis both to challenge the
segregating and confining aspects of residential aged care facilities and for more inclusive and respectful
communities for people living with dementia. Article 9 provides for the right to accessibility, which is
directed towards ‘enabl[ing] persons with disabilities to live independently and participate fully in all
aspects of life’ (Art. 9(1)). This obliges States Parties to ‘take appropriate measures to ensure persons
with disabilities have access, on an equal basis with others, to the physical environment, transportation,
information and communications, including information and communications technologies, and other
facilities and services open or provided to the public” (ibid.). This obligation involves ‘identification
and elimination of obstacles and barriers to accessibility” including ‘[bJuildings, roads, transportation
and other indoor and outdoor facilities, including schools, housing, medical facilities and workplaces’
(ibid.). Lawson has described Article 9 as ‘an innovative provision which articulates, for the first time
in a UN human rights treaty, a right to accessibility” (Lawson 2014, p. 380).

The UN Disability Committee has stated that ‘accessibility is indeed a vital precondition for
persons with disabilities to participate fully and equally in society and enjoy effectively all their human

10 See also Swaffer (2014a).
1 CRPD. 2515 UNTS 3. Art.8. See Lawson (2008, pp. 77-78) on the importance of Article 8 in addressing discrimination.
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rights and fundamental freedoms’ (UN Committee on the Rights of Persons with Disabilities UN
Disability Committee, para. 12) and is a “precondition and a means to achieve de facto equality for all
persons with disabilities” (UN Committee on the Rights of Persons with Disabilities UN Disability
Committee, para. 40). Conversely, ‘denial of access to the physical environment, transportation,
information and communication technologies, and facilities and services open to the public should be
viewed in the context of discrimination” (UN Committee on the Rights of Persons with Disabilities UN
Disability Committee, para. 23).

Article 9 is useful in terms of structural transformation because, ex ante, it ‘is a proactive, systemic
duty’ ((UN Committee on the Rights of Persons with Disabilities UN Disability Committee, para.
24(a))). This means that the duty does not attach to a particular individual’s access needs but, rather,
is related to the kinds of access needs of a particular group. Thus, Article 9 places an obligation
on States Parties to attend to accessibility in anticipation of use by a particular group, rather than
only being enlivened once a request is made by an individual (which instead is related to reasonable
accommodation under Article 5 of the CRPD) (UN Committee on the Rights of Persons with Disabilities

UN Disability Committee, para. 8.5; UN Disability Committee, para. 25). Moreover, this obligation is
“unconditional, i.e., the entity obliged to provide accessibility may not excuse the omission to do so,
by referring to the burden of providing access for persons with disabilities” (UN Committee on the
Rights of Persons with Disabilities UN Disability Committee, para. 25). Yet, although the obligation is
unconditional and ex ante, it is to be realised progressively (UN Committee on the Rights of Persons
with Disabilities UN Disability Committee, para. 41); in the meantime, individuals can seek access via
reasonable accommodation (ibid., para. 42). As such, Article 9 is useful in shifting to the population
dynamics of residential aged care facilities, albeit not with immediate effect.

It is arguable that at least the locked doors and gates dimension of segregation could be interpreted
as constituting a violation of the right to accessibility. The UN Disability Committee has interpreted the
barriers towards which Article 9 is directed as ‘technical and environmental” barriers (UN Committee
on the Rights of Persons with Disabilities UN Disability Committee, para. 3), and locks constitute an
environmental barrier to accessing public space. In this respect, Article 9 extends to barriers related to
people being able to leave their home to physically travel between home and public space/services. On
this basis, it is argued that Article 9 requires the removal of those residential aged care facilities features
that prevent entry and exit to travel between one’s care home and public spaces and services. Moreover,
the locking in DCUs of people living with dementia within residential aged care facilities with the
consequence that they cannot access shared, social and recreational spaces within the facility and the
full range of excursions and activities beyond the facility which are available to other residents, we
suggest is a further dynamic of discrimination related to accessibility. For example, the UN Disability
Committee has explained that design should ‘contribute to the creation of an unrestricted chain of
movement for an individual from one space to another, including movement inside particular spaces, with no
barriers.” (ibid., para. 15; emphasis added). It should be noted, however, that Lawson has expressed
uncertainty about the full scope of Article 19. Lawson suggests that “accessible” in Article 9 ‘appears to
bear a meaning narrower than that of the phrase “access to”’. She elaborates that:

while a right to have ‘access to” places, services and facilities open to the public would require
them to be ‘accessible’, it would also require that access was not denied for reasons other
than lack of accessibility—for example, by virtue of directly discriminatory rules expressly
prohibiting entry to people on the basis of personal characteristics. (Lawson 2018, pp. 274-75)

Noting that the UN Disability Committee has not resolved this issue, she concludes that whether
Article 9 has a role to play in requiring ‘“access to” facilities, services, and environments beyond
accessibility’ is “an interesting question which is worth pondering’ (ibid., p. 5).

Notwithstanding Lawson’s reflections, we argue that even on a narrow reading of the provision,
Article 9 should extend to removal of locks that prevent access to public spaces. This argument draws
support from an Individual Communication in which the UN Disability Committee decided that
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barriers to leaving one’s private home could constitute a violation of Article 9. The UN Disability
Committee’s views in Bacher v Austria (UN Committee on the Rights of Persons with Disabilities UN
Disability Committee) concerned the construction of a roof built to prevent weather damage to a ramp
and ensure safe use of ramp. The ramp was used by the complainant to come to, and from, his house,
including attending various medical and hospital appointments. A neighbour argued it violated his
right of way and commenced legal action. Ultimately, a court ordered the roof be demolished and
this made the complainant’s access to and from the property very difficult. Indeed, his mother broke
her arm assisting him on the deteriorated path. In finding a violation of Article 9, the UN Disability
Committee noted that ‘the destruction of the roof on the path leading to the house of the Bacher family
does not only limit Mr. Bacher’s access to his home, but also limits his access to social activities and to
the public services that he needs for his daily life, such as education, health institutions and public
services at large’.

Even where done for their own safety, locking people living with dementia in residential aged
care facilities still constitutes a breach of Article 9. In Nyutsi and Takacs v Hungary (UN Committee
on the Rights of Persons with Disabilities UN Disability Committee), the UN Disability Committee
rejected Hungary’s argument that ATMs could not be made accessible to blind people as this would
pose a safety risk to them. Of the UN Disability Committee’s views, Lawson has observed:

Refusing to remove an access barrier on the ground that a disabled person may thereby be
at more risk of becoming a victim of crime runs totally contrary to the CRPD’s principles
of equality, inclusion and participation and should have no place in assessments of the
effectiveness or desirability of possible reasonable accommodation measures or of plans to
enhance accessibility. (Lawson 2014, p. 392)

In light of the particular circumstances giving rise to inaccessibility in the context of residential
aged care facilities, it is vital that Article 9 be realised in conjunction with Article 14 so that the
pervasiveness of institutionalisation, coercive interventions and deprivation of liberty do not render the
accessibility of public spaces redundant. Interestingly, the UN Disability Committee has not explored
issues surrounding the relationship between Articles 14 and 9'2 and how deprivation of liberty through
restrictive practices causes inaccessibility to public space (UN Committee on the Rights of Persons
with Disabilities UN Disability Committee, para. 37). Moreover, it is also important to be mindful of
Article 19 and related articles pertaining to provision of support, given that access to support staff
and transport will be required at times to enable people to move beyond the locked doors of their
facilities. It is also vital to address cultural and stigma barriers to access. Interestingly, the Dementia
Friendly Communities movement has been taking a broader approach to access focused on cultural
ideas about dementia, thus providing some foundation for developing within international human
rights jurisprudence a more nuanced and realistic notion of accessibility as it relates to dementia
(Alzheimer’s Disease International and Dementia Alliance International 2016; Batsch et al. 2017).13

To conclude, Article 9 provides an important shift from viewing segregation in residential aged
care facilities only on an individual level, to seeing how segregation is complicit in the inaccessibility
of public space, by looking at the impact of the built environment and infrastructure on accessibility at
the group level (in being ex ante). While Article 19 provides the impetus to fundamentally reorganise
how dementia accommodation and care is provided, Article 9 is fundamental to creating communities
that can welcome and include people living with dementia.

Interestingly, however, the UN Disability Committee has stated that Articles 14 and 19 are interrelated and that ‘[e[njoyment
of the right to liberty and security of the person is central to the implementation of Article 19 on the right to live independently
and be included in the community’ (UN Committee on the Rights of Persons with Disabilities UN Disability Committee,
para. 9).

Argyle et al. (Argyle et al. 2017, p. 1005) state that Article 9 is relevant to access for outdoor space but do not elaborate.
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5. Where to from Here?

By drawing on the CRPD to re-evaluate the situation of residential aged care facilities in Australia,
we have shown that it is a useful tool for arguing that segregation, in the form of care homes, of people
living with dementia is a human rights violation. This article provides a basis on which to engage
policymakers and dementia care stakeholders in reconsidering ‘self-evident” and taken-for-granted
structural conditions of aged care systems and material aspects of the residential aged care facility built
environment that shape the lives of people with dementia. As Quinn and Stein state, the value of
the CRPD is ‘to transform the entrenched and exclusionary default setting’ (Quinn and Stein 2009,
p- 27). Segregation as a concept is widely known by reference to its racial and class connotations, and
casting care homes in this context might enable those invested (emotionally, politically and, indeed,
financially) in the current status quo to experience defamiliarisation in relation to taken-for-granted
practices and, hence, disrupt deeply held views and logics about dementia. As Kelly and Innes state:
‘Of fundamental importance is for [human rights] principles to move beyond the rhetoric of policy
and become embedded within an everyday human rights-based culture of care’ (Kelly and Innes 2013,
p- 62).1 Beyond engaging care staff with human rights, the article also raises important human rights
issues for architects, planners and interior designers, particularly at the intersections of disability,
urban planning, building design and segregation.

This analysis has raised five important issues that offer scholars and activists guidance for
further exploration of segregation and dementia. The first relates to the UN Disability Committee’s
jurisprudence. We note that none of the UN’s individual communications specifically relate to people
living with dementia, and the Concluding Observations related to institutionalisation and deprivation
of liberty focus heavily on psychiatric institutions. We see a need for more explicit engagement by the
UN Disability Committee with people living with dementia in the development of its jurisprudence.
Disability activists involved in shadow reports, and lawyers and advocates involved in making
individual communications to the UN Disability Committee, might also consider strategic engagement
with dementia.

Secondly, it is vital that the development of a convention for older people!® consider the
circumstances of older people living with dementia in care homes, notably issues of coercive control,
isolation, detention and segregation. Any such convention should also avoid ‘bespoke’ interpretations
of political concepts, such as segregation and violence, that support more limited and technical
interpretations in relation to people living with dementia when compared to other groups and that
accommodate practices as being in their ‘best interests’ or for their ‘protection’. Any such convention
should also engage with economic dynamics, such as the impact of poverty on people’s ability to
exercise real choice in where they live and on the supports they receive, as well as the economic
incentives for governments and corporations to sustain the current care home system and redirect
resources and energy away from developing meaningful alternatives. The particular context of
Indigenous and First Nations peoples with dementia should also be considered, notably situating aged
care accommodation, support and care in a broader context of collective First Nations self-determination
and nation-building. Moreover, while it is vital that reforms achieve their purpose, it is also important
to ensure that they include processes for reparations for past injustices (Minkowitz 2007), and that
there is public recognition, for example, through memorialisation and apologies.

The third is a need for greater comparative legal and theoretical analysis of segregation, as it is
understood in relation to dementia, noting that the CRPD stops short of explicitly providing a general
right or principle in relation to segregation (cf the International Convention on the Elimination of
Racial Discrimination). Moreover, being mindful that people living with dementia might be segregated

14 See also Clough and Brazier (2014, p. 133).
15 See, generally, the work of the United Nations Open-ended Working Group on Ageing for the purpose of strengthening the
protection of the human rights of older persons, available at: social.un.org/ageing-working-group/.
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on multiple bases (for example, disability and age, disability and race, disability and poverty, disability
and gender or sexual identity) and that women living with dementia are particularly vulnerable to
violence, it is vital to bring a more nuanced analysis to segregation that can explore interlocking systems
of oppression and how these play out in the care home context. This could also extend to building
more political alliances across different anti-oppression groups working towards ending segregation.!®

The fourth implication is the need to resolve the tension between immediate implementation
(of civil and political rights—for example, ending detention and denial of legal capacity) and
progressive realisation (of economic, social and cultural rights—for example, providing supports for
decision-making and community living). While this is a well-worn human rights debate, this tension
needs to be considered in the context of the immensely profitable and marketised context of care
homes (Aubrecht and Keefe 2016), which might set it apart from other disability service contexts.
Questions could be asked about the economic incentives for stakeholders to maintain the status quo
of institutionalisation, and hence of segregation—both through the very existence of care homes and
the use of DCUs and locks (and other forms of restrictive practices) as a means of efficiency in care
provision.!” Conversely, it is important to consider how poorer and socially isolated people living
with dementia might be more vulnerable to segregation (and the harms within institutions).!8

The fifth suggestion is practical rather than legal in nature. It is vital that more resources and
energy are channelled into developing concrete, meaningful and sustainable alternatives to segregation
in care homes. So long as this does not occur, it is all too easy for policy and dementia care sectors to
see the current, deeply entrenched status quo as the only viable option. Moreover, the design of future
care homes, given that there will likely be at least one more generation of them, needs to take into
account the likelihood that future residents will demand access to their communities, and higher levels
of autonomy within the care home—that in our quest to build better communities beyond care homes,
we must attend to the immediate needs of those still locked within them.

This article contributes to international human rights jurisprudence and scholarship on dementia.
It will also, ideally, contribute to dementia care practice by providing the opportunity to disrupt
conventional logics and transform individual and collective perspectives on the political status of
people living with dementia. It highlights that what matters is not merely ‘good practice in dementia
care but also ... rights and social justice’ (Argyle et al. 2017, p. 1005). While human rights have legal
implications, they also have broader ethical or philosophical possibilities in providing a framework
for ‘how people (not just governments) treat other people and how human rights connect all of us
to each other through shared rights and responsibilities” (Cahill 2018, p. 10). It is important to note
that dementia care practitioners and academics have been oriented towards improving conditions in
care homes, and that there have been some improvements. However, there is a need to question the
moral, ethical and political foundations of segregating people living with dementia in care homes. This
article is but one small contribution to this task which the authors hope opens up possible strategies
for structural solutions that engage the dementia care sector and builds new coalitions with other
marginalised groups in order to truly transform society.
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