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This is a ground-breaking volume which is a must-read for anyone interested
in furthering their understanding of, and capacity to work with, LGBT older
adults living with dementia. It addresses an area that is underrepresented in
current research, policy and practice in dementia and does so with a sensitivity
to intersectional identity, lived experience, service delivery, and social and
political rights. The contributors represent a variety of disciplines and perspec-
tives across geographic regions and bring together a vast array of knowledge
from queer studies and social gerontology. Of particular note is the inclusion
of the experiences and perspectives of those living with or caring for someone
living with dementia. The inclusion of multiple perspectives makes this edited
volume unique and highly relevant. The volume pays important attention to
tensions and absences within current LGBT research and counters these
through the inclusion of bisexual, and trans voices and concerns. This book
lays down a strong theoretical foundation for the reader which facilitates
common understandings of the concepts, terms and ideas presented in the
various chapters. As a social work scholar working with LGBT older adults
and their families, I was touched by the diversity and depth of the material
presented, the links developed between theory, research, social policy and
practice, and the particular sensitivity to complex ideas and realities including
advocacy, social action and rights-based considerations, issues which are often
absent in work on dementia and dementia care, particularly within health and
social care literature. This is a pioneering book that will undoubtedly have an
important impact upon the field. It can both foster best practice guidelines for
working with LGBT older adults with dementia and those that provide care to
them and encourage the development of coordinated local and international
efforts to advance equity and social inclusion for these previously marginal-
ized communities. This book is a first of its kind — contributing important
information to enhance our understanding of the lived experiences of dementia
and our capacity to provide dementia care to LGBT people. It is a must-read
for anyone engaged in ageing and/or LGBT studies, and for a wide variety of
practitioners and policy makers interested in developing more comprehensive
programs and practices that pay attention to equity and diversity. As a social
worker scholar in the field, I can say without hesitation, that I will recommend
Lesbian, Gay, Bisexual and Trans* Individuals Living with Dementia: Con-
cepts, Practice and Rights to my students and colleagues in the health and
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social care field in the coming years. Thank you to the authors for such a well

written, comprehensive volume which deepens our understanding of the diver-
sity and complexity of aging in LGBT communities.

Associate Professor Shari Brotman,

School of Social Work, McGill University, Canada

This book will prove to be an invaluable tool to service providers, advocates,

caregivers and researchers alike. Westwood and Price curated an exceptional

group of experts to understand, humanize and ultimately effect change in the
lives of LGBT people living with dementia.

Hilary Meyer, Director, Social Enterprise & National Projects,

SAGE (Services & Advocacy for GLBT Elders)
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Lesbian, Gay, Bisexual and Trans*
Individuals Living with Dementia

This groundbreaking collection is the first to focus specifically on LGBT* people
and dementia. It brings together original chapters from leading academics, prac-
titioners and LGBT* individuals affected by dementia. Multi-disciplinary and
international in scope, it includes authors from the UK, USA, Canada and Aus-
tralia and from a range of fields, including sociology, social work, psychology,
health care and socio-legal studies.

Taking an intersectional approach — i.e. considering the plurality of experi-
ences and the multiple, interacting relational positions of everyday life —
Lesbian, Gay, Bisexual and Trans* Individuals Living with Dementia addresses
topics relating to concepts, practice and rights. Part I addresses theoretical and
conceptual questions; Part II discusses practical concerns in the delivery of
health and social care provision to LGBT* people living with dementia; and Part
11T explores socio-legal issues relating to LGBT* people living with dementia.

This collection will appeal to policy makers, commissioners, practitioners,
academics and students across a range of disciplines. With an ageing and
increasingly diverse population, and growing numbers of people affected by
dementia, this book will become essential reading for anyone interested in
understanding the needs of, and providing appropriate services to, LGBT*
people affected by dementia.

Sue Westwood is a socio-legal and gerontology scholar. She is a researcher at
the University of Oxford, Honorary Research Fellow at the Centre for Research
on Ageing and Gender, University of Surrey and teaches Law at Coventry Uni-
versity. Sue previously managed a dementia adviser service for a UK charity.

Elizabeth Price is Senior Lecturer in Social Work at the University of Hull, UK.
She is a registered social worker and her research interests currently include the
lived experience of chronic illness, sexualities and dementia, and the use of
music as a therapeutic intervention.
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Sue dedicates this book to her father,

Basil Alexander Westwood (1920-2007).

Basil lived well with, and eventually died from, dementia.
Being his ‘carer’ eventually led me, via a rather circuitous
route, to this book.
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Foreword

There has never been more hope for realising people’s full potential to live well
with dementia. In the UK the launch of the Living Well with Dementia: A
National Dementia Strategy in 2009 was followed by the Prime Minister’s Chal-
lenge on Dementia in 2012 and most recently by the Prime Minister’s Challenge
on Dementia 2020, published in 2015 (London: Stationary Office). The latter’s
vision is:

to create a society by 2020 where every person with dementia, and their carers
and families, from all backgrounds, walks of life, and in all parts of the country
— people of different ages, gender, sexual orientation, ability or ethnicity for
example, receive high quality, compassionate care from diagnosis through to
end of life.

(p.- 6)

Yet whilst there is lots of attention paid to supporting this diverse group of
people to live well with dementia, there is limited attention — in research, policy
or practice — paid to the perspective and experience of lesbian, gay, bisexual and
trans* individuals. This neglect is all the more striking because within the field
of dementia policy and practice there is a commitment to addressing the diver-
sity of experience of living with dementia. This edited collection is a landmark
in redressing this neglect.

This timely edited collection includes contributions from a range of discipli-
nary perspectives including social work, law, education, disability studies, ger-
ontology, gender studies, and perhaps not surprisingly, dementia studies. Many
of the contributors bring additional perspectives from working across fields, for
example gender and ageing studies. The breadth of disciplinary perspectives is
further enriched by the breadth of countries represented including Australia,
Canada, the UK and the US.

This edited collection has several highlights for me. First, I am struck by the
complexity of language and terminology in this field. The editors in their intro-
duction are refreshingly frank about the tensions among their own contributors
about the language to be used. The collection is explicit about the concern with
the marginalisation of bisexuality and trans* issues in the LGBT* discourse.
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Second, we know that the experience of living with dementia is affected by soci-
etal and community understanding and attitudes. This edited collection directly
confronts the compound effect of the stigma and discrimination associated with
being old, lesbian, gay, bisexual and/or trans* and living with dementia. Third,
the collection pays attention both to people living with dementia who are lesbian,
gay, bisexual and/or trans* and also family carers who are lesbian, gay, bisexual
and/or trans*. Fourth, the book addresses the tension between being visible and
being hidden; reminding us that many old people living with dementia today will
have felt the need to hide their sexual identity and/or gender identity in the past
in order to avoid stigma, discrimination and prejudice. Fifth, the book challenges
us to question not only our assumptions of heterosexuality, but also ways in
which we privilege and prioritise heterosexuality. This collection not only points
out the error in such assumptions but spells out the unnecessary hurt and suffer-
ing caused by these assumptions. Truly taking the person’s perspective means
being open to a diverse range of sexualities, sexual identities and gender identi-
ties. It is important that we see and engage with the whole person. While many
of us recognise that this requires a concern with knowing the person’s biography
(life experience to date), personality, preferences and aspirations, we may be
guilty of assuming heterosexuality and/or gender congruence.

For these reasons this edited collection is a milestone in our field. Focussing
on concepts, care, services and rights it is a timely and compelling resource
addressing the paucity of research and scholarship in this area and inequalities in
service provision.

Murna Downs

Professor in Dementia Studies
School of Dementia Studies
University of Bradford
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1 Introduction

Sue Westwood and Elizabeth Price

Why a book about lesbian, gay, bisexual and trans* people and dementia? What
makes their experiences of dementia different from those of anyone else? With
an ageing population, dementia, which is age related (Knapp et al., 2007), is on
the increase and is a growing social concern. An estimated 44.35 million people
worldwide were living with dementia in 2013 and this is predicted to rise to
75.62 million by 2030 and 135.46 million by 2050 (Alzheimer’s Disease Inter-
national, 2013). Women are disproportionately affected by dementia (Alzheim-
er’s Disease International, 2015), primarily because of ageing demographics:
women tend to live longer than men, (Bamford, 2011). Individuals aged over 80
living with dementia are twice as likely to be women as men, and individuals
reaching 100 who are living with dementia are four times as likely to be women
as men (World Health Organization (WHO), 2007).

An estimated 7.5 to 10 per cent of the population identify as lesbian, gay and
bisexual (LGB), the exact figures not being known, partly because sexuality/sexual
identity is not routinely surveyed (Aspinall, 2009) and partly because they comprise,
to a certain degree, a hidden population (Meyer and Wilson, 2009). Given that
‘dementia does not discriminate’ (Newman and Price, 2012: 183), a significant pro-
portion of people with dementia, and the families, friends and carers of people with
dementia, will be lesbian, gay and bisexual. Moreover, given that more women than
men are affected by dementia, lesbians and bisexual women will be disproportion-
ately affected compared with gay and bisexual men (Westwood, 2015). An increas-
ing number of people openly identify as trans*, although, again, the exact figures are
not yet known and estimates are even more imprecise (Bailey, 2012). Trans* people
are at least as likely as cisgender people to develop dementia, and may even,
because of psychosocial stressors, be at increased risk of doing so (Witten, 2014).

While LGBT* people living with dementia will share many of the experi-
ences and concerns of non-LGBT* people living with dementia, theirs will also
be informed by gender, sexuality/sexual identity and gender identity, and the
social marginalisation associated with each of these intersecting social positions.
Their experiences and concerns will also be informed by the readiness, or not, of
services for people with dementia and those who care for them, to recognise,
understand and be equipped to meet the needs of LGBT* people (Ward ef al.,
2005; Cook-Daniels, 2006; Price, 2008, 2010, 2012; Witten, 2008).
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This edited collection brings together original authorship from academics,
practitioners and LGBT* individuals affected by dementia. Taking an inter-
sectional approach (Taylor ef al., 2011) — that is considering the plurality of
experiences and the multiple, interacting relational positions of everyday life
— it addresses topics relating to concepts, practice and rights. Multi-
disciplinary and international in scope, it includes authors from the UK, USA,
Canada and Australia, from a range of disciplinary backgrounds (including
sociology, social work, psychology, health care and socio-legal studies). By
bringing together this wide-ranging authorship, the collection will appeal to
policy makers, commissioners, practitioners, academics and students across a
range of disciplines.

In this introductory chapter, we shall first consider the marginalisation of
LGBT* people living with dementia in dementia studies. We will then introduce
and outline each of the parts and chapters in this edited collection. Lastly, we
will reflect on links and interconnections between chapters, identifying concep-
tual, policy, practice, rights and research implications.

Terms and abbreviations

We need to briefly address the issue of language. Many authors writing in this
field seek to avoid using fixed identity categories if possible. Despite modern
day binary constructions of hetero- homo- and bi-sexualities, sexuality is far
more complex, fluid and socially, historically and contextually contingent
(Weeks, 2010). Since Kinsey’s early work (Kinsey et al., 1948, 1953), there
has been a growing recognition of the overlap between the ‘hetero’ and the
‘homo’ and of sexual fluidity in individual lives (Sedgwick, 1990), particu-
larly the lives of women (Kitzinger, 1987; Diamond, 2008). Sexuality itself
is a contested term (Weeks, 2007), in relation to whether it describes a
behaviour, an orientation (innate or acquired), a strategic identity (Bernstein,
2009), an actual identity (Calzo ef al., 2011), with/out a politicised component
(Adam, 1995; Power, 1995), a broader ethos (Blasius, 1994), or possible com-
binations of all. In more recent years, those individuals who identify as inter-
sex or asexual (Pinto, 2014) have also further complicated and contested
simplistic notions of sexuality, including in relation to dementia (Alzheimer’s
Australia, 2014).

Those members of the trans* community who do not ascribe to binary
notions of gender, but engage far more with gender fluid notions, and hence
sexuality fluid notions too (given that ‘same’ and ‘opposite’ sex are predicated
on either/or notions of gender) have demonstrated how gender too is not a
fixed category. They have extended the logic of Judith Butler’s (1999) argu-
ments about gender performance as a normative social construction to demon-
strate, through lived experience, the diversity, complexity, fluidity and
creativities of gender (Williams, 2014). Some authors have resisted sexuality
categories by mobilising the term queer (e.g. Warner, 2000) However, queer
is not a unilaterally popular term and, indeed, many non-heterosexual
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individuals, especially older individuals (Fox, 2007) and/or feminists are
uneasy with its use (Fineman et al., 2009). We have chosen to avoid using the
term queer in the chapters in this book. This has not necessarily sat comfort-
ably with some of the authors contributing to chapters, and we appreciate their
forbearance in this editorial decision.

Reflecting this diversity of discourse, there is an ever-expanding range of terms
and abbreviations in use to describe non-heterosexual and/or non-gender-normative
individuals, including LGBT (lesbian, gay, bisexual and trans); LGBTI (lesbian,
gay, bisexual, trans and intersex); GLBT (gay, lesbian, bisexual and trans);
GLBTI (gay, lesbian, bisexual, trans and intersex); LGBTQ (lesbian, gay, bisexual,
trans and queer); LGBTQI (lesbian, gay, bisexual, trans, queer and intersex);
LGBTTQ (lesbian, gay, bisexual, transsexual, transgender and queer); and
LGBTQQIA (lesbian, gay, bisexual, transgender, queer, questioning, intersex,
asexual). Almost all these terms and abbreviations were present in the first drafts of
chapters submitted by the authors. Some authors suggested that we might keep
them all in order to emphasise the diversity and non-homogeneity of this ‘popula-
tion’. However, we had in mind those readers who are new to this topic, who might
be confused, and even put off, by this plethora of different terms, and decided that
one term/abbreviation should be used consistently across the book. The issue then,
of course, became which one to use.

In terms of sexuality only, we have employed LGB (lesbian, gay and bisex-
ual) for convenience, rather than as an indication that we ascribe to notions of
fixed sexual identity categories for all, although they may apply to some indi-
viduals. We have avoided using ‘queer’ because it is a contested term (as
above). Trans* (T*) is an umbrella term which is increasingly deployed to
cover the gender identity spectrum: including (but not limited to) transgender,
transsexual, transvestite, genderqueer, genderfluid, non-binary, genderless,
agender, non-gendered, third gender, two-spirit and bigender (Tompkins,
2014; Stonewall, 2015). We decided to use the term trans* in order to be as
inclusive as possible. So, we have concluded that LGBT* would be our
abbreviation of choice. The exception to this (there are always exceptions!) is
Chapter 7, where Catherine Barrett and colleagues have used the term lesbian,
gay and trans* (LGT¥*) to formally acknowledge that they have not included
bisexual-identifying people in their study.

Ways of using this book

This book can be read in a variety of ways. For those who have an overarching
interest in the subject, it can, of course, be read from beginning to end. For those
with a more pragmatic focus on understanding and meeting the needs of LGBT*
people affected by dementia in care contexts, Part II, ‘Practice’ might be
approached as a standalone section if preferred. For those who have particular
interests in certain topics, each chapter can be read in isolation, as well as an
inter-connected part of the whole collection.
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LGBT?* people and dementia in context

Silences and similarities

Whilst there has been a growth in literature on LGBT* ageing (Cronin and King,
2010; Stein et al., 2010; Ward et al., 2012; Witten and Eyler, 2012; Finkenauer
et al., 2012; Sears, 2013; Kimmel, 2014; de Vries and Croghan, 2014) and on
LGBT* mental health in later life (Fredriksen-Goldsen et al., 2013, 2014), very
little of it has, so far, addressed issues of dementia (McGovern, 2014). Similarly,
while there is an emergent awareness of the significance of diversity in the
experience of living with dementia (Innes et al., 2009), very little attention has
been paid to diversity relating to sexuality/sexual identity (Price, 2008; Ward et
al.,2012), gender (Westwood et al., 2015) and/or gender identity (Witten, 2014).
Indeed, there appears to be a silence on these issues among the extensive body
of health and social care literature on ageing and dementia (Concannon, 2009;
Eliason et al., 2010; Ward et al., 2011; McGovern, 2014). Most notable of all
has been an absence of the voices of LGBT* people living with dementia them-
selves (Peel and McDaid, 2015).

Existing literature on LGBT* people living with dementia

The very limited research so far on LGBT* dementia has come from a small
number of authors. McGovern, writing in 2014, identified 16 academic articles
about LGBT* dementia, although while articles may use the LGBT* abbrevi-
ation, their content often only addresses lesbian and gay concerns. This reflects
the wider marginalisation of bisexuality and trans issues in LGB/LGBT* dis-
course particularly in relation to health and social care provision (Jones, 2010;
Ward et al., 2012; Witten, 2014; Westwood et al., 2015). The bulk of the liter-
ature in this area has been produced by two separate researchers. Richard Ward
(2000) first highlighted over 15 years ago how the ‘gay community’ is fearful
about dementia-related care needs and having to try to conceal their sexualities
in care spaces to avoid prejudice and discrimination. Ward has gone on to
identify with colleagues (Ward et al., 2005) the assumptions of heterosexuality
among care home staff and how this, together with the surveillance of sexuality,
particularly men’s sexuality, serves to exclude the experiences of gay men with
dementia in particular.

Elizabeth Price’s work has highlighted the invisibility of gay men and lesbi-
ans in dementia nursing (Price, 2005); how dementia can compound the stigma
and social marginalisation experienced by older gay men and lesbians (Price,
2008); and how disclosure of sexuality can be a “critical issue’ (Price, 2010: 160)
for carers of a lesbian or gay person with dementia, informing how they perceive
health and social care provision in the light of how such disclosures are dealt
with. More recently, Price (2012) has described research findings which suggest
that lesbian and gay people who care, or have cared for, a person with dementia,
are very fearful of dementia care spaces. They anticipate that these spaces will
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privilege and prioritise heterosexuality, resulting in a split between those who
want mainstream provision to become more attuned to lesbian and gay identities,
and those who see specialist provision as a solution. Price has also written with
Roger Newman about the development and demise of the UK Alzheimer’s Soci-
ety’s LGBT* network (Newman and Price, 2012).

Current theoretical models of dementia

In terms of mainstream dementia theorising, the four main models of dementia —
biomedical, gerontological, psychosocial and disability — each frame dementia, and
the person living with dementia, in ways which are LGBT* exclusionary. The bio-
medical model (Gubrium, 1986), with its emphasis on bodies, pathologies, symp-
toms and symptom management, has been widely critiqued for failing to take into
account the person in the body (Lyman, 1989), and how individual experiences of
living with dementia are shaped by socio-cultural contexts (Downs, 2000). Such
socio-cultural contexts include issues of gender, sexuality and gender identity.
Moreover the biomedical model of dementia constructs bodies with dementia as
deviating from ‘normal’ bodies. Such constructions of the ‘normal’ body are highly
contingent on socio-cultural norms, inclusions and exclusions and can be quite
arbitrary at times (Burns and Iliffe, 2009). They are, in particular, embedded in
values which assume heteronormativity, gender conformity and bodies which have
temporal consistency (McRuer, 2006). This is especially excluding with regard to
the bodies of trans* people (Wahlert and Fiester, 2014) including those with demen-
tia: their gender may not conform with the sex assigned at birth; they may not have
genital congruence with their gender identity; and, in advanced dementia, may
experience shifting conceptions of a gendered, sexual, self (Marshall ez al., 2015).

The gerontological model of dementia (O’Reilly ef al., 2011), which is based
on the notion that dementia is a natural part of the ageing process, is also prob-
lematic for LGBT* people. Mainstream gerontological discourse is based on a
heteronormative (Cronin, 2006) and heterosexist (Clarke et al., 2010) ‘rhetorical
silencing” (Brown, 2009: 65) of ageing LGB sexualities, while older trans people
are ‘both underserved and understudied’ in mainstream gerontology (Persson,
2009: 633). Similarly, the field of disability, while showing an increased interest
in dementia and intellectual disability (Janicki and Dalton, 2014) has been
repeatedly critiqued for failing to take into account the needs of LGBT* people
with an intellectual disability (Noonan and Gomez, 2011). Indeed ‘queer’ cri-
tiques of disability more generally have interrogated notions of normal within
disability discourse, including from the perspectives of gender and sexuality
(Clare, 2001; McRuer, 2006), as well as in terms of trans* issues:

Transgender studies, much like disability studies, works with the lived
bodily experiences of people who fit outside of hegemonic gender norms
and the ways in which people negotiate corporeal experiences that run up
against societal barriers that only privilege certain bodies.

(Mog and Lock Swarr, 2008: Para 4)



Downloaded by [National Library of the Philippines] at 23:15 01 November 2017

6 S. Westwood and E. Price

The psychosocial model of dementia (Kitwood, 1990, 1993, 1997), by contrast,
holds greater potential for understanding sexuality, gender and gender identity
diversity in the context of dementia. ‘Central to this is the concept of personhood
in which subjectivity and intersubjectivity are fully recognised ... the key psy-
chological task in dementia care is that of keeping the sufferer’s personhood in
being’ (Kitwood and Bredin, 1992: 269). This model has generated wide-ranging
philosophical debates about what constitutes personhood, particularly in the
context of dementia, especially advanced dementia (Hughes et al., 2006). Central
to this is whether there is a core stable self, a central personhood, which may or
may not endure at the point of profound cognitive decline (Cowdell, 2006).
Those who argue that it does, also assert that this personhood should be at the
core of dementia care:

Whilst mood and behaviour may be profoundly affected, personhood is not;
the individual remains the same equally valuable person throughout the course
of the illness. Interventions to support the person with dementia should honour
their personhood and right to be treated as a unique individual.

(Kinnaird, 2012: 9)

However, personhood is itself a problematic concept, not least for the notions of a
fixed and stable self which endures across time. Queer theorists (Butler, 1993,
1999, 2004) have critiqued such notions, arguing that identity is fluid, unstable,
contingent and discursively and performatively reproduced in variable ways
according to time, space and context (see Chapter 4). They emphasise, ‘[t]he
importance of physical embodiment of intersecting identities and ... how the nar-
ratives of lived experiences integrate the socially constructed, embodied and self-
constructed aspects of identity’ (Nagoshi and Brzuzy, 2010: 437). Emerging from
such critiques, intersectionality theorists have advocated instead an understanding
of the person affected by dementia in the context of intersecting identities and
social locations (see Hulko, 2004, 2009; and Chapter 3). The growing appreciation
of dementia as a contextually contingent, embodied experience and of the disci-
plining of the body in dementia care (Twigg, 1999, 2000) ‘collectively destabilizes
dementia as a taken-for-granted category and has generated critical texts on the
interrelationship between the body and social and political processes in the produc-
tion and expression of dementia’ (Kontos and Martin, 2013: 288).

Each of the main theoretical models of dementia, then, not only fail to take
LGBT* people with dementia into account, but are also structured in such a way
as to make them unthinkable. The purpose of this book is to make them thinka-
ble and to consider the conceptual, practice and rights implications of taking
LGBT* people living with dementia into account.

Chapter outlines

This book is divided into three sections. Part I, ‘Concepts’, comprises four
chapters addressing theoretical and/or conceptual issues. In Chapter 2, ‘Gender,
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sexuality, gender identity and dementia: (in)equality issues’, Sue Westwood
takes a socio-legal approach to the marginalisation of LGBT individuals living
with dementia. Drawing upon the work of Nancy Fraser (1997), Westwood
argues that LGBT* individuals affected by dementia have unequal access to
resources, recognition and representation, compared with non-LGBT* indi-
viduals affected by dementia. She considers the legal and ethical implications of
these inequalities.

In Chapter 3, ‘LGBT* individuals and dementia: an intersectional approach’,
Wendy Hulko explains and considers intersectionality, which offers a framework
to understand how multiple social positions can work with and through one
another to produce complex in/equalities. Hulko uses the narratives of an older
trans* bisexual woman to explore how she might be affected were she to have
dementia. By doing so, Hulko is able to explore how intersectionality can offer
an important framework for understanding the diversity of experiences of
dementia and services for people with dementia, their families, friends and
carers. She highlights how the social locations of gender, sexuality and gender
identity might intersect to produce uneven outcomes for LGBT* people living
with dementia.

In Chapter 4, ‘Queer(y)ing dementia — bringing queer theory and studies of
dementia into dialogue’, Andrew King offers an analysis of the conceptual con-
struction of gender, sexuality/sexual identity and gender identity and of people
with dementia, from the perspective of queer theory and queer studies. He criti-
cally interrogates the categories which are deployed in such conceptualisations,
arguing for the need for a deconstruction of such categories in order to resist the
norms and normativities which underpin them, and which in turn produce sites
of both inclusion and exclusion in LGBT* and dementia discourse.

In Chapter 5, ‘Reconceptualising dementia: towards a politics of senility’,
Richard Ward and Elizabeth Price bring together key concepts from dementia
studies and LGBT* studies to open up a more radical critique of dementia
discourse. In particular they interrogate notions of personhood and citizenship
as sites of normative social inclusions and exclusions which serve to margin-
alise LGBT* people living with dementia. Drawing upon disability, feminist
and queer theories, they argue for a reconceptualising of dementia which
offers greater opportunities to create connections between individuals both
‘with” and ‘without’ dementia, and, crucially, those who occupy the spaces in
between.

Part II, ‘Practice’, comprises six chapters addressing practice issues in rela-
tion to the delivery of health and social care provision to LGBT* people living
with dementia. In Chapter 6, ‘Providing responsive services to LGBT* indi-
viduals with dementia’, Mark Hughes explores how mainstream health and
social services providers could and should respond to the diverse needs of
LGBT* people with dementia. He highlights the importance of appreciating the
complexity of gender, sexuality and gender expression. Hughes also considers
the challenges of negotiating privacy in health and social care contexts and the
need to address the impact of discrimination on service use. The chapter explores
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ways to promote the rights of LGBT* people receiving services and opportun-
ities to facilitate organisational change in order to improve service delivery.

In Chapter 7, ‘Person-centred care and cultural safety: the perspectives of
lesbian, gay and trans (LGT) people and their partners on living with dementia’,
Catherine Barrett and colleagues report on their research with lesbian, gay and
trans®* (LGT*) people affected by dementia. Their analysis of this rich data
demonstrates the challenges faced by LGT* people living with dementia, includ-
ing the challenges of managing the disclosure of sexuality/sexual identity and/or
gender identity and of encountering services which are under-prepared to meet
the needs of LGBT* people living with dementia. Barrett and colleagues high-
light the importance of health and social care organisations providing dementia
services which recognise and are responsive to the needs, wishes, and concerns
of LGBT* people.

Chapters 8 and 9 address issues relating to trans* people with dementia. In
Chapter 8, ‘Trans* people anticipating dementia care: findings from the Trans-
gender MetLife Survey’, Tarynn Witten describes the findings from a recent
USA survey which explored trans* people’s fears and concerns about dementia
care provision. In Chapter 9, ‘The complexity of trans*/gender identities:
implications for dementia care’, Chryssy Hunter, Jenny-Anne Bishop and Sue
Westwood explore the implications of dementia for trans* identities and trans*
dementia care.

Many LGBT* people care for and support both LGBT* and non-LGBT*
people who are living with dementia. In Chapter 10, ‘Looking back whilst
moving forward: LGBT* carers’ perspectives’, Elizabeth Price considers the
very limited accounts of the experience of lesbian and gay carers of people with
dementia and the silences about bisexual and trans* carers of people with demen-
tia. Price reflects on her own pioneering research on lesbian and gay carers of
people with dementia, spanning 15 years, which was prompted by a (surprised)
colleague questioning why caring for someone with dementia is any different for
a LGBT* person than a non-LGBT* person. Price’s work has demonstrated very
clearly that the differences relate to: a lack of recognition and support for
LGBT* carers; a lack of appreciation among health and social care providers of
the histories, lived experiences, identities and cultures of LGBT* people; the
need to deal with prejudice and discrimination at times of extreme stress; and the
loss of privacy for (LGBT*) people with dementia and their LGBT* carers,
whose identities are still often stigmatised and marginalised in society at large.

One of the main strategies among LGBT* activists to address shortcomings in
health and social care provision for LGBT* people, including those with dementia,
relate to staff training and education, often in the form of one-off training events.
This approach is considered in Chapter 11, ‘One-day training courses on LGBT*
awareness — are they the answer?” in which Sue Westwood and Sally Knocker con-
sider its advantages (increase awareness; promote sensitisation to relevant issues;
encourage reflective practice; open up a dialogue, and offer a language and frame-
work for, discussing older LGBT* issues and care practices; increase knowledge
of local and national agencies with expertise in older LGBT* issues) and



Downloaded by [National Library of the Philippines] at 23:15 01 November 2017

Introduction 9

disadvantages (does not tackle systemic and/or organisational issues; does not
overcome entrenched negative attitudes towards LGBT* people; tends to mobilise
a collective narrative, for strategic convenience, which promotes — positive — stere-
otyping and obscures diversity among and between LGBT* people). Westwood
and Knocker argue for the need for more comprehensive, organisation-focused
interventions which promote lasting organisational change and afford greater
opportunity to represent the wide range of lives, and interests (sometimes com-
peting) which fall under the LGBT* umbrella.

Part III, ‘Rights’, is made up of four chapters addressing socio-legal issues
relating to LGBT* people living with dementia. In Chapter 12, ‘LGBT* indi-
viduals living with dementia: rights and capacity issues in the United States’,
Nancy Knauer considers how the unique challenges facing LGBT* individuals
living with dementia have been largely overlooked by USA national policy initi-
atives and the LGBT* rights movement. Knauer explores the rights issues affect-
ing LGBT* people with dementia in the USA, and gives a number of examples
of cases where those rights have recently been violated. Knauer proposes a range
of socio-legal reforms to address these inequalities. She emphasises the import-
ance of using legal mechanisms for advance planning in order to ensure that the
rights, wishes and needs of LGBT* individuals living with dementia are recog-
nised and respected even if they should lose capacity.

The experience of living with and supporting someone living with dementia
is always a deeply personal one. In Chapter 13, ‘The needs and rights of LGBT*
carers of individuals with dementia: a personal journey’, Roger Newman reflects
on his experiences as a gay man caring for a partner with dementia in the 1990s
and the insights gleaned from those experiences. He charts his journey from
becoming first ‘a carer’ and then an activist on behalf of LGBT* people living
with dementia, their carers, and wider LGBT* care and ageing issues. Roger
reflects on his experiences, the lessons he has learned, and concludes with a wish
list for addressing the rights and needs of LGBT* people living with dementia,
and LGBT* carers, in the future.

In Chapter 14, ‘Navigating stormy waters: consent, sexuality and dementia in
care environments in Wales’, Paul Willis, Michele Raithby and Tracey
Maegusuku-Hewett report on their recent research with residential care staff in
Wales working with older people, many of whom have dementia. They consider
how the staff understand and manage issues of sexual consent and capacity and
the implications for their provision of care to older lesbian, gay or bisexual
(LGB) adults. Their findings highlight how, in facilitating relationships between
residents with declining mental capacity, and in managing issues of capacity to
consent and of risk, the staff mobilise narratives which do not take into account
the possibility that some of their residents will be lesbian, gay or bisexual. Willis
and his colleagues conclude with recommendations for developing ‘LGB affirm-
ative’ approaches to negotiating care, consent and dementia.

LGBT* rights and dementia rights often overlap. In Chapter 15, ‘To equality
— and beyond? Queer reflections on an emerging rights-based approach to
dementia in Scotland’, Richard Ward explores an emerging rights-based agenda
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for dementia in Scotland and the tensions and limitations associated with this
rights-based approach. Drawing upon queer theory, Ward considers: the import-
ance of spaces of advantage and disadvantage among collective groups of
people; the risk that focussing on a single identity category (in this case ‘demen-
tia’) can obscure inequalities among and between people within that category (in
this case people living with dementia); and thus the need to move away from
identity categories in order to conceptualise the lives and experiences of people
affected by dementia more broadly (which would include LGBT* people living
with dementia). Ward advocates a more radical agenda for dementia policy,
practice and activism in order to reduce normative marginalisation and increase
inclusivity for all people affected by dementia.

Interconnections

The chapters are linked in several ways. First, they highlight the importance of
multiple social locations, and their intersections, for experiences of dementia,
and of dementia services. In the context of this book the social locations which
are of particular relevance are gender, sexuality, gender identity, and the over-
arching framework of age and ageing. Second, they emphasise the significance
of recognition for people with dementia (whose voices are often not heard) and
for LGBT* people, who are affected by multiple and interacting sites of non-
recognition (i.e. not being conceptualised in theory or practice) or mis-
recognition (Lovell, 2007) (i.e. being mis-understood as heterosexual and/or
cisgender). These two sites overlap for LGBT* people with dementia who are
multiply marginalised as a result. Recognition is also extremely important in
terms of actual and/or anticipated stigma, that is, being recognised in ways
which involve prejudice and discrimination, which are, again, issues for people
living with dementia and for LGBT* people separately and are then compounded
for LGBT* people living with dementia.

The third linked theme relates to notions of belonging and social inclusion. Per-
sonhood and citizenship are key concepts in attempts to create greater social inclu-
sion for people with dementia, and also afford greater rights to them. Similarly
identity rights-based claims have advanced the legal recognition (and regulation,
Harding, 2011) of LGBT* individuals and same-sex couples. However, critics of
these concepts have highlighted how they are not only inclusionary but also exclu-
sionary processes: whenever a boundary of socio-legal inclusion is drawn, it deter-
mines not only who lies within it, but also who lies without it too (Smart, 1989).
The chapters variously question and challenge the use of categories, and the norms
and normativities which underpin them, emphasising in particular those individuals
whose lives and experiences may be excluded by them.

All of the chapters, implicitly or explicitly, address issues of equality and
inequality, for people with dementia, for LGBT* people, and for LGBT* people
with dementia. The privileging of heterosexuality and cisgender identities in
dementia theory, practice and rights discourse has produced profound sites of
inequality for LGBT* people with dementia. As a consequence, their (varied)
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experiences are not recognised or understood, their particular and specific needs
not addressed, and their rights undermined. This has produced profound social
injustices which must be addressed, by creating theories which are LGBT*
inclusive, services which understand and serve well the needs of LGBT* people
affected by dementia, and rights discourse which encompass intersectionality,
and, in particular, gender, sexuality and gender identity in relation to dementia.
Until this is achieved, a significant sub-section of people affected by dementia
will have the distress associated with dementia compounded by marginalisation,
social exclusion and the anxiety, fear and pain which accompany them.

Future implications

The first and most obvious implication from the chapters is the need for more
research on the experiences of LGBT* people living with dementia (Kimmel,
2014), both collectively, and separately. There is in particular a need to better
understand bisexuality and dementia. Wendy Hulko’s case study involves a
bisexual woman, but her chapter is the only one in this collection to foreground
issues of bisexuality. Catherine Barrett and colleagues deliberately drop the ‘B’
from the LGBT* abbreviation in their ‘LGT*’ chapter in recognition that their
sample did not include people who identified as bisexual. But other chapters
often refer to LGBT* without addressing bisexuality beyond the abbreviation,
reflecting Rebecca Jones’ (2010) observation that the ‘B’ in LGBT* rarely gets
addressed beyond the title. There is an urgent need for bisexuality-specific
dementia research but also dementia research which includes participants across
the sexuality/sexual identity spectrum, including bisexual people.

Another critical silence to be addressed is in relation to LGBT* people from
Black, Asian and minority ethnic (BAME) communities living with dementia.
There is a growing appreciation of: the significance of dementia for people from
BAME communities (Moriarty et al., 2011); the need for dementia services in par-
ticular to understand how ‘race’, culture and religion mediate the experiences of
living with dementia (Regan ez al., 2013); and the need for providers to develop
‘cultural competence’. There is a nascent appreciation of the significance of demen-
tia in the lives of LGBT* people. However, BAME dementia authorship does not
address LGBT* issues, reflecting the wider silences and absences about LGBT*
people living with dementia. Similarly, while there is a small amount of literature
on BAME/LGBT* ageing and mental health coming from the USA (SAGE, 2013),
non-USA authorship on LGBT* issues associated with dementia has not addressed
issues affecting LGBT* people from BAME communities (Westwood et al., 2015).
This reflects a wider silencing of the voices of LGBT* people from BAME com-
munities in mainstream gerontological discourse (Van Sluytman and Torres, 2014).
This silence needs to be addressed, and indeed critical race theory (Delgado and
Stefancic, 2012) has much to offer in terms of understanding not only the silence
about LGBT* people from BAME communities who are living with dementia but
also the wider silences and absences in dementia discourse about all LGBT* people
living with dementia.
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In terms of future recommendations, the respective Parts of this collection
reflect the key areas which need to be addressed: dementia theory needs to take
gender, sexuality/sexual identity and trans identities into account; dementia
research must routinely and proactively include both LGBT* and non-LGBT*
people in samples, and analyses should always consider the dimensions of
gender, sexuality/sexual identity and trans identities; dementia practice must
become far more equipped to recognise and respond appropriately to the needs
of LGBT* people living with dementia; the violation of the rights of LGBT*
people living with dementia in health and social care spaces require much closer
attention. Impartial advocacy for LGBT* individuals living with dementia who
have not nominated someone to represent them is an essential means of ensuring
their best interests are represented on an ongoing basis.

The need for effective advocacy is not, of course, unique to LGBT* people
with dementia, but to all people living with dementia who lack capacity and have
no one to speak up for them. However, as Ward and colleagues have pointed out,
policy and services for LGBT* individuals have the potential to serve as a
‘litmus test’ (Ward et al., 2011: 26) for how well social care providers respond
to equality and diversity issues and the needs of all marginalised people. In this
way, addressing the inequalities which affect LGBT* people living with demen-
tia will benefit other marginalised people living with dementia as well.
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Introduction to Part I

Sue Westwood and Elizabeth Price

This section encompasses a range of theoretical approaches to LGBT* people
living with dementia. In Chapter 2, Sue Westwood take a socio-legal approach to
the marginalisation of LGBT* individuals living with dementia, considering the
implications of their unequal access to resources, recognition and representation,
compared with non-LGBT* individuals. In Chapter 3, Wendy Hulko explains and
explores intersectionality, using an example of a trans* bisexual woman (with
hypothetical dementia) as a lens through which to explore how multiple social
locations might inform the experience of dementia and services for people with
dementia, their families, friends, carers and supporters. In Chapter 4, Andrew King
offers an analysis of the conceptual construction of gender, sexuality/sexual iden-
tity and gender identity and of people with dementia, from the perspective of queer
theory and queer studies. He critically interrogates the categories which are
deployed in such conceptualisations, arguing for the need for their deconstruction.
In Chapter 5, Richard Ward and Elizabeth Price offer a wider radical critique of
dementia discourse. They interrogate notions of personhood and citizenship as sites
of normative social inclusions and exclusions which serve, in particular, to margin-
alise LGBT* people living with dementia.

All four chapters seek to understand and explain how the experiences, needs
and concerns of LGBT* people affected by dementia have been so far neglected,
both in LGBT* studies and in dementia studies. In particular, each chapter offers
insights on the various silences and absences regarding dementia in LGBT* dis-
course and, conversely, regarding LGBT* issues in dementia discourse. They
approach these issues through a wide theoretical lens, including crip (disability)
theory, feminist theories, models of intersectionality, queer studies/theories, and
socio-legal analyses of the legal (dementia) subject in formal law (statute and
social policy) and disciplinary law (the social reproduction of norms and norma-
tivities which informally, and yet powerfully, regulate individuals and groups).
The chapters also serve to highlight the similarities and dissimilarities of LGBT*
individuals’ experiences of living with dementia and how these are also informed
by multiple other social locations, including age, gender, ‘race’, ethnicity, class,
culture, religion and non-dementia-related disabilities.

The chapters offer a broad theoretical foundation from which to approach the
subsequent sections on practice and rights issues. They offer intellectual spaces
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through and against which the notion of LGBT* people living with dementia
moves from being unthinkable to ‘thinkable’. In that ‘thinkability’, issues con-
cerning LGBT* people living with dementia can shift from being silenced to
being heard, from being invisible to being visible, from an absence to a critical
presence. That increased hearing, visibility and presence thus creates a space
where it becomes possible to begin to address the experiences, needs, wishes and
rights of LGBT* people living with dementia.
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2 Gender, sexuality, gender identity
and dementia

(In)equality issues

Sue Westwood

Introduction

This chapter explores the equality implications of the absences and silences
about LGBT* people affected by dementia, in dementia theory, practice and
rights discourse. It does so by first mapping those absences and silences. It then
goes on to consider what they mean for equality of recognition, resources and
representation, drawing upon the work of the socio-legal theorist Nancy Fraser
(1997). The argument being put forward is that LGBT* people affected by
dementia are systemically disadvantaged in comparison with non-LGBT* people
who are affected by dementia. This disadvantage is produced by multiple inter-
secting factors. First, people with dementia are often conceptualised, implicitly
or explicitly, as heterosexual, cisgender and sex/gender binary (McGovern,
2014). Second, there is a lack of research about LGBT* people with dementia
(Kimmel, 2014) which means this heterosexual bias remains unchallenged by
evidence. Third, services for people living with dementia generally do not recog-
nise or meet the needs of LGBT* people (Price, 2008; Witten, 2014). Fourth,
dementia rights discourse does not take LGBT* people with dementia into
account and there is a lack of impartial advocacy services for LGBT* people
with dementia (Knauer, 2009, 2010). These, I would suggest, work together to
create a web of inequalities for LGBT* people affected by dementia.

Conceptualisations of equality fall under three main categories: equality of
‘how’, equality of ‘what’ and equality ‘for whom’ (Fredman and Spencer, 2003).
Equality of ‘how’ involves (Baker et al., 2009): consistency, (everyone being
treated the same); opportunity (everyone having the same chances in life); and
results (everyone having the same outcomes). A sameness approach can be prob-
lematic because it does not take individual variations into account. Equality of
opportunity can be over-simplistic, because it does not take into consideration
structural disadvantages which may impinge upon being able to access oppor-
tunities. Equality of outcome, which emphasises equalising the end result, can be
controversial in that it may require positive discrimination. A further problem
with equality of outcome is when the outcome itself is poor.

Numerous lists and categories have been proposed to define the ‘what’ of
equality (Baker et al, 2009). Nancy Fraser (Fraser, 1996, 1997, 2000) has
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offered a tripartite model of equality involving: resources (economic); recogni-
tion (social status, cultural visibility and cultural worth); and representation
(social and political participation and access to justice). Fraser refers to the inter-
related nature of these concepts. She controversially asserted, in 1996, that
lesbian, gay and bisexual equality was a problem of recognition, not redistribu-
tion (Fraser, 1996: 13—14). This, not surprisingly, aroused considerable debate.
Judith Butler, in her paper ‘Merely Cultural’, for example, emphasised the inter-
relatedness of ‘the reproduction of goods as well as the social reproduction of
persons’ (Butler, 1997: 40). Fraser eventually acknowledged, in a footnote in a
paper in 2007, ‘even sexuality, which looks at first sight like the paradigm of
pure recognition, has an undeniable economic dimension’ (Fraser, 2007: 27,
footnote 3), indicating that she had somewhat shifted her position. Despite her
uneasy relationship with sexuality, Fraser’s central framework is extremely
helpful in structuring an analysis of equality and I will use this here. However,
Fraser’s notion of resources is expanded here to include not only economic
resources but also the affective resources of ‘love, care and solidarity’ (Lynch,
2010: 3) and safe environments and housing (Barnes, 2012).

In terms of ‘equality for whom’, in order to discuss the rights and needs of
particular individuals and/or social groups, it is necessary to mobilise identity
categories to be able to explore particular elements of inequality. However, the
use of fixed identity categories is problematic, as they can suggest a homogen-
eity which does not exist and can mask fluidities, specificities and contingencies
of experiences. Queer theorists, in particular, have challenged the use of identity
categories (Cronin et al., 2011). However, I share Yuval-Davis’s view (Yuval-
Davis, 2006) that some degree of categorisation is necessary in order to locate
and distinguish between processes of inequality. Such an analysis must take into
account intersectionality: ‘Intersectional approaches look at forms of inequality
which are routed through one another, and which cannot be untangled to reveal a
single cause’ (Grabham et al., 2009: 1).

For a more detailed analysis of intersectionality, see Chapter 3 by Wendy
Hulko in this volume. Intersectionality involves both temporal and spatial
dimensions. Temporality engages with ‘the interplay of the social context and
historical times as well as the nature and consequences of linked and interde-
pendent lives’ (Fredriksen-Goldsen and Muraco, 2010: 402). In terms of spatial-
ity, Gill Valentine has observed, ‘the ability to enact some identities or realities
rather than others is highly contingent on the power-laden spaces in and through
which our experiences are lived’ (Valentine, 2007: 19). In her case study with a
deaf lesbian, Valentine demonstrated how that woman felt marginalised by dis-
ablism when among hearing lesbians and gay men, and by heteronormativity and
homophobia when among heterosexual deaf people (Valentine, 2007). Valentine
observed, ‘[w]hen individual identities are “done” differently in particular tem-
poral moments they rub up against, and so expose, these dominant spatial order-
ings that define who is in place/out of place, who belongs and who does not’
(p- 19). Despite the significance of temporality and spatiality for equality,
inequalities associated with care spaces for older people and/or people with
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dementia (Kontos and Martin, 2013) have so far been under-interrogated from
these perspectives (Milligan and Wiles, 2010).

As I shall argue in this chapter, all three types of equality are engaged in rela-
tion to LGBT* people affected by dementia. Resources are relevant, in terms of
LGBT* individuals’ uneven access to appropriate dementia care and support
(Price, 2008, 2010, 2012; Newman and Price, 2012; Withall, 2014; Westwood,
2015a, 2015b). Recognition is of significance in terms of the lack of recognition
of LGBT* issues in dementia discourse (McGovern, 2014). Representation is
also relevant, in terms of the injustices experienced by many LGBT* people
affected by dementia and a lack of advocacy or support in relation to those injus-
tices (Knauer, 2009, 2010; Witten, 2014; Marshall et al., 2015). Each will now
be examined more closely.

Absences and silences

In this section, I shall consider the absences and silences regarding, in turn,
gender, sexuality, gender identity and dementia. The distinction between the
three is, in many ways, an arbitrary one, with gender and sexuality being closely
interconnected, with gender and gender identity often being read as synonymous,
and with trans* people being affected by issues of sexuality as well as gender
identity. I have broken them down, however, to try and disentangle some of the
intersections which can be obscured in generic LGBT* discourse. In particular, I
am keen to highlight the perspectives of cisgender lesbians who are dispropor-
tionately affected by dementia (Westwood, 2015a) and whose gendered concerns
about dementia are often lost both in narratives about women and dementia and
about LGBT* people and dementia.

Gender

There is a growing awareness that dementia is a gendered concern, and that
dementia, particularly dementia among the oldest old, is a women’s issue
(Alzheimer’s Disease International, 2015). Twice as many women as men are
affected by dementia and individuals reaching the age of 100 who are living with
dementia are four times as likely to be women as men (WHO, 2007). What is
less well recognised is that this issue affects lesbians and bisexual women as
much as, if not more than, heterosexual-identifying women (Westwood, 2015a).
What is also less well recognised is that, while all men living with dementia are
in a minority, gay and bisexual men are, in effect, a minority within a minority
(Westwood, 2015b). What this gender dimension means for trans* women and
men is not at all clear as yet (Witten, 2014) as is explored further in the section
on gender identity.

Lesbian and bisexual women with dementia may not only be proportionately
represented among women with dementia (an estimated 7.5 to 10 per cent of the
population) (Aspinall, 2009), they may be at increased risk of dementia and thus
disproportionately represented in two key ways. First, in terms of risks, smoking,
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alcohol use and depression have been linked to dementia. While the evidence on
smoking and alcohol is mixed (Rusanen ef al., 2011; Panza ef al., 2012), the link
between depression and dementia would appear to be stronger (Kessing, 2012).
Lesbian and bisexual women smoke more, use alcohol more, and have increased
rates of depression, compared with heterosexual-identifying women (Guasp,
2011). This would suggest that they may also be at a concomitant increased risk
of dementia compared with heterosexual-identifying women.

Older women (who are most likely to have dementia) who are never-married,
single and have no children are more likely to spend the final years of their life
in residential and/or nursing home provision (Glaser et al., 2009). Older lesbians
and bisexual women are more likely than older heterosexual-identifying women
to be never-married, single and not have children (50 per cent of lesbian and
bisexual women have children compared with 90 per cent of older heterosexual
women) (Guasp, 2011). This suggests that not only are older lesbian and bisex-
ual women more likely to be living in residential care than older gay and bisex-
ual men, they are also more likely to do so than heterosexual women. This, in
turn, means that they are more likely than gay and bisexual men and hetero-
sexual women to be exposed to the deficiencies of care provision for older
people/people with dementia and to care provision which is ‘heteronormative at
best and homophobic at worst’ (Westwood, 2015a: 1).

Despite the significance of dementia and dementia care provision for lesbians
and bisexual women, their voices are under-represented in dementia research,
policy and practice (Price, 2008). Women affected by dementia are generally
discursively produced as heterosexual women in a wide range of dementia liter-
ature. To give an example,

Gender differences in spousal care are highly prevalent for patients with
dementia, more so than with other illnesses. Husbands with AD [Alzheim-
er’s Disease] and related dementias (ADRD) receive an average of 31%
more hours of spousal care than ADRD wives do from their husbands.
Wives also continue to provide care longer and at greater levels of disability
than husbands and with less help from adult children. Adult children,
usually daughters, intervene more to help husbands caring for ADRD wives,
particularly as needs increase and the disease progresses. ..

(Carter et al., 2012: 4-5)

In this extract, gender is discursively produced as a binary (‘men’ and ‘women’
tacitly assumed to be cisgender) and relationships between men and women to be
heterosexual (husbands and wives). This completely excludes the possibility of
even thinking about the gendering of dementia as experienced by lesbian, gay and
bisexual women and men, and by same-sex couples. The abstract is representative
of much of the literature on gender and dementia; lesbians and bisexual women are
either not referred to at all or only as remarkable ‘others’ (Price, 2008), a notable
exception to this being the recent report produced by Alzheimer’s Disease Inter-
national (2015) which includes references to lesbian and bisexual women
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throughout the report. However, even in that report, the ‘women’ affected by
dementia are by default heterosexual (i.e. heterosexuality is assumed, not made
explicit) and only lesbian and bisexual women located (by special mention) in
terms of their sexuality/sexual identities. In this way, lesbian and bisexual
women are marginalised. The taken-for-grantedness and normativity of hetero-
sexuality (Wilkinson and Kitzinger, 1993), and its implications for heterosexual
women with dementia, remains un-interrogated.

Moreover, even when LGBT* issues are raised in relation to dementia (e.g.
McGovern, 2014), the gendering of those issues tends to get lost amidst con-
cerns relating to sexuality and gender identity, reflecting a wider marginalisation
of lesbian (Traies, 2012) and bisexual (Jones, 2010) narratives in LGBT* dis-
course. The marginalisation of gender issues echoes longstanding feminist cri-
tiques of the lesbian and gay, and more recently LGBT*, political movements,
for failing to recognise and/or prioritise gender inequalities experienced by les-
bians and bisexual women including in relation to gay and bisexual men (Adam,
1995). The voices, and concerns, of lesbians and bisexual women with dementia
are thus obscured both in discourse about women and dementia and in discourse
about LGBT* people and dementia.

Sexuality

Lesbians and gay and bisexual (LGB) women and men affected by dementia are
significantly under-represented in the literature (McGovern, 2014; Westwood,
2015a) in several ways. First, there continues to be a ‘queer absence’ (Cronin, 2006:
107) produced by a ‘rhetorical silencing’ (Brown, 2009: 65) of LGB sexualities
(this includes both trans* and cisgender LGB-identifying people) in mainstream
ageing discourse. This silencing means that older people are discursively produced,
explicitly or implicitly, as heterosexual. This is in stark contrast with a burgeoning
body of literature about ageing in LGB scholarship, which has, in particular, high-
lighted a range of concerns about the unmet health and social care needs of older
LGB people (Brotman et al., 2003, 2007; Harrison, 2006; Hughes, 2007, 2009;
Fredriksen-Goldsen and Muraco, 2010; Stein ef al., 2010; Ward et al., 2011, 2012;
Fredriksen-Goldsen ef al., 2013; Gendron et al., 2013). Second, within that body
of literature about LGB ageing, dementia has, surprisingly, remained on the
margins. This is perhaps, in part, because much of the research with older LGB
people has focussed so far on the ‘younger old’ rather than the ‘oldest old’
(Kimmel, 2014), but may also involve a reluctance to engage with the very diffi-
cult issues dementia raises. This includes the implications of memory loss for
(sexual) identity as well as stigma and marginalisation associated with both
dementia and LGB sexualities (Price, 2008). Third, sexuality in older age, and
the expression of any sexuality/sexual identity by older people, especially older
people with dementia, has been, until quite recently, and in some ways still
remains, a taboo subject (Bauer ef al., 2014). The expression of sexuality in res-
idential care spaces for people with dementia has posed a range of significant
challenges for care staff, particularly in relation to issues of consent (Bauer



Downloaded by [National Library of the Philippines] at 23:15 01 November 2017

26 S. Westwood

et al., 2013) and is often simply constructed as a problem which needs to be
managed (Ward et al., 2005; Mahieu et al., 2014).

The majority of previous academic work on LGB people and dementia has
been conducted by Richard Ward and Elizabeth Price. Ward (2000) first raised
the issue of lesbian and gay concerns about dementia and dementia care spaces
and subsequently, with colleagues, explored the responses of residential care
staff to the expression of sexuality in dementia care spaces (Ward et al., 2005).
Price has written about the lack of visibility of gay men and lesbians in dementia
care (Price, 2005); the intersection of stigma and social marginalisation associ-
ated with both dementia and lesbian and gay identities (Price, 2008); issues of
disclosure of sexuality (Price, 2010) and of support (Newman and Price, 2012)
for lesbian and gay carers of people with dementia (Price, 2010); and the fears
those carers have for their own possible dementia care futures (Price, 2012).
More recently, Nancy Knauer has written about the socio-legal implications for
LGBT* people in the USA (Knauer, 2009, 2010) and I have focussed on how
dementia disproportionately affects lesbians and bisexual women (Westwood,
2015a) and, with colleagues, on good practice guidelines for older LGBT*
people, including those with dementia (Westwood et al., 2015).

Despite this growing body of work, it is not yet reflected in more mainstream
academic literature addressing theory, practice or rights issues and dementia.
What has emerged instead is an increasing amount of grey (i.e. non-academic)
literature which has primarily focussed on highlighting gaps in knowledge and/
or practice issues in relation to the provision of care to LGB and/or LGBT*
people with dementia (Birch, 2009; Alzheimer’s Association, 2012; Alzheimer’s
Society, 2013; Peel and McDaid, 2015; National LGB&T Partnership, 2014).
However, this also does not appear to have been translated so far into the main-
stream literature on dementia. Innes ez al., (2004) have suggested that ‘within
the study of dementia there is a tendency to relegate certain issues, which are
often difficult and challenging, to the margins of academic and professional dis-
courses’ (Innes et al., 2004: 11). As standpoint theorists have also demonstrated
(Hill Collins, 2000), the dominant majority can also construct knowledge net-
works which render minority narratives not only to the margins, but off the
entire map. Either way, LGBT* women and men remain positioned profoundly
at the margins and/or off the dementia map.

Gender identity

There has been a resounding silence about trans* issues and dementia in the
literature (McGovern, 2014; Withall, 2014), apart from the grey literature
referred to in the previous section and one recent academic exception: Tarynn
Witten has reported from the Transgender MetLife Survey (TMLS) that trans*
people are concerned about ‘discrimination by caregivers, fears of cruelty and
abuse, fears of being homeless and of dementia, and fears of not being allowed
to live their final years as their true selves’ (Witten, 2014: 17—18). (See also
Witten Chapter 8 in this volume). The exclusion of trans* people’s issues and
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concerns from dementia discourse and of dementia from trans* discourse not
only creates impoverished theory but also privileges the lives and experiences of
cisgender people with dementia (see Hunter, Bishop and Westwood, this volume,
Chapter 9) and those of trans* people not affected by dementia. This, in turn,
leaves care providers under-informed and ill-equipped to meet the needs of
trans* people with dementia.

A recent paper by Marshall e al. (2015) highlights some of the challenges
which can be faced by a trans* person with dementia, and by care teams attempt-
ing to provide them with appropriate care and support, when they lack the neces-
sary ‘cultural competence’ (Gendron et al., 2013) to do so. The paper describes
Jamie, a 94-year-old trans woman in Canada, who had been living openly as a
woman since the age of 80, although Jamie had been wearing women’s clothing
for much longer, and had said when transitioning that ‘she had felt this inclina-
tion her entire life’ (p. 115). After transitioning, Jamie had written a leaflet about
trans* issues and circulated it to all their neighbours (Jamie’s wife was support-
ive), among whom Jamie was apparently accepted. Jamie had also been ‘a prom-
inent figure in her local transgender society’ (p. 115).

Jamie was diagnosed with dementia and admitted to a residential care facility
for older people after Jamie’s wife died. Jamie had been taking oestrogen and
steroids, but this was discontinued upon her admission for unknown reasons.
Upon admission, Jamie was referred to a psychiatrist because of apparent gender
confusion: ‘She was confused as to whether she was male or female, asking,
“What am 1?” She frequently looked down at her breasts and asked, “Where did
these come from?””” (p. 113). Jamie sometimes expressed a wish to live as a man
and sometimes as a woman. Jamie would ask to wear men’s clothing, but would
then point to items of women’s clothing in the wardrobe. The staff did not know
how to respond: ‘What pronoun should they use? Should her clothing and haircut
be feminine or masculine?’ (p. 113). The other residents ‘found Jamie’s gender
ambiguity difficult to accept, and as a result she became socially isolated’
(p. 114). Jamie’s daughter, who visited (removing ‘some of the more effeminate
clothing’ from Jamie’s closet, p. 113) did not accept Jamie’s (now apparently
ambivalent) gender identity as a woman: ‘She [his daughter] stated, “He’s
putting aside the facade that he had been maintaining.... He never really was a
transsexual, because he never had the surgery and physically he is male™’
(p. 114).

The psychiatric assessment concluded that Jamie’s history was ‘consistent
with a diagnosis of Gender Dysphoria—Posttransition according to the DSM-5’
(American Psychiatric Association, 2013: 116). The assessment also concluded
that Jamie exhibited ‘considerable gender identity ambivalence’. In terms of how
the staff should respond to this ambivalence, the most obvious solution, that they
should respond to Jamie’s presentation at any given moment in time, and not try
to get Jamie to conform to ‘either/or’ binary notions of gender, does not appear
to have been considered. Instead, the possibility of a ‘gender neutral’ approach
had been suggested, whereby ‘staff would avoid the use of pronouns and dress
Jamie in a gender neutral manner’ (p. 116). However, because it was thought
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that Jamie’s co-residents would find this difficult, resulting in further ostracism,
it was decided that a (gender) ‘choice had to be made’ on Jamie’s behalf. Jamie
died before such a choice was made.

Marshall et al.’s (2015) paper eloquently demonstrates so many of the unad-
dressed issues which concern trans* people in relation to dementia. First, Jamie
is pathologised by care providers, her experiences being labelled and categorised
as a psychiatric disorder. Second, Jamie loses Jamie’s own (gendered) voice and
history through memory impairment. Third, Jamie is taken off medications
which support her chosen gender identity. Fourth, Jamie has an unsupportive
family member who denies her gender identity and who wields power over
Jamie’s life. Fifth, the care staff are intent on shoehorning Jamie into an ‘either/
or’ gender binary and this is informed by collusion with the other residents’
transphobia (rather than it being challenged). Jamie’s history is unacknowledged,
Jamie’s needs not understood, and there is also no independent advocate to speak
on Jamie’s behalf. Jamie ended up dying in a residential care facility, rejected by
fellow residents, with staff not knowing how to respond, a daughter openly
opposed to Jamie’s gender identity, and without legal representation. Jamie died
confused, frightened, and alone. And much of that has to be attributed to the
silences and absences in dementia discourse about LGBT* people — particularly
trans* people in this case.

Equality implications

Having outlined the absences and silences relating to LGBT* people affected by
dementia, I shall now consider their equality implications. I shall do so using
Fraser’s framework of resources, recognition and representation. The conceptual
absences and silences about LGBT* people in dementia theory is a profound
inequality of recognition. Not being seen, not being heard, and not being thought
about is a fundamental intellectual exclusion. Dorothy Smith (1990) and related
standpoint theorists (e.g. Harding, 2004) have emphasised the power of hege-
monic ideological structures to allow knowledge which protects and supports the
dominant discourse while excluding knowledge which threatens to undermine
the dominant ‘paradigmatic thought of a more powerful insider community’
(Hill Collins, 2000: 76). In dementia discourse, the dominant insider community
is heterosexual and cisgender, the dominant norms heteronormative and cisnor-
mative, and all are constructed on ‘either/or’ binary notions of gender, sexuality
and gender identity. The knowledge which is thereby excluded is that of LGBT*
people affected by dementia.

In her classic essay, ‘Compulsory Heterosexuality’, Adrienne Rich (1980)
powerfully demonstrated how ‘the lie” (p. 657) of compulsory heterosexuality —
the unquestioning assumption that all women are, and should be, heterosexual
and the privileging of heterosexual women — pervades every layer of society,
including scholarly analysis. This ‘lie’ can also be extended to cisgenderism and
binarism, i.e. the privileging of cisgender and/or gender binary individuals
and the unquestioning assumption that all people are, and should be, cisgender



Downloaded by [National Library of the Philippines] at 23:15 01 November 2017

(In)equality issues 29

and/or gender binary. The ‘lie’ can be so all-pervasive that it evades recognition
itself. This chapter, and this book, is an attempt to reveal the lie, make it recog-
nised and recognisable, and move it into conceptual spaces where it can be criti-
cally interrogated. Doing so necessitates critically interrogating the powerful
overarching backcloth of heterosexuality and cisgender norms and normativities
which shape understandings of non-LGBT* people with dementia as well as
LGBT* people with dementia.

The unthinkability of LGBT* people with dementia has had profound
implications for dementia services. The lack of appropriate health and social care
provision for older LGBT* people, including those with dementia, is clearly a
site of affective and spatial inequalities. A ‘sameness’ approach to care for
people with dementia — a ‘one size fits all’ model (Eaglesham, 2010) — clearly
does not work when diversity, including gender, sexuality and gender identity
diversity, is taken into account. Similarly, an ‘equality of opportunity’ approach
to dementia care provision also does not work: having equal access to provision
which is equipped to understand heterosexual and cisgender people’s needs, but
not the needs of LGBT* people, is no equality at all. What is needed is ‘equality
of outcome’, so that LGBT* people have dementia care that is equally as good
as that of non-LGBT* people, which inevitably involves recognising their differ-
ences as well as their shared concerns. Moreover, when dementia care provision
is deficient, it does not mean LGBT* people should receive equally poor ser-
vices, but that services for all should be improved.

Recognition is central to improving health and social care provision for
LGBT* people with dementia. Poor recognition involves being unseen, unheard,
disrespected, misunderstood and one’s needs not identified. Good recognition
involves being seen, heard, respected, and having needs identified. Without
recognition, the issue of resources becomes redundant: we cannot interrogate
how needs are or are not being met before those needs have been identified.
Dementia, as it progresses, often deprives an individual of the ability to assert
their own needs and rights. People with dementia are often reliant upon their
informal social support networks to advocate on their behalf. For LGBT* people,
those networks may involve strong friendship as well as biological family con-
nections (Roseneil and Budgeon, 2004). If those friendships are not equally
recognised alongside biological family members, this can deprive people with
dementia of a vital source of community support (Westwood, 2015b), which is
another affective inequality (Lynch, 2010).

Often, however, those individuals with the least amount of community support
are those who live in residential care spaces. In those spaces, at a time when they
most need someone to speak on their behalf, there is no one, which is a crucial
inequality of representation. The lack of appropriate formal advocacy and support
for all people with dementia, is particularly problematic for LGBT* people with
dementia. They may need formal advocacy more than non-LGBT* people, both
because they are more likely to lack informal advocacy, and because, as minority
groups, they are more likely to need their rights to be asserted within care environ-
ments dominated by a heterosexual and cisgender majority.
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Conclusion

The absences and silences relating to LGBT* people affected by dementia have
produced, and are producing, significant inequalities for LGBT* people, concep-
tually, in terms of practices, and in terms of rights. This edited collection is
intended to render LGBT* people affected by dementia visible, heard, thinkable,
and to move them, and the issues affecting them, into conceptual, practice and
rights-based spaces in dementia discourse. However, throwing light on these
issues is not enough. As the standpoint theorists have shown us, dominant
majority narratives are very difficult to shake. It will be important to insert
LGBT* issues into every dementia conversation, at every level of theory, prac-
tice and rights discourse. We need to make LGBT* issues an ‘ordinary’ everyday
occurrence in dementia discourse. Sandra Fredman (2014) has recently argued
that there are four main elements in achieving substantive equality: to redress
disadvantage; to address stigma, stercotyping, prejudice and violence; to
embrace difference and achieve structural change; and to enhance voice and
participation. And to achieve that for LGBT* people affected by dementia, we
still have a very long way to go.
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3 LGBT?* individuals and dementia

An intersectional approach

Wendy Hulko

Introduction

Intersectionality, as a way of framing the lives and experiences of those impacted
by more than one domain of oppression, was taken up by both gerontologists
and queer studies scholars long ago and, since then, has been applied to demen-
tia studies both in Canada (see Hulko, 2002, 2009a, 2011; O’Connor et al.,
2010) and the UK (Price, 2008, 2010; Westwood, 2014), often with an additional
focus on privilege. Intersectionality posits that social-identity categories like
sexual orientation, gender expression, race, ethnicity, age, and social class
cannot be pulled apart in order to locate the source of discrimination — as racism
versus sexism for example — to which a minoritised individual may be subject.
As Warner and Shields (2013) argue in their review of identity research
regarding the intersections of sexuality, gender and race, ‘intersectionality is the
embodiment in theory of the real-world fact that systems of inequality, from the
experiential to the structural, are interdependent’ (p. 804). This theory also posits
that belonging to more than one equity-seeking group (e.g. Indigenous woman)
is qualitatively different than belonging to only one such group (e.g. Indigenous
man) and therefore any outcomes — in the form of violence, poor health status
and/or poverty — can/should not be added together.

This theoretical framework has much to offer research and practice with older
lesbian, gay, bisexual, transgender (LGBT*) individuals living with dementia. This
is primarily as it accounts for the complexity of people’s lives and directs attention
towards people with dementia who may be invisible, like older lesbian and bisex-
ual women and trans* people (see Rich, 1980; Witten, 2003) or ‘too visible’ in the
case of racialized LGBT* folk, particularly men. Older LGBT* people are more
likely to experience dementia due to a higher prevalence of smoking, depression
and obesity (Fredricksen-Goldsen et al., 2013; Mulé ef al., 2009) which have been
linked to Alzheimer’s disease (Norton ef al., 2014). In addition, there are unique
ethical, legal and medical concerns facing this population. Further, if we contest
the biomedicalization of dementia (Binney and Swan, 1991), then we will shift our
focus beyond the medical realm to the social aspects of the lives of older LGBT*
adults, including living conditions, financial resources, and social connectedness.
As this is a nascent field, research to date has not addressed these topics.
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In this chapter, I provide an overview of the history of intersectionality
theorizing and its contemporary articulation, including models, and discuss its
relevance to the lives and experiences of older adults with dementia. This discus-
sion is brought alive through the use of a case study of an older Métis' woman
who identifies as both bisexual and trans* and is awaiting gender affirmation?
surgery. Through socially locating Joan and imagining her as a person with
dementia, intersectionality becomes more understandable and potential issues
are raised in the discussion section. The chapter concludes with implications for
research and practice with older LGBT* individuals living with dementia,
including a recommendation to view liminality and border crossing as strengths.

Intersectionality — historical and contemporary theorizing

In spite of the fact that sexual orientation was foregrounded in early intersectional-
ity scholarship (Combahee River Collective, 1977; Lorde, 2007, [1984]), it (was)
largely disappeared from subsequent writing on intersectionality by feminist and
critical race theorists of the 1990s and early 2000s, who focused mainly on the
trilogy of race, class, and gender (see Brotman and Kraniou, 1999 for a notable
exception; see Hulko, 2009b for an analysis of the categories addressed in intersec-
tional scholarship). Since its re-entry, there has been a great deal of intersectional-
ity research on women and LGBT* people — as diverse, overlapping, or monolithic
groups (see Bowleg, 2008; Diamond and Butterworth, 2008; Mehrotra, 2010).
However, age and the ways in which it structures experiences of being a woman, a
man, or a transgender person, is still addressed infrequently, as is geographic
context (Hulko, in press) and the presumed or actual subject in much of the — albeit
limited — literature on LGBT* persons with dementia is white, majority ethnic and
middle class, as will be shown in the literature review that follows.

McCall’s (2005) framing of intersectional scholarship as ‘intra-categorical’,
‘inter-categorical’, or ‘anti-categorical’ has been widely adopted as a way of distin-
guishing between different forms of intersectional analysis, though it may be more
difficult to apply than the theory to which it refers. For example, anti-categorical
intersectionality research in which social group membership categories (e.g.
LGBT* people, older adults) are not used at all is uncommon or not recognized as
such. Most intersectionality research is of the intra-categorical type, with the focus
being one particular social group marked by differences or intersections (e.g. older
LGBT* people with or without dementia; see Cronin and King, 2010; Westwood,
2014). An inter-categorical approach, that is research that looks at the relations
within and across multiple social groups (e.g. sub-groups of older people with
dementia based on factors like gender, race, ethnicity, and social class; see Hulko,
2011), is less common. What tends to happen with the intra-categorical approach is
that particular intersections get missed and, in the case of LGBT* persons with
dementia, the (invisible or unmarked) white Anglo-European or Anglo-Canadian
subject becomes reified. This is particularly ironic given that intersectional scholar-
ship arose from Black lesbian women calling for attention to all of these aspects of
their beings, not only, or primarily, one.
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Intersectionality is used as a framework, theory, and/or approach to social
activism in psychological research, with the first being the most popular and the
last being the most uncommon (Warner and Shields, 2013). In sociological
research, intersectionality is seen to be more closely bound to both feminist
theory and social justice activities (see Hill Collins, 2012). Several models have
been developed or proposed as a means of depicting intersectionality (see
Dhamoon, 2011, for a review) and distinguishing this form of theorizing social
life from a cumulative or additive approach. This includes Enid Lee’s (1985)
flower of power (as cited in Bishop, 2001), Patricia Hill Collins’ (2000) matrix
of domination, Adams, Bell, and Griffin’s (2007) identity wheel and Sisneros
and colleagues’ web of oppression (as cited in Mullaly, 2010). Most of these
models take a binary approach, with one being either the oppressor (advantaged)
or the oppressed (disadvantaged). The flower of power, in its adapted and less
dichotomous form, has been made into an online interactive version for a cul-
tural safety training module for nursing,’ for example.

Figure 3.1 is an updated version of the social location diagram that I
developed during my doctoral research on dementia and intersectionality (Hulko,
2002, 2009a, 2011) to enable me to compose a sample more accurately reflective
of the theoretical framework that I was using. It was informed by the first of the
above-mentioned models as well as anti-oppression workshops and dialogues in
which I had been participating since entering the field of social work in 1996.
While I devised a model of my own for research purposes, and continue to use it
to compose samples, I have been using this model more in teaching as a way for
Bachelor of Social Work and Master of Education students to determine their
own social location and that of the people with whom they work, and recently
updated it for re-publication (Hulko, 2015a).

—

Indigeneity/
nationality

(Dis)ability

status Age
Privilege Oppression
(centre) (margins)

Social class

[ Faith |‘

| Sexual orientation |

Gender
expression

Figure 3.1 Social location diagram (source: Hulko, 2015a).
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This model treats privilege and oppression as relative, rather than assigning
either/or positions, and as multidimensional, with the labelling of each indi-
vidual axis of privilege and oppression grounded in theories of, and research
into, the social world and how it operates, rather than subjective feelings (see
Hulko, 2015a for further explanation). It allows us to capture the complexity
and relativity of intersectionality and determine the extent to which a person
may be multiply privileged and/or multiply disadvantaged. Later in this
chapter, the model is used to socially locate Joan based on the case study
description and an awareness of which groups hold more or less power in rela-
tion to the varied axes. With this theoretical background in mind, the relevant
— and limited — literature related to LGBT* persons with dementia is now
briefly reviewed.

Literature review

There are two main strands of extant literature related to LGBT* persons living
with dementia: (1) sexuality and dementia; and (2) LGBT* ageing. Very few
articles bring these two topics together as this chapter attempts to do, with the
exceptions being those noted in the Introduction and discussed in this section.
As sub-themes of these topics, the literature also addresses attitudes and fears
about ageing and dementia as well as risk factors for dementia in relation to
LGBT* communities.

The challenge in identifying and accessing LGBT* older adults is an over-
riding theme in the literature with authors noting that this is likely to change
with future cohorts of older adults who are accustomed to having attained and
guarded legal rights and social recognition, particularly those who came of age
during or after the 1969 Stonewall rebellion in New York City. The latter event
is acknowledged as having birthed a twentieth century social movement for
queer rights (distinct from the homophile and daughters of Bilitis movements in
the US, for example) and launching annual Pride celebrations. However, not
many realize that it was mostly Black and Puerto Rican transwomen and gay
men who fought back against police harassment on that hot June night, putting
their lives on the line to advance all of our interests.

In discussing the invisibility of older LGBT* people and the relationship to
social work practice, Stern (2015) notes the need for workers to acknowledge
the existence of, and reason for, an ‘invisibility cloak’, the history of oppression
which older LGBT* people have endured, the worker’s own self-awareness, and
the diversity within the older LGBT* community with bisexual, transgender,
racialized and lower income older adults being relatively absent in the literature.
McGovern (2014) echoes these recommendations in her review of the literature
on LGBT* older adults with dementia and recommends social workers adopt an
intersectional lens. However, two-spirit older people are not discussed in the
literature with the little attention paid to Indigenous people who are sexual and/
or gender minorities being focused mainly on youth.
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Two-spirit people are researching and writing about their historical/traditional
and contemporary roles in their First Nation or Native American communities
and thereby advancing our knowledge of an identity concept created by Indi-
genous people in 1992 (see Thomas and Jacobs, 1999). Two-spirit people
embody feminine and masculine spirits and as such are gender-transgressive;
they may or may not experience same-sex attractions and/or engage in same-sex
intimacy (see Adams and Phillips, 2009: 960). Indigenous scholars have noted
that two-spirit is an inherently intersectional term or identity (McNeil-Seymour,
2015) and caution against using it in a simplistic/descriptive fashion (i.e. to
name/label LGBT* Indigenous people) as it references not only culture, sexual-
ity, gender, and spirituality, but also community and relationship to the land. For
example, McNeil-Seymour discovered through interviewing 15 LGTB/Two-
Spirit Secwepemc individuals that their role and responsibility is yucamin 'min,
meaning ‘to protect the earth and protect the people’ (p. 92). This word, and the
role it describes, is specific to this Nation, however.

One participant in Adams and Phillips’ (2009) study of two-spirit Native
Americans was in her sixties, yet she is not quoted in their article nor do the
authors mention this participant other than to identify her age and note that
she recently discovered she was Native American. The latter is a common
phenomenon with the growing acceptance of, and reduced hostility towards,
Indigenous peoples making it safer to identify now. It was far riskier to
acknowledge one’s ancestry (and easier to pass for white if one could) when
children could be taken away to residential schools for much of the twentieth
century and/or apprehended by child welfare authorities during the sixties
scoop in Canada, for example.

Sexuality and dementia

The literature on sexuality and dementia focuses on sexual expression in care
home settings and related legal issues, with the person with dementia usually
cast as either the initiator/craver (of physical affection and/or sexual intimacy) or
the recipient/potential victim of another resident’s sexual expressiveness (see
Bauer et al., 2014; Benbow and Beeston, 2012; Breland, 2013; Di Napoli ef al.,
2013; Heath, 2012). Rarely is the person with dementia positioned as an agentic
being involved in a consensual and mutually satisfying relationship. For
example, Heath (2012) briefly touches on LGB issues, yet only in the context of
sexual expression and the need for care staff to be non-judgemental.

The participants in the empirical studies and subjects in the theoretical or
practice-focused articles related to this topic are most often white, heterosexual,
cisgender, opposite-sex partnered, and belong to the dominant ethnic group in
their country of residence. Thus, while they may be older and disabled due
to their dementia diagnosis, their gender (as man or woman) is usually the
only factor by which this group is diversified. Exceptions include Benbow and
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Beeston (2012) who note the invisibility and unique concerns of lesbian, gay,
bisexual and transgender individuals, Bauer and colleagues’ (2014) study on
family members’ views of sexual expression by persons with dementia in resid-
ential care which included a same-sex partner, and Breland (2013), a review of
legal issues in the US in which the author notes the existence of private care
homes for members of the LGBT* community. While family members in Bauer
et al.’s (2014) study differentiated between degrees of intimacy, being okay with
kissing, touching, and hugging, but not sex, residential care staff in Di Napoli et
al’s (2014) research distinguished between sex and gay sex and felt the latter
should be discouraged.

LGBT* ageing

While the issues addressed in the literature on LGBT* ageing or older adults are
more expansive and include caregiver support, residential care or institutionali-
zation, health care needs and access, and pensions and other benefits (Stern,
2015; see also Brotman et al., 2003; Fredriksen-Goldsen et al., 2013; Fredriksen-
Goldsen and Muraco, 2010; Westwood, 2014; Witten, 2015a), the limitations
with respect to the person with dementia are similar. However, this time, the
white majority ethnic person happens to be lesbian or gay and either involved in
a long-term same-sex relationship or single at this stage of their life (see Hutch-
ins, 2014; Rawlings, 2012). For example, Hutchins (2014) offers useful tips for
residential care nurses in the UK and includes a case study of a same-sex couple,
one of whom has dementia (Mr. Smith) and the other who is possibly Indian
(Mr. Chowdry), yet neither the latter’s ethnicity nor the former’s dementia are
discussed. As noted previously, there is much less research on bisexual and
transgender older adults (Fredriksen-Goldsen et al., 2015; Persson, 2009; Witten,
2015a), whether they have dementia or not.

Attitudes and fears about ageing and dementia

The MetLife survey (MetLife Mature Market Institute, 2010) of Americans in
the age group 45—64 years old, on their attitudes towards ageing and retirement,
discovered that 29 per cent of the LGBT* respondents feared becoming con-
fused or getting dementia compared to 37 per cent of the general population. At
the same time, a higher proportion of the LGBT* participants had made plans
for the loss of their decision-making capacity by preparing a living will (38 per
cent versus 28 per cent) or appointing a substitute decision-maker (34 per cent
versus 19 per cent), for example. Anxiety about being diagnosed with dementia
was also a shared concern for the 21 gay and lesbian carers in Price’s (2012)
narrative research in which participants also expressed a need for specialist
service provision. This is undoubtedly a reflection of the hetero/cis-normativity
and/or homo/bi/transphobia that characterizes most interactions between LGBT*
folk and health care providers (see Brotman ef al., 2003; Cronin and King, 2010;
Witten, 2015b). That is, a same-sex partner is less likely to be recognized by a
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health care provider without a document appointing them to act on their partner’s
behalf and/or outlining their partner’s wishes for care should they lose their
capacity to make decisions.

Risk factors for dementia

LGBT* populations have higher rates of depression than do heterosexuals and
lesbians in particular have higher rates of smoking and obesity (Mulé et al.,
2009), as do transgender older adults (Fredriksen-Goldsen ef al., 2013). These
are three of the seven (ranked four through six) main risk factors for Alzheimer’s
disease (Norton et al., 2014), the others being (1) lack of exercise, (2) diabetes,
(3) high blood pressure in middle age, and (7) low education. This finding has
led Norton and colleagues to argue that one-third of all cases of Alzheimer’s
disease are preventable. I would further argue that dementia is of particular
concern for older LGBT* persons, not only based on these risk factors, but also
due to the unique ethical, medical and legal concerns facing older sexual and/or
minorities which have been touched upon with respect to care settings and/or
interactions with health care providers. There are other areas that require atten-
tion as well, including living conditions, financial resources, and social connect-
edness, as noted in the introduction.

Social connectedness can slow the onset of dementia and social isolation is con-
nected to cognitive decline. This is of particular concern for older LGBT* folk
who live on their own and do not have a support network whether composed of
their families of choice or their families of origin or some combination of the two.
For this subset of the LGBT* community in particular, programmes like Genera-
tions — a peer-led group for older adults run by Qmunity, British Columbia’s queer
resource centre based in Vancouver” are critically important. Support groups like
those offered through the Transgender Health Programme or Qmunity’s Genera-
tions, along with the latter’s social events and friendly visiting, create opportun-
ities for social connectedness, and reduce the social isolation of older LGBT*
persons. The latter can have tragic consequences, particularly for those living in
care homes, as a 2010 report by the LGBT Movement Advancement Project
(MAP) and Services and Advocacy for Gay, Lesbian, Bisexual and Transgender
Elders (SAGE) (LGBT* MAP and SAGE, 2010) illustrates:

an openly gay man in a nursing home was regularly the target of protests
from other patients (and their family members) on his floor. The facility
moved him to a floor for patients with severe disabilities and/or dementia.
Without any family or friends to advocate for him, he eventually hanged
himself.

(p- 36)

As has been shown, the literature on the topic of LGBT* persons with dementia
is sparse (and growing), yet there are insights to be drawn from research on sex-
uality and dementia and LGBT* ageing, including awareness of the increased
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risk for dementia to which LGBT* people may be subject and their fears about
and plans for the future should they develop dementia. The subjects contained
within this literature need to be made more complex, however, which is what
intersectionality theorizing prompts us to do. It calls us to ‘ask the other ques-
tion’. This is what I have done in relation to Joan, the subject of the case study
that follows a brief note on methodology.

A note on data sources

While this chapter is largely theoretical, I include empirical data in order to
ground the theoretical discussion, and demonstrate the applicability of this
theory to practice, as I have done previously (Hulko, 2009b). As such, a note on
methodology is warranted. The case study that follows was drawn from feminist
research based on an intersectionality and interlocking oppressions paradigm
(see Hulko, in press; Hulko, 2015b; Hulko and Hovanes, 2013). The purpose of
this pilot study was to explore the experiences of younger and older women on
identifying as a sexual and/or gender minority in a small city or rural area. Data
were gathered through interviews and focus groups and were analysed through
an intersectional lens. The sample was comprised of 14 lesbian or bisexual
women and 7 transgender persons (n=21), including 6 older lesbians and 1 older
transgender and bisexual woman (Joan), who is the subject of this case study.
The older participants ranged in age from 52 to 61 years with an average of 56
years® and all were white and either Anglo-Canadian or Northern European,
except for Joan. None of the participants had a diagnosis of dementia nor
reported having memory problems.

Case study — ‘I walk with one foot as female, one foot as male, so 1
have both wisdoms’

Joan is a 53-year-old trans and bisexual woman living in a small city in Western
Canada who is awaiting approval for gender affirmation (sexual reassignment)
surgery. She knew from a young age that she was ‘a female trapped inside a
man’s body’, yet Joan did not start transitioning until the age of 45, at which
point she began identifying as a straight female. She has been married to a
woman for the past 14 years and her partner fully supports her transition and the
bisexual identification that Joan adopted a year ago. At this time Joan also began
working in the sex trade, serving both male and female clients, to supplement
the disability pension she receives through income assistance. In addition, Joan
volunteers with two local social service agencies that support people who are
living and/or working on the street and mentors a transgender youth. Having
been raised as Pentecostal and left the church when she was young, Joan joined
the United Church three years ago and attends services every Sunday. She
believes that it is having courage (Joan’s emphasis) and the strength to endure
disrespect and judgement for being different that has made a difference to her
life as a transwoman living in a small city.
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Joan is Métis, as was her mother, and refers to herself as more in touch with
her Aboriginal roots than her white ones; she intends to apply for her Métis
status as she thinks this will open up doors for her. In addition, she feels an affin-
ity with Indigenous views on sexuality and gender expression, having learned
about two-spirit people from Aboriginal Elders.

And they said “you would be classified as a two-spirited person, with wisdom
that was the wisdom of a woman and the strength of a man’ and I’m going
‘you know what, you’re right’! Because ... the Aboriginal people back in the
old days they had their own culture, their own way of life, and in the modern
day Aboriginal people they have one foot in the white man’s way, and one
foot in the Aboriginal, in their roots and I’'m the same way. I’ve got one foot, I
walk with one foot that [i]s female, one foot as a male, so I have both wisdoms
and I have them, and when they say to me that two-spirit people — it doesn’t
matter what native culture it is — two-spirited people are regarded as ... as
medicine men, as Shamans because they possess the knowledge of both ways,
of both male and female, but they pick up and they draw in negativity, and,
and, positive, positive vibes and they pull in, and they’re very strong when
they pull them in, and that’s exactly the way it was with me.

(Interview, July 2008)

Since starting the process of transitioning eight years ago, Joan has spent one year
taking hormones and four years of ‘real life experience’ (RLE). After she completed
her initial two years of RLE, she underwent a psychiatric evaluation and was told
that she needed a few more years of experience to become comfortable with herself
and to start to look and dress more her age. In addition, although the surgery is
covered by the provincial medical services plan, including travel to the closest
surgeon who could be in another province, there are likely to be additional costs for
which Joan needs time to save money. As she awaits surgery, she has benefited from
the support offered by the Transgender Health Programme (http://transhealth.vch.
ca), including attending their weekly support group when she is in Vancouver and
connecting with both her peers and the support worker by phone and the Internet.

Discussion

In the discussion that follows, I will first socially locate Joan using the model
depicted in Figure 3.1, and then reimagine Joan as a person living with demen-
tia. Through doing the latter, I aim to bring to light issues that may be faced by
older sexual and/or gender minorities experiencing cognitive impairment in later
life, particularly those who inhabit liminal space and/or do not live at either end
of gender expression and sexual orientation continua.

Locating Joan

This rich case study indicates several intersections that Joan needs to navigate in
her daily life, in addition to sexual orientation, gender expression and age. These
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include social class, Indigeneity, ethnicity, faith, and dis(ability). The social
location diagram, Figure 3.2, indicates where Joan lies on the various axes of
privilege and oppression (see Hulko, 2015a) in terms of how much privilege and
oppression we can expect she might face due to her membership in particular
social groups, all of which are marginalized to a certain extent.

The axes upon which Joan may fall between the centre (privilege) and the
margins (oppression) rather than all the way at the margins are those for
sexual orientation, age, race, and Indigeneity as she is bisexual, middle-aged,
mixed race and Métis; Joan appears white though she has Indigenous ancestry.
Faith and disability status are other axes upon which Joan may experience a
degree of marginalization as she was raised Pentecostal and practises First
Nations spirituality, and has an invisible disability. Joan’s ethnicity (as Métis),
social class, and gender expression place her more firmly on the margins.
Transitioning from being a cisgender man to living and being recognized as a
transgender woman entailed a loss of the only truly privileged position Joan
had held in her life. The clustering of the explosive dots in the diagram depicts
visually Joan’s relationship to privilege and oppression — farther from the
former and closer to the latter.

Reimagining Joan as a person with dementia

In the following section, Joan is reimagined as a person living with dementia and
her possible concerns regarding ageing and dementia, as well as the challenges
and strengths dementia may pose to her life as an older bisexual transwoman are

Age Indigeneity/
- — nationality
(Dis)ability
status Faith
*
Privilege Oppression
Social class (centre) (margins)
Race
: 3
Gender expression | Ethnicity
Sex/gender| T—— - -
Sexual orientation

Figure 3.2 Joan’s social location.
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addressed. The three themes identified in Westwood’s (2014) synthesis of the
literature and her own empirical research on lesbian and bisexual women with
dementia partially structure this analysis: early diagnosis and treatment, com-
munity support, and residential care provision.

Given the negative experiences in accessing health care that transgender
persons routinely face and the surveillance or gender policing that Joan herself
has endured, she may be reluctant to seek the assistance of a health care provider
in addressing any memory problems or other symptoms of dementia that she is
experiencing. If her partner is also a member of the LGBT* community (e.g.
transgender, bisexual, intersex and/or lesbian), then Joan may not have a support
person to attend medical appointments with her or to take advantage of caregiver
support programmes, for similar reasons. Joan’s financial situation certainly
would impact on her ability to obtain assistance with her activities of daily living
on top of being afraid of disclosure and what that may entail. As Warner and
Shields (2013) note, ‘particular intersectional locations affect how others’
respond to the transperson’s gender presence in social interactions’ (p. 809) and
thus the degree of gender affirmation needed will vary.

Dementia may complicate Joan’s desires with respect to ‘living her truth’, or
it could make it clearer or easier as she has felt like a man trapped inside a
woman’s body ‘since a young age’. This would depend on the degree of accept-
ance of herself that Joan felt at that time and the extent to which her social
environment constrained or enabled her to express her gender as woman rather
than man. Given the reminiscence bump — memories of one’s late teens and
early twenties being retained longer — Joan may experience comfort or discom-
fort. We know that she was involved with the Pentecostal church when she was
young and could have traumatic memories associated with that time — that may
resurface with dementia — if her gender identity was questioned by the Church or
she was pressured to take part in conversion therapy, for example. It is notable
that her returning to a religious affiliation involved joining the United Church
which is known across Canada for being accepting and inclusive of LGBT*
persons. The local church has even hosted workshops aimed at increasing aware-
ness of sexual orientation and gender expression and sensitivity towards LGBT*
members of the congregation.

There could be pressure on Joan’s already precarious financial resources and
living conditions with having a dementia diagnosis in addition to the costs of her
transition, particularly the gender affirmation surgery. Moreover, dementia could
negatively affect her sources of support given her geographic location. Accessing
virtual support and travelling to Vancouver would be difficult without the assist-
ance of a trusted confidant who could accompany her on her travels through both
the virtual and the real world (see Purves et al., 2014 for insights on the former).

Clothing and beauty in the lives of people with dementia is a relatively new
area of research (Twigg and Buse, 2013) and is highly relevant to gender non-
conformative older adults, whether they be transgender, lesbian, or two-spirit for
example. Westwood (2014) provides an example of a lesbian woman who had
always worn trousers being made to wear a dress in a care home setting,
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probably as it was easier for the staff, both in terms of their gendered expecta-
tions of womanhood and ease of removal. Joan already confronted sexist and
ageist assumptions about dress and comportment after completing two years of
RLE when the doctor determined that she was not dressing in an age-appropriate
fashion. I wonder if these expectations were classed as well. Perhaps there are
other middle-aged women working the sex trade and frequenting street outreach
agencies in the small city where Joan lives who dress as she does.

Residential care is not required at this point in either Joan’s real or her
imagined life, yet she and her partner are likely to have started contemplating
future care and housing arrangements and the implications Joan’s transgender
and bisexual identity and their partnership status will have on their wishes and
options. Affirmation of gender identity, support of intimacy desires/needs,
and inclusion of partner/chosen family in decision-making are likely to be signi-
ficant issues in a residential care environment.

Person-centred care may be the best way forward, as advocated by Benbow
and Beeston (2012) who assert that, when dealing with sexual behaviours, ‘the
best strategy to adopt is one of openness, thoughtfulness, inclusion, and discus-
sion’ (p. 1031). At the same time, we need to adopt an intersectional approach to
avoid falling into the trap of assuming that persons with dementia and/or older
LGBT* adults are homogeneous. Intersectionality can help ‘illustrate the
complex interrelationship between biographical diversity and social context that
the identification “older LGB adult” can obscure’ (Cronin and King, 2010: 880).

This brief glimpse into a possible future with dementia for a transgender and
bisexual older adult indicates the importance of focusing on sub-populations
within LGBT* communities and teasing out the particular strengths and con-
cerns they may have. As McGovern (2014) notes, ‘the onset of the disease often
heightens and multiplies challenges for both LGBT* carers and persons with
dementia in specific ways’ (p. 847).

Conclusion and implications

This chapter provided an overview of intersectionality theorizing and demonstrated
its application to the lives of older LGBT* people. It provided the reader with a tool
to identify an individual’s social location and a concrete example of its application
to an older bisexual and transgender woman named Joan. Socially locating Joan
and analysing the ways in which dementia might impact her, not only as a sexual
and gender minority, but also as someone marginalized on the basis of her social
class (low income), race (mixed), ethnicity (Métis) and Indigeneity, highlights the
importance of attending to all aspects of an individual’s identity and the ways in
which they may interact. While the literature has mainly focused on legal and
ethical issues related to residential care and interactions with health and social
service providers, there are as many areas to be addressed as lives to be lived.

Our task as researchers and practitioners is to peel back the ‘cloak of invisi-
bility’ so that we can work in collaboration with older LGBT* persons to ensure
their later years are marked by dignity, love, and respect. Celebration rather than
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tolerance should be social and health care professionals’ overriding goal of prac-
tice with LGBT* persons with dementia. A starting point would be seeing the
value in having ‘both wisdoms’, which Joan and other two-spirit people achieve
by being able to ‘walk with one foot as female [and] one foot as male’. Having
border crossed or negotiated liminal space in such a way should lend itself nicely
to living well with dementia.
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Notes

1 The Métis are one of three Canadian Indigenous peoples, the others being First Nations
and Inuit. To be a member of the Métis Nation, one must self-identify as Métis, have
an ancestral connection to the historic Métis community and be accepted by the Métis
Nation (Métis National Council, 2015). There are 35 chartered Métis communities in
British Columbia (Métis Nation BC, 2015).

2 I prefer to use this language as gender affirmation surgery reinforces that a transgender

person’s gender identity does not change, rather it is affirmed through body modifica-

tion surgery to ensure congruence between their gender identity and expression.
http://web2.uvcs.uvic.ca/courses/csafety/mod2/media/flower.html.
http://qmunity.ca/get-support/olderadults/.

Through snowball and convenience sampling we aimed to recruit women under the age

of 25 and over the age of 60. When we had difficulty locating women over the age of

60 and after several women in their fifties asked to participate, we dropped the age to

50 for the older group. All but the transgender participant were known to the author

through the local queer community.

[N SN OS]
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4 Queer(y)ing dementia — bringing
queer theory and studies of
dementia into dialogue

Andrew King

Introduction

In this chapter I will explore the possibilities and limits of bringing insights and
observations from Queer Theory into dialogue with studies and understandings
of dementia amongst lesbian, gay and/or bisexual (LGB) people. I consider what
it means to queer(y) dementia and what dementia amongst LGB people means
for Queer Theory. In order to achieve these aims, the chapter is divided into
four, interconnected, sections.

In the first section, I examine Queer Theory, what it is and how it developed.
I explain that Queer Theory has its roots in the activism associated with the
AIDS pandemic of the late 1980s, the identity politics of the 1990s and aca-
demic concerns to challenge understandings of sexuality in the social sciences
and humanities. The second section then considers dementia as an object of
study, an experiential entity and how it has been conceptualised. This is fol-
lowed, in the third section, by an overview of a number of themes emanating
from studies about dementia and LGB people. The fourth section then moves
back to consider Queer Theory and dementia at a more conceptual level, as well
as its implications for policy and practice. I conclude that queer(y)ing dementia
means a critical reappraisal of Queer Theory and a further re-conceptualisation
of dementia.

Queer Theory

Queer Theory is a diffuse and often contradictory body of work that emerged in
the late 1980s and 1990s in response to a number of factors, both within and
outside of the academic world (Green, 2007). Indeed, Queer Theory blurs the
distinctions between the ‘academic’ and ‘real” world, provoking questions about
where knowledge is constructed, by whom and in whose name. In part, Queer
Theory was evoked by the AIDS-activism of the mid to late 1980s and the new
queer activism of the early 1990s — where groups such as Act-Up and Queer
Nation, in the US and OutRage, in the UK, sought to challenge heteronormativ-
ity, the assumption that heterosexuality is the norm and other sexualities are
therefore deviations. It also sought to address the prejudice and complacency of
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politicians, but also mainstream Lesbian and Gay organisations and what were
perceived to be their assimilationist and homonormative tendencies, that is that
they accepted a heteronormative, rights-based view of sexuality and were con-
sequently ‘fitting in” with mainstream society (Gamson and Moon, 2004).

Queer Theory owes much to the pioneering work of Michel Foucault and his
ideas about the history and social construction of sexuality (Foucault, 1978); that
is, that sexuality is a modern invention that emerged in the late nineteenth
century through a range of techniques designed to control and discipline the
body and mind, emanating principally from biomedical and psychoanalytic
science. This stance has influenced a generation of queer writers, including
Diana Fuss (1991), Eve Kosofsky Sedgwick (1993) and, particularly, Judith
Butler (1993, 1999). Giftney (2009) argues, however, that Queer Theory has
never been a united theoretical entity. It represents both a perspective towards
knowledge, a theory about gender and sexuality, as well as a perspective on the
nature of being; a theory produced by, for and about those deemed other because
of their gender identity or sexuality. Yet, despite this diversity in outlook, Queer
Theorists adopt an approach towards identity, to argue against unitary and hier-
archical categories, attending to the inclusions, exclusions and forms of
normative and symbolic erasure that such ‘fictions’ maintain. As Fuss (1991: 2)
suggests:

[t]he language and law that regulates the establishment of heterosexuality as
both an identity and an institution, both a practice and a system, is the lan-
guage and law of defence and protection: heterosexuality secures its self-
identity and shores up its ontological boundaries by protecting itself from
what it sees as the continual predatory encroachments of its contaminated
other, homosexuality.

In other words, the privileging of heterosexuality and the power of such heter-
onormativity comes from the ability to define and protect heterosexuality by a
range of exclusions and elisions associated with its ‘other(s)’.

Following its post-structural leanings, language is very important to Queer
Theory more generally. The ability to self-define is an important practice. Hence,
the use of the term ‘queer’ is political: to take a term that was formerly used to
refer to something as strange, which then became an insult and was then re-
appropriated as a form of empowerment, as opposed to abuse (Giftney, 2009).

For Butler, these linguistic manifestations illustrate the performativity of
identity; that is, identities are constituted through linguistic and behavioural
practices that constitute what they name (Butler, 1999). Butler’s famous example
is how biomedical (and heteronormative) conceptions of gender produce a
subject position from which a sense of self is constituted. As Butler (1993: 232)
suggests:

[gender] is thus not the product of choice, but the forcible citation of a norm,
one whose complex historicity is indissociable from relations of discipline,
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regulation, punishment. Indeed, there is no ‘one’ who takes on a gender
norm. On the contrary, this citation of the gender norm is necessary in order
to qualify as a ‘one’, to become viable as a ‘one’, where subject-formation
is dependent on the prior operation of legitimating gender norms.

What Butler is suggesting here, is that it is the act of ‘citing’” a gender identity,
drawing upon an existing body of knowledge, or discourse, which brings that
identity into being. It does not, for her, exist outside of discourse: there is no
doer behind the deed, the deed is the totality. Furthermore, one cannot be a
person outside of this discourse; it is regulatory in that it constructs the limits
and conditions of (gendered) existence. Similarly, heteronormativity sets the
conditions of existence for gendered sexualities, creating hierarchies in the
process. To be a ‘lesbian’ is not to be a ‘heterosexual’” woman and, arguably,
within a heteronormative society is to be a lesser being, since the heterosexual
remains the norm from which others are judged as different. However, Butler is
adamant that such performativity is not entirely deterministic, as it contains the
seeds of identity transgression and social change. Since all identities rely on per-
formativity, they are in effect copies of copies, there are not identity beginnings
(foundations) or completions — reiteration opens possibilities for doing identity
differently. Yet this identity work is also embedded in heteronormative and
gender-normative notions of time and the life course, which a queer approach
seeks to understand, challenge and disrupt (Binnie and Klesse, 2013; Halber-
stam, 2005).

It is, therefore, the task of Queer Theory to deconstruct identities, to show
how they are unstable, fluidic fictions that are the effects of regimes of power/
knowledge, which regulate bodies and desires (Seidman, 1995). Additionally,
those regimes can at the same time be transgressed and transformed. Sullivan
(2003: vi) argues that fo queer is ‘to make strange, to frustrate, to counteract, to
delegitimise, to camp up — (heteronormative) knowledge and institutions’, whilst
Edelman (2004: 17) suggests that it ‘can never define an identity; it can only
ever disturb one’.

From the above, I take the central analytical task of any use of Queer Theory
to be a troubling, a questioning of forms of knowledge and ontology, ostensibly
about gender and sexuality, but arguably about other possible identifications. 1
therefore want to consider how, if at all, this could be related to dementia and in
order to begin answering this problematic, it is necessary to explore the complex
historicity and social construction of dementia itself. In so doing, the parallels
and dissimilarities between Queer Theory and dementia can begin to be
addressed theoretically before turning to focus on the more everyday lived
experiences of queers living with/caring for others with dementia.

Constructing dementia

In this section of the chapter I want to consider what dementia is and what epis-
temological models have been applied to its construction. This will then enable
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me to consider the experiences of LGB people living with dementia in the fol-
lowing section.

The Alzheimer’s Society, one of the UK’s leading dementia charities and a
source of considerable information and support to people living with dementia,
defines the condition on its website as ‘a set of symptoms that may include
memory loss and difficulties with thinking, problem-solving or language.
Dementia is caused when the brain is damaged by diseases, such as Alzheimer’s
disease or a series of strokes’ (Alzheimer’s Society, 2014). This definition expli-
citly references biomedical and psychological conceptions of the disease, or,
more accurately, the spectrum of conditions that can be labelled as dementia.
What is implicit in this definition is that there are a set of norms, related to cog-
nitive functioning, which are gradually eroded in those people who have demen-
tia. In short, to have dementia, according to biomedical models, means to be
ab-normal, or, as Graham (2004) has suggested, to lack cognitive citizenship. It
is very easy to understand dementia as loss in this respect. A number of writers
have addressed how dementia itself has emerged in this way relatively recently
and, in reality, dementia is a more uncertain and questionable entity; indeed, a
number of writers have asserted that dementia is itself socially constructed.

Harding and Palfrey (1997) note, for instance, that understandings of demen-
tia in Western Society have their roots in Platonic philosophy, although the
medical conception that is now dominant emerged in the late nineteenth and
early twentieth centuries. However, it is only really in the past 30 years that
dementia has become a serious object of biomedical study and, as such, a whole
discourse of dementia has been produced. Dementia is now constructed as a
disease, or a cluster of diseases, rather than a natural part of the ageing process.
Harding and Palfrey challenge such mechanistic notions of the body as a
machine, whose parts ‘break down’ and need replacement. They also suggest
that what is clear from examining this discourse in more detail is that the causes,
diagnosis and symptoms of dementia are uncertain and often contradictory. Even
with the extended use of computerised tomography or CT scans, some under-
lying neurological pathologies are only discernable at autopsy and diagnoses are
made on the basis of a range of (social) and behavioural factors (Sabat, 2001).
Indeed, mirroring the notion of discourse in the social construction of sexuality,
a discourse of dementia has emerged that constructs various actions, reactions
and behaviours into a syndrome — in effect, once the label of dementia is applied,
various characteristics come to be seen as symptoms of pathology and what is
unifying is the way that these are represented as negative, degenerative and
abnormal; to have dementia is to suffer from a lesser form of self.

One of the key figures to challenge the dominant biomedical model was Tom
Kitwood (1997). I cannot in the short space available here do justice to the depth
of his critique (for a good overview see Baldwin and Capstick, 2007). Suffice to
say that Kitwood took a largely psychosocial and person-centred approach that
recognised the significance of social milieu, locating individual neuropathology
within a wider social and, above all, biographical context; in effect, a dialectical
view of the relationship between body, self and society that changes over time.
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Kitwood’s views, however, have been joined more recently by other con-
structionist approaches. These include intersectionality theory (Hulko, 2004 and
in the previous chapter of this volume), which emphasises how people with
dementia are always situated at the intersection of many interlocking identities
and forms of inequality; thus, it is not simply neuropathology that constructs
dementia, but the social situation that those who experience cognitive impair-
ments find themselves in. Such circumstances, it is argued, can lead to immense
stigma, marginalisation and social exclusion (Bond et al., 2004). Hence, dia-
gnoses are applied unevenly and intersect with multiple social factors, such as
gender, ethnicity and social class.

Others have pursued more radical forms of social constructionism. Baldwin
and Capstick (2007), for example, have examined the expediency of the radical
post-structuralist work of Deleuze and Guattari in challenging notions of demen-
tia as loss and opening up the possibility for a de-medicalisation of the phenom-
enon. They note how others, for example Shabahangi (2005) also adopt this view
and suggest that its usefulness lies in allowing ‘other ways of being in the world
to be fully valued and the uniqueness of persons to be celebrated’ (Baldwin and
Capstick, 2007: 19).

In effect, what is apparent from this social constructionist work is that demen-
tia is a discursive concept that is applied to bodies, behaviours, social interac-
tions and existing social inequalities. This is not to deny the very real existence
of dementia, as an experience of cognitive difference, but to consider how those
differential experiences come to be labelled and understood as dementia in and
through society. However, in much of the writing about dementia, issues of sex-
uality, particularly sexual identity are obscured or invisible. This is particularly
consequential for people whose sexuality is a key vector of identification and
social (in)equalities: lesbian, gay and bisexual (LGB) people.

LGB people and dementia

Having briefly outlined and questioned the prevailing biomedical model of
dementia in the previous section and explored other approaches, particularly the
social constructionist, I want to focus, in this section of the chapter, on studies
that take the everyday lived realities of dementia for lesbian, gay and bisexual
(LGB) people as their object of study. As such, I will be examining what can be
learned from LGB people living with dementia, whether they are caring for those
living with dementia or are living with dementia themselves. Doing so, I argue,
points towards the need to queer(y) dementia itself, which I will consider in the
final section of this chapter.

Sadly, given the recent surge of interest in dementia, there has been scant
attention to dementia in the lives of LGB people. In the UK, pioneering work by
Elizabeth Price (2008, 2010, 2011, 2012) and Richard Ward et al. (2005) has
explored the lives of LGB people who are caring for others with dementia,
whilst Newman and Price (2012) provide first-hand testimony regarding
one older gay man’s experiences of advocacy, activism and coping with the
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vicissitudes of heteronormativity in a dementia context. What is apparent from
these works is that queerness affects how dementia is experienced in a number
of ways, including: interactions with service providers; imagining a future with
dementia; and policy responses.

Interactions with dementia service providers

In their dealings with dementia service providers (such as GPs, psychiatrists,
nurses, social workers, support workers and a number of other professionals and
specialist service providers), LGB people may adopt a range of strategies con-
cerning how they manage the issue of sexuality in their interactions. Price (2010)
has suggested, for instance, that the legacy of stigma associated with their sexu-
ality has led some LGB people to use a range of ‘passing’ (assuming a hetero-
sexual identity and/or not challenging the assumption of heterosexuality by
others) and disclosure practices when interacting with dementia service provid-
ers. For instance, whilst some LGB people may remain, as far as possible, com-
pletely silent about their sexuality, or that of their partner or friend, others may
opt for full disclosure. Price notes that such strategies are highly contextual; they
are not, she argues, specifically age-cohort related. In short, those who are older,
who we might expect to be more reticent about revealing their sexuality because
of earlier life experience (Knauer, 2011; Rosenfeld, 2002), are not necessarily
more likely to attempt to pass as heterosexual than those who are younger.
Instead, such practices are based on more ad hoc, context-based, situated assess-
ments. Moreover, Price (2008, 2010) also notes that some people’s attempts to
conceal their sexuality were sometimes disrupted by their own, or their partner’s,
dementia; a loss of inhibition and/or self-censorship due to dementia affecting a
person’s ability to pass, conceal or make informed choices about disclosure.

Moreover, some LGB people might find themselves being subjected to heter-
osexism (the privileging of heterosexuality), whereby they are categorised as
heterosexual by professionals, and feel unable to challenge this in a situation
where dynamics of care and power are in operation. In my own empirical work,
interviewing LGB people over the age of 50 about their life experiences and use
of services (Cronin and King, 2010), one gay man referred to a story he had been
told by an older lesbian friend who was caring for her mother with dementia.
This participant noted:

she mentioned the fact that her mother had dementia and they [care workers]
just immediately assumed that she was a spinster that lived with her mother,
and they put her in that category and that was it and erm, she said ‘it was
just like you know, I didn’t exactly want to come out to them but it was just
the assumption?’ ‘Just there, you’re in this box.’

Additionally, when service providers do discover the non-heterosexuality of a
person who has dementia or their partner or carer, Price (2008) reported stories
of people being defined as their sexuality; in effect, their sexuality acted as a
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master identity that overrode all others and determined how they were viewed by
health professionals. One example Price gave was of an older gay man with
dementia being forced to have an HIV test, even though his dementia was not
AlIDS-related, and without his partner being consulted. Furthermore, issues
about third-party disclosure can also be significant here, there being cases where
service providers have disclosed a client’s LGB sexuality to other clients or co-
workers without their consent.

In the face of such experiences, or more generally in dealing with the experi-
ence of dementia, LGB people may turn to others also living with dementia for
sources of support. Yet Price’s (2010) participants also mentioned that dementia
support groups were very heteronormative spaces and participants recounted
feeling isolated within them. Indeed, such interactional erasures are recounted in
a rich and insightful piece by Newman and Price (2012) where Roger Newman’s
experiences, as a carer of someone living with dementia, with a range of service
providers and support networks are discussed. As an older gay man who cared
for his partner who was diagnosed with Alzheimer’s disease and who helped to
establish a successful UK lesbian, gay, bisexual and trans* (LGBT*) dementia
support group, Roger’s story is a salutary lesson in the pervasiveness of hetero-
normativity and its deleterious effects on individual lives and experiences. Aside
from misunderstandings and outright discrimination, Roger reported an invisibil-
ity of LGBT* lives in healthcare and dementia-specific materials. Such occlu-
sions not only affect interactional aspects of dementia care, as noted above, but
the very act of diagnosis of dementia itself: for instance, it is suggested that there
is a need to ensure that cognitive/memory tests speak to LGB lives and not to
presume a heteronormative life course (Price, 2005, 2008). There is, therefore, a
profound need for service providers to understand sexuality and especially the
lives and cultures of LGB people. But, perhaps unsurprisingly, as Price’s work
shows, LGB people express considerable concern about dementia care, either for
themselves or significant others. Inevitably, their concerns impact on their ima-
gined futures, their thoughts about possibly ageing with dementia, what that may
be like and how they would like it to be.

Imagining future dementia care needs

Participants in Price’s (2012) study had few expectations where service pro-
viders would take account of their sexuality, with significant numbers express-
ing a deep concern about a future of living with dementia as an LGB person.
This works on two levels: first, fearing an erasure of their sexual identity;
second, the need to create a queered space in the future, that is, one that is
welcoming and ‘LGBT*-friendly’, or even the possibility of an ‘LGBT*-spe-
cific’ care home. Whilst the latter may appear to some professionals to be a
way of addressing questions of exclusion and diversity, it must be remem-
bered that the wish for in/exclusive LGBT* care facilities may depend on
other intersecting factors, such as gender, ethnicity and social class (Heaphy,
2007; O’Connor et al., 2010; Traies, 2012). Price’s participants reported
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making Living Wills (now known as Advanced Decisions or Advanced Direc-
tives), or writing detailed ‘lists’ of preferences as they imagined dementia
service futures. Others spoke of the ‘dream’ of having some form of ‘kite
mark’ system in place, to aid choosing appropriate services, particularly resid-
ential care homes. Additionally, as Roger Newman’s story illustrates, older
LGB people are actively taking matters into their own hands, either through
setting up support groups or lobbying for change.

Policy responses — culturally competent services

It has been argued that there needs to be an improvement in the standards of
service provision for older LGBT* people (Westwood et al., 2015), particu-
larly that services need to develop cultural competence concerning these peo-
ple’s lives, needs and experiences (McGovern, 2014). Cultural competency
means the ability to deliver services to an array of service users, regardless of
their social, cultural or ethnic background, yet, in ways, that meet their spe-
cific service needs; in short, to equip service providers with an understanding
of the lives of their service users. There are, according to McGovern (2014),
several forms that cultural competency can take, including: developing
LGBT*-affirmative environments; ensuring staff are educated through on-the-
job training programmes and qualifications; and developing specialised
LGBT* support groups.

Such policy responses may appear to be very appealing and, in the UK,
there is a growing range of LGBT* trainers who would be able to upskill
frontline workers and managers to undertake their work with LGBT* people
in mind. However, cultural competency is subject to a growing body of cri-
tique, as is addressed in Chapter 11 in this volume by Sue Westwood and
Sally Knocker. As the writing on LGBT* equality and diversity work in local
government and its associated service provider partners makes clear, such pro-
grammes cannot necessarily overcome more structural factors. For instance, it
has been documented that, despite equalities legislation, in the provision of
goods and services, as well as equality policies more generally, adherence and
enthusiasm for such measures remains variable (Monro, 2006, 2010). In a
project exploring LGBT* equalities work in the UK, for instance, it was found
that some organisations operated a ‘tick-box’ approach to such matters; in
short, in some locations, training was minimal and cursory (McNulty et al.,
2010). Additionally, evidence is beginning to be generated that LGBT* equal-
ity work, which includes health and social care sectors where people with
dementia are most likely to be found, is affected by austerity measures that
have been enacted by central government since the beginning of the latest fin-
ancial crisis in 2008 (King, 2015). Moreover, for cultural competency to be
truly inclusive, it must ensure that a range of voices and experiences are evid-
enced. If cultural competency means reproducing existing divisions within and
between LGBT* people, in terms of gender, class, ethnicity etc, then it really
may be little better than a heteronormative model.
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Queer(y)ing dementia?

Thus far in this chapter I have introduced Queer Theory, noting how it radically
questions and troubles taken-for-granted understandings of sexuality (and indeed
other identities, particularly gender) as stable, a priori, fixed entities. Instead,
Queer Theory posits the view that these are necessary discursive fictions, held
together by normative forces. I followed my discussion of this form of queer
constructionism with an exposition of dementia that challenges biomedical
models. Without denying the very real experiences of cognitive and behavioural
change that people with dementia undergo, or how this is felt by those who love
and/or care for them, I have nevertheless outlined works that suggest that how
we understand dementia is similarly socially constructed. Understandings of
cognitive and behavioural change do not exist in a vacuum — they are understood
in and through society. Subsequently, I have looked at the small number of
studies that explore dementia amongst LGB people. My point in doing this was
to emphasise how heteronormativity shapes experiences of dementia for LGB
people. In this sense, dementia isn’t imposed on LGB people, or LGB selves are
not imposed onto dementia, the two are intricately shaped by wider social under-
standings about the heteronormative and arguably how that interacts with the
cognonormative; in short, how sexuality, particularly non-heterosexualities,
alongside other intersections, shapes people’s experiences of dementia — how
they are diagnosed, treated, and supported. In the reminder of this section of the
chapter, however, I want to explore, at a more conceptual/theoretical level, the
(dis)similarities between Queer Theory and dementia — what I refer to as a
queer(y)ing of dementia — before thinking through some implications for policy
and practice.

Although Queer Theory is radically deconstructionist and points to the fluid-
ity and (un)becoming of multiple identities, it is nevertheless possible to see that
it is largely based on the premise of a rational, acting subject — one who may be
constructed through discourse, but who nevertheless acquires agency in this
process in an active way. In effect, the definition of 7o queer that I reproduced
earlier in this chapter — ‘to make strange, to frustrate, to counteract, to delegiti-
mise, to camp up’ seems to imply a knowing subject, one who acts, within norm-
ative limits. This, therefore, has consequences for the queering of dementia
because the latter can gradually erase those things that are taken as signs of
rational action. I am not suggesting here that people with dementia are irrational,
but that cognitive and behavioural changes associated with dementia are some-
times signified as such. In effect, it is possible to see that a queer theoretical
ontology can arguably re-inscribe a cognonormative subject; the action in Queer
Theory is done by rational actors. This is not to say that an alternative is imposs-
ible. Indeed, I think that contained within Butler’s work are ways to reposition
this debate, so that it becomes possible to challenge who counts as a rational
subject, in what ways and when.

In her discussion of transgender and the violence of gender norms (Butler,
2004b) in addition to the legal status of those interred under ‘indefinite detention’
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by the US state (Butler, 2004a), Butler asks the question: under what conditions
is a person considered a person with a life worthy of recognition and deemed to
be worth living? Through these two examples, Butler reassesses the power of
norms to shape existence and the (sovereign) power of the state to suspend legal
status and impose conditions of indeterminacy.

In relation to norms, Butler (2004b) argues that norms and the processes by
which they operate, normative actions, contain within them all conditions of pos-
sibility, that is, there is no outside of norms, nothing is completely socially unin-
telligible; instead, norms produce and impose a binary logic (the normal and the
abnormal), which is in many ways both deterministic, but also illusionary. Those
things deemed abnormal are not outside of, but instead they are other and within.
If we apply this to dementia, it means seeing dementia not as abnormal but as
an-other normal — a different normal. Hence, I think this offers a way of moving
beyond the idea of rationality and the binary logic of the rational/irrational. It
also ties together with a queer focus on sexuality and the idea that queer is not
outside of heterosexuality, but very much central to it, needed by it to maintain
the illusion of difference. The question then becomes one of by whom and under
what conditions are norms determined and imposed: through what power?

Butler (2004a) borrows and extends the Foucauldian conception of power
in modern societies: governmentality; that is, power is not in the hands of one
individual or body, but diffused through mechanisms of bureaucracy, adminis-
tration, and institutions. Foucault sees this as central to the emergence of
modern societies, the move from a sovereign regime and form of power, to
one that is more mutable. Butler reconsiders the relationship between sover-
eign and governmental forms of power in contemporary societies, arguing
that, in certain circumstances, a sovereign form of power re-emerges, or as she
states: ‘it might emerge as a reanimated anachronism within the political field
unmoored from its traditional anchors’ (p. 53). Butler points out that Foucault
himself recognised that the two forms of power could co-exist, but he did not
attempt to predict under what circumstances. Whilst Butler uses this to call
into question US policy on the so-called ‘War on Terror’ and how those held
as prisoners at Guantanamo Bay are conceptualised, I think there is something
to be considered in relation to dementia here too. I want to emphasise that I
am not suggesting the two are equivalent i.e. dementia and being a so-called
‘enemy combatant’, who is suspended from judicial law. What I am interested
in is how dementia is deemed a condition under which certain rights become
impossible and/or unliveable. What is clear from LGB people living with
dementia, whether those who have been diagnosed with the condition or those
caring for them, is that the intersection of dementia and sexuality can create
unliveable conditions, certainly the erasure and problematising of existing
forms of queer personhood that I noted in the previous section where heter-
onorms are forcibly applied to queer lives.

What could, therefore, be done to remedy this situation, not only conceptually
but in terms of policy and practice? One possibility is to reconsider the perform-
ativity of dementia and to follow Queer Theory in moving away from a
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single-unified subject. Indeed, it seems to me that there is much to be gained
from thinking about the person living with dementia, in whatever guise that
might be, and to consider how the contextual instantiation of dementia is
accomplished in those circumstances. Whilst there have been calls for more
person-centred approaches and the individualising of care in order to retain an
enduring sense of self (Fazio, 2008), I think that Queer Theory opens up the pos-
sibility for thinking about enduring selves in more open-ended and fractious
ways, for instance, by focusing on how people are subjected to different logics,
treatments, regimes of living. Again, this is already evident in existing studies,
noted above, but could be extended by a focus on the power dynamics inherent
in and challengeable through such situations.

Bartlett and O’Connor (2007) have proposed that a citizenship approach to
dementia, and its socio-political context, could improve not only the care of, and
responses to, people living with dementia, but also the more general place(s) of
people with dementia in society. A more rights-based model (see, in this volume,
Chapter 15 by Richard Ward) might lead to alternative ways of thinking about
dementia ‘beyond the realms of medicine and care’. Indeed, Bartlett (2014) has
written about the significance of activism and person-centric approaches to the
emergent dementia movement, especially how people living with dementia are
working together and actively resisting pathological models of disease. She notes
that models for activism have come from, amongst other places, the AIDS activ-
ist movement. I think there are similarities, but also differences, here in thinking
about this activism for LGB people. Thinking this through in terms of normative
action and the transgression of norms, it may be possible to see such vital and
emergent movements as queer spaces; as spaces in which all cognonorms and
heteronorms can be challenged. However, as was evident in Roger Newman’s
story, some dementia support groups are undoubtedly heteronormative and it
should not necessarily be LGB people’s responsibility to challenge this. Finding
ways to create inclusive spaces for LGB people within dementia activism, and
for people living with dementia in LGB activism, remains important.

Conclusion

In this chapter, I have explored the possibilities, and potential limits, of bringing
Queer Theory into dialogue with studies of dementia, including studies of
lesbian, gay and bisexual people affected by dementia. I have sought to make this
dialogue both theoretical/conceptual, but also practical. What is evident from this
brief examination is that dementia is both socially constructed and yet challenges
existing forms of social construction, that is, Queer Theory. Yet at the same time,
I hope to have shown how Queer Theory can provide a conceptual language and
ways of thinking that can enable us to re-assess dementia, especially as it is lived
and experienced by LGB people. I realise that this dialogue is preliminary and
much further work, both theoretical and empirical, remains to be done. However,
I contend that there are signs that such a dialogue can bring productive insights to
further challenge the prevailing heteronormativity of dementia.
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S5 Reconceptualising dementia

Towards a politics of senility

Richard Ward and Elizabeth Price

Introduction

Our intention for this chapter is to position the study and understanding of
dementia in relation to a series of other critical debates and areas of social ana-
lysis that focus upon social identity, difference and inequality. As an overarching
theme of the chapter, we argue for the benefits of opening up a radical critical
space at the margins of mainstream dementia studies.

In many respects, the so-called dementia community has arrived rather belat-
edly at a debate on rights and citizenship in relation to dementia. Only recently
have we begun to witness the emergence of policy and analysis where questions
concerning rights, equality and social participation are being explicitly addressed
(see the ‘Rights’ section in this book for examples taken from policy and practice).
However, as Ward points out in the final chapter to this book, much can potentially
be learned from the campaigns for equality (and the critical response they have
engendered) of other interest groups and communities of identity. Indeed, as Ward
concludes, a level, or layer, of analysis is largely missing from the field of demen-
tia studies that only becomes clear when we draw comparisons to these other strug-
gles for emancipation. It is this gap, or critical silence, in the field of dementia
studies that we wish to address in this chapter. Our intention is to make the case for
a more radical critique of the social construction, conditions and politics of demen-
tia. Specifically, we argue for the need to develop a critical commentary in relation
to dementia that both mirrors and connects with a radical critique in other fields.

In order to map this territory, we develop a repertoire of ideas that are com-
parable to, and informed by, key concepts in areas such as sexuality, gender and
disability studies, ideas such as performativity, citizenship and, most critically,
the contested and sensitive concept of ‘senility’. With this goal in mind, we
focus upon a selection of key ideas from the fields of sexuality and dementia
studies with the aim of drawing out synergies between them. Our intention is to
outline the potential for dialogue between these different areas of social analysis;
a theme which is developed in greater depth and detail by later chapters in
this book.

These efforts are by no means exhaustive, of course, but we hope to show
how connections between these divergent critical movements could both shed



Downloaded by [National Library of the Philippines] at 23:15 01 November 2017

66 R. Ward and E. Price

light on currently overlooked aspects of the debate on dementia and lead to the
development of fruitful associations at the level of social action, campaigning
and awareness-raising.

Key concepts in sexuality and queer studies

Performativity

We start our explication of key terms and ideas with the notion of performativ-
ity, as it sits, for us, centrally, yet steadfastly uncritically, at the core of the
experience of dementia as an LGBT* person. The concept of performativity is
fundamental in the study of sexuality, yet it is generally not employed as an
organising theme in the study of dementia despite the fact that it underpins the
ways in which we understand the nature of identity formation and maintenance
(key concerns in the context of cognitive loss).

Butler (1993) famously coined the notion of performativity describing it as
‘that reiterative power of discourse to produce the phenomena that it regulates
and constrains’. That is, identity is generated and constructed through language
and action; it is not predetermined or necessarily and un-problematically extant.
As King, after Butler (1990), outlines in Chapter 4, our identities are continually
linguistically and symbolically constituted and, whilst it is clearly important to
‘trouble’ the construction and nature of these self (and publicly) imposed identi-
ties, there are also very particular questions that arise when considering the
notion of performativity in the context of dementia.

A contemporary understanding of dementia is underpinned by a model in
which a sense of self (and one’s critical identity signifiers such as gender/sexual-
ity etc.) remains intact (though, arguably, inevitably altered in complex and
entirely individual ways). Yet, if our sense of self, and the identities that inevit-
ably attach to it, is constituted through both the language and action used to con-
struct and maintain it, then a question must be raised as to how socially
constructed and enacted identities pertain when the possibilities for semantic,
linguistic and public performance are, at the very least, interrupted or obscured.
That is, if the performance of our sexual/gender identity is dependent upon lin-
guistic and symbolic reciprocity, then how might it be possible to maintain a
continuing sense of self/identity when one may well be dependent, at least to
some degree, on others to assist (and, for some, to fully support) one’s identity
maintenance.

These questions may become particularly acute in the heteronormative (see
below at ‘Heteronormativity’) environments of residential care, where hetero-
sexuality, its norms, values, associated language and symbolic dominance, con-
stitutes and determines the tenor and rhythm of daily life. These are spaces
where language and action (those performative pre-requisites) are governed by,
and generated through, a normative heterosexual lens.

In this context, fundamental questions arise around the ways in which LGBT*
identities are maintained and whether, in the face of heterosexual domination,
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LGBT* identities are particularly vulnerable to the experience of dementia. For
trans* people in particular (as pointed out variously in this collection) identity
maintenance may be an issue that must be carefully negotiated, by carers and
supporters, with exquisite sensitivity, particularly if the person has transitioned
and, with dementia, may have lost the capacity to recall the nature and extent of
their transition. The work of Witten (Chapter 8 in this volume) suggests that this
is a sensitivity that has yet to be realised. Indeed, it may be the case that care
providers are yet to even have awareness of its lack.

We might also be cognisant of the fact that the loosening of the customary
ties to social convention that can sometimes accompany the experience of
dementia might, ironically, constitute a freeing of some of the shackles of iden-
tity that bind us increasingly tightly as we age. Instead, then, rather than being
required and expected to maintain a particular identity, generated through the
use of customary language and taken-for-granted behaviours, preferences and
expectations, the experience of dementia may actually generate an emancipatory
space in which to explore, hidden, forgotten, or quite new aspects of self and
identity in ways that may not previously have been possible (see, for example,
Capstick and Clegg, 2013). This is not to deny the negative aspects of the con-
dition, rather, it is simply a recognition that people continue to live (and love)
with, rather than just ‘suffer from” dementia — it is, after all, a diagnosis for life.

Nonetheless, if indeed identity as an LGBT* person is, at least partly,
dependent on the performative collaboration of others, then the construction and
maintenance of that identity on a daily basis is fundamentally vulnerable to
erasure when the individual in question may no longer adopt an unproblematic
and assumed collaborative part in its constitution. Here, then, when considering
ways in which identity is maintained when one’s cognitive processes are threat-
ened and/or undermined, it is perhaps appropriate to introduce the notion of ‘per-
formative asymmetry’ (whereby the maintenance of one’s chosen/innate identity
is intertwined with and relies increasingly upon the conduct and contributions of
others). This is in a bid to understand the ways in which LGBT* identities might
be particularly vulnerable in the context of a diagnosis of dementia. In this
context, ‘performative support’ is, perhaps, a concept that requires urgent atten-
tion from care providers. Again, as the chapters in this book testify, it is a
concept yet to receive purposeful critical attention in practice.

Intersectionality

If we are to begin to theorise dementia in a specifically LGBT* context, it is
necessary to be able to articulate the ways in which various social locations/cat-
egories and positionalities might impact upon our understanding and experience
of the condition. The notion of intersectionality, then, is a further key construct
which underpins and informs our discussion here. It is an idea that has already
been applied in efforts to reconceptualise dementia but is yet to filter into main-
stream research or practice, where preoccupation with ‘person with dementia’ as
a stable and unified category of identity still dominates current perspectives.
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Wendy Hulko outlines the nature of intersectionality in Chapter 3 in this
volume, and has defined it elsewhere as ‘a metaphor for the entanglement and
interaction of multiple and complex identity categories’ (Hulko, 2004: 38). Inter-
sectionality is a notion which poses a challenge to current over-simplistic addi-
tive forms of analysis in dementia studies and has the potential to drive a far
more inclusive approach within dementia practice, where appreciation of the
dynamic nature of social location replaces notions of fixed categories of identity
(Cronin et al., 2011). Such an approach would require researchers and practi-
tioners to pay attention to the ‘intimate interconnections, mutual constitutions
and messiness of everyday identifications and lived experiences’ (Taylor et al.,
2011: 2). In the context of living with dementia, it is these very connections that
can frame the daily lived experience of an LGBT* person — connections which
are likely to be invisible threads of experience to those people charged with sup-
porting the person diagnosed.

The proposition in the context of our argument here, however, is that, for
LGBT* people, dementia may become the hub around which other intersec-
tions of identity inevitably turn. As we note later in this chapter, cognitive
ability is perceived to be so fundamental (and largely inalienable and unshift-
ing) to our sense of self and the ways in which we are socially positioned (and
position ourselves) that, when cognition is undermined, our new social iden-
tity as ‘cognitively impaired’, effectively trumps all other cognate and socially
readable positionalities. For many LGBT* people, who may have generated a
range of carefully constructed public and private mechanisms for the manage-
ment of identity, access to social capital associated with other, perhaps more
privileged and valued, social identities may be rendered ineffectual. This shift-
ing social location results not only from the impact of the condition but from
others’ responses to a person’s sexual/gender identity and applies particularly
when their lifestyle and choices, post-diagnosis, begin to become publicly
visible (Price, 2007). As such, we would suggest that paying attention to the
intersection of LGBT* identity and the particularities of living with dementia
might help to highlight specific articulations of vulnerability as they apply to
LGBT* people.

Heteronormativity

It is in the context of public (and private) visibility that another key concept from
queer studies comes to the fore in our efforts to reconceptualise dementia, this
being the notion of heteronormativity (the assumption that heterosexuality is the
norm). Originally coined in the early 1990s by Michael Warner, it was an idea
that marked a step-change in the analysis of socio-sexual relations. We can
understand heteronormativity, which built upon earlier ideas of ‘compulsory het-
erosexuality’ (Rich, 1980) and the ‘heterosexual matrix’ (Butler, 1990) as a
‘threshold concept” (Meyer and Land, 2003) for queer studies in that it opened
the door to a level of social analysis that had previously not existed as an organ-
ised set of ideas or line of argument. The concept facilitated thinking that
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extended beyond existing efforts to identify and challenge forms of direct
discrimination and social exclusion on the grounds of sexuality (i.e. hetero-
sexism and homophobia) and focused instead upon the more pervasive, but
largely hidden and “‘unmarked’, way in which a certain version of heterosexual-
ity had an organising influence across many different realms of everyday experi-
ence: politically, socially and culturally. It was an idea that drew particular
attention to the ways in which hegemonic heterosexual perspectives and interests
are privileged, but in such a way as to be considered natural and hence to remain
unseen (Warner, 1991; Seidman, 2005).

The significance of heteronormativity to dementia studies is two-fold. In
the still-limited research and debate surrounding sexuality and dementia, some
commentators have identified the presence and workings of heteronormativity
within dementia care. This is marked, for instance, by assumptions of hetero-
sexuality that pervade the delivery of services as well as by an overwhelming
emphasis upon the heterosexual life course in discourse. This ranges from
casual care-based conversations, brochures for dementia care facilities, and
images used by dementia-related charities and campaign groups. It also under-
pins how persons with dementia and their supporters are positioned in their
relationship to the welfare state through policy and legislation saturated with
assumptions regarding the universality of heterosexual biographical mile-
stones (Newman and Price, 2012; Price, 2010; Westwood, 2015). In this
respect, heteronormativity provides a basis for a critique of dementia care ser-
vices that looks beyond questions of discrimination to encompass a more
subtle bias that creates a hierarchy of sexualities in the context of providing
care and support.

However, we would argue that heteronormativity has even more far-reaching
implications for dementia studies. Its pervasive, yet mundane, presence through-
out the experience of dementia serves to draw our attention to a further critical
silence that exists in relation to a comparable form of analysis surrounding what
might be described as ‘able-mindedness’. Hence, later in this book, Ward takes
as examples the politics of time and space as significant arenas where assump-
tions and expectations regarding a certain level of cognitive functioning and
capacity have a shaping influence both upon the design and occupation of
everyday physical environments as well as the tempo or temporal frame associ-
ated with the pace of everyday living. In this way, the notion of heteronormativ-
ity invites consideration of what might be an equivalent for dementia studies and
for our understanding of the lived experience of dementia and other forms of
cognitive and intellectual disability. In light of this insight, we would argue that
a cornerstone to any efforts to establish a more radical agenda for dementia
studies would be the development of awareness and analysis regarding the pres-
ence and experience of this particular, and hitherto largely overlooked, form of
normativity.

We turn now to consider examples of key concepts from the field of dementia
studies where the introduction of queer and other radical approaches have the
potential to contribute to a more critical opening within the field.
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Key concepts in dementia studies

Citizenship

While ‘personhood’ has become an established concept and focus for debate in
dementia studies, more recently it has been criticised for an apparent failure to
connect the person with dementia to a wider social and structural context. Out of
that critique has emerged notions of dementia ‘citizenship’. For example, Bartlett
and O’Connor (2007) explain that the concept of citizenship can be used ‘to
promote the status of discriminated groups of people still further, to that of a
person with power entitled to the same from life as everyone else’ (p. 106). Bar-
tlett and O’Connor go on to explain that citizenship is about status — being a
fully included member of society — and about power, that is who is afforded that
status and who is not. A citizenship lens, they point out, can be useful in tackling
discrimination and social marginalisation, not least in relation to people with
dementia. Indeed, dementia citizenship raises and engages with key questions
about what it means to be a citizen and how citizenship is not just accorded as a
status, but can also be exercised as a set of rights and responsibilities.

While people with dementia should, of course, be accorded citizenship rights,
and mobilise those rights through advocacy, activism and engagement in
research (Bartlett, 2014), some may find it more difficult to do so because of
deteriorating cognitive abilities. Baldwin (2008) responds to the challenges of
progressive impairment and associated communication problems by arguing for
‘narrative citizenship’ which, he argues, operates in three inter-related ways: in
how an individual discursively positions themselves in relation to others; in how
such narratives are embedded in social relationships and everyday activities; and
in collective narratives, for example in social policy, which shape where and
how identities can be performed. Central to narrative citizenship, Baldwin
argues, is the maintenance of ‘narrative agency’ (p. 225), that is, being able to
produce one’s story and get it heard and understood by others. Baldwin differs
from Bartlett and O’Connor in arguing that even those with severe cognitive
impairment can maintain their narrative citizenship through embodied practices,
when sensitively interpreted by attuned others. Hence, embodied practices can
be understood as a potential mode of communication in dementia care, drawing
upon ‘the communicative capacity of the body to enrich our imagination and
connect us to the personhood of others’ (Kontos and Naglie, 2007: 551).

Narratives, including dementia narratives, can potentially be both empower-
ing and/or disempowering, depending upon how they are produced and whether
they are heard. So too can embodied narratives which are themselves embedded
in normativities which may not take into account the intersection of ‘gender,
class, sexuality and ethnicity’ (Kontos and Martin, 2013: 297). The silence/
silencing of LGBT* dementia narratives in dementia discourse is a good
example of this. Indeed, one of the criticisms of the whole notion of citizenship
is that it not only defines who is entitled to be considered a citizen, but also who
is not, immediately creating both inclusionary and exclusionary spaces. Some of
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those who are already marginalised in society may, under a citizenship approach,
find themselves accorded greater inclusion, but potentially at the cost of pushing
others even further to the margins (Richardson, 2005).

Shildrick (2013), writing about sexual citizenship discourse in regard to
people with disabilities, rejects the notion that the recognition and regulation of
disabled people’s sexual citizenship will be somehow liberating for them.
Instead, echoing the work of queer/feminist theorists in relation to gender/sexu-
ality, and of crip theorists in relation to disability (McRuer, 2006), Shildrick
argues that campaigning for citizenship rights colludes with the inherent ableism
(and other normativities) of citizenship by wanting to buy into that discrimina-
tory model rather than seek to develop a new model instead. She proposes that
extension of (sexual) citizenship rights to disabled people inadvertently rein-
forces the underlying idea of the good citizen as a self-sufficient, autonomous
actor from which people with embodied and/or cognitive disabilities deviate,
having ‘special” needs to enable them to make citizenship claims. Shildrick thus
proposes a more radical rethinking of how we frame and value people in society,
resisting the ‘seductive narratives of citizenship’ (p. 3607). Instead, she suggests
that there are new ethical possibilities in going beyond (normative) citizenship to
conceptualise the person in society outwith the binaries of dis/ability. Such a re-
visioning might involve an ‘ethic of care’ (Brannelly, 2011) at its heart, one
which recognises our enduring interdependence (as opposed, in the context of
dementia, to the presumed and paralysing notion of ‘dependence’ that is so often
the limiting trope that defines debate) and need for reciprocal care and support
(Fineman, 2004) as central to the human condition.

Embodiment

The concept and understanding of embodiment is particularly apposite to the
argument being developed in this chapter. It has long been a focus for debate in
feminist, post-colonial, disability, queer, and transgender studies but has also
more recently emerged as a theme to drive critical analysis in dementia studies.
As such, there is much potential for bringing these different analyses into dia-
logue in order to enhance our understanding of embodiment in relation to
dementia. At the same time, what we understand of the embodied experience of
dementia might also provide the basis for making a critical contribution to these
other fields.

In essence, a focus on embodiment brings to the fore an awareness of the
lived experience of the body. Anchored within a phenomenological tradition, it
has helped to foster debate around the body as the inescapable basis upon which
we experience the worlds that we inhabit and, allied to this, an awareness of the
‘corporeality of power relations’ (Twigg ef al., 2011: 178). Attention to embodi-
ment has led to questioning notions of identity and selthood as discursively con-
stituted. Instead, identities are understood as anchored in the body and our
embodied experience of the world. In the context of dementia studies, a recent
review of the literature found that embodiment has begun to inform a range of
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empirical investigations of dementia care as well as efforts to reconceptualise
dementia (Kontos and Martin, 2013). In the latter context, Kontos’ (2005) notion
of embodied selfhood has been central to a critique of interactionist approaches
to dementia which have largely overlooked the body and failed to recognise an
embodied dimension to personhood.

Kontos argues that aspects of both self- and social-identity reside at a bodily
level. In order to recognise the way in which selthood survives in the context of
a condition such as dementia, she suggests that we consider a person’s embodied
history as well as the ‘immediacy of the body’ as the primordial basis for experi-
encing the world. The implications of this approach for how we understand the
enduring nature of social identity, and not least the identities of LGBT* indi-
viduals living with dementia remains under-developed in Kontos’ analysis, but it
is here that drawing connections to a wider debate on embodiment may enhance
our understanding. We might then begin to think of embodiment and embodied
practices as a significant reservoir for different aspects of social identity and our
sense of belonging and group membership (Ward et al., 2014).

Writing at the intersection of crip, feminist and queer studies, Kafer’s (2013)
approach to embodiment also has particular resonance with our discussion here
as she seeks to consider some of the more concrete, lived implications of embod-
ied identities. Kafer sets out to identify and promote coalitions between diverse
groups based upon their differently embodied experience of the world. With a
concern for building what she describes as ‘accessible futures’, Kafer highlights
a series of case studies where aspects of embodied experience of exclusion or
regulation provide a basis for coalition, famously using the politics of public
toilets to demonstrate that building connections or coalitions is not reserved
purely for an abstract realm of theory, but applies in a very direct fashion to how
we make sense of the lived experience of the body and the everyday politics that
surround it. From this perspective, we can begin to appreciate how a focus on
embodiment in dementia studies might similarly hold out the prospect of build-
ing fruitful connections, both practically and theoretically, with a wider context
of critique and campaigning. Whereas the bodies (and minds) of people with
dementia have historically been a basis for their exclusion and marginalisation
(Stirling, 1995), commentators such as Kafer reveal how we might understand
embodied experience as a point of connection and commonality and as a source
of collective affinity with other groups and individuals who have faced compar-
able conditions.

Senility

In turning to our final key concept, our intention here is to pull together the
insights we have highlighted thus far and to consolidate our argument for a more
radical critique of the social conditions, politics and construction of dementia.
Our argument draws from our readings of the relationship between other critical
responses to a rights-oriented discourse in fields such as gender, sexuality, race
and disability. For instance, as King explores in this book, the emergence of
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queer studies created a distinct forum for both challenging and rethinking the
discursive organisation of sexuality and gender. In reclaiming a term or label
previously used in the ‘othering’ of sexual and gender dissidents, ‘queer’ pro-
vided the means to step out of or beyond the limiting boundaries of what had
until that point been a push for social and political inclusion, or what Richardson
(2005) has described as a ‘desire for sameness’, where new levels of social visi-
bility risked becoming new spaces for control. In light of these arguments, our
proposal here is for an equivalent effort to reach beyond the boundaries of a
rights-oriented approach to dementia and we suggest that a focus upon the pol-
itics of senility might offer such an opportunity.

Senility (Gubrium, 1986) is attractive as an organising focus because it poten-
tially provides a critical space to reflect upon the positioning of people with
dementia as part of a wider social, historical and cultural response to debility in
later life. Thus, Ballenger (2006) suggests that attention to senility facilitates
insight into the ‘peculiar dread that dementia generates’ (p. 1). In this respect,
the politics of senility can be understood as the broader context in which a
culturally and historically contingent discourse of dementia has more recently
emerged. This wider context provides the basis to critically examine a discourse
that is saturated with a medicalised logic of individual deficit, and increasingly
cast in a binary relationship to notions of ‘healthy ageing’ and to an unspecified
and unmarked norm of ‘able-mindedness’. Like ‘queer’ and ‘crip’, ‘senile’ is a
term that historically has facilitated the stigmatising and othering of those per-
ceived or labelled as departing from an unmarked social norm. This process of
othering individuals experiencing cognitive and behavioural change in later life
is integral to a process of abjection associated with old age (Gilleard and Higgs,
2011). Yet, as Gilleard and Higgs (2011) suggest, abjection and marginalisation
are themselves by no means devoid of power or transgressive potential. Rather
they can serve as a space for resistance.

Our proposal here draws, in part, from the seminal work of Gubrium
(1986) who sought to interrogate what he described as the ‘descriptive organ-
isation of senility’ that underpinned the medicalisation of dementia and, in
particular, emphasised the order and predictability of ‘Alzheimer’s as a dis-
tinct disease entity separate from the varied experiences of normal aging’
(p- 3). Gubrium sought to problematise the certainty of medical science as it
set out to disentangle ageing and pathology, consequently framing a broader
social and cultural understanding of ageing and impairment: ‘our analytic
interest centres on how the disease entity is used to interpret the thing being
described and how alternative realities are guarded against or prevailed upon’
(p- 23). This concern for how a discourse of dementia has closed down or cir-
cumvented ‘alternative realities’ is further developed in Cohen’s (2006) argu-
ment for senility as an opportunity to look beyond the specificity of
Alzheimer’s disease or vascular dementia: ‘To organize our conversations
around “senility” [...] as opposed to organizing them around “dementia” is
simply not to presume in advance how perception, biology and milieu are
related’ (p. 1).
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Cohen (2006) thereby argues for a more open approach to ‘what senility
might be becoming’ (p. 2) in the context of widespread changes that include
growing recognition of the significance of inequalities tied to axes of difference
such as gender, race and disability as well as broader structural shifts at the level
of economies and institutions. In this context, ‘senility’ is re-cast as a category
of social and cultural analysis that, for Cohen, is the basis for reanimating a rela-
tionship with ‘creative understanding in the human sciences more broadly, to
move beyond the solicitous and welfare-driven categories of contemporary ger-
ontology’ (p. 2). From this perspective we can begin to understand senility as a
critical space that promotes the interrogation of a series of medicalised assump-
tions and how they are upheld and reproduced according to the logic of the
welfare state.

This concern to establish an alternative critical space is also integral to Katz’s
(2013) focus upon what he calls the ‘long history of memory and the short history
of dementia’ (p. 304). Through a focus upon an evolving history of memory that he
traces back to medieval times, Katz argues for recognition of the way in which a
medicalised ‘progress narrative’ has framed much of the debate on dementia,
delimiting the possibilities for how we think about the relationship between
memory, senility and ageing. His aim is to promote critical curiosity’ in relation to
the meaning of categories and terms that have been presented as ‘inarguable’
within a discourse of dementia, but also to reach beyond the limits set by how we
currently conceptualise dementia and associated patterns of care: ‘Reducing people
to their brains and isolating them as sick and marginal in the name of cognitive
care harms memory, which is continual, even when forgetful’ (p. 311).

In building upon this more critical stance in relation to dementia and the
assumptions and expectations it encompasses, we argue for the benefits of
reclaiming ‘senility’ not as a label denoting a particular state or condition, but as
a critical space for a debate that rejects the parameters set by the specificity of
‘dementia’, even according to its various iterations as a biomedical, psycho-
social and, latterly, rights-oriented construct. Instead, senility exists as a space
‘beyond’ dementia and provides a basis for a different scale of social analysis
and critique. Hence, a focus upon the politics of senility redirects attention from
the struggle for acceptance and inclusion driven by a neoliberal politics of nor-
malisation (Richardson, 2005), and instead embraces a politics of ‘anti-
normalisation’ that has similarly marked the emergence of queer studies, radical
feminism and crip studies, all of which have evolved at the margins of an
increasingly mainstream discourse of rights and recognition. As Richardson has
argued in relation to sexual citizenship:

The primary focus in the rise of a politics of normalisation is on bringing
about social changes so that lesbians and gay men may be regarded as
socially valued members of society, rather than attempting to bring about
changes in how societies operate in ways that are productive of devalued
categories of behaviour, identity and persons.

(2005: 532)



Downloaded by [National Library of the Philippines] at 23:15 01 November 2017

Reconceptualising dementia 75

It is this latter concern with wider social and cultural processes of devaluation
that marks out the critical space that we are arguing for in relation to dementia.
This is a process that many different minoritised groups and communities share
experience and understanding of. Hence, an added benefit to such a development
is the potential to draw connections with other marginalised perspectives, to
identify areas of commonality and to be enriched by the critical and conceptual
innovations that have marked these different fields of social analysis.

Reconceptualising dementia: looking ahead

Our argument in this chapter has been two-fold. In light of recent policy devel-
opments in relation to a more rights-oriented understanding of dementia, we
have advocated opening up a radical critical space at the margins of more main-
stream constructions of dementia. Marginality, hooks (1990) suggests, is ‘a site
of radical possibility, a space of resistance’ and a ‘central location for the pro-
duction of a counter-hegemonic discourse that is not just found in words but in
habits of being and the way one lives’ (p. 206). Our argument here is that such a
space is vital to the rapidly evolving debate on dementia. Hence, we have sug-
gested that reorienting ourselves to the politics of senility creates an arena that
exists outside of or ‘beyond’ dementia. Such critical territory could support
efforts to deconstruct and reconfigure current thinking and enable a critique of
the binary relationship in which dementia has become fixed in regard to notions
of ‘healthy ageing’ and ‘able-mindedness’.

In doing this, we have drawn upon similar critical openings in other fields of
social analysis, and in particular queer/feminist/disability studies to underline the
value of such a development. Hand in hand with such an opening is the potential for
a more direct dialogue and marrying of ideas and insights from these other radical
spaces, as we have sought to illustrate in this chapter. This is the second ‘fold’ in
our argument and it draws from commentators such as McRuer (2006) and Kafer
(2013) who have shed light on the potential for a more integrated analysis. Cru-
cially, Kafer (2013) argues for the need to recognise the ‘collective affinities’ that
exist between ‘differently able’ groups and individuals, these are both lines of affili-
ation and potential sources of solidarity that are anchored in our everyday lived
(embodied) experience. Kafer’s argument is thus for radical forms of coalition that
‘trouble the boundaries of the constituencies involved’ (p. 151) and lead to ques-
tioning of the categories into which people are organised or allotted: ‘what is
needed then is not only a trenchant critique of ableism but also a desire to think dis-
ability otherwise’ (p. 153). The parallels here to an agenda for dementia are too
compelling to resist. Not only could attention to the politics of senility support
efforts to interrogate the “‘unseen’ and naturalised presence of an able-minded norm
in all our lives, but it would enable us to think dementia otherwise. In other words,
it could lead to reconceptualising dementia in such a way as to reveal the connec-
tions and affinities that exist in efforts to challenge and question hierarchies of dif-
ference, and the associated process by which certain categories of behaviour,
identity and persons are devalued and ultimately discounted.
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Introduction to Part I1

Sue Westwood and Elizabeth Price

This section addresses a range of practice issues relating to the provision of
health and social care services to LGBT* people living with dementia. In
Chapter 6, Mark Hughes explores the ways in which health and social care pro-
viders should recognise and address the needs and wishes of LGBT* people
living with dementia. In Chapter 7, Catherine Barrett and colleagues explore the
experiences of lesbian, gay and trans* people living with dementia and, in par-
ticular, the challenges they have faced in engaging with specialist services which
are under-prepared to meet their needs. Chapters 8 and 9 address issues relating
to trans* people with dementia. In Chapter 8, ‘Trans* people anticipating
dementia care: findings from the Transgender MetLife Survey’, Tarynn Witten
describes the findings from a recent USA survey which explored trans people’s
fears and concerns about dementia care provision. In Chapter 9, ‘Dementia care
and trans* people: practice implications’, Chryssy Hunter, Jenny-Anne Bishop
and Sue Westwood explore the implications of dementia for trans* identities and
trans* dementia care

In Chapter 10, Elizabeth Price considers the position of LGBT* carers of
people with dementia, who may or may not be LGBT* individuals. She reflects
upon the invisibilisation and marginalisation of LGBT* carers, the consequent
lack of appropriate support they receive, and how this might be addressed. In the
final chapter in this section, Chapter 11, Sue Westwood and Sally Knocker criti-
cally consider the benefits of one-day staff training interventions to raise aware-
ness of, and improve services for, LGBT* people, arguing for the need for more
comprehensive interventions to support enduring organisational change.

All six chapters highlight the complexities of LGBT* experiences of demen-
tia and the challenges — both actual and anticipated — people face with regard to
health and social care provision. The chapters also serve to highlight the chal-
lenges faced by health and social care providers in developing services which
are equipped to meet the needs of LGBT* people with dementia. In offering the
narratives of LGBT* people themselves, the chapters demonstrate the signifi-
cance of the lived experiences of LGBT* people affected by dementia, and
current inequalities associated with those lived experiences. They demonstrate
how a lack of appropriate services to support LGBT* people with dementia,
their families, friends and carers not only adds to the stresses which can be
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associated with dementia but can also exacerbate symptoms and increase the risk
of carer breakdown.

The chapters offer useful insights for commissioners, policy makers and pro-
viders of health and care services for people with dementia, as well as signpost-
ing possible pathways to develop services which are more responsive to the
needs of LGBT* people living with dementia. They also offer concrete examples
of why and how gender, sexuality/sexual identity and gender identity inform the
experiences of dementia and dementia services, and why and how policy makers,
commissioners and providers must take these issues into account when develop-
ing and delivering responsive services for people with dementia.
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6 Providing responsive services to
LGBT?* individuals with dementia

Mark Hughes

Introduction

Like many people, LGBT* individuals express concerns about memory loss and
dementia as they grow older. In a survey of 443 LGBT* people in Queensland,
Australia, nearly 40 per cent said one of their top three health concerns was a
decline in mental health and cognitive ability (including dementia) (Queensland
Association for Healthy Communities (QAHC), 2008). And, for many LGBT*
people with dementia, their needs will be the same as any other person with this
condition: staying independent, setting up practical and emotional supports, and
maintaining a meaningful lifestyle and sense of self. However, the diverse lives
and experiences of LGBT* people generally indicate that, for LGBT* people
with dementia, there are likely to be additional issues and specific challenges
that need to be addressed (Birch, 2009). The origin of, and responsibility for,
many of these lie not so much with the LGBT* individual with dementia, but
with our service systems’ failure to recognise and respond effectively to sexual-
ity, gender and gender identity diversity. This chapter examines some of the
challenges facing agencies in responding to the needs of LGBT* people with
dementia, such as negotiating privacy and acknowledging the impact of discrim-
ination. It also explores the opportunities for developing more responsive ser-
vices both at organisational levels and in worker-client relationships.

Challenges in providing responsive services

Acknowledging the complexities of gender, gender identity and
sexuality diversity

One challenge facing service providers in responding to the needs of LGBT*
individuals with dementia is acknowledging and engaging with the complexi-
ties of how people relate to and experience their gender, gender identity and
sexuality. Sexuality is commonly understood in terms of the gender of people
we are sexually attracted to, although it is argued that this is a product of sci-
entific discourse in the nineteenth century (Sedgwick, 1990). Gender is a cul-
tural construction of normative assumptions about how people born with
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particular sexual or reproductive organs should behave. The terms ‘sexual
identity’ ‘gender’ and ‘gender identity’ refer to labels that people ascribe to
themselves or connect to wider groups. While people may relate to being
lesbian, gay, bisexual or trans* as personal identities, these have also been
constructed as collective identities (e.g. through social movement campaigns)
to advance political interests and human rights (Gamson, 1995). Yet, there is
evidence that these normative boundaries may be being stretched, for example
by gender/sexuality fluid and/or trans* people (some of whom may call them-
selves queer) who eschew identity binaries such as male/female, straight/gay
etc. Many people feel sympathy with the queer perspective that questions the
‘unity, stability, viability, and political utility’ of identities (Gamson, 1995:
397), while others acknowledge their limitations but consider them ‘necessary
fictions” (Weeks, 1995: 99).

Thus gender, gender identity and sexuality comprise various dimensions that
may be experienced differently by different people. This adds another layer of
complexity when working with LGBT* people with dementia, especially
because people may lose memories of how their sexuality or gender has shifted
over time (e.g. a trans® person not remembering they have had gender affirma-
tion medical procedures carried out) (Alzheimer’s Australia, 2014; Witten,
2014). Some of the dimensions of gender, gender identity and sexuality include:

*  Gendered and sexual behaviour: the activities we engage in (perform) to
express our gender, gender identity and sexuality.

*  Feelings of gender identification and sexual attraction: how our gender,
gender identity and sexuality evoke feelings and emotions, including sexual
desire.

*  Community/group affiliation: feelings of connection with others who share
the same or similar gender history and/or gender identity and/or sexual
identity.

* Sense of self as emerging across the lifespan: the way in which gender,
gender identity and sexuality are connected to our sense of who we are at
different points in the lifespan.

As examined in Chapter 3 in its discussion of intersectionality, invariably there
is a complex interplay between sexuality, gender and gender identity in each of
these dimensions, which are also impacted by other personal or social character-
istics, such as age, ethnicity and socio-economic status. In some contexts, such
as an employment setting, it may be the denigration of older age and being a
woman, rather than her sexuality, that mainly impacts on an older lesbian’s
social standing (Hughes and Kentlyn, 2015). For some older gay men, the
importance of projecting an idealised masculine image may change across the
lifecourse, with it being less a priority in an aged care environment, where
women may outnumber men. For some transwomen, the ageing of the body (e.g.
wrinkles, difficulty walking in high heels) may provide additional challenges in
presenting one’s gender identity publicly (Siverskog, 2015).
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The implication for service providers is to not make assumptions about sexual-
ity, gender and gender identity and to be open to the diverse ways in which people
might relate to these aspects of their lives. Clearly there is a need to not assume
people are heterosexual and to recognise LGBT* identities, but there is also a need
to not assume that all LGBT* people relate to the LGBT* labels in the same way
(Cronin et al., 2012), and that the experiences of lesbians, gay men, bisexual people
and trans* people may all be quite different from each other. For example, a
woman who has presented publicly as heterosexual throughout most of her life,
may come out in later life as having a fluid or undefinable sexuality. Some people,
including those identifying as bisexual, may chart unconventional life paths, which
resist typical ‘landmarks’ such as getting married and having children (Jones,
2012). And, while some trans* people may feel a connection with LGB people
based on a shared experience of marginalisation, not all do (Simmons and White,
2014). Indeed, some trans* people may relate not so much to the idea of being
trans* as to being recognised for their internal gender identity — that is, male or
female. For gender/sexuality fluid and/or trans* people the challenge may be in
resisting binary definitions and identity labels imposed by others (including
LGBT* people) and by society (Budge et al., 2014).

Negotiating privacy

One of the common challenges identified in responding to the needs of LGBT*
people is negotiating privacy (Harrison, 2001). The idea that sexuality, in par-
ticular sexual identity, is a private matter is well established in western societies.
Indeed, the framing of privacy as a legal right provided the basis for the decrimi-
nalisation of homosexuality in many parts of the world (Waites, 2013). Yet the
gay liberation and lesbian feminist movements of the 1970s decried the treat-
ment of homosexuality as private and sought to represent it as an attribute to be
celebrated publicly (Rosenfeld, 2010). Some older people (particularly those
who came out in the mid rather than latter twentieth century) may feel that it is
important that their sexuality is kept private; although the extent to which this is
due to a moral position or fear of reprisal and discrimination is debatable
(Rosenfeld, 2010).

For trans* people, being private about one’s trans status can be very important
because ‘most of us would like to be seen in a way that is congruent with our
internal identity’ (Reynolds and Goldstein, 2014: 136). For some older trans*
people it is essential that their trans history is not ‘outed’ and thus a range of strat-
egies can be employed to ensure this does not happen (Siverskog, 2015). However,
this privacy is frequently breached because social and organisational practices
assume two distinct genders that conform to specific biological characteristics and
that are static across the lifespan. Public toilets, birth certificates, passport applica-
tions, and information kept online may all invoke infringement of privacy for
trans* people. Indeed, in the UK, trans* people are required to disclose their gender
history prior to entering a marriage or civil partnership, which arguably breaches
the European Convention on Human Rights (Sharpe, 2012).
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The way LGBT* people with dementia relate to their sexuality, gender and
gender identity inevitably impacts on how private they consider these aspects of
their lives to be. For example, those who may consider their sexuality to relate
only to sexual behaviour and not their sense of self or community affiliation may
be less likely than others to want service providers to openly acknowledge their
sexuality. For some people, keeping their sexuality, gender or gender identity
history private may be seen as important to protect them from discrimination or
simply because they may feel that these parts of their life are not relevant to the
service that is being provided (Hughes, 2007). Some bisexual people living in
opposite-sex relationships may prefer to hide this aspect of their identity from
partners or children (McCormack et al., 2014). And some trans* people may
‘feel tired or bored of talking about gender, or ... discover that it is no longer as
important to highlight as it had once been’ (Reynolds and Goldstein, 2014: 136).

The experience of dementia may pose additional complications. Previously
held positons on privacy may break down as they are forgotten. Birch (2009)
noted that a person with dementia may inadvertently reveal their own sexuality
or their partner’s in contexts where such information would previously have
been treated as private. According to Birch,

in the early stages of dementia, some lesbians and gay men with dementia
may become concerned and frustrated when trying to remember how much
they have revealed to a service provider. Remembering the fictions that may
have been created to prevent being identified as lesbian or gay becomes
harder.

(2009: 17)

A similar concern may be raised with trans* people who may not remember the
extent to which one’s transitioning experience has been disclosed to different
service providers.

The challenge for service providers is to ensure people have the opportunity
to disclose these aspects of their gender, gender identity and sexuality in the
manner and circumstances of their own choosing, which may include the expres-
sion of a non-binary identity, or a rejection of the notion that these parts of their
life reflect a stable identity at all. And the key barrier to this is service providers’
own attitudes. If they assume sexuality, gender and gender identity to be private,
then LGBT* people with dementia become invisible in the delivery of services.
Thus, there is a danger that assumptions of heterosexuality and normalised male/
female categories take hold and LGBT* people go unrecognised. In a survey of
residential aged care facilities in Western Australia, 86 per cent of 83 senior staff
respondents were unaware or unsure of having LGBT* residents in their facility
and 79 per cent said that residents’ sexuality was not the concern of staff
(Horner, 2012). As Ward et al. (2005: 53) argued, ‘[a]ny decision taken at an
individual level [by an LGB person] not to be open regarding sexual orientation
must be understood as distinct from the processes by which care settings draw a
veil over the sexualities of residents.’
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The impact of discrimination

Understanding LGBT* people’s experience of discrimination is also a key chal-
lenge for service providers. Many LGBT* people with dementia, because of
their age, are likely to have been subject to discrimination across their lifespan
(Ward et al., 2005). For example, in countries such as the UK and Australia,
consensual sex between men was criminalised for significant periods of the life-
time of LGBT* seniors. For other LGBT* people, discrimination has manifested
in other ways, including being required to attend psychiatric and psychological
treatment (Hughes, 2007). Discriminatory attitudes have been particularly dir-
ected towards those who do not conform to binary gender roles (Budge et al.,
2014), such as gay men who may appear to be more stereotypically ‘feminine’,
which denigrates both women and gay men. In a study of lesbian and gay peo-
ple’s experiences accessing health and aged care services, people reported being
subject to abuse and discrimination in their workplace, harassment and ostracisa-
tion from family members, and violence on the street (Hughes, 2007). For bisex-
ual people, discrimination can be experienced both from heterosexuals and from
gay and lesbian people who may question the legitimacy of a bisexual identity
and treat bisexual people as being unable to commit to a lesbian or gay identity
(McCormack et al., 2014). For trans* people, in particular, there are concerns
that institutionalised discrimination continues. For example, in the recent itera-
tion of the Diagnostic and Statistical Manual (DSM-5), gender variance is still
classified as a mental disorder, albeit termed gender dysphoria rather than the
previous categorisation as gender identity disorder (Lev, 2013). As discussed
earlier, the experience of discrimination may also be mediated by other personal
or social characteristics such as age and ethnicity.

The significance of past experiences of discrimination — both the distant and
recent past — is that they potentially impact on current and future service use. In
the QAHC survey, approximately 65 per cent said that they were concerned that
their sexuality or gender identity may affect the quality of services provided to
them in later life (QAHC, 2008). And there is evidence that fears of discrimina-
tion do translate into delays in seeking assistance and treatment (Hash and
Netting, 2009; Williams and Freeman, 2007). This is particularly a concern for
trans* people who may have had negative experiences receiving medical treat-
ment and may subsequently avoid routine screening and preventative health care
(Alzheimer’s Australia, 2014). For people accessing services in their own home
or who are being admitted to residential care, the concern may be how to hide
their sexuality or gender history in order to avoid discrimination. In Price’s
(2012) UK research, gay and lesbian carers of people with dementia expressed
concerns about how they might access services in the future based on current
experience of community and residential providers.

Given such concerns and the widely held expectation of discrimination, it is
unsurprising then that LGBT* people overwhelmingly want mainstream com-
munity and residential aged care services to become more LGBT*-friendly and
inclusive (Hughes, 2007). Others want LGBT*-specific services, with the notion
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of an LGBT*-specific residential home much debated (Price, 2012). Some men
have expressed a fear that such a facility could become a ‘gay ghetto’ (Hughes,
2007); while some lesbians would much prefer a lesbian-only space (Hughes and
Kentlyn, 2015). Others feel that they would prefer a person who identifies in the
same way as them to provide them with personal care or to be their general prac-
titioner (Hughes, 2007). In the survey of health and wellbeing noted earlier, a
number of participants felt that it was their responsibility, as members of LGBT*
communities, to set up services and supports for LGBT* seniors. One respond-
ent said: ‘I tend to think it is much more preferable that we do this for ourselves
than have programmes set up for us, particularly if the model for straight people
is used and adapted’ (Hughes and Kentlyn, 2014: 40).

Understanding diverse support and care networks

The perspective of some LGBT* people wanting to create their own support
systems in later life highlights the ways LGBT* people’s support networks may
differ from other people’s networks. The concept of ‘families of choice’ has
emerged to reflect the idea that some LGBT* people create their own meaning-
ful supports from among a friendship network that may replace or enhance a
biological family network (Heaphy et al, 2004). In a survey of the support
LGBT* Queenslanders expect to receive in later life, about 58 per cent said they
expect to be supported emotionally by LGBT* friends, compared to 24 per cent
and 16 per cent expecting to be supported emotionally by siblings and children
respectively (QAHC, 2008). This contrasts with non-LGBT* people, for whom
the sources of expected support are, overwhelmingly, spouses and children (Lin
and Wu, 2014).

While expectations of support from friends are valuable, there remain ques-
tions about how this support can be mobilised into care when a person with
dementia needs it. That is, how a support network can transform into a care
network (Hughes and Kentlyn, 2011). For example, with expectations to provide
care for members of their own biological families, which can be considerable
not only for non-LGBT* people but also LGBT* people (Brotman et al., 2007),
the availability of friends to provide the degree of care required is unclear. Birch
(2009) argued that sometimes, with the onset of dementia and the need for care,
previously estranged biological family members may become more involved
with the person’s life, creating additional pressures for partners and friends.

For LGBT* people, partners are also clearly an important source of support.
In the QAHC study, 54 per cent expected to receive emotional support from their
partners, while 52 per cent expected to receive practical or physical support
from partners (QAHC, 2008). The challenge for service providers is that same-
sex partners are not always recognised in the delivery of services, especially if
sexuality or gender identity is treated as private. In the qualitative research on
lesbian and gay people’s experience of service use, one man reported being
ignored by a surgeon treating his partner and a woman, who had been in hospital
receiving treatment for breast cancer, did not disclose that the ‘friend’ visiting
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her was actually her partner, for fear of staff reaction (Hughes, 2008b). Addi-
tionally, for people with dementia, it is possible that a current same-sex partner
may be forgotten, but previous heterosexual partners remembered, making the
current partner ‘feel totally rejected and alone’ (Birch, 2009: 17).

Opportunities in providing responsive services

Culture change within aged care agencies

As suggested by the concerns of LGBT* people, a key challenge lies in improv-
ing mainstream agencies’ responsiveness to LGBT* people with dementia and
their carers. Many organisations and their staff are eager to improve their ser-
vices because of their professional and organisational values, such as valuing
diversity and social justice. Alzheimer’s societies in the UK and Australia, for
example, have developed strategies to facilitate LGBT* inclusion (Alzheimer’s
Australia, 2014; Alzheimer’s Society, 2013). Unfortunately, there are also organ-
isations and staff that may be ambivalent or hostile to becoming more LGBT*
inclusive. For example, when the Australian Government announced plans to
make it unlawful for all aged care providers to discriminate against LGBT*
people, Anglicare Sydney argued not only that they should be free to discrimi-
nate against people because of their ‘sexual orientation’, marital status and
gender identity, but also that this ‘freedom of religion’ should be extended to
other areas (Anglicare Sydney, 2012).

In the desire (or requirement) to become more inclusive of diverse identities
and communities, mainstream organisations are confronted with the question of
how to avoid tokenism. That is, how is change to be achieved in a meaningful
and lasting way? Sensitivity-training programmes, as discussed by Westwood
and Knocker in Chapter 11, have been important and have demonstrated some
success in increasing participants’ knowledge of and attitudes towards working
with LGBT* seniors (e.g. Leyva et al., 2014). However, the extent to which they
can lead to lasting change and actually improve the experience of LGBT* people
with dementia has yet to be established. Understandably, there are concerns
about what may happen when these providers who have been trained move on.

How then to achieve more lasting change? There seems to be an opportunity
here for a “whole of organisation’ change process that moves organisations from
a culture of heteronormativity — that is, the implicit assumption of stereotypical
sexuality and gender norms — towards one that embraces sexuality and gender
diversity, including non-binary gender and sexual identities (e.g. gender/sexual-
ity fluid and/or trans* people). While many non-LGBT* staff and clients may
feel very strong connections with these norms, it is possible that other non-
LGBT* people may feel liberated by not having to continually relate to the
gender and sexual ideals of what it means to be a ‘good man’ or a ‘good woman’
(Seidman, 2001). This is particularly likely for those older people who may feel
alienated by the youth-oriented and reproductive-centric basis of these norms
(Ward et al., 2005).
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This change strategy would ideally involve all members of the organisation;
modelled by the CEO and the managers/leaders of specific aged care services.
Critically it should involve employees and volunteers at all other levels. Initially
this may involve participation in sensitivity training, but it may also go much
further. For example, staff may be involved in auditing the sexuality and gender
inclusivity of client records, forms, written documentation, websites and promo-
tional material (Birch, 2009). This could lead to the introduction of a third
gender option in recording client details, or providing people with the oppor-
tunity to use the gender neutral pronouns, zie (for s/he) and hir (for him/her)
(Budge et al., 2014). They could evaluate the physical environment and the
extent to which it promotes diversity (e.g. are there gender neutral toilets?). It
may also involve assessing the nature of activities to ensure that these do not
make heteronormative assumptions (e.g. making sure that group discussions are
inclusive of diverse relationships).

There are other activities that could also assist in enabling clients, staff and
volunteers to be more comfortable with and open about diverse expressions of
gender, gender identity and sexuality. In the human resource management liter-
ature, ‘new voice mechanisms’ are promoted as helping people from minority
groups to link with others and access needed resources. Bell ef al. (2011) high-
lighted four dimensions of voice that human resource managers should promote
for LGBT* employees, but which could equally apply to LGBT* clients and
volunteers:

* Articulation of individual dissatisfaction, such as effective complaints and
advocacy processes.

*  Expression of collective organisation, for example through union repres-
entation involving LGBT* employees.

e Contribution to management decision making, including the allocating of
funds to support equality strategies.

e Mutuality, such as forming collaborations with LGBT* community organi-
sations to promote equality internally and externally to the organisation.

Each of these strategies demonstrates an active and authentic commitment to
gender, gender identity and sexuality diversity that may be recognised by people
inside the organisation, as well as outside it. This can assist a mainstream agency
to become known as an ally and partner with LGBT* people.

Promoting legal rights, including advance care planning

For people with dementia, and those involved in their care, a key concern is what
will happen when the person’s ability to make decisions reduces, and who will
be there to assist them in future decision making. If those providing formal care
are not aware of their client’s sexuality or gender history, then heteronormative
assumptions can lead to significant people — such as same-sex partners and
LGBT* friends — being ignored or excluded from decision-making processes.
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Or, of even more concern, care providers or biological family members may
deliberately act in discriminatory ways to exclude these significant people. A key
concern is that people with dementia may be less able than they had in the past
to advocate for who they want to have involved or consulted in their care (Birch,
2009).

However, health and aged care organisations may not have to act as barriers
to the needs of LGBT* people with dementia and their carers; they may indeed
be uniquely positioned to advance the rights of LGBT* people in some specific
ways. Of particular significance to LGBT* people with dementia is the range of
legal options available that may ensure that their wishes are protected, in the
event of their decision-making ability reducing (Knauer, 2010). What options
are available vary between jurisdictions, but may involve enduring power of
attorney (management of finances), enduring guardianship (management of life-
style and health issues) and advance care directives (a plan that sets out the per-
son’s wishes in the event of the loss of decision-making ability (Hughes and
Cartwright, 2014).

Unfortunately, reflecting patterns within the general population (Jackson et
al., 2009), there is not a widespread take up or even knowledge of these options
among LGBT* people. In a survey of 305 LGBT* people in New South Wales
(NSW), 87 per cent of those who answered the question said that they had heard
of enduring power of attorney, 59 per cent had heard of enduring guardian, 52
per cent of person responsible, and 38 per cent of advance care directive (Hughes
and Cartwright, 2014). In this study, 76 per cent of respondents said they would
be comfortable with their health provider raising these issues with them. Thus,
there is substantial scope for health and aged care providers to actively promote
these legal options to their LGBT* clients, including to people with dementia
(before they lose legal decision-making capacity) and their carers. This will help
ensure that the decision-making arrangements LGBT* people with dementia
want in place are enacted when the time comes for this to be necessary.

Conversational and narrative approaches to providing support

Conversations about gender, sexuality, identities and needs are at the centre of
providing responsive services to LGBT* individuals with dementia. Part of this
involves providing a welcoming, safe and supportive environment where these
conversations can take place (McGovern, 2014). That is, people are given the
opportunity to talk about their gender, gender identity and sexuality and to
explain what significance these have in the way that services should be delivered.
Critically, this should allow for diverse expressions of sexuality, gender identity
and of non-binary identity, rather than be limited to rigid versions of what it
means to be LGBT*. This welcoming environment begins to be constructed the
moment the person has first contact with the organisation: the first phone call,
the first time in the reception area, the first few minutes of the first interview.
This requires an appropriate physical environment; that is, signals (such as
posters, flyers, etc.) that LGBT* people are welcome in this space (Birch, 2009).



Downloaded by [National Library of the Philippines] at 23:15 01 November 2017

92 M. Hughes

Other modes of communication, including the verbal and non-verbal behaviour
of staff and volunteers, are also significant.

The initial contact interview, in particular, is likely to be important, as this
provides cues about what the organisation and its staff are open to discussing
and, in turn, what the client feels comfortable discussing. Open language — such
as talking about partners rather than husbands or wives — is clearly important.
McGovern (2014) suggested open questions, such as ‘who are you closest to?’.
In researching social workers’ views on how sexuality should be discussed in
assessment interviews (Hughes, 2008a), there was a view that the availability of
resources (particularly time) is critical in providing the opportunity for the in-
depth and meaningful interviews that are likely to facilitate disclosure:

It’s part of a holistic conversation that takes time to set up, time to create,
time to enrich, time to engage; [it] is a whole process that needs respect and
time and trust. And I just don’t think that at this stage our service providers
are in a position to offer that apart from doing the tick boxes as they quickly
scoot from person to person.

(Quoted in Hughes, 2008a: 8)

One practice strategy that can be used to facilitate this kind of conversation is
enabling narratives; that is, encouraging people to tell stories about their life
(Ward, 2012). In counselling and social work, narrative work is becoming
increasingly popular (Roscoe ef al., 2011), just as it is seen as more significant in
work with people with dementia (Baldwin and Bradford Dementia Group, 2008).
A narrative approach values an individual’s personal ‘truth’ as reflected in the
stories they tell about their life (Plummer, 1995). Narratives are typically con-
structed in a way that conveys a significant message between the narrator and
the audience. They are particularly suited to expressions of identity and how
people want their identity acknowledged by others (Hughes, 2008b). However,
rather than being a static process, this act — of articulating identity through story
telling — is inevitably interactive, iterative and reflexive. Czarniawska (1997: 49)
argued that identity narratives involve the narrator and the audience ‘in formu-
lating, editing, applauding, and refusing various elements of the ever-produced
narrative’. Thus it is important to be conscious of how the service provider, as
audience, may be involved in co-constructing the narrative.

There remains a concern, however, about how LGBT* people with dementia
can express their narratives. A common discourse about dementia is the ‘loss of
self” that is perceived to be a product of cognitive decline. Within this discourse
the capacity of people with dementia to narrate their lives — by drawing on mem-
ories of their past experiences — is called into question (Brock, 1993, cited in
Baldwin and Bradford Dementia Group, 2008: 224). According to McGovern
(2014: 847-848), ‘because [dementia] transforms the self by collapsing the
foundations of identity, the lived experience of dementia for persons who
identify as LGBT* is different from that of living with other chronic illnesses’.
For Baldwin and the Bradford Dementia Group (2008: 224), however, it is this
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very discourse that undermines people’s narrative capacity and, through this
process, the stories of people with dementia become marginalised. Given iden-
tity and life history are so significant to many LGBT* people, denial of narrative
capacity because of dementia would be particularly problematic. As with other
people with dementia, this would not only reflect a denial of selfhood, but also
citizenship (Baldwin and Bradford Dementia Group, 2008: 226).

This suggests that there remains considerable potential in enabling LGBT*
people with dementia to express narratives of significance to them and their life
histories. And, in terms of the expression of citizenship, this may not only relate to
narratives conveyed within the context of service delivery, it may also involve con-
veying narratives in public forums to influence politics and policy making. Baldwin
and the Bradford Dementia Group (2008: 225, 226) noted some of the advocacy
strategies that are increasingly drawing upon the voice of people with dementia, as
well as the need for policy makers to create spaces to facilitate the narratives of
people with dementia. Where people lose some communication abilities, other
opportunities for narrative expression, or agency, are possible: including through
dance, music and artistic expression (Baldwin and Bradford Dementia Group,
2008: 225). Narrative agency may also be facilitated through joint authorship of
narratives, that is, people with dementia being engaged in co-constructing narrat-
ives, as well as by acknowledging the contribution of people with dementia in
others’ narratives (Baldwin and Bradfgord Demetia Group, 2008: 225).

Conclusion

Dementia is a significant feature in the lives of lesbian, gay, bisexual and trans*
(LGBT*) people as they age, just as it is for the general population. Nonetheless,
there are some important considerations that service providers may take into
account so they are responsive to the needs of LGBT* people with dementia.
These include understanding LGBT* people’s experiences of discrimination,
their diverse support networks, and their complex expression of gender, gender
identity and sexuality. Service providers are also well positioned to promote the
rights of LGBT* people with dementia, for example through facilitating access
to advance care planning options. Responsiveness also requires a capacity to
listen to people’s narratives and give recognition to the way they discuss their
sexuality, gender and gender identity and the implications of this for service pro-
vision. At a wider level, while the development of training for health and social
care practitioners in LGBT* issues is needed, for mainstream agencies to
become fully responsive to LGBT* people with dementia what is needed is a
‘whole of organisation’ change process.
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The perspectives of lesbian, gay and
trans® (LGT*) people and their
partners on living with dementia

Catherine Barrett, Pauline Crameri, J. R. Latham,
Carolyn Whyte and Sally Lambourne

Introduction

In this chapter we explore research that documents the perspectives of lesbian, gay
and trans* (LGT*) people and their partners on living with dementia. While there
is an emerging body of literature on the needs of LGT* people living with demen-
tia, few publications have documented the perspectives of LGT* people and their
partners. The lack of evidence here could be attributed to the relative invisibility of
older LGT* people. Many older LGT* people have never known a time it was safe
to disclose their sexual orientation or gender identity (Barrett ef al., 2014a; Barrett,
2008) and they therefore may not be willing to disclose in order to participate in
research. Compounding this challenge is the difficulty inherent in finding ways to
ensure that people living with dementia participate meaningfully in research.
However, while research in this area is challenging, it is critical to seek the per-
spectives of LGT* clients in understanding how services should be developed to
meet their needs (Barrett ez al., 2013; Barrett and Stephens, 2011). This chapter
outlines the experiences and needs of LGT* people living with dementia and
presents a model for ensuring person-centred and culturally safe services.

Method

The chapter draws on two small qualitative studies conducted in Australia. The
first study, Understanding and Meeting the Needs of LGBTI People Living with
Dementia (The LGBTI Dementia Project) was a collaboration with Alzheimer’s
Australia to document the experiences and needs of LGBTI people living with
dementia (Crameri et al., 2015). This chapter draws on interviews with the four
same-sex couples: three gay and one lesbian. No bisexual, trans* or intersex
participants were recruited.

The second study, the Trans Ageing and Aged Care Project, was a collabora-
tion with the Gender Centre, Transgender Victoria and FTM Shed to document
older trans* people’s experiences of ageing and service use (Latham and Barrett,
2015). The chapter draws on interviews with ten trans* women as well as one
interview with service providers regarding a trans* client with dementia.
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Both projects were approved by the Human Research Ethics Committee at La
Trobe University. Recruitment occurred through LGBTI organisations in Aus-
tralia and prospective participants were provided with information sheets and
consent forms. Interviews were semi structured and sought to document particip-
ants’ historical experiences, needs, service use and suggestions for the develop-
ment of inclusive aged care services. Interviews were taped, transcribed and
returned to participants for verification and de-identification.

Data from the two studies was pooled and analysed using the five stages of
‘Framework’: familiarisation; application of a framework; indexing; mapping
and interpretation (Ritchie and Spencer, 1994). A core theme was the challenges
to achieving person-centred and culturally safe services. Three particular chal-
lenges were identified. The first relates to disclosure of sexual orientation and
gender identity and the stress that accompanies a reduced capacity to manage
disclosure following the diagnosis of dementia. The second involves the import-
ance of spaces where LGT* people’s sexual orientation and gender identity is
valued and affirmed and where they feel supported to ‘be themselves’. The third
relates to the effects of dementia on sexual orientation and gender identity and
the constraining influences of families of origin.

This chapter outlines these three subthemes and then presents a framework
for cultural safety that adapts principles of a person-centred approach to the
needs of LGT* people living with dementia.

The management of disclosure

The impacts of dementia on the lives of LGT* people included a reduced capa-
city to control who they disclosed their sexuality or trans* status to. For many,
hiding their sexuality or trans* status was the only protection against the wide-
spread discrimination that characterised their youth and middle years. Disclosure
could result in arrest and imprisonment, psychiatric incarceration, enforced
‘cures’ and the loss of family, friends and employment (Barrett et al., 2014b).
While significant legislative reforms have occurred in their later years, many
older LGT* people continue to keep private their sexuality or trans* status.
However, in our studies, we found that this was increasingly difficult for LGT*
people living with dementia and their partners as the symptoms of dementia
progressed.

All the same-sex couples interviewed for the LGBTI Dementia Project
(Crameri et al., 2015) described the importance of being discrete about their
sexual orientation. For example, Kevin, a 75-year-old gay man, described how
he and his 77-year-old partner Greg:

have never been the type to flaunt our sexuality ... when I see people that do
I would think I’d say to myself, I’'m glad I’m not them. ... I am glad because
I don’t want myself exploited, I don’t exhibit myself ... when you flaunt
you are embarrassing yourself.

(Kevin, 75, gay man)
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Kevin and others noted that hiding sexual orientation was considered essential to
avoid negative stereotypes about gay men as sexually perverse and predatory.
Similarly, Nick, a 54-year-old gay man, described how he and his 63-year-old
partner, George, were ‘lucky’ they were not ‘outrageously gay’ because this
enabled them to avoid discrimination:

I think George and I have been lucky because we are not outrageously gay
... we’re not really outrageous and not very camp in our actions.... There’s
a lot of people that are and they are the ones that are going to find a lot of
discrimination I think ... George and I are pretty straight gays if you know
what I mean, not flamboyant or you’re not kind of putting it in people’s
faces ... I think that’s why we fit into a lot of the norm. If George was a
bit more camp ... someone would probably says ‘are you one of those
poofters?’

(Nick, 54, gay man)

Nick added that because older people were often presumed to be exclusively
heterosexual, gay men who were not flamboyant could pass as heterosexual and
escape homophobic discrimination. The importance of not upsetting others was
also shared by Anne, a 60-year-old lesbian, who noted that she and her 64-year-
old partner, Edie, were not ‘provocatively confronting” with their sexuality.
Rather, Anne noted that they:

make it easier for people, you know, not to consider it too much of an issue
... a person who doesn’t draw too much attention to themselves is not going
to be as upsetting as a lesbian who ... has an obvious male look about them.

(Anne, 60, lesbian)

Despite significant historical reforms in legislation and human rights, some older
lesbians and gay men still feel an onus of responsibility to conform to heteronor-
mative values (Barrett ef al., 2014b). The perceived need to be discrete is also
reinforced by the knowledge that disclosure can result in discrimination in aged
care services (Barrett, 2008).

While the experiences of older trans* people differed from those of older les-
bians and gay men there were also a number of parallels. Several trans* particip-
ants withheld their gender history, fearing transphobic discrimination (Latham
and Barrett, 2015). Others who identified only as male or female, rather than as
‘trans’, chose not to disclose their gender history because they wanted their
affirmed gender to be recognised and respected.

While maintaining privacy around sexual orientation and gender identity was
considered important, some LGT* people with dementia experienced changes
that made it difficult to do so. The primary change related to diminishing cogni-
tive function; a significant level of cognitive function is required to prevent dis-
closure of sexual orientation or transgender identity. This difficulty was
highlighted by Kevin (the 75-year-old gay man partnered to Greg, 77) who
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described the cognitive decline of his partner and how, as a consequence, their
relationship was inadvertently disclosed at a Service Club of which they are both
members. While the disclosure had no adverse effects on their friendships within
the Club, Kevin described a sense of anxiety around not being able to manage
disclosure in ways that were important to them. Inadvertent disclosure can create
additional stress for older same-sex couples who have negotiated an agreed level
of disclosure that works for them both (Barrett et al., 2014a).

A number of participants also expressed concern about their same-sex rela-
tionship being revealed if residential aged care services were required. These
concerns were also documented in an Australian study involving interviews with
older LGBTI people accessing aged care (Barrett, 2008).

Safe and supportive spaces

Given the historical need to hide sexual orientation or trans* status, it is not sur-
prising that a high value was placed on safe and supportive spaces where LGT*
people felt they could be themselves. The LGBTI Dementia Project highlighted
that intimate partners were a critical source of social support. For example, Anne
described how her partner’s diagnosis of dementia was a ‘nightmare’ but:

The way we’ve faced it has been through just total trust and commitment to
each other. And that’s why in many respects we have a better life. Not that
we want dementia to be a part of it, but it is a part of it and we can’t change
that, but we know our roles.

(Anne, 60, lesbian)

Partners valued and affirmed sexual orientation (Barrett ef al., 2014a) and gender
identity (Barrett, 2008) and provided safe and supportive spaces where LGT*
people could be themselves. For some, being with other lesbians or gay men
created a sense of safety and affirmation. Kevin noted that he and his partner,

have quite a few lesbian neighbours ... we look after them and they look
after us ... I think it’s important because, again, you can freely be yourself.
Like me saying we don’t flaunt our sexuality ... but when you are mixing
with your own type, if you like, you speak freer.

(Kevin, 75, gay man)

The absence of likeminded friends was lamented by Nick, the 54-year-old gay
man, who noted that, in caring for his partner with dementia, ‘the biggest thing
is kind of really isolation from the gay community’. Nick added that, ‘it would
be really nice to get some real gay friends as well in the same sort of situation ...
somebody that you can really discuss things with and see how you are going’.
The unique experiences of same-sex couples was highlighted by Nick’s 63-year-
old partner, George, who attended Planned Activity Groups in a local com-
munity centre and noted the predominantly heterosexual participants:
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[they’ve] ... got their family ... and they’ve got their children and grand-
children for support and everything, and whereas we have nothing ... we
don’t have that in our lives. And that can make it quite difficult, because we
have to rely on each other ... we’ve got some good friends but I’'m a bit of a
stubborn person, I don’t like to burden other people.

(George, 63, gay man)

Others agreed that the worsening symptoms of dementia meant that they were
more socially isolated. Anne, who referred to dementia as a ‘double stigma’ for
a lesbian, particularly highlighted that:

there’s stigma associated with dementia and you know that’s an issue in
itself but you know Edie and I grew up when — in a time where there was
certainly stigma associated with being lesbian and gay ... there are many
people who have a reserve or a cautiousness or they don’t understand us, a
discomfort, that’s not expressed ... it’s a double whammy.

(Anne, 60, lesbian)

Anne illustrated the point by comparing the support she and her partner
received with that offered to a friend who had cancer. She noted her friend
received ‘incredible support, you know, of people always dropping round
meals and contacting them ... but we don’t get that; dementia is a terminal
illness but we don’t get that level of support’. In reflecting on why this was the
case Anne suggested:

You can’t do what you used to be able to do and a lot of people can’t cope
with that, so our social life is very, very limited now and it evolves around
close family. Some ... close friends and some people are just extraordinary.
You know, the ones that you’ve got left are so important to you but a lot of
people ... drift away and I haven’t got the time or the energy — you know,
you’ve got to put time and energy into relationships, I don’t have that time
and energy.

(Anne, 60, lesbian)

While other LGT* people were a key source of support, Anne found significant
support in a mainstream carers’ support group. She noted that in the group
there was:

a real warmth and comradery amongst these people because ... you all have
an understanding of what each other’s lives are like ... they make no judge-
ments; they’re all very comfortable ... with us because, you know, we’re all
in the same team in a sense. We’re all battling the same thing and so you’re
just trying to keep your head afloat. ... There’s an acceptance and a genuine
warmth. ... That seems to transcend sexuality, you know.

(Anne, 60, lesbian)
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Others reported feeling that their experiences were poorly understood and were
not valued in carers’ support groups, where the focus was predominately on the
experiences of heterosexual carers. For example, Graham (55, gay) described
how he accessed a support service and ‘felt like a fish out of water ... because a
lot of them were heterosexual couples’. The belief that carer support services are
heteronormative can contribute to a reluctance to access such services (Brotman
et al.,2007).

Still gay (lesbian, trans*) — renegotiating with families of

origin

The impacts of dementia on sexual orientation and gender identity were
explored, to challenge the belief held by some service providers that gay and
lesbian people ‘become straight’ and trans*gender people ‘revert to their birth
sex’ as a symptom of dementia. Participants were invited to respond to this
notion.

Lesbian and gay participants unequivocally and expressively refuted that their
sexual orientation was ‘lost” with dementia. For example, Greg (the 77-year-old
gay man with dementia) laughed at the suggestion he would ‘become straight’
and added that he was ‘naturally’ still gay. Greg’s partner Kevin (aged 75) noted
that in his view being gay ‘is part of your makeup ... we can’t make it disappear
because you’ve got dementia, it’s there in front of you’. Similarly, Anne (60,
lesbian) reported that the idea that her partner would become heterosexual
because she had dementia was as crazy as saying that ‘hippopotamuses turn pink
when they get to age 70°. She added that sexual orientation is not ‘a rinse colour
that you put through your hair. It’s fundamental ... to who you are and how you
relate to people’. Anne was confident that her partner would not ‘turn away from
what she’s been all her life and who she’s been with most of her life and go to
something a [heterosexual relationship] that was unnatural for her’. She added
that while ‘people with dementia disconnect’ they would not disconnect from
something as fundamental as sexual orientation.

While sexuality/sexual identity remained a constant among this sample,
recognition and expression of sexuality/sexual identity and gender identity could
be adversely affected by the interventions of homophobic and transphobic family
members. The escalating symptoms of dementia and loss of independence meant
some LGT* people needed to renegotiate relations with their family of origin.
The historical context of these negotiations and relationships with families of
origin could profoundly impact LGT* people’s experiences of declining health.

Many older LGT* people were coming of age at a time when their sexual ori-
entation or transgender identity was viewed as an illness from which they could
be cured (Barrett et al., 2014b). This pervading view was often endorsed by
family members — some LGT* people were disowned, disinherited, physically
attacked, committed to a psychiatric institution, prohibited from accessing their
children and accused of bringing shame to their family (Barrett et al., 2014b).
Unsurprisingly, experiences of rejection by family had a detrimental impact on
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mental wellbeing and some older LGT* people survived by creating new fam-
ilies or surrounding themselves with people that valued and affirmed their sexual
orientation or transgender identity (Barrett et al., 2014a).

As autonomous adults, some older LGT* people were able to renegotiate
relationships with their family, without compromising their sense of personhood.
However, the increasing symptoms of dementia meant the loss of capacity to
make decisions and, for some, this meant they were once again vulnerable to the
values and beliefs of homophobic and transphobic family members.

In one such example, Graham, a 55-year-old gay man, described how he
applied for legal power to make financial and medical decisions on behalf of his
74-year-old partner, Rick, who had dementia. The application was challenged by
Rick’s 80-year-old cousin, whom Graham described as ‘conservative, small-
minded, pious, and very religious’. In a letter written to the organisation review-
ing the application, Rick’s cousin made reference to his homosexuality and
added that she was ‘only grateful that my children are of an appropriate sexual
orientation’. Graham described how the experience ‘was stressful ... I would
wake up, it was constantly on my mind’. While same-sex relationships are
legally recognised in Australia, Graham felt that this challenge to his legal rights
as a partner was evidence that Rick’s cousin didn’t recognise or value their
(homosexual) relationship. While Graham was able to successfully advocate for
recognition of their relationship, the homophobic remarks made by Rick’s cousin
created additional stress for him.

The challenges renegotiating with family of origin were also identified in the
Trans Ageing and Aged Care project. Service providers in a residential aged care
facility shared in an interview the story of Edna, an 80-year-old woman who was
admitted following an acute illness. Edna had transitioned to female 40 years
earlier. Prior to her admission, Edna was given an ultimatum by her son to present
as male or never see her grandchildren again. As the service providers recounted,
Edna’s family said: ‘If you embarrass us and you don’t dress like a man, you won’t
see any grandchildren.” Edna complied and it was not until staff assisted her to
shower that they became aware that she was a transgender woman.

Edna was reliant on service providers to advocate on her behalf, and they
were not sure how to do so. In their interview, the service providers empathised
that ‘this poor man who can’t be who he wants to be ... he’s living as he’s been
told he needs to ... he’s the one that’s had to suffer more, for the sake of the
family’. The staff referred to Edna as a male, but acknowledged that it would be
difficult for Edna to live as a male because ‘he has sort of lived his life as female
for so long before coming here’. However, they were unsure how to challenge
Edna’s family and were concerned that doing so would jeopardise her access to
her grandchildren. As a consequence of her dementia, Edna lost the capacity to
educate staff about her needs, and was more vulnerable to the transphobic
demands of her family. She was dependent on others who did not sufficiently
understand her transgender needs and she was incapable of self-advocacy.
Edna’s dementia symptoms escalated rapidly after her admission to the aged
care service.
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Edna’s story highlights how trans* people who transition later in life may be
more vulnerable to rejection by adult children, adversely affecting their ability to
live in their self-ascribed gender (Latham and Barrett, 2015). Edna’s presenta-
tion as a male could be misread as an indication that her trans* status was lost
because she had dementia. But this was not the case. Rather, dementia provided
an opportunity for family members to reassert their own transphobic beliefs,
with devastating consequences.

In order to achieve a person-centred approach to the care of LGT* people
living with dementia, service providers need to understand the experiences,
needs and values of their LGT* clients and ensure these are central to decision
making. This can create challenges, particularly where family members are not
supportive of sexual orientation or trans* gender. However, it is critical that
service providers advocate for the rights of LGT* people with dementia and
provide culturally safe services.

Culturally safe services

Cultural safety is an important consideration in the delivery of person-centred
services for LGT* people with dementia. In this section we draw on the Nursing
Council of New Zealand’s Guidelines for Cultural Safety in Nursing Education
and Practice (2005) and the literature relating to person-centred care for people
living with dementia to present a framework for culturally safe services. The
framework builds on the experiences of LGT* people outlined in this chapter
and encompasses cultural awareness, or understanding culture, as well as under-
standing history and its impacts, power in relationships and the impact of staff
values and beliefs on the services provided.

Understanding culture

Unhelpful stereotypes about LGT* people include the beliefs that sexual orienta-
tion is just about choice of sexual partner and gender is just about choice of
clothing. These stereotypes can be underpinned by the view that these ‘choices’
should not be permitted or are no longer important to older people (Barrett,
2008). The consequences of this poor understanding of culture and the need to
be LGT* inclusive results in reduced capacity to access safe and supportive
spaces. Service providers need to develop a robust awareness of the cultural
needs of older LGT* people in order to understand how dementia may impact on
sexuality or gender identity and to provide a context for understanding the
unique needs of individual LGT* people living with dementia.

Understanding history

Many LGT* people living with dementia have endured extraordinary historical
experiences of discrimination. In this chapter, we have highlighted how some
LGT* people were rejected by family members and have never known a time
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when it was safe to be open about their sexuality or trans* gender. We described
how some continue to be estranged from their family of origin and feel the need
to conceal their sexual orientation, same-sex relationship or trans* status in order
to be safe from discrimination — particularly when accessing services.

This history needs to be understood by service providers who may believe
they don’t have any LGT* clients because no clients have disclosed this informa-
tion to them (GRAI, 2010). Understanding history in this way can enable service
providers to better understand the experiences and perceptions that LGT* clients
bring to their encounter with services. Hearing older LGT* people’s narratives
can highlight the historical context of inequality and oppression and is an
important component of person-centred approaches (Cronin et al., 2010).

However, while this general history needs to be understood, strategies for
gathering this information need to be carefully negotiated. In dementia services,
common approaches to person-centred care involve understanding each client’s
unique perspective on life, their feelings, wants and needs in order to individual-
ise care (Rosvik et al.,, 2011). Implementing this approach often involves con-
structing life histories or participating in memory or reminiscence groups and
this approach can be an empowering activity for a person with dementia (Alzhe-
imer’s Society UK, undated). The approach assumes that people feel safe sharing
their history and that their history is a positive one. However, for some LGT*
people with dementia, being asked about their experiences growing up, their
family and early relationships precipitates anxiety and may be re-traumatising.
People with dementia who have encountered early trauma may rework the
trauma at each new phase of their life (Gordon, 2010). It can take enormous
energy to cover up trauma in order to live a ‘normal life’ and dementia can
expose the person, leaving them vulnerable and scared to relive the memories or
feelings associated with past trauma (Williams, 2010).

These factors need to be carefully considered in the gathering of life histo-
ries from LGT* people with dementia. Asking questions about historical
experiences without understanding the context in the lives of older LGT*
people risks missing opportunities to support older LGT* clients and com-
municate the message that their sexuality, gender, history and life stories are
valued and respected.

Understanding power imbalances

Historically, health services have exercised considerable control over the lives
and autonomy of older LGT* people (Barrett ef al., 2014a). Being identified as
LGT* could result in being committed to a psychiatric facility for shock therapy
and other attempts to cure sexual orientation or transgenderism. These historical
experiences can have significant impacts on LGT* people’s perceptions and
experiences of power in relationships with services providers. It can also result
in delays accessing services.

There is also concern about the risk of discrimination from other clients in res-
idential services. The dynamic between clients in residential services needs to be
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understood and addressed if services are to be culturally safe for LGT* people
living with dementia. Some service providers fail to understand the impact of the
imbalance of power and their responsibility to protect LGT* people from discrimi-
nation (Barrett ef al., 2009). Service providers are also well positioned to utilise
their power to advocate for the needs of LGT* people with dementia — particularly
where family members compromise the expression of sexuality or gender. Service
providers could encourage LGT* people to document advance care directives to
ensure that care continues to be centred around the client’s wishes if they lose the
capacity to make decisions. Advance care planning is widely considered good
practice in the provision of quality, mainstream dementia care (Department of
Health, Victoria, 2010), but its value in ensuring person-centred care for LGT*
people with dementia is only just beginning to be understood.

It is important that service providers understand the reticence of LGT* people
with dementia to disclose their sexual orientation or trans* status. They also
need to understand what it means for older lesbians and gay men to have their
sexuality disregarded (Cronin et al., 2010) and their gender dismissed. By doing
so, they will better understand how they hold privileged positions of power and
can improve access to services by sending the message to LGT* people with
dementia that they are valued, respected and safe.

Understanding staff values and beliefs

The final principle of cultural safety is ensuring that service providers under-
stand their own values and beliefs and how these impact on a person-centred
approach. Across the interviews reported in this chapter, LGT* people described
how they believed that individual staff members would discriminate against
them or provide a lesser standard of care if they knew their client was lesbian,
gay or trans*. However, given the relative invisibility of older LGT* people,
many aged care services do not have policies on LGT* inclusiveness and there-
fore staff may be guided by their own values and beliefs (Barrett et al., 2013). In
order to deliver culturally safe services for LGT* people with dementia, services
could, for example, conduct surveys of staff to identify attitudes and beliefs that
threaten the cultural safety of LGT* clients. This information could assist organ-
isations to understand what support and education staff need.

Lesbian, gay and trans* people living with dementia have the right to cultur-
ally safe services. The onus of responsibility for education to achieve this does
not rest with LGT* clients and their partners. Rather, it is the responsibility of all
services providers to ensure they deliver cultural awareness education that
addresses history, power imbalances and the influence of personal values and
beliefs on person-centred approaches. Such a shift requires more than a one-off
education session. It necessitates ongoing education and the development of
organisational policies that send a clear message to staff about the importance of
cultural safety. Service providers who are culturally aware, and who are provid-
ing culturally safe services, are well placed to engage, understand and meet the
needs of LGT* people living with dementia.
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Discussion

This chapter has explored the experiences and needs of a small number of LGT*
Australians living with dementia. Their stories refute the idea that LGT* people
with dementia ‘become straight’ because they have dementia. Rather, it demon-
strated vulnerability to the reassertion of control by homophobic and transphobic
family members, which compromised expression of sexuality or gender.

The chapter also highlighted the importance of being socially connected
and supported by people who were valuing and affirming of sexual orientation
and gender identity. These connections provided safe and supportive spaces
where LGT* people could be themselves. Older LGT* people rely most
heavily on their partner and friends as they age (Fredriksen-Goldsen, 2011).
While these supports are a unique strength (Brotman et al., 2007) a heavy
reliance on partners may be problematic (Barrett ef al., 2014a) given the
adverse impacts on health and wellbeing (Cummins et al., 2007). The import-
ance and nature of these safe and supportive spaces need to be understood so
that they can be maintained and expanded for LGT* people living with
dementia.

We also considered the implications for dementia services and emphasised
the importance of service providers engaging LGT* clients on their own terms.
This means being cognisant that accessing services can result in private lives
becoming public (Price, 2010) and increased levels of anxiety and stress (Price,
2008). It also entails being mindful that some LGT* people may conceal their
sexual orientation or trans* status or history in order to maintain their own sense
of safety. Dementia services need to send the message to LGT* clients that they
are valued and safe. While clients do not feel safe sharing the realities of their
relationships or bodies, it is difficult to see how a person-centred approach to
care can be achieved.

Conclusion

This chapter examined a small body of data in Australia where significant
reforms recognising the rights of older LGT* people have taken place in the last
few years. Further research is needed to understand the experiences and needs of
bisexual (Dworkin, 2006) and intersex people living with dementia and to further
expand on the understanding from the current studies. There is also a need to
document the experiences of LGBTI people living with dementia who do not
have a partner to advocate on their behalf. How can we ensure that their needs
are understood and that their rights are not violated? This chapter highlighted the
importance of advocacy for LGT* people living with dementia and raises ques-
tions about the experiences of LGT* people with dementia in countries where
there are no rights or access to advocates.

In order to achieve a person-centred approach to the care of LGT* people
living with dementia, service providers need to understand the experiences,
needs and values of their LGT* clients and ensure these are central to decision
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making. This can create challenges, particularly where family members are not
supportive of sexual orientation or trans* gender. However, it is critical that
service providers advocate for the rights of LGT* people with dementia and
provide culturally safe services.
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8 Trans* people anticipating
dementia care

Findings from the Transgender
MetLife Survey

Tarynn M. Witten

Prologue

When I offered to write a chapter on dementia and trans™* identities I thought that
it would be a fairly straightforward effort. After all, I have been a gerontologist
for over 40 years now and have written numerous papers and book chapters on
various aspects of ageing in the trans* communities. Digging into the current
complex literature on dementia and its care has shown me how shallow my ori-
ginal thoughts about dementia were. For example, the literature on sexuality in
nursing homes shows significant challenges for the lesbian and gay community
members, their caregivers and their families. Homophobia, lack of training in
LGBT healthcare, and even denial of care, are all part of the challenges for older
lesbian and gay people in nursing homes. Moreover, my literature research
demonstrated that, while there are articles that address gender self-perceptions/
presentation in relation to dementia (Campbell, 2012; Twigg and Buse, 2013;
Buse and Twigg, 2014) there have been only a very small number that have
focused on trans* individuals and dementia (McGovern, 2014; Withall, 2014;
Marshall et al., 2015).

We do know, however, that there is a fundamental fear of care facilities for
older people among the trans* population. For example, one respondent in the
Transgender MetLife Survey (TMLS) (Witten, 2014a) said,

My worst fear is being physically mistreated or neglected, ridiculed, dis-
counted, marginalized, ignored.
(TMLS Respondent, Witten, 2014a, original data)

Both trans* individuals and people with dementia have been constructed as
deviants within medical models. The concept of dementia itself has been
described as an example of the ‘medicalization of deviance’ (Fazio, 2013: 17)
while being gender variant is still considered deviance (mental illness) in many
areas, as it is still an entry in the The Diagnostic and Statistical Manual of
Mental Disorders, Fifth Edition (DSM V) and in the International Statistical
Classification of Diseases and Related Health Problems 10th Edition (ICD-10),
a medical classification list by the World Health Organization (WHO). Abuse,
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denial of care and even violence at the hands of healthcare workers is now an
unfortunate part of the trans* healthcare literature (e.g. Witten, 2008; Finkenauer
et al., 2012; Fredriksen-Goldsen et al., 2014b; Shukla et al., 2014). This history
has created a significant fear, among transgender-identified persons, around
accessing any form of healthcare (Redman, 2011; Shulka ef al., 2014). It is easy,
then, to hypothesize that this history of discrimination and abuse could lead to a
variety of negative dynamics for older trans* people and, more specifically, for
those with dementia (Finkenauer ef al., 2012; Witten, 2014a).

In this chapter I will explore the potential challenges that dementia poses for
members of the trans* community, and for dementia care providers. I will
identify a series of research questions and policy challenges in need of urgent
attention. I shall be drawing upon data from the Transgender MetLife Survey
(TMLS) which I conducted (Witten, 2014a). This 83-question survey was con-
ducted with 1963 participants aged over 18 who identified as one of the follow-
ing: transsexual, transgender, intersex, DSD (disorders of sexual development),
cross-dresser, gender variant, gender queer-identified, First Nations and Non-
Western gender identities. The majority (81 per cent) of the participants came
from the USA, with the remainder (19 per cent) coming from other countries,
which included Canada, Australia, Sweden and the United Kingdom. Full details
of the methodology is described in detail in Witten (2014a)." The studies I have
conducted, as reported in this paper, have received ethical approval from: the
University of Michigan Ann Arbor, the University of Texas Health Science
Center at San Antonio and/or the Virginia Commonwealth University.

Prevalence

Until recently, older people among trans* populations have been invisible
(Persson, 2009). Given the constant ebb and flow of gender descriptors in the
trans* community, it is difficult to provide an accurate estimate for both the US
and the global number of gender nonconforming people. However, we can make
some reasonable estimates. Using 1999 census data and an estimate of 1 per cent
to 3 per cent transgender population prevalence, I previously estimated (Witten,
2003) that there were approximately 347,000 to 1,041,000 transgender-identified
persons in the United States over 65 years of age. Similarly, I estimated that the
worldwide population, for the same group, was 4,097,020 to 12,291,060 indi-
viduals (Witten, 2003). Based upon more recent 2010 population estimates, |
have argued (Witten, 2015a) that the US population estimates should be revised
to be between 1.2 million and 2.8 million transgender-identified individuals over
65 years of age. Other researchers have presented different demographics for
identifying the gender non-conforming population (Winter and Conway, 2011;
Meier and Labuski, 2013). The sparse data available makes estimates of the
overall trans* population unreliable. It also makes it extremely difficult to
estimate how many trans* people are affected by dementia.

Currently, there are many unanswered questions regarding risk factors. Health
risks may be associated with long-term exposure to hormone therapy and gender
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reassignment surgeries (Cook-Daniels, 2006, 2011). High levels of oestrogen
may be linked to a greater risk of developing dementia (Whitmer et al., 2011).
This raises the question of whether or not male-to-female transsexuals on oestro-
gen or female-to-male transsexuals, who were on oestrogen, are at greater risk of
dementia than their cisgender peers. Female sex is also a risk factor. This raises
the question of how testosterone may or may not mediate dementia risk factors.
Additionally, cis-women are at greater risk of dementia as they live longer than
cis-men (Alzheimer’s Disease International, 2015). What are the implications for
male-to-female and female-to-male transsexual people who have taken cross
hormones and/or had gender reassignment surgery?

In terms of other risk factors, the data on the impact of smoking on dementia
risk are conflicting (Rusanen, 2011). If smoking is relevant to dementia, given
the trans* population is known to smoke significantly more than the cisgender
population (Fredriksen-Goldsen ef al., 2014a), then there might be an increased
risk of dementia among trans* people. The impact of drug and alcohol use on
dementia risk is also open to debate (Panza et al., 2012). The LGBT* popula-
tion’s level of drug and alcohol use is significantly higher than that of the non-
LGBT#* population (Burkhalter et al., 2009; Clarke and Coughlin, 2012), and
that of trans* people greater than cisgender LGB people (Fredriksen-Goldsen
et al.,2011). Again, if there is a link between drug and alcohol use and demen-
tia, it may be that the trans*-identified population is more likely to be at
increased risk of later-life dementia. Depression is now recognized to be linked
to dementia (Saczynski et al., 2010; Byers and Yaffe, 2011; Kessing, 2012).
The LGBT* population is at increased risk of depression compared with the
non-LGBT* population (Fredriksen-Goldsen et al., 2013, 2014a), and trans*
people experience higher rates of depression compared with cisgender LGB
people (Fredriksen-Goldsen ef al., 2011). This suggests that trans* people may
also be at heightened risk of dementia associated with depression.

Trans* people’s fears about ageing and dementia

While many aspects of dementia are similarly experienced by the trans* identi-
fied and cisgender population, trans* identities bring additional complexities to
dementia and, in particular, to healthcare dynamics. This was highlighted in the
responses to the Transgender MetLife Survey (TMLS) (Witten, 2014a). For
many trans*-identified people, dementia is one of the most feared ageing-related
challenges:

Like many, I have a fear about dementia-related illnesses.
(TMLS survey respondent, Witten 2014a, original data)

Trans* people’s fears about dementia relate to two concerns: (1) the intersec-
tionality of stigmas around ageing and mental illness (Chapman et al., 2006: 7)
and (2) the implications of memory loss for trans* identities. For any human
being, the potential loss of a sense of self is crucial. For the trans* population,
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loss of the sense of a self and the changes and losses in the experience of the self
(‘I am not as I was’, Dalby et al., 2011: 75) which has been navigated against
imposed gendered norms and expectations is particularly fear-provoking.

It’s not really about being queer, but I’'m terrified of dementia. I guess it
relates to losing my sense of identity.
(TMLS Respondent, Witten 2014a, original data)

I am concerned that I will be unable to maintain my identity.
(TMLS Respondent, Witten 2014a, original data)

This question of identity is central to fears about dementia for trans* people, par-
ticularly those who have transitioned.

I am worried that I will develop dementia and will not remember that I have
transitioned.
(TMLS Respondent, Witten 2014a, original data)

Some older trans women and men may have transitioned when they were
younger, others in later life, and the different ages and stages when they transi-
tioned will influence how they experience ageing (Bailey, 2012) and associated
physical and mental health problems (Fredriksen-Goldsen et al., 2014b), includ-
ing dementia. While some trans* people mobilize fluid notions of gender iden-
tity which may be more compatible with the fluidities which may be associated
with dementia, others, particularly transsexual individuals, may mobilize a more
binary discourse. For such individuals, memory and loss and identity changes
associated with dementia (Fazio, 2013) can pose challenges to the idea of the
true self. It can also provoke considerable anxieties among those individuals who
have transitioned, who may have fought long and hard to achieve a congruent
sense of a binary gendered self, and who perceive dementia as posing a threat to
that sense of congruence. Marshall and colleagues have recently described a
transsexual woman with dementia who was very confused about her gender
identity:

When Jamie was transferred to a long-term care facility, the staff noted she
was confused as to whether she was male or female, asking, “What am 1?’
She frequently looked down at her breasts and asked, ‘Where did these
come from?’ At times she expressed a desire to dress and be addressed as a
female, and at other times as a male.

(Marshall et al., 2015: 113—-114)

The greatest fear among trans women and men who have transitioned is that
dementia may take them back to assuming they must present a gender identity
congruent with their birth-assigned sex, even though for most, if not all, of their
lives, they have felt that such a gender identity does not reflect their true selves.



Downloaded by [National Library of the Philippines] at 23:15 01 November 2017

114  T. M. Witten

The fear of loss of self, and associated loss of memory, is also linked to the fear
of a lack of support,

I am worried that I will not be able to support myself and that there will be
no one to take care of me. I am already becoming so forgetful and unable to
concentrate at 55 years of age that I worry I will not be able to hold or keep
a job at some point within the next five years or longer. I worry that I will
not have the resolve to kill myself when I cannot support myself any longer.
I worry that I will become a ‘bag lady’ living on the street, unable to afford
or access testosterone.

(TMLS Respondent, Witten 2014a, original data)

While there is a literature on gender and caregiving (Chappell et al., 2014), we
know next to nothing about caregiving networks (Koehly e al., 2014) in the
trans* community (Grossman ef al., 2000) or the well-being of those individuals
who care for trans* people with dementia (Chappell et al., 2014). Wolft and
Spillman (2014: S65) point out that family caregivers provide the overwhelming
majority of disability-related assistance to adults. In the TMLS, respondents
were asked who is likely to be a person’s primary caregiver in the event of a
major illness or when the need arises. Respondents were given a set of choices
and asked to pick only one response. Thirty percent of the respondents stated
that they were not sure who would take care of them (Witten, 2014a: 9-10).
Many trans* people experience rejection from their families because of their
gender nonconformity and/or after they have transitioned. The lack of informal
support increases the likelihood that they will need formal healthcare support.

Trans* people’s fears about dementia care

While there has been an increase in the number of nursing homes in the USA
that have a ‘special unit for people with dementia’ (Jalbert ef al., 2008: 25), cur-
rently only 20 per cent of nursing homes in the USA have such a unit, and there
is no known unit specializing in the complex care of trans*-identifying people
with dementia. As noted above, trans* people are fearful of any sort of care-
giving environment:

I know with pretty fair certainty I don’t ever want to be in a position where I
am dependent on medical staff for my care. I have been asked to leave
doctors’ offices because I am trans. They plead ignorance over minor issues
related to my care and I’ve been treated like an animal in the zoo. My old
gyn [ecologist] asked whether or not she could show me to staff. Also, even
minor problems like muscle pulls get blamed on my ‘situation’.

(TMLS Respondent, Witten 2014a, original data)

I do not want to be institutionalized. I don’t want to die in a hospital either. I
hate hospitals. I’ve been treated so badly in them because of my gender....
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They get so scared and freaked out by trans people, that they can’t handle
the conditions I’m there for.
(TMLS Respondent, Witten 2014a, original data)

The experience of abuse by some trans* people at the hands of the healthcare
system makes it exceptionally difficult for those individuals to feel safe in care
facilities for older people, and this is heightened for those whose bodies are not
in alignment with their gender identities.

I do not want to rely on strangers in the medical field that have little to no
experience helping people with bodies like mine.
(TMLS Respondent, quoted in Witten, 2014a: 18)

My partner and I are both male-to-female trannies [transsexuals]. Neither of
us could afford the genital realignment surgery we both so desperately
desire. My deepest fear is how the world will see us when we come to a
point where we need assisted living care or when one of us dies. God forbid
they put together that our lesbian relationship is between two women who
have penises.

(TMLS Respondent, Witten, 2014a, original data)

It is easy to see that these fears revolve around anticipated healthcare workers’
perceptions of the patient’s physical identity as well as the patient’s gender pre-
sentation. Vulnerability, abuse, violence, denial of appropriate care and denial of
identity are among the many things that older trans* people fear in relation to
dementia (Withall, 2014). Because dementia is a progressively worsening con-
dition, individuals will need increasing levels of caregiving, often eventually
involving 24-hour support. This caregiving can occur in the home, in assisted
living facilities but is most likely to end in some form of nursing home or other
24-hour nursing facility (Jalbert ef al., 2008). As we have already seen, trans*
individuals are fearful of any sort of caregiving environment, much heightened
in the context of dementia care.

I am a woman with a penis. What will they do to me in a nursing home?
What will happen if I cannot defend myself because of dementia?
(TMLS Respondent, quoted in Witten, 2015b: 79)

I worry that I will become incapacitated and not be able to communicate my
history as a trans* person [medical, surgical history] before requiring care. I
worry that caregivers will not be experienced in dealing with trans* bodies
and health issues and I will at best not get the care I need and at worst be
ridiculed, mocked or ignored because of the state of my body.

(TMLS Respondent, Witten 2014a, original data)
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Will I be treated with dignity? Will I be respected? Will I be in a defence-
less situation at the mercy of those that do not or are unwilling to understand
me being trans?

(TMLS Respondent, quoted in Witten 2014a: 19)

As can be seen, trans* people perceive dementia care needs as increasing their
vulnerability to a system which is already ill-equipped to meet their needs.

Practice issues

Maslow (2013) points out that ‘patient-centered care is one of the six major aims
in redesigning the United States’ healthcare system’ (p. 8) and that patient-
centered and person-centered are often used equivalently. However, when it
comes to dementia, Doyle and Rubinstein (2013) explain that ‘person-centered
care (PCC) represents a shift in focus away from a traditional, biomedical,
approach toward a more holistic and individualized model of elder care’ (p. 952).
They go on to highlight that a biomedical approach focuses on mental pathology
and thereby compromises the personhood of people with dementia (Kitwood,
1997) and reinforces the negativity of the biomedical approach by pointing out
that it ‘did not fully consider the psychological, social, and cultural complexities
of the person with dementia’ (Doyle and Rubinstein, 2013: 952).

Critical to a person-centered approach to dementia for trans* individuals is:
focusing on the trans* individual with dementia; developing ways the trans*
individual can connect with a care environment which respects and validates
how that person identifies; developing ways for the individual to have meaning-
ful inclusion in their respective residential environments; and developing trans*-
focused methods for life review and reminiscence. Development of methods to
include the family, no matter how it is defined legally or by choice, is important,
along with the encouragement of active participation by all family members.

Given the large number of trans* people who state that they are living alone and
have no children, it is clear that institutional support for those with dementia must
be developed (FORGE, 2011; Lambda Legal, 2013; Hyndal et al., 2014). This
could be the development of specialized homes for trans* people or through cul-
tural sensitivity training in already available geriatric care units. The complex iden-
tity constructions for trans* people demand that good person-centered care means
finding ways to support the ‘self” in everyday care, particularly as the sense of self
evolves under the effects of the disease dynamics. Care environments need to focus
on assisting the individual with dementia to connect with others. Support staff need
to bring the world in and need to develop mutual understanding with the client and
to allow the client to have as meaningful a contribution to their lives as is possible.
Patients with dementia need to be helped to reminisce as much as possible, and this
includes trans* individuals with dementia.

Care staff should be prepared to deal with the uncertainties and ethical dilem-
mas which may be posed (Marshall et al., 2015). For example, how does one
manage sexuality with a gender variant person who has body parts that are
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inconsistent with their gender expression and who may want to be in a non-
heterosexual relationship or a heterosexual relationship? How does a staff
member address the needs of a transsexual person who no longer remembers that
they have transitioned? How should staff members deal with situations when
other residents and/or family members are not accepting or supportive of the
trans* person’s gender identity? Which gender identity (past or present) should
be recognized and validated? The identity flow of a trans* person with dementia
can be particularly complex and lead to potentially uncomfortable situations and
staff should be equipped to deal with those situations.

End-of-life issues

The end of life can come in various settings: nursing homes, assisted living or
other residential care facilities or in individual homes. However, for those who
are trans*, end-of-life care can be particularly complex. In a series of articles
(Witten and Whittle, 2004; Witten, 2009, 2014a) I have discussed later and end-
of-life challenges for trans* people. It is essential that legal paperwork be
executed to ensure the wishes of the trans* person are respected should they lose
capacity and/or when they die. However, as I have documented (Witten, 2014b),
there was a lack of later-life legal protection in the trans* participants in the
TMLS. For example, I found that, in the TMLS, only 14.1 per cent of the
respondents had completed a legal will, 13.1 per cent had completed a living
will, 10.7 per cent had completed a durable power of attorney, 1.1 per cent had
completed an ethical will, 3.3 per cent had completed pre-arranged funeral/
cremation or other end-of-life ceremony plans, and 3.9 per cent had completed
informal caregiving arrangements. These low numbers demonstrate the great
legal vulnerability that the participants have when it comes to later and end-of-
life decision-making, particularly when it involves an older trans* person who
has dementia.

Such vulnerabilities can also be present after death, as is evident in two recent
cases: one, where a trans woman died and was presented by her family (who did
not respect her gender identity) as a man in her casket (Rothaus, 2014); and
another where a trans man Dave (who had undergone some gender affirmation
surgery in his sixties and lived as a man since then) was rejected by his adult
daughters who had nothing to do with him for the last 20 years of his life, and
eventually buried Dave, when he died aged 80, as their mother ‘Lucy’, ignoring
how Dave had identified his gender for the previous 20 years (Withall, 2014).

The intersection of trans* identity and faith-based organizations in the USA is
often problematic or outwardly discriminatory (Kidd and Witten, 2007). Faith-
based hospitals in the USA may make it clear that certain aspects of advanced
directives will not be honoured due to faith-based conflicts. This may be espe-
cially problematic when the physical body does not necessarily align with the
patient’s stated gender identity. The literature on the importance of religion, spir-
ituality and faith in the general geriatric population is large and continues to
grow (Lawler-Row and Elliott, 2009; Stuckey, 2003; Suri, 2010). More recently,
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a number of research papers address the role and importance of spirituality, reli-
gion and faith in the trans* population (Porter et al., 2013). Despite this import-
ance, trans* people in the USA often face exclusion, penalties or other
deleterious behaviours on the part of spiritual organizations due to beliefs that
being trans* is a sin (Kidd and Witten, 2007). Trans* people have spoken of
being denied funereal ceremony rights, being denied burial rights in the church
graveyard, being denied marriage ceremonies, being denied last rights, and even
being denied access to spiritual counselling when needed because they were
trans* people (Witten and Whittle, 2004; Witten, 2009). For couples in which
one or both of the partners are trans* people, legal marriage may not be realized,
according to the legal context of where a couple is living. Consequently the
remaining partner may not have access to the appropriate support services that
come with legal marriage, and may be denied the appropriate opportunities to
mourn. The complexities of mourning for the person with dementia, which may
occur both before and after the person has died (Michel ef al., 2002) is made
even more complicated at their intersection with trans* identities.

Trans* people, with their respective families (including ‘families of choice’,
Weston 1991, Weeks et al., 2001) need to make formal advance directives, spec-
ifying their wishes for end-of-life care and/or designating someone (either bio-
logical family or ‘family of choice’ member) as their surrogate decision-maker
in the event that they become incapacitated. This is particularly important where
the trans* person does become incapacitated. Family members need to be aware
of this document and be insistent that it be implemented when patients face a
healthcare crisis, as the dementia advances (Haley et al., 2002).

Research questions and policy issues

The domain of trans* dementia is unstudied and nearly any question is likely to
have very limited scholarly literature available. We need estimates of the size of
the older trans* population to make accurate projections of the dynamics of this
cohort and we need information on levels of dementia in this population. There
are numerous biomedical questions around the interaction of cross-gender hor-
mones and environment with the onset, progression and type of dementia occur-
ring in this population.

Traditional caregiver-related questions are also important. Assessment of
caregiver burden, well-being and resilience are all important to understand. Gen-
dered interactions of the caregiver with the care recipient are of interest (Robinson
et al., 2014). Interactions of ‘self-management’ programmes (Toms et al., 2015)
with caregiving and the trans* person remain unstudied. Religion, spirituality and
faith in the caregiving, residential and dementia environments are also unstudied.
Moreover, the development of trans*-focused measuring instruments in ageing
remain marginal and are crucial to the effective understanding of later and end-of-
life challenges for older trans* people. There are also specific questions to be
addressed at the intersection of gender identity and dementia, each potentially
offering useful insights on the other, as Marshall and colleagues have observed,
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What is the basis of gender identity? Is gender something that can be ‘for-
gotten’ in the course of dementia? Future research about the relation
between memory and gender identity is needed, as it may have more far
reaching implications, for example, on the understanding of the develop-
ment of gender identity and the role of cognitive abilities (and impairments)
as part of that.

(Marshall et al., 2015: 117)

Because the current and upcoming older trans* population may be at greater risk
due to the age-related factors associated with dementia, this population should be
specifically targeted as a priority in addressing all modifiable factors associated
with the risk of dementia. There is an urgent need for good practice guidance on
the provision of care and support to trans* people with dementia. I continue to
argue for the need to include trans* and intersex identities when collecting national
and international population health data, including dementia status.

Post haec

When dealing with a loved one who is trans* and who also has dementia, the
intersectionality of the trans* identity with the numerous later and end-of-life
factors can create significant tension in already difficult conditions. In the end, it
is about helping the loved one leave this world with grace and a sense of self.
May we all have that type of support from our friends, families, allies, healthcare
workers and our other loved ones.
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9 The complexity of trans*/gender
identities

Implications for dementia care

Chryssy Hunter, Jenny-Anne Bishop and
Sue Westwood

Introduction

In this chapter, we will discuss the complexity and fluidity of trans* identities.
We contrast these with mainstream understandings of trans* lives and discuss
the implications for later life care for trans* people with dementia. We will
situate our discussion in the context of the increased visibility and confidence of
trans* populations in the United Kingdom (UK) in the early twenty-first century.
This is a time when limited legal recognition and protections have now been
enacted in the UK, and when trans* issues are increasingly part of mainstream
discussion. This is also a time when public health and social care systems are
under increasing pressure to respond to issues of diversity in dementia care while
also having to deal with constraints upon resources. We identify some core good
practice guidelines in working with trans* people with dementia. Recognising
the lack of UK-specific research in this field to date, we also begin a conversa-
tion which explores potential directions for future research to inform policy and
practice.

Problems with conceptualising trans* issues

Persson has observed that ‘transgender elders are both underserved and under-
studied. Neither the aetiology nor prevalence of transgender is well understood’
(Persson, 2009: 633). This quote captures part of the reason why there is so little
information on older transgender people in general and therefore the subset of
trans* people with dementia. We do not know how many trans* people there are
(Meier and Labuski, 2013), including in the UK (Reed et al., 2009; GIRES,
2011), and in a very real way it is difficult to say what or who should be counted
under the trans* umbrella, especially as the understanding of what trans* is or
can be continues to evolve (Stryker and Whittle, 2006).

Trans* is an umbrella term which covers the sex/gender identity spectrum:
transgender, transsexual, transvestite, genderqueer, genderfluid, non-binary, gen-
derless, agender, non-gendered, third gender, two-spirit, bigender and other sex/
gender non-conformity (Tompkins, 2014). However, the term is limited in that
not all the individuals clustered under the umbrella would identify with it and
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that it engages with binary notions of sex/gender (even when describing those
people who reject them) which many ‘trans*’ individuals would refute (Currah,
2006). There are an increasing number of people who identify as non-binary or
gender fluid (Reed et al., 2009), which is to say they do not identify themselves
as having a primary sex/gender identity of exclusively female or male, or even
of either female or male. That said it is also important to acknowledge that there
are many trans* people who do identify very strongly within the binary, that is
as either male or female. Some transsexual individuals who have transitioned'
understand their transitions as processes of alignment with their ‘inner’ selves,
and at the perceived conclusion of their transitions to have completed a journey
to either female or male congruence of embodiment and expression with iden-
tity. There are ongoing contestations within trans* discourses, particularly about
the ontological implications of those who transition. It is crucial to uphold and
recognise the validity of individual self-identification. In discussing care issues it
is important to approach the broad range of trans* possibilities as equally valid
and deserving of respect and understanding.

This diversity of identity within trans* populations also means understanding
that, while there is a growing trans* political movement, not all trans* people
identify with it. This is particularly the case for those individuals with binary
identities who have transitioned. Post-transition, once they have achieved social
and/or physical alignment, many are comfortable to get on with their lives and
do not wish to engage with the trans* movement. Their experiences are further
differentiated between those who transition earlier in their lives, and those who
do so later in life (Cook-Daniels, 2006; Bailey, 2012). Trans* people also engage
with all possibilities of sexualities and sexual identity, both fixed and fluid,
including lesbian, gay, bisexual and heterosexual as well as asexual (people with
a lack of/no sexual attraction/desire) and pansexual (sexual/romantic attraction
to people across the gender/sexuality spectrums).

Because of this diversity, rather than thinking of a unified trans* community,
it is more useful to understand different groups of trans* people as constituting a
collection of sub-communities, with some shared characteristics but with many
and significant differences, including a variety of different socio-political and
medical aims.

UK legal context

The Gender Recognition Act (GRA) 2004 and the Equality Act (EQA) 2010 are
the two key pieces of legislation that offer legal recognition and protection for
trans* people in the UK. Under the GRA, an individual can obtain a new birth
certificate for the gender with which they identify providing they have lived as
that gender for two years previously and have a diagnosis of ‘gender dysphoria’
(Sharpe, 2007). The most radical aspect of the GRA when it was passed is that,
contrary to some other jurisdictions, hormone treatment and/or surgery are not
prerequisites for the granting of a new birth certificate. However, importantly,
trans* and sex/gender non-conforming people whose identities and expressions
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are non-binary receive no recognition under the GRA. ‘Gender Reassignment’ is
the protected characteristic under the EQA, affording protections from discrimi-
nation, harassment and victimisation:

(1) A person has the protected characteristic of gender reassignment if the
person is proposing to undergo, is undergoing or has undergone a process
(or part of a process) for the purpose of reassigning the person’s sex by
changing physiological or other attributes of sex.

(Equality Act 2010 c. 15 Part 2 Chapter 1 Section 7)

However, again, there is no current protection offered for people who assert their
identities and present as gender neutral, genderqueer or any other identity marker
that takes them outside of the binary sex/gender system. The point we are
making here is that UK legislation still reinforces a gender binary system, that is,
either male or female, rather than one which can accommodate gender fluidity
and/or non-binary gender identities (Sharpe, 2007).

Implications of the complexities for dementia care practices
with trans* people

Providing support, and particularly personal care, to trans* individuals whose
bodies may not wholly or partly be congruent with their gender identity can be
extremely challenging for care staff (Witten, 2014). This is in no small part
because some of these individuals do not conform with the expected male/female
sex/gender binary presentation and/or expressed identification. This may be
further complicated by memory loss. In Chapter 2 of this volume, Sue West-
wood refers to a recent article by Marshall ef al. (2015) in which the case of
Jamie, a trans* woman diagnosed with dementia, is discussed. After admission
to a nursing facility, when her hormone treatment was abruptly stopped (for no
apparent clinical reason) Jamie was apparently confused about her gender iden-
tity, questioning ‘What am 1?” and showing ambivalence about a wish to wear
feminine or masculine clothing. The other residents ostracised her and her
daughter discounted Jamie’s prior gender transitioning, saying she was still a
man. The care team were faced with a very difficult situation in finding a way to
support Jamie’s expression of gender without also being marginalised by other
residents and Jamie’s family.

Recognising how challenging this was for the team only goes to emphasise
the limited extent to which trans* identities are understood and accommodated
in dementia/other health and social care contexts. As Westwood observes ‘the
most obvious solution, that they should respond to Jamie’s presentation at any
given moment in time, and not try to get Jamie to conform to “either/or” binary
notions of gender, does not appear to have been considered’ (Westwood, Chapter
2, this volume). This gives clear and significant indications that more radical
non-binary approaches to sex/gender issues were not conceptually available to
the caregivers involved. Had Jamie not died, this would undoubtedly have
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affected the treatment Jamie received and the quality of Jamie’s life. If Jamie
had a Gender Recognition Certificate (GRC) this would have further compli-
cated the situation for the care givers.

Good practice guidelines

Fredriksen-Goldsen et al. (2014b), writing about the physical and mental health
of older trans* people, have called them ‘an at-risk and underserved population’
(p. 488). Health and social care teams working with trans* people often lack the
necessary knowledge and expertise required to provide those individuals with
appropriate care and support (Siverskog, 2014), especially in the context of
dementia (McGovern, 2014; Withall, 2014). As a result, trans* people are very
fearful about needing health and social care provision in later life, even more so
in the context of dementia (Witten, 2014; see also this volume, Chapter 8). There
is a growing number of good practice guidelines, both generic (in relation to
older lesbian, gay, bisexual and trans* people) and specific (in relation to trans*
people). Westwood et al. (2015), in the UK, reviewing various good practice
guidelines in relation to older LGBT people, identified seven areas underpinning
such guidance: inclusive consultation in service design and delivery; appropriate
equality and diversity and LGBT-specific policies; creating a safe working and
living environment for service users and staff; a robust staff training strategy;
teaching appropriate language and cultural representation; person-centred assess-
ment and care planning; and setting and auditing standards. Fredriksen-Goldsen
et al. (2014a), in the USA, have identified ten core competencies for educators
and providers working with older LGBT* people:

1 Critically analyse personal and professional attitudes toward sexual ori-
entation, gender identity, and age, and understand how factors such as
culture, religion, media, and health and human service systems influ-
ence attitudes and ethical decision-making.

(p. 84)

2 Understand and articulate the ways that larger social and cultural con-
texts may have negatively impacted LGBT older adults as a historically
disadvantaged population.

(p- 85)

3 Distinguish similarities and differences within the subgroups of LGBT
older adults, as well as their intersecting identities (such as age, gender,
race, and health status) to develop tailored and responsive health strategies.

(p- 87)

4 Apply theories of aging and social and health perspectives and the most
up-to-date knowledge available to engage in culturally competent prac-
tice with LGBT older adults.

(p. 88)
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5 When conducting a comprehensive biopsychosocial assessment, attend
to the ways that the larger social context and structural and environ-
mental risks and resources may impact LGBT older adults.

(p- 89)

6 When using empathy and sensitive interviewing skills during assess-
ment and intervention, ensure the use of language is appropriate for
working with LGBT older adults to establish and build rapport.

(p. 91)

7 Understand and articulate the ways in which agency, program, and
service policies do or do not marginalize and discriminate against
LGBT older adults.

(p- 93)

8 Understand and articulate the ways that local, state, and federal laws
negatively and positively impact LGBT older adults, to advocate on
their behalf.

(p- 94)

9 Provide sensitive and appropriate outreach to LGBT older adults, their
families, caregivers and other supports to identify and address service
gaps, fragmentation, and barriers that impact LGBT older adults.

(p- 96)

10 Enhance the capacity of LGBT older adults and their families, care-
givers, and other supports to navigate aging, social, and health services.

(- 97)

With regard to specific guidance, the World Professional Association for
Transgender Health (WPATH) has established detailed Standards of Care for
the Health of Transsexual, Transgender, and Gender-Nonconforming People
(Coleman et al., 2012). Unfortunately, the Standards make no reference to
dementia care. They do caution against ‘the abrupt withdrawal of hormones’
(Coleman et al., 2012: 207) when a transsexual person enters an institution as
there is a ‘high likelihood of negative outcomes such as surgical self-
treatment by autocastration, depressed mood, dysphoria, and/or suicidality’
(p- 207).

Other trans*-specific good practice guidelines in relation to health and social
care indicate that all providers should have policies and documentation which
are trans* inclusive, and developed in consultation with trans* people (Depart-
ment of Health, 2008; FORGE, 2011; Lambda Legal, 2013; National LGBT
Center, 2013; Hyndal ef al., 2014). The following is a brief outline of good prac-
tice guidance with regard to specific aspects of care, drawn from a range of
documents from across the world.
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Use of appropriate language

It is vital to use the right language both with, and when referring to, a trans*
individual: ‘Show respect for the transgender person’s right to self-determination
by ... using the terms they use to refer to their body, life, relationships, or iden-
tity’ (FORGE, 2011: 1). Sometimes, when first meeting someone, it is not clear
how they identify:

It is not always possible to know someone’s gender based on their name or
how they look or sound. This is the case for all people, not just transgender
people. When addressing patients we don’t know, we can accidentally call
them by the wrong gender, causing embarrassment. One way to prevent this
mistake is by addressing people without using any terms that indicate a
gender. For example, instead of asking ‘How may I help you, sir?’ you can
simply ask, ‘How may I help you?” You can also avoid using ‘Mr./Mrs./
Miss/Ms.” by calling someone by their first name (if this is an acceptable
practice in your organization) or by using their first and last name together.
You can also avoid using a person’s name by tapping the person on the
shoulder and saying, for example, ‘Excuse me, we’re ready for you now.
Please come this way.” (National LGBT Center 2013: 6) [NB: we would
add that a first name should only be used if acceptable to the client, which
should be checked out immediately ‘Hi Jane, is it OK if I use your first
name?’].

Such cautious use of language applies not only when communicating directly
with an individual but also when communicating within teams:

It is also important to avoid gender terms when talking to others about a
patient. For example, rather than saying ‘he is here for his appointment’, or
‘she needs a follow-up appointment’, you can say ‘the patient is here in the
waiting room’, or ‘Dr. Reed’s 11:30 patient is here’. You can also use ‘they’
instead of ‘she’ or ‘he’. For example, you can say: ‘they are here for their 3
o’clock appointment’. Never, however, refer to a person as ‘it’.

(National LGBT Center, 2013: 6)

Sometimes a person’s preferred name and pronoun (he/she/they) will be clear
from their records. Other times this may not be clear. When in doubt, ask the
person. ‘If a person’s gender identity is unclear, staff should ‘discreetly and
politely ask the [person] for [their] preferred pronoun and name’ (Lambda Legal,
2013: 8). Sometimes, mistakes happen. They can be easily dealt with by a simple
apology and moving on: ‘I apologize for using the wrong pronoun/name. I did
not mean to disrespect you’ (National LGBT Center, 2013: 8).

If a person’s gender identity is fluid and changeable, a person-centred
approach involves responding to how the person is presenting themselves in
each particular moment. If a trans® person does not consistently identify with a
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particular name or gender, but wishes to be addressed differently at different
times, staff should go with what the person is comfortable with at any given
moment in time. Similarly, people who cross-dress and/or transvestites (who do
not usually change their basic gender identification but do sometimes tempor-
arily change their gender expression/presentation) may also prefer to be
addressed differently at times. This may involve staff shifting back and forth, but
it is the only way to offer attuned, person-centred care, when the person at the
centre of that care is shifting in their gender identification and/or gender expres-
sion/presentation.

A culture of respect

Trans* people should, obviously, be treated with respect at all times. Sadly, this
has not always been their experience in care contexts, particularly with regard to
mental health concerns (Witten, 2008; McNeil ef al., 2012). Respect is multi-
faceted:

For transgender individuals, respect must be shown for their identity and
history, for their personal style (clothes, accessories, etc.), for their bodily
configuration, and for their name and pronoun. Respect extends beyond
direct interactions to include what you say and how you behave even outside
of their presence.

(FORGE, 2011: 1)

Creating a culture of respect extends beyond immediate interactions with a
trans* individual to being mindful about how they are spoken about in general:
“Try to not show surprise, shock, dismay or concern when you are either told or
inadvertently discover that a person is transgender’ (FORGE, 2011: 1).

Care teams need to be mindful about their own cultural representations of
trans* people within their teams:

Do not gossip or joke about transgender people: Gossiping about some-
one’s transition, or making fun of a person’s efforts to change their gender
expression, for example, should not be tolerated. In addition, only discuss a
patient’s transgender identity with those who need to know for providing
appropriate and sensitive care. This is consistent with policies concerning
discussion of all patients.

Continue to use a patient’s preferred name and pronoun, even when they
are not present: This will help maintain respect for the patient and help
other staff members learn the patient’s preferences.

Create an environment of accountability: Don’t be afraid to politely
correct your colleagues if they use the wrong names and pronouns, or if they
make insensitive comments. Creating an environment of accountability and
respect requires everyone to work together.

(National LGBT Center, 2013: 7)



Downloaded by [National Library of the Philippines] at 23:15 01 November 2017

The complexity of trans*/gender identities 131

It is also essential to demonstrate the importance of remembering and under-
standing the patient’s preferences and to discourage general and specific gossip
about patients among staff. GIRES (2011) offers these basic principles in pro-
viding respectful care environments to trans* individuals:

e Trans people are a wide and very varied group of people: care should
not be presumed but should be agreed with the individual

e People should be accommodated according to their presentation: the
way they dress, and their current names and pronouns

e This may not always accord with the sex appearance of the chest or
genitalia

e It does not depend upon their having a gender recognition certificate
(GRC) or legal name change

*  Privacy, confidentiality, dignity and respect are of the utmost importance

e Health records should protect the confidentiality of trans people’s
gender history while flagging for appropriate screening, diagnosis and
treatment.

(GIRES, 2011: 1)

Person-centred care

Person-centred care involves seeing the whole person in context, not just one
aspect of someone’s identity. Trans* people are ‘not just trans’ (Department of
Health, 2008: 46): they are complex individuals from a wide range of intersect-
ing social backgrounds, with their own wants, needs, interests, likes and dislikes.
Trans* individuals are, first and foremost, people. Person-centred care for trans*
people involves being sensitive to their historical experiences of discrimination
and how this may inform their anxieties when in receipt of care, especially
dementia care, when they may be less well orientated to time and place: ‘Trans-
gender people report very high rates of being discriminated against.... Recog-
nise that their hesitance in accepting help may be related to prior discrimination,
not what they think about you’ (FORGE, 2011: 1). Trans* people with dementia
may have had previous traumatic experiences in health and social care services
and they may find institutional care, and surveillance, potentially highly trigger-
ing of those previous traumas and associated feelings. Care providers need to be
attuned to this and to the fact that trans* individuals may be very worried that
carers will be shocked, amused, embarrassed and/or disrespectful, especially
when personal care is involved. Thinking outside the box can also make a huge
difference to providing care,

Sometimes small choices can make a big difference. For example, if a trans
man in a nursing home has feet that are too small for men’s slippers, rather
than buying women’s slippers, service providers should purchase boy’s slip-
pers instead.

(AGE UK, 2011: 24)
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Links should be supported and/or facilitated for trans* people with dementia to
have connections with other trans* individuals: ‘Help the transgender person you
care for remain connected with their friends and support groups, and try to estab-
lish such ties if they do not exist’ (FORGE, 2011: 1).

At the same time, care teams need to recognise that there can be tensions with
some biological family members who do not accept that a person has transi-
tioned (Witten, 2009). GIRES offers this guidance: ‘views of family members
may not accord with the trans person’s wishes, in which case, the trans person’s
view takes priority’ (GIRES, 2015).

Affirmative care

Care providers need to be more than simply non-discriminatory. It is not enough
to not pathologise a trans* person or their gender identity. Instead, care should
be provided that is both positive and affirmative, with staff demonstrating that
they either fully appreciate the health and social care needs and concerns of
gender variant people or are at least open to learning about them. Local trans*
groups should be involved and included in consultations about the provision of
care. Services should be proactive in making it clear that they welcome trans-
gender clients/patients/services users. Premises should have, as an option, for
example, single-use, gender neutral, toilet facilities.

Alzheimer’s Society (UK) (2013), writing about LGB dementia care, also
recommends that dementia health and social care providers review their public-
ity material and policy documents to ensure that the language used is inclusive.
They also have this advice to staff about how to respond to disclosures:

If the person with dementia or their carer feels able to come out to you,
your first and immediate reaction will be very significant. If you feel
embarrassed or surprised you might change the subject or avoid direct
acknowledgement of what the person has shared with you. This might
stop the person feeling comfortable with you and opening up further. Find
ways to acknowledge the person ... and give reassurance that you are not
prejudiced — for example, ‘Thank you for telling me. It must be hard
having different professionals coming in to your house, not knowing what
their attitudes are’, or, ‘Let me know if there are any particular things we
need to consider about services for you, which might make you feel more
comfortable’.

(Alzheimer’s Society, 2013: 3)

Dementia care organisations should also ensure that all of their staff are trained
annually in providing care to trans* individuals. It can be helpful to assign a
member of staff to take responsibility for championing trans* issues. There
should also be ‘procedures in place that hold staff accountable for making neg-
ative or discriminatory comments or actions against transgender people’
(National LGBT Center, 2013: 13). Staff should also be provided with guidance
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and support in regard to challenging prejudice and discrimination on the part of
other service users, their families and friends.

Making decisions for a future self

It is important that we cultivate an environment in which trans* issues are better
understood and policies that reflect this understanding are developed and
enforced. It is also important that trans* individuals make their health and social
care, and end-of-life, preferences known ahead of time, using legal means such
as advance directives, advance decisions, living wills, Powers of Attorney, and
so on (Knauer, 2009). This is essential in order to ensure that a trans* person’s
wishes are not overruled by family members who may not respect their trans*
identity. However, a complicated and sensitive issue is how much a trans*
person should make decisions for their future self in regard to gender identity.
Many trans* people who have had to struggle long and hard to reach a place
where they are living with the gender expressions they are comfortable with, are
fearful that they will be treated as the ‘wrong’ gender by health and social care
staff (Witten, 2014, and this volume, Chapter 8). They are also worried that they
will, with dementia, ‘forget’ the truth of their hard-fought gender identities
(National LGB&T Partnership, 2012). This can cause some advocates to encour-
age trans* individuals to try and lock in their future self (with dementia) to their
gender identity in the present day, by the use of advance directives, etc. (e.g.
Prachniak, 2014). This can potentially create both ethical dilemmas and practical
problems.

The issue of identity, personhood and dementia has been, and continues to be,
the subject of considerable debate (O’Connor ef al., 2007). Part of that debate
involves whether and, if so, how, a core self endures with the general memory
loss and cognitive decline associated with dementia (Caddell and Clare, 2010),
and also the personality changes associated with particular kinds of dementia,
for example frontotemporal dementia (Alzheimer’s Society, 2013). Tied in with
this is the extent to which a person could or should make moral judgements
(Mendez et al., 2005) on behalf of a future self with dementia, when that future
self may be very different from the present one. Should, for example, a married
individual with a history of monogamy be able to insist that a still-married future
self with dementia not be allowed to be non-monogamous when in a care home
(Bauer et al., 2014)?

An extended version of this ethical issue relates to whether one could or
should choose the gender identity of a future self, particularly given that that
gender identity can be fluid. Not only can gender identity shift and change for
some trans* people across time, individuals who have identified as cisgender for
most of their lives may also seek to express greater gender fluidity which they
have previously suppressed. The practical problem is in relation to what it would
mean for a trans* person with dementia to have a gender identity imposed on
them (by their historical self) if they no longer wanted to identify with it. A
person-centred approach, we would suggest, would necessitate responding to the
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trans* person with dementia (or anyone who expresses gender fluidity) as they
identify at any given point in time, rather than forcing them to align with their
historical self/selves. This does, of course, throw up huge challenges for many
trans* people and their carers in relation to identity, and notions of a core gender
identity, for some, which dementia may undermine. The sensitive use of life
story work (McKeown ef al., 2010) can help to validate the life history of a
trans* person with dementia whilst also responding to their gender expression in
the moment, even if it is at variance with that history.

Conclusion

This chapter has considered the complexity of trans* identities and the implica-
tions for the care of trans* people with dementia. We have placed our discussion
in the context of the increased visibility and confidence of trans* populations in
the UK. We have identified some core good practice guidelines in working with
trans* people with dementia, focusing on the use of appropriate language, creat-
ing cultures of respect, delivering person-centred and affirmative care. There is a
need for comprehensive guidelines on good standards of care specifically in rela-
tion to trans* individuals with dementia, and for rigorous auditing of the extent
to which dementia care organisations comply with them. Such compliance is not
only an issue of good practice, but also of compliance with the law, particularly,
in the UK, the Gender Recognition Act 2004 and the Equality Act 2010.

There is a paucity of research on the experiences of trans* individuals
affected by dementia and on delivering services to such individuals (McGov-
ern, 2014). As a result, there is an urgent need to both include trans* indi-
viduals in mainstream dementia research and to conduct research which
specifically focuses on the experiences of trans* people. Research is also
urgently needed to understand how best to support individuals with dementia
who have gender identity issues, which may include people who have not pre-
viously identified as trans*.

The issue of advocacy is important for all older people who lack capacity,
and, for LGBT* people in particular, who are more likely to be marginalised
in dementia care. Advocacy is paramount for trans* people affected by
dementia, because of the unique combination of issues which affect them,
and their care, and which can raise particular rights issues. Yet, non-statutory
advocacy for people with dementia in general, never mind LGBT* people, is
thin on the ground. This raises the very real possibility that trans* indi-
viduals’ rights in dementia care contexts may not be upheld, when they lack
capacity and they do not have affirming social networks, and/or appointed
attorneys to represent them. Putting legal arrangements in place to ensure
people are there to speak on their behalf, in the way the trans* person would
wish, is of vital importance. At the same time, as the previous section has
demonstrated, a trans* person’s arrangements for their future should allow
flexibility for their future self to determine how they wish to identify and
present themselves.
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With a growing number of openly trans* individuals and a rapidly expanding
number of people choosing to transition, many more trans* people with, or
developing, dementia are likely to be presenting to dementia services. It is essen-
tial that dementia services and dementia care teams educate themselves about
trans* individuals affected by dementia. They should be ready to meet the needs
of trans* individuals with dementia before they are confronted with those needs,
rather than playing catch-up while trying to support the person and their friends/
family at the same time. Developing services which can respond to the complex-
ity, individuality and non-conformity of trans* lives will enhance those services,
not only in relation to trans* people with dementia, but also in terms of provid-
ing truly person-centred care. As the needs and concerns of trans* people
demonstrate, the only way to work in a person-centred manner is to meet the
individual on their own terms, responding to what is important to that person at
any given moment in time. Learning about meeting the needs of trans* people
with dementia will expand our wider understanding of providing individualised,
personalised, care for all.

Note

1 Transitioning is the process whereby people whose gender and biological sex do not
line up take steps to achieve greater alignment through how they identify and/or present
themselves. Some seek medical treatment to do so, some do not.
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10 Looking back whilst moving
forward

LGBT* carers’ perspectives

Elizabeth Price

Introduction

As we have noted elsewhere in the book, this volume represents a significant
step forward in the mapping and understanding of diverse experiences of demen-
tia. The book is, of course, timely, yet there is also a sense that a consideration
of the ideas, issues and very personal experiences presented here might reason-
ably be perceived as a somewhat tardy appearance in the context of the study of
dementia more broadly. Nonetheless, for many readers, I’m sure, this book will
be a first opportunity to situate the experience of dementia in LGBT* people’s
lives (and vice versa). For me, however, the book and, in particular, this chapter
also represents something of an ironic dénouement.

A number of years ago, as a social worker working with people diagnosed
with dementia, I had a chance conversation with a colleague who expressed
genuine surprise when I commented that the world of dementia appeared to have
a significant absence — LGBT* people’s experiences of the condition. His sur-
prise was centred on the notion that dementia does not discriminate, that a per-
son’s sexuality should have no bearing on their cognitive function nor their
subsequent experiences. His genuine question, ‘why is it different for them?’
pre-empted an exploratory journey that has spanned the past 15 years and which
has witnessed a growing, if long overdue, interest in person-centred approaches
to dementia in which an LGBT* perspective has a legitimate voice.

The work which was the outcome of my early explorations has been variously
published elsewhere (Price, 2005, 2006, 2008, 2010, 2011a, 2011b; Manthorpe
and Price, 2003, 2006) and, inevitably, the data on which the work is based is
demonstrating signs of increasing empirical age. Reading my colleagues’ work
for this volume, however, has very much persuaded me that, whilst our theoret-
ical perspective on LGBT* people’s experiences of dementia is developing
swiftly and our attempts to communicate the complexities of life as an LGBT*
person with dementia to those who are tasked with supporting them are increas-
ingly welcome, it would seem that applying the principles of genuinely person-
centred care for LGBT* people with dementia remains, at the very least,
profoundly challenging. In short, I wonder just how much, or indeed how little,
in the past decade, things have really changed. As such, I decided to return to my
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earlier work (which focused specifically on the experiences of gay and lesbian
carers who were supporting a person diagnosed with dementia) with a view to
consolidating the issues it raised and to perhaps invite a new consideration of the
experiences it reflects. This chapter represents, therefore, a range of chronologies
— theoretical, practical and personal.

The L, the G, the B and the T: creating inclusive spaces in
the study of dementia

One of the problems we have in exploring and understanding the experiences of
LGBT* carers is the fact that sexual/gender identity are often invisible facets of
the general caring project and experience. My own work purposefully focused
only on the experiences of lesbian women and gay men — the work omitted to
focus on the B and the T elements of the ubiquitous, and often uncritically
employed, sexualities and gender identities abbreviation. Given the power of
‘LGBT’ as a shorthand, catch all, abbreviation, this approach perhaps requires
some explanation (but not excuse), as it is undeniably out of vogue. My rationale
for this was, as I note above, entirely purposeful, because the ‘homogenising dis-
course’ (Westwood, 2015: 2) that can be the result of research which makes
claims of inclusivity can, ironically, marginalise and exclude, as Brotman et al.
(2002) suggested:

Research which claims to include bisexual and transgender populations
alongside gay and lesbian populations, is actually focussed entirely on the
latter groups. This reinforces the marginalized and invisible status of bisex-
ual and transgender people.

(p-2)

There is, of course, a more generalised neglect of the lived experiences of bisex-
ual and trans* people in the context of health and social care research and prac-
tice (it is not something peculiar to the experience of dementia). In studies of
ageing, for example, sexuality itself has only relatively recently received any
critical attention and, as I have outlined elsewhere, in the study of dementia in
particular, the lack of attention afforded to issues of sexuality perhaps reflects a
tendency ‘to relegate certain issues, which are often difficult and challenging, to
the margins of academic and professional discourses’ (Innes et al., 2004: 11).
Jones (2010) reflects on these omissions in the context of bisexual people’s
access to, and use of, health and social care, whilst Westwood et al. (2015) focus
on the same issue, but specifically from carers’ perspectives (for a more compre-
hensive overview of these omissions and the ways in which various authors have
addressed them, see Chapter 1, this volume).

At the inception of my work, I felt strongly that issues of bisexuality and
trans* identities should deserve distinct and separate attention. Indeed, as Tarynn
Witten’s and Chryssy Hunter, Jenny-Anne Bishop and Sue Westwood’s chapters
(Chapters 8 and 9, respectively) in this volume suggest, we are, only now,
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beginning to try to understand the experiences of trans* people in the context of
health and social care, and dementia in particular. Here again, there is still a very
limited literature that focuses specifically on the experiences of trans* people
who access health and social care services (see, for example, Fredriksen-Goldsen
et al., 2014; Hines, 2007). Nonetheless, the passage of time has thankfully begun
to afford new insights into (and questions around) the thorny issue of inclusivity
and, at last, bisexual and trans* people’s experiences are assuming a more
central and critically important aspect of health and social care research (as some
of the chapters in this book amply illustrate). At the time of pursuing my own
explorations, however, I felt that to artificially amalgamate the issues faced by
gay, lesbian, bisexual and trans* people would be both conceptually and meth-
odologically imprudent. It should be stressed that I remain to be convinced that a
more contemporary methodological consideration would necessarily generate a
different decision.

By way of further complication, of course, the grouping together of gay men
and lesbian women, assuming that a gay or lesbian identity ‘made these men and
women more similar than gender made them unique’ (Quam, 1993: 11) also
requires some justification.

Gay men and lesbians are more different from one another than they are
similar, both in their orientation and their gender.... Thus any attempt to
join them for the purpose of sociological research is both artificial and mis-
leading. Joining them under one umbrella of research on ‘homosexuals’ has
the effect of diluting our understanding of each and trivialising the experi-
ence of both.

(Wahler and Gabbay, 1997: 2)

I would argue, however, that whilst I am conscious of the risk of producing sim-
plistic or misleading conclusions, there are sufficient parallels, particularly with
regard to the perception of gay men and lesbians in the public consciousness
and, as I will demonstrate here, the subsuming nature of a diagnosis of dementia,
to permit a collective consideration of gay men and lesbians’ experiences in the
context of providing support for a person with dementia. For the respondents in
my work, commonality was generated through the experience of caring for a
person with dementia which, as I will outline in this chapter, became, for many,
an all-consuming and enveloping experience which cut across, and was reflected
through, a person’s sense of self and their identity, becoming, in the process, a
catalyst for critically reflexive opportunities and outcomes.

It should be said at the outset, of course, that providing support for a person
with dementia generates its own, very particular, commonality (whilst always
being mindful of the specificities of individual experience) that centres on the
collateral impact of the condition. Respondents left work, lost friends and a
social life and experienced increasing isolation. The physical and psychological
impacts of providing care also took their toll, as they would for anyone in this
situation. What I am keen to do here, however, is to focus, purposefully, on the
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specificities of providing care for a person with dementia as a gay or lesbian
person. Thus, the commonality is assumed (fully explicated elsewhere) whilst
the specificity requires, I would argue, more critical attention.

Ways and means

Recruitment for my original project was initially obtained through a contact
within the Alzheimer’s Society and, subsequently, snowballing techniques
accounted for the majority of other respondents via leaflet distribution, journal
articles, conference presentations and personal recommendation. All participants
were provided with project information outlining the aims and objectives of the
study and each person completed consent forms. Semi-structured interviews
were undertaken with participants in the style of a ‘guided conversation’ (Kvale,
1996), exploring a range of key themes focusing, specifically, on their experi-
ences of providing care for a person diagnosed with dementia.

Respondents ranged in age from 23 to 67. The majority were caring (or had
cared for) a parent who had a diagnosis of dementia. Only two people cared for
a partner with dementia, whilst two people cared for friends. Over half the
respondents were in partner relationships, some of these (8) were long term
(more than 20 years). Only two of the older (post 50) respondents lived without
a partner, a finding which is largely at odds with other research in this area,
which suggests that older gay and lesbian people are more likely than their
heterosexual counterparts to enter older age alone (see e.g. Cahill et al., 2000).
All interviews were recorded and transcribed verbatim and data analysis
developed common and contrary themes using a constant thematic comparative
method.

Families, friends and constructions of care

It is, of course, to the ‘family’, a uniquely privileged construct (McAlister et al.,
2014), that we customarily turn when seeking to understand the experience of
caring for a person with dementia. There is an implicit expectation that ‘family’
will be available to ‘care’ when a family member requires support. ‘Family’ is, of
course, a notion understood, for the most part, in the context of biology, not choice,
though it is often a spouse who will be the person to provide support for a person
with dementia, in whose absence adult children will take on the primary caring role
(Collins and Jones, 1998; Hirst, 2004). The nature of this care is profoundly gen-
dered, of course, the adult daughter being posited as the archetypal care giver
(Price, 2011a), a role referred to by Manthorpe (2003) as the ‘spinster model’, and,
by Hash (2001) as the ‘woman in the middle’ phenomenon. Care provided in and
through the family is also filtered through a heteronormative lens, the provision of
care embodying ‘a whole conglomerate of linked institutions’, including love,
gender, and reciprocity (Plummer, 1992) and, those caring relationships which sit
outside a normative heterosexual family model — those carers who transgress norm-
ative expectations of who should provide care and the nature of the care provided —
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can be seen to simultaneously transgress expectations of who should care and how
the role of ‘carer’ is most properly invoked and performed.

The interpersonal dynamics and relationships which constitute family practice
are often poorly scrutinised or explored in the context of the provision of care for
people with dementia. Rather, the ‘family’ simply has a presumed status and role to
play. The minutiae of family relationships and family practices can, thus, become
inadvertently marginalised, the result being the fact that individuals in the family
are unproblematically re-cast as ‘carers’ or ‘family carers’ (Price and Walker, 2015)
losing, in the process, critical facets of relationships that generate, constitute and
maintain inter-family dynamics. Through various incarnations of community care
policy in particular, family relationships have been formalised through the dual pro-
cesses of policy guidance and legislative initiative which have obscured the particu-
larities of family relationships in favour of the amorphous, and, legislatively useful,
notion of ‘family’ which, by default, generates, operates and perpetuates heter-
onorms (the heterosexual ideas and values which guide and inform social, familial,
cultural and political etc. beliefs and practices) — one of the reasons, I would argue,
why LGBT* people are effectively invisible in the context of family ‘care’.

The semantic shift, from ‘family’ member to ‘carer’ is, thus, particularly
significant in the context of LGBT* people as, whilst it recognises the important
role family members might play in supporting a person with dementia, it can
also obscure the ways in which this semantic recasting might impact upon, and
reflect, people’s relationships and experiences. The family, as noted earlier, is,
for many, a presumed generative institution where close and loving relationships
are customarily enacted. For some LGBT* people, however, the family cannot
be an uncritically assumed generative space, due, in no small part, to the ways in
which issues around sexuality and gender identity might have impacted on
family dynamics. This was certainly the case for many of the people who shared
their stories with me. For Dawn and Lyn, who both found themselves caring for
a mother with dementia, it was their relationship with sisters (similarly expected
to ‘care’) which they reflected upon:

DAWN: There’s a long history, I’ve had a huge long relationship with my
sister about my sexuality. I know she still feels it would be better if I
was heterosexual. In her heart she still thinks it’s a bit sad...

(Price, 2011a: 1295)

LYN: [my sister is an] Evangelical Christian, so has struggled massively
with my sexuality ... has kind of campaigned ... thinks I should rot in
hell really. She reads the Daily Mail and I did not need to hear anything
she had to say to me. That was my point with it. You know, I’d
explored it [sexuality] with the rest of my family and that felt very
important to do, so normally I would do up front on the table, let’s look
at it. With my sister, I thought I just could not see anything useful in
that. I knew what she thought.

(Price, 2011a: 1295)
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For these two women in particular, caring provided not only a contested rela-
tionship space, but also an ironically generative one. This generativity, for
many of the respondents in my work, often centred upon the form and quality
of people’s relationships both pre- and post caregiving. For Dawn, the renego-
tiation and re-evaluation of her relationship with her sister was an unexpected
benefit of her caregiving experience and, despite her complex pre-caregiving
relationship she noted,

DAWN: ...the only thing positive was that we [sister and brother-in-law]
formed such friendships over it and we had such a brilliant time
together, surviving it.

(Price, 2011a: 1295)

Dawn also reflected upon her relationship with her mother and focused on the
ways in which the experience of dementia had shifted her understanding of
her mother’s reluctance to come to terms with the fact that Dawn was a
lesbian.

DAWN: I didn’t love her, I never loved her ... but I became very compas-
sionate and fond of her as a dementing woman because she changed so
much and became really sweet. This is bizarre isn’t it, and me and my
sister would arrive and we’d gird our loins, you know, and we’d be
going to do this and do this and she’d say ‘Oh, darlings, oh lovie’ and
we’d be like “Who’s she talking to?” And it took us ages to realise that
this was the changed woman.... And for me, my experience of mum
and her dementia was actually a lovely time to ... not resolve issues
because I could never say, ‘Mum, why are you such a bitch?’... But I
sorted it out with myself.

(Price, 2011a: 1296)

For Lyn too, the nature of relationships began to shift as the realities of her
mother’s dementia became increasingly apparent. Despite their apparent differ-
ences, Lyn suggested that her mother’s illness, and the necessity to work along-
side her sister to help provide care, provided a range of possibilities for
rethinking the relationship she and her sister shared:

LYN: So interestingly, the point at which mum went into hospital ... was the
point at which we [she and her sister] started doing much better
together.... Cos I was doing the sleep deprivation and falling apart
thing and she was, she was very supportive actually, and I remember
coming away thinking how strange, that something as awful as that
should bring us to a place where, you know, it, I mean, it felt like it
kind of cut through.

(Price, 2011a: 1299)
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Family relationships, then, and their inherent challenges and opportunities as a
lesbian or gay person, are the starting point for this analysis of the journey
through care. Long before dementia became an issue, relationships were
sometimes strained and, occasionally, fractured by and around issues of sexual-
ity and, whilst sexuality was not the prime mediator in caring relationships at
this point, as dementia began to assume a more central position in daily life, peo-
ple’s lives began the subtle shift into the realities of supporting a person with
cognitive loss.

The journey to diagnosis

The journey through dementia starts, for many people, with the act, or at least the
process, of diagnosis — the starting point for a journey into ‘the kingdom of
the sick’ (Sontag, 2001). For a person with dementia, in particular, diagnosis can
be a critical point, which constitutes ‘a salient juncture between illness and
disease, patient and doctor, complaint and explanation’ (Jutel, 2009: 278). Of
course, the diagnostic journey can be long, as the onset of cognitive difficulty
can be insidious, yet fraught with a developing sense that there is, most certainly,
‘something wrong’. For many of the respondents who shared their stories of care
with me, it was at the point of diagnosis where issues of sexuality began to shape
the nature of the illness journey. These issues overlaid people’s, largely, neg-
ative, experiences of diagnosis, the ‘diagnostic moment’ (Jutel, 2009) constitut-
ing an uncomfortable and unpredictable shift in time, but always marking a
critical point in the illness journey. Quotations without reference are from my
original data and have not been previously published elsewhere.

Anna, whose partner was diagnosed with dementia, related her experience of
diagnosis:

I think the whole thing wasn’t handled well at that point. Not especially
because we were a gay couple ... but it was like, [consultant] didn’t just say,
well, you know, are you ok? Do you want to come back next week and talk
about this? This must be a shock, are you ok? How are you getting home?
Nothing like that, it was “Well, that’s [dementia] what I think it is’ and half
an hour later, we were outside and I was thinking ... ‘oh!’

For all respondents, it was in the assimilation and response to the diagnosis of
dementia that sexuality began to emerge as a resonant theme. For many, it came to
constitute a critical component of their understandings and experiences of demen-
tia, as they negotiated both the condition and others’ responses to their lifestyles.

For many people, the diagnosis of dementia (for a parent, in particular) added
a further layer of complexity to the ways in which previously difficult relation-
ships were married with the challenges of managing cognitive loss. The person
with dementia, for example, might forget the fact that their son or daughter was
gay or lesbian. People then were required to decide whether or not to engage in a
ceaseless revelation of their sexuality.



Downloaded by [National Library of the Philippines] at 23:15 01 November 2017

Looking back whilst moving forward 145

TOM: It’s [being gay] not in the forefront of experience, so I don’t think he
[dad] knows. So, if I went over today and mentioned Carl, my partner, I’d
... it would be news to him.... And it would be news again tomorrow and
the day after ... so, it was one of those situations where, erm, I think we
also decided, an unspoken decision, that it would cause, to keep bringing
this into the situation would cause more strife than it was worth really.

In response, Tom decided it was better to effectively go back into a closet he had
come out of many years earlier in his relationship with his father, negating and,
arguably, invalidating his original coming out experiences.

Stereotypes and sensibilities

As the implications of diagnosis began to assert themselves, the specific
dynamics of sexuality within family structures began to emerge as a critical
theme in people’s narratives. The trio of interpersonal dynamics, referred to by
Plummer (1992) above, began to impact in very specific ways. For the women,
gendered expectations were married with a lesbian specific pressure to care
which was generated from stereotypical notions of lesbian women’s lives. As
women, they were mindful of gendered expectations, but these were exacerbated
by biological families’ heteronormative perceptions. They were, thus, simply
available (without the heteronormative trappings of ‘families’ of their own) to
care. As such, lesbian women were simply expected to ‘get on with it’. One
woman said that, as a single, lesbian woman with no children, she was presumed
to have no other more pressing responsibilities. She was, therefore, simply
‘available’ and expected to provide care — an example, perhaps, of the ways in
which a lack of heteronormative signifiers allows for a blanket negation of
lesbian women'’s lifestyles and commitments.

DAWN: Oh yes, oh yes, we should be there. We should give up our lives and
move into the village [to care for mother], you know, oh it was awful.
(Price 2011a: 1294)

CATH: I think we lesbian women pick up the pieces and clear up the crap —
to put not too fine a point on it!
(Price 2011a: 1294)

It was, ironically, one of the male respondents who, perhaps best, summed up
this perspective. Joe, and his partner, Ewan, cared for a friend, Violet. Violet had
been a neighbour whom Joe had become firm friends with and, when Violet’s
difficulties meant she could no longer manage in her own home, Joe and Ewan
had welcomed her into theirs.

JOE: I think maybe for lesbians, there’s like stereotypes of, like, being a
spinster and, you know, like all those kind of horrible stereotypes. And
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so, it might be like, if you’re not ‘the marrying kind’ if you’re a spinster
type, then maybe you will look after your parents because you’ve got
nothing better to do. You’re not going to marry ... you know.

Stereotype was a resonant theme for Joe; one which had a great bearing on his
own experience. He reflected on the ways in which service providers used
stereotypes to underpin their attitudes and approaches:

JOE: I think just generally their attitude would be that they would, the
stereotype of, of gay men being quite kind of erm ... passive and
accepting and nice.... You know, I think. And being accommodating
and being like.... Err... a bit funny and not rocking the boat, not
causing trouble. I think that social workers would tend to think that
we’d be more flexible cos we’ve not got kids, we’d be more flexible
’cos we can be. We’d be more flexible because, err, because we don’t
have to kind of ... it’s like we haven’t got anything better to do, you
know. And because we’re, like, fun, we’re fun, gay guys, we’re like, all
that kind of fun side of it and sometimes it would work for you, because
you’d be chatting to the social worker who would take your call
because they’d know you’d be like nice and everything. But then, other
times, if you were expecting a visit from somebody or whatever, they’d
quite happily phone you up and say ‘Oh, we can’t come today’ because
they’d know, as a kind of gay man who’s a little bit camp, a little bit
daft, a little bit accommodating, a little bit fun and all those kind of
stereotypes, they’d see that in me and think, right, he’ll be alright about
it. Joe’s always alright about everything. Whereas, if it was like a
heterosexual bloke, like the stereotypes for that would be like not flex-
ible, not this, not that. They would phone me and cancel, rather than
phone them and cancel. They’d let me down before they’d let them
down, because they know that I would, I wouldn’t be complaining as
quick as somebody else, I would take more on and I think they just took
advantage of that. ..

Joe’s understanding of the ways in which stereotypes operated on multiple levels
was evident in his experiences of ‘mundane heterosexism’ (Peel, 2001) which he
encountered on a regular basis when caring for Violet. He reported, for example,
that service providers would refer to Ewan as Joe’s ‘special friend” and made
erroneous assumptions about their lives together:

JOE: We were talking [with a care provider]about getting Violet dressed and
everything ... and I was saying Yeah, ’cos we bought all Violet’s
clothes, so we kind of erm, and, in a way, we made sure she was fantas-
tic, you know what I mean, she wasn’t just like, you know a lot of
people who are like cared for, they just wear easy to wear clothes with
elasticated things and t-shirts and stuff, but we liked, because Violet
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always did look fantastic, so we tried to keep that up as much as we
could. And so, when we’d be talking to people about what we’d do with
her clothes and we’d kind of, you know, we’d go to certain shops to
buy them and try and keep the standards as high as possible. And some-
body said to us ‘So, when you’re getting her dressed then, do you love
it? So, do you sometimes think, hey, I could wear that and I could put
that on?” And I’m just like, ‘No, no we don’t think like that actually!’

Expectations of, and to, care were a common theme for men as well as women;
perhaps less explicitly gendered, but clearly filtered through the lens of sexual-
ity. Indeed, it was the men’s experiences, in particular, which brought me to
explore the notion of a gay sensibility (wherein gay and lesbian sexuality brings
a particular understanding and articulation of care to the caring encounter). Of
course, this is not to suggest that the experience of providing care (especially in
the middle years of life) is a specially gay/lesbian specific experience, rather
that, for gay men, in particular, there is, at least in the public consciousness, a
critical, presumed, link between sexuality and the caring role.

ANDREW: [’ve nursed friends who have died in my arms of AIDS and that’s
not been easy. I’ve had to care for them, wipe their arses, put them to
bed, fit intravenous drips into their arms. I’ve had to do that and that’s
impacted on my life. I cared for my mother who had dementia, who, for
years, supported me as a gay man and I had to nurse her as a child until
she died ... I could only do those things because 1 am a gay man and
being gay has informed the care I give. I would be arrogant enough to
say it’s ensured that the quality of care that I give is the best. I don’t
know whether people who haven’t had that experience of oppression,
of having to fight ... know, really, how to fight for someone else ... and
when you’ve got vulnerable people who rely upon you to look after
them, it makes you strong too and it makes you feel you can take on the
world. Because you have to, because, if you don’t, nobody else will.

As dementia becomes a critical mediator of everyday life, the fight to which
Andrew refers often moves into the public arena. Previously private matters are
inadvertently (and often very reluctantly) cast into the public gaze, as support
and care provision in the home becomes a feature of daily life.

Private issues and public responses

It was often at the point at which formal service providers came into the picture
that issues of sexuality were most explicitly framed in the experience of caring
for a person with dementia. As private worlds were thrust into the public spot-
light, it became necessary to carefully manage the flow of information into and
out of people’s houses. This shift in the visibility of the caring relationship also
entailed the necessity to make critical choices about information sharing. The
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principle issue here was the decision as to whether or not to come out to service
providers. Many people demonstrated profound anxieties in this context, being
uncertain as to how sexuality might shape relationships with professional care
providers.

People’s coming out strategies were, thus, shaped and mediated by three
interlinked factors: first, their concrete experiences of heterosexist and homo-
phobic reactions, second, their perceived feelings of discrimination and lastly,
their anticipation of that discrimination. These three factors tempered their will-
ingness to make explicit their sexuality to service providers which, in turn, gen-
erated a variety of implications for their caring experiences.

JOE: When the services started to get involved, their expectations of me and
my partner, Ewan, as two gay men was kind of strange.... They kind
of, their expectations of what we, what we would be like and what we
would do ... and it’s like, do they understand? Will they understand?
Like, will these people who are coming, will they really understand,
erm, about mine and Ewan’s situation? Because a lot of them, well, all
of them really, I mean, they only have like a kind of heterosexual model
to follow.

(Price, 2010: 163)

The management of service providers’ knowledge of, and responses to, respond-
ents’ sexuality was managed in a variety of ways. Some people felt it necessary
to come out in order to make their sexuality and/or relationship status explicit in
order to avoid misunderstanding and misinterpretation, whilst others felt coming
out unnecessary, as they perceived their sexuality as obvious, requiring no need
for revelation or explanation. Other people decided not to come out to service
providers for fear of possible negative responses (Price, 2010), whilst some were
‘outed’ by the person they were caring for, ‘outed’, in effect, by dementia.
Cath’s aunt, who lived in a residential home, for example, would often ask about
Cath and her partner’s relationship:

CATH: ‘Oh, that’s right, how long have you two been together?’ I’d have to
answer in a very loud voice, because she was deaf.... And I'm like oh,
God, shut up, you know.... And I could see out of the corner of my eye
the whole staff turns round. ..

(Price, 2010: 166)

A model developed by Hitchcock and Wilson (1992), in their own study of the
disclosure behaviour of lesbian women to health service providers, proved to be
a useful framework for understanding disclosure in the context of providing care
for a person with dementia. Disclosures were very much ‘situation-contingent’
(Fish, 2006: 129) and people employed a range of strategies and control mecha-
nisms that cut across the parameters of the model outlined here as circumstances
dictated. Active disclosure (a purposeful act of telling) was often employed as a
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purposeful strategy to offset potential misunderstanding in service provider rela-
tionships, where it was important for people coming into a person’s home to
understand the nature of the relationships within it. Passive disclosure, by con-
trast, involved no explicit revelation, but a person’s sexual identity was implic-
itly suggested by way of clues provided that related to their sexuality. The third
strategy was that of active non-disclosure — passing as heterosexual and choos-
ing not to challenge incorrect assumptions that were made about sexuality and,
finally, passive non-disclosure, wherein the service user purposefully concealed
aspects of their sexuality or actively avoided questions related to sexuality. Each
strategy came with associated risks, as responses to disclosure (or non-
disclosure) were not predictable and had the potential to add additional difficulty
to already trying circumstances.
Keith’s strategy, though, was uncompromising.

KEITH: I’m a bit stroppy about it now, so, when people come in, I make a
point of ... I do quite often just say, ‘I’'m gay and I live with my
partner’. I tell everyone now. The person that I have who comes in on a
Monday afternoon ... and when the manager came, I made a point of
telling her that I was gay and that I lived with my partner, because
people were going to be coming into the house, so stupid not to.

(Price, 2010: 163)

Overtly negative responses to people’s disclosures were rare, though the possib-
ility of receiving a negative response was, of necessity, actively managed, again
adding an element of additional difficulty to already strained circumstances.
Luke’s experience of accessing support from the Alzheimer’s Society is,
perhaps, indicative of this. For Luke, silence provided perceived safety, but at a
considerable cost.

LUKE: It’s very ... I was very much appreciative of the support that I got at
the time.... The things you see and sort of go through with different
people on these things, and I met such wonderful people on this Alzhe-
imer’s group thing.

Liz: Did you come out to them [others in the support group] at all?

LUKE: No, no and there was no gay people there, but it didn’t need to be
that really, because everyone was in the same boat. ..

Liz: Did you think that the whole kind of caring aspect kind of negated any
sexuality issues? Was it, you know, that everyone was there because
they were caring for somebody and really it didn’t matter whether
you’re gay ... straight...

LUKE: Well, except that as things went on, I think there was a feeling
amongst the older, straight people, that being gay wasn’t a good thing
to be. The general feeling when we went to the meetings later, very
much later on, in the proceedings, that you know, to be gay wasn’t
a good thing to be and that everyone should be straight. So it wasn’t a
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very good thing and that put me off ... I just let it slide ... I just fell in
with everybody else and what they were talking about, I didn’t, I gave
nothing away about myself at all. I just said I was looking after my
mother and it was very hard. They said, they asked me how she was
and all, they had no idea I was gay at all...

LiZ: I guess in those groups you could never talk about [partner] and your
relationship with him...

LUKE: No, no I couldn’t.

(Price, 2010: 164)

Home from home?

As dementia gradually became the dominant feature in people’s lives, choices
about long-term care sometimes had to be made. For many people this involved
moving the person they cared for into residential or nursing facilities where,
again, choices about disclosure and the fear of homophobia became pressing
issues for many people. It was Roger Newman who was, perhaps, the first to
illuminate the nature of this experience as a gay man. His story of navigating
dementia care services pre civil partnership, equal marriage and the anti-
oppressive legislation we can now rely on for at least some degree of public pro-
tection, is, perhaps, the most telling and poignant explication of the fact that the
experience of caring for a person with dementia is very particular for gay and
lesbian people (Newman, 2010; Newman and Price, 2012; see also Roger New-
man’s chapter in this volume, Chapter 13). In addition to the already difficult
decisions associated with finding, accessing and affording good residential care,
gay and lesbian carers had to assess the LGBT* ‘friendliness’ of care providers
and then, once the person they were caring for had moved into care, they were
required to purposefully navigate increased visibility and, sometimes daily, dis-
closure (voluntary and otherwise), all issues which became additional stress
factors for many people.

Even at the end of life, the specificities of caring as a lesbian or gay person
were highlighted in the experiences of the people who shared their stories with
me. As ever, each new encounter required a renegotiation and presentation of
identity and relationship. Here again, Joe’s experience was typical:

JOE: We’d built up relationships with, you know, all different people,
because, over time, they’d got to know who we were in Violet’s life
and so we didn’t have the same name or whatever, but they knew that
we were like, you know, whatever, ‘Legitimate Carers’. All that
changed after she died ’cos we were meeting new people and they were
saying ‘Why are you doing this? What are you doing this for?” And, in
that world, people don’t, there’s no understanding of like gay relation-
ships at all, none, none at all. You know, people didn’t, people, whereas
the social workers over time would know that Ewan was my partner
and they’d call him my partner and they’d have an understanding of
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what that was, if it was like somebody like the coroner or the coroner’s
office, or something, if I rang about Violet one day and then Ewan
might phone the next day, ’cos of what, she had to have an autopsy on
her body and I might have rang up one day to see how things were
going and then Ewan would phone the next day, and they’d say ‘Well,
who are you then?” and “What’s?” you know, ‘What’s your relationship
to Violet and what’s your relationship to Joe, ’cos we’ve got him down
as Joe Grant?’ and you’re like, you know, and they just didn’t know,
they just don’t know and you just think God, why don’t you just know!

An ending

For Joe, and the other people involved in my original study, the journey through
dementia did not (and does not) end when one’s active caring role is completed
— the journey has no definitive ending and the impact and implications of caring,
or having cared for, a person with dementia can be life changing and ongoing.
The journey starts with the first rumblings of cognitive unease, through the mael-
strom of diagnosis and accessing support and on into the shifts and changes, the
negotiations and implications, associated with a condition such as dementia. For
the people involved in my small study, this is a journey suffused with and over-
laid by issues of sexuality in ways in which, at the outset, I could not have
anticipated.

The initial absences I noted are, I would conclude and reiterate, related to het-
erosexuality’s hegemonic control of everyday life, which continues to be ‘an
invisible package of unearned assets that can be cashed in daily’ (Fish, 2006:
12). As such, the absence of gay and lesbian sexualities in the context of demen-
tia is, perhaps, simply a reflection of its omission and invalidation in many other
facets of daily life. Gay and lesbian people have, thus, historically been impelled
to live opaque lives in politically legislated and personally safety conscious
‘privacy’ and, for them, the onset of dementia in later life may be a minefield of
‘outings’, particularly for carers who advocate for partners or friends who may
lack the capacity to do so for themselves. Even for those people who are confi-
dently ‘out’ in a range of contexts, the various crises that accompany dementia
and the ensuing need for outside support mean that previously private living
arrangements and relationships can be suddenly forced into the public domain
and opened to, sometimes harsh and unwelcome, public scrutiny.

It is, however, in the more intimate space of the ‘family’ that the journey into
care is most firmly situated. It is the ‘family’, despite the difficulties associated with
its conceptualisation and operationalisation that critically shapes the experience of
providing care in complex and sometimes contradictory ways. Thus, an effective
understanding and appreciation of the context within which care is given to family
members, particularly parents, who may have had a difficult relationship with their
gay or lesbian child because of their inability or unwillingness to accept their sexu-
ality, is central to the provision of care in this context. Paradoxically, perhaps,
dementia, and the nature of care people required, also presented opportunities to
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re-visit and re-evaluate previously difficult and damaging relationships with family
members and, for some, the caring process provided a catalyst for healing relation-
ships and perceiving other family members anew.

In short, the issue of sexuality has proved to be a resonant thread that may be
seen to weave in varying breadths and depths by and through gay and lesbian
people’s caring experiences. It has suffused, permeated and, in some cases,
saturated the dementia journey in ways which are both predictable and genuinely
surprising — from diagnosis to death. So, it is with some regret and a fond back-
ward glance that I now leave the final words of my exploration into gay and
lesbian carers’ experiences with Andrew, a gay man who so lovingly cared for
his partner. In response to my question, why is it different for them?, he stated:
‘We have a culture of our own, we have a language of our own, we have a
history of our own and we share a struggle which other people may not under-
stand.” In one sentence, Andrew succinctly addressed my central question,
effectively ending my original study, but allowing me to commence a much
longer intellectual journey of my own. As such, I remain very grateful to those
people who were brave enough to share their experiences with me. For the many
other LGBT* people who make the similar (but never the same) journey through
their own experiences of dementia, I sincerely hope the small body of work
which has been the outcome of my original question might be of some value.
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11 One-day training courses on
LGBT* awareness — are they the
answer?

Sue Westwood and Sally Knocker

Introduction

There is a growing awareness of older lesbian, gay, bisexual and trans* (LGBT*)
individuals’ concerns about needing to use formal health and social care provi-
sion in later life (Cook-Daniels, 2006; Concannon, 2009; Ward et al., 2011). For
many individuals, loss of cognitive capacity associated with dementia, increased
dependency upon others, and exposure to prejudice and discrimination are par-
ticular worries (Guasp, 2011; Bailey, 2012). Activists working with and/or on
behalf of older LGBT* individuals (Adelman et al., 2006; Knocker et al., 2012;
Meyer and Johnston, 2014) have recently begun to promote more ‘LGBT*
friendly’ health and social care provision (including for individuals with demen-
tia) via the delivery of one-off training sessions to public, private and voluntary
sector organisations (Rogers et al., 2013; Erdley et al., 2013). At the heart of this
training is the liberal hope (Harding and Peel, 2007) that raising awareness, and
increasing LGBT* “cultural competence’ (Gendron ef al., 2013) among staff will
lead to an improvement in the care experiences of older LGBT* individuals.

In this chapter, we explore both the possibilities and the potential limitations
of training, particularly one-day training, as a tool to promote best practice
among those providing services to LGBT* individuals living with dementia. We
have both (Sue Westwood (SW) and Sally Knocker (SK)) delivered training on
dementia and best practice in working with older LGBT* individuals, and will
share our experiences of doing so in this chapter. We consider what can be
achieved in a one-day training (sensitisation to, and awareness of, some of the
basic issues affecting LGBT* individuals with dementia). We also consider what
cannot be achieved in a day (wider organisational change, care cultures,
entrenched attitudes, and the attitudes and behaviours of other service users,
their families and friends). We suggest that there are real dangers that short train-
ing courses become tokenistic and ineffective, particularly when they address
only knowledge and competencies rather than developing genuine empathy and
emotional intelligence among staff. One-day training might even be counter-
productive, in that it could enable an organisation to tick the ‘LGBT* training’
box and move on, rather than address more complex, systemic issues which
might act as barriers to good practice. We discuss how deeper cultural changes



Downloaded by [National Library of the Philippines] at 23:15 01 November 2017

156 S. Westwood and S. Knocker

within organisations, with a focus on inspired leadership and with training initi-
atives as only a part of the jigsaw of change, offer the real route to supporting
LGBT* people to feel safe, respected, cared about, and able to be themselves in
dementia care spaces. We propose that training supported by ongoing consul-
tancy, located in a statutory requirement, embedded by commissioners of ser-
vices, is the only way that real and lasting improvements can be achieved.

‘Older LGBT*’/‘'LGBT* & dementia’ training: content

There is at present very little LGBT*-specific training relating to dementia care.
Instead, there is more often generic ‘older LGBT*’ training for health and social
care staff working with older people, many of whom will be affected by a form
of dementia, especially those living in residential care and nursing homes. In the
UK, there is an under-prioritisation of equality and diversity training in general
and (older) LGBT* training in particular (Monro, 2010; Monro and Richardson,
2011). A survey conducted by the CSCI (2008) found that, although 94 per cent
of social care providers reported implementing equality and diversity initiatives,
only 9 per cent of providers gave any examples of equality work relating to
‘sexual orientation’. We are only aware of LGBT*-specific training being
delivered in the UK, USA, Canada and Australia, by a small handful of agencies
and/or independent trainers.' Apart from in the USA, where SAGE (the national
organisation representing older LGBT* individuals)* has a training programme
which it is rolling out nationally, the training content and style is determined by
each agency or trainer. Training can include all, or some, of the following: regu-
latory context (e.g. equality and diversity, human rights, and care provision regu-
lations relating to providing services to older LGBT* individuals); outline of
LGBT* history; introduction to older LGBT* fears and concerns about health
and social care provision; stories from older LGBT* individuals themselves,
either as co-trainers, or via DVDs, audio recordings and/or written extracts;
small and large group discussions and/or role play of scenarios trainees might
encounter and how to deal with them; disclosure by trainer(s) of personal experi-
ences. Some training is delivered to managers, some to non-managerial staff,
some to both. Some training is delivered for free, but, more often, there is a
charge. Training is usually delivered as a ‘one-off”, that is trainers come into an
organisation once, deliver the training to staff, and then do not return again.
Some dementia-specific elements of the training might relate to the impact of
disinhibition on an individual’s ability to filter what they say or do (and so risk
exposure for those who wish to conceal their sexuality/gender identity) or how
early memories of prejudice and discrimination, and associated fears, might re-
surface. When looking at the work of Tom Kitwood (1997) on the importance of
psychological needs being met in people living with dementia, there are particu-
larly significant aspects to consider in relation to LGBT* individuals. It can be
particularly important for marginalised individuals who have been socially
excluded to experience psychological safety — and, arguably, this might become
more important as our cognitive abilities are failing. Training should, therefore,
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focus on the emotional as well as physical aspects of safety and on mitigating
the potential fear and isolation experienced by LGBT* individuals in dementia
care contexts.

It is important to not only provide specialist training, but also to integrate
LGBT* perspectives within all dementia training. Dementia Care Matters,’
the organisation SK works for, for example, includes a one-day session on
‘Sexuality, Intimacy and Relationships’ as part of a one-year course on
culture change in dementia care. LGBT* issues are integrated within this one
day as well as within other training days, for example when referring to fam-
ilies and friends of people living with dementia ensuring that this might
include same-gender partners and ‘families of friends’ (Roseneil, 2004).
When looking at issues of privacy, confidentiality and dignity, there can also
be important discussions about supporting trans individuals whose bodies
may not conform to their gender identity and presentation which can have
implications should they need personal care. One powerful story on a training
course was of a man who was behaving in a very angry and distressed way to
care workers when he moved into a care home. This, as is so often the case,
was assumed to be a ‘symptom’ of his dementia, When his wife came in to
talk to the manager, she explained that for many years her husband had
dressed in women’s clothes whilst he was at home, which was something that
she had accepted and supported. The care home staff team were then able to
support this man to continue to do this, and, unsurprisingly, his angry and dis-
tressed behaviour disappeared. In a training context, there might be facilitated
discussions about how care workers feel about this example and how they
might respond to the reactions of other people living in or visiting the
care home.

What is achievable in a day?

One-off, standalone one-day (or even sometimes a half-day) training in this
context can achieve a number of things: increase awareness; promote sensitisa-
tion to relevant issues; encourage reflective practice; open up a dialogue, and
offer a language and framework for discussing older LGBT* issues and care
practices and increase knowledge of local and national agencies with expertise
in older LGBT* issues. However, empirical research on the outcome of such
training is sparse and tends to report only on outcomes at the end of the training
day, rather than over longer periods of time (Porter and Krinsky, 2014).

Increasing awareness is very important. One of the most common observa-
tions of trainers working with health and social care staff on older LGBT* issues
is that staff will question the need for such training, often observing ‘we treat
everyone the same’ (Knocker, 2006: 39). Exploring this during the training
session can help staff to understand that achieving equal outcomes in care provi-
sion often means treating people differently, according to their individual lives,
identities and care needs. We have often found telling the (imagined) ‘coffee’
story useful here:
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On a training course, lunch is served, but there are no drinks. After lunch,
when the group has reconvened, the trainer asks “Would everyone like a
drink?” Everyone responds enthusiastically. The trainer then says that there
are mugs of hot coffee with milk available for everyone. Someone says she
does not take milk in her coffee. Someone says he does not drink coffee.
Another person says she does not drink hot drinks. Sorry, says the trainer,
we treat everyone the same, and so, we serve the same drink to everyone.
(Unidentified source)

This very simple imagined scenario can help staff to understand how a ‘same-
ness’ approach to equality (i.e. treating everyone the same) does not always lead
to equality of outcome (i.e. everyone getting an equally good outcome).

Another simple exercise which invites people to put themselves in the shoes
of LGBT* individuals is to ask people to talk in pairs about a person who is very
important to them without mentioning their gender at all. They cannot say ‘he’
or ‘she’ or use their name or anything which gives away their gender. Reflec-
tions after this exercise reveal how hard it is to talk about someone without
alluding to their gender. The trainer is then able to make the point that the reality
for many individuals in same-sex relationships is that they constantly have to
censor their communications when talking about a partner, in particular, if they
are not confident about the attitude of the person with whom they are in
conversation.

One of the key aims of training is to encourage workers to think about things
from a different perspective or put themselves in the shoes of other people. Staff
who do not identify as LGBT* themselves may simply not appreciate that
LGBT* individuals perceive and experience care differently, and that this is
informed by historical and more recent experiences of marginalisation and dis-
crimination, including in health and social care provision (McNeil ef al., 2012;
River and Ward, 2012). Being given insights into (older) LGBT* individuals’
lives can be extremely illuminating. In fact, we have both observed that this can
be the time those staff members who have been sitting back in their chairs with
their arms folded, lean forward, unfolding their arms. The story of Jo, whose
girlfriend was knifed and murdered in a homophobic street attack in a film pro-
duced by Opening Doors London,* for example, always has a very powerful
impact on people’s realisation of the fear and hatred many LGBT* people
experienced. Similarly the story of KrysAnn, (a trans woman dying without her
biological family, who rejected her after she transitioned in later life) in the film
GenSilent,’ can also sensitise trainees to issues they had not previously con-
sidered. However, there can also be dangers of ‘limiting classroom teaching to
examples of outrageous and extreme forms of homophobic incidents’ (Barnett,
2013: 51), as this can make it easier for workers to separate themselves from
these and not acknowledge the many smaller ways in which society at large can
exclude people who identify as LGBT*.

One-off training can also open up a dialogue, and offer a language and frame-
work for, discussing LGBT* issues and care practices. Some trainees do not
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know what the ‘LGBT*’ abbreviation stands for, and some may have never used
the words ‘lesbian’, ‘gay’, ‘bisexual’ and/or trans*, transgender and transsexual.
Some do not even know what they mean. One training manual actually encour-
ages people to say the words together in class.® But more than just giving people
the words, it also gives people permission to use those words in professional
contexts.

There have been some interesting occurrences of personal sharing within
these training days which have had some very positive outcomes for the whole
group’s learning. There are nearly always staff members in the group who
identify as LGBT* themselves or have relatives or friends who do. For example,
on one course, run by SK, a mother talked about her own experience of strug-
gling with her son coming out to her and then realising how much she loved him
and how they subsequently became much closer. Some trainers invite older
LGBT* individuals to share during a training event. However, it is important
that the trainer creates a sufficiently safe environment for people to be able to
feel open to share, which is not always possible when some very negative opin-
ions are being voiced. It can also put a certain pressure on that individual to
‘represent’ the voice of all LGBT* people when, inevitably, all that they are
sharing is their own unique story.

One-off training can also encourage reflective practice and provide workers
with information about specialist providers who can offer advice and support, and
this can lead to post-training advantages, as is highlighted by this UK trainer:

We had a social worker who called us after an awareness-raising training
who said ‘I’m working with an older man and I believe he’s gay. I’ve no
idea how to approach it with him, I think he’s so isolated and lonely, he
would almost certainly benefit from your project, how do I raise it with him?
I don’t just want to say “excuse me, sir, are you gay?” and scare the hell out
of him.” So we said if you get six or seven leaflets for different services you
know, put in like one for the women’s Bengali group. He’s not a Bengali
woman. So if there’s six or seven leaflets, ‘that’s not for me’, ‘that’s not for
me’, this is the toenail cutting service, this is the befriending scheme, this is
for older lesbian and gay people, this is for Bengali ... and just leave it with
him. And, do you know what? She called back a few days later. It worked.
He’s going to give [us] a call. He was really excited. He was excited that he
was presented with such an option and that such an option existed.

(UK trainer, unpublished data from SW’s PhD thesis, Westwood, 2015)

We can see here how training can help professionals recognise older LGBT*
individuals’ needs and identify the most appropriate strategy for offering support
to address those needs, with external support if required. However, not all train-
ing, and trainers, offer this follow-up service.

So, to summarise, one-off training can increase awareness, promote greater
sensitivity and encourage more informed, reflective and responsive practice. We
shall now address what it is not possible to achieve in a day.
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What is not achievable in a day?

One-off training can be problematic in a number of ways. At the most basic
level, with the frequent and high turnover of staff in older age health and social
care provision, and the reliance upon bank staff and agency workers, one-off
training will only reach a fraction of all the staff working with older LGBT*
people. As has been observed among older LGBT* trainers, ‘changing attitudes
may be an iterative process’ (Porter and Krinsky, 2014: 213) and ‘due to relat-
ively high turnover among agency staff, a clear need to develop a strategy for
ongoing training emerged’ (Landers et al., 2010: 326). Without an ongoing train-
ing programme, then, one-off training will have only limited effect.

Most traditional training programmes focus on ‘skills’ and ‘behaviours’ more
than attitudes. However, increasing numbers of trainers are realising that to
really implement meaningful change, courses need to involve more content that
invites participants to share more of themselves. At Dementia Care Matters, for
example, dementia training always starts with a memory box exercise where care
workers are asked to bring along objects which relate to their own identity and
life story and to talk about these. The aim of this is to reinforce the point that in
order to work well with ‘others’, we need to be aware of what is important in our
own lives — it is not about ‘them’, that is the older people living with dementia,
it is about all of ‘us’ as human beings. The danger of doing a one-day course is it
inevitably focuses on ‘them’, that is LGBT* people as different, when actually
what we are trying to connect with is the humanity in all of us. Training which
focuses on identity and beliefs is obviously much more difficult to achieve than
just focusing on what you need to ‘do’; we are actually trying to focus people on
how they need to ‘be’ when working alongside LGBT* people, which is a much
more fundamental shift in thinking. This requires exercises that encourage parti-
cipants to think about their own experiences in life of feeling different or ‘on the
outside’; what helps them feel safe, loved and relaxed, and what are things in life
that help them feel they matter to others.

Training stems from the belief: ‘that negative attitudes and behaviours
towards lesbians and gay men can be challenged through education’ (Peel, 2002:
255). However, attitudinal change is unlikely to be achieved in a one-off inter-
vention without being located within the context of wider, ongoing, organisa-
tional development (Landers er al., 2010). This is both at individual and
collective levels. At an individual level, one-off training cannot address deeply
entrenched attitudes, particularly among those staff members who hold strong
negative views and beliefs about LGBT* individuals. These are the attitudes
which most worry older LGB individuals who perceive older age care provision
to be a source of ‘ignorance at least, homophobia at worst’ (Guasp, 2011: 22)
and trans* individuals who have previously experienced prejudice and discrimi-
nation especially among mental health service providers (McNeil ef al., 2012).
Some of these fears and concerns relate to religious organisations and/or indi-
viduals (staff and/or fellow service users) with strictly held religious beliefs
(Knocker, 2013). There is virtually no literature on religion in the context of
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older age care provision, although there is growing anecdotal evidence of ten-
sions between medical, nursing and social care staff with strict religious beliefs
and LGBT* care users (CSCI, 2008; Carr, 2008), particularly among migrant
staff who may come from cultures and/or faiths which are less favourably
inclined towards LGBT* individuals (Walsh and Shutes, 2012). For example,
this incident was reported in a recent small-scale study conducted by SK: ‘One
older disabled lesbian woman describes being given leaflets by religious care
workers suggesting that she could be ‘saved’; an experience that has made her
feel unsafe and alienated in her own home’ (Knocker, 2012: 10).

Other trainers have also reported resistance among staff attending training
who hold particularly strong, negative, religious opinions. For example, SW has
worked with staff informed by a strong faith who have remained silent and
passive throughout an entire day’s training. Other trainers have reported overt
prejudice:

One woman said that if her daughter was lesbian she’d have to ‘exorcize the
demon out of her’ and another man just starting from the point of ‘where
does this perversion come from?’

(UK trainer, unpublished data from SW’s PhD thesis, Westwood, 2015)

I suspect that, at the back of the room there was somebody who was praying
all the time ... he had his head bent forward and he was muttering all the
time ... and I’ve heard that from other trainers as well, people praying
throughout the training, some even having to be removed because of it.

(UK trainer, unpublished data from SW’s PhD thesis, Westwood, 2015)

The impact of this on the trainers themselves should also not be under-estimated.
Whilst the aim of the training might be to encourage people to talk openly about
any fears, stereotypes or prejudices they may have, this can be a very stressful
experience for even the most robust LGBT* trainer to try and respond to.

At a collective level, older LGBT* trainers are generally agreed that training
is most effective if it is embedded at a wider organisational level as ‘part of a
bigger plan of action addressing the systems, the structures, and the culture of
the organization’ (Lai and Kleiner, 2001: 16). As these three trainers, in a study
SW recently conducted, observed,

So I tell them ‘I can come in once and I can turn the light bulb on, but I can
also come back and do some consulting with you over time to help really set
some roots in’.

(USA trainer quoted in Westwood, 2015)

Changing cultures is not about skills and competencies and training days.
It’s about leadership, it’s about working alongside workers, being alongside
them for a specific period, about having specific areas to target.

(UK trainer, unpublished data from SW’s PhD thesis, Westwood, 2015)
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I think you’ve got to train right from the top, because you’ve got to get
them, the senior management team, involved, because then it filters down,
and then you can embed it in your policies, and you can ensure that your
staff do what your policies set out you should do.... It’s not enough to have
it sat in the policy book, is it? You have to use it.

(UK trainer, unpublished data from SW’s PhD thesis, Westwood, 2015)

These three trainers are each articulating the importance of working with an
organisation, at multiple levels, across an extended period of time, in order to
effect real and substantive collective changes. Developing strategies to challenge
homophobic and/or transphobic service users, their families and friends, and
being sure of managerial support in doing so, needs to be included in training
(Willis et al., 2013). But, it also must be embedded within a broader managerial
and/or organisational context. It is important to pay attention to ‘how diversity is
managed by policies, work design, structural integration, corporate culture, and
top management commitment to the cause and communication of its importance’
(Jonsen et al., 2011: 46). In particular, whether the organisation provides a safe
working environment for its LGBT* staff needs to be addressed (Manthorpe and
Price, 2005; Buddel, 2011). Some of this under-attention to a whole system
approach can be based in pragmatism, with limited, and diminishing, financial
resources in difficult economic times, necessitating that trainers ‘get in’ where
and how they can (King, 2013), but this situation is far from ideal. There is even
a risk that it may be counter-productive, encouraging a ‘tick-box’ approach to
training, with managers feeling they have ‘covered” LGBT* issues by facilit-
ating a one-off training event.

A lot of older LGBT* training involves the notion of ‘cultural competence’
(Gendron et al., 2013, Hardacker et al., 2013; Portz et al., 2014; Fredriksen-
Goldsen et al., 2014), which is understood as:

When the staff, using the systems within the organization, are able to

identify and address the needs of a particular group within the larger pool of

all constituents. In this case, the cultural group is LGBT* older adults.
(Meyer, 2012: 25)

The problem with notions of cultural competence is that they imply older
LGBT* individuals comprise a single cultural group, which, clearly, they are
not. This blanket collectivism (Johnson and Munch, 2009), tends to under-
represent diversity among older LGBT* individuals. This diversity does not just
involve differences between lesbians, gay men, bisexual women and men, and
trans* individuals, it also involves more nuanced differences among them as
well, particularly in relation to dementia. These subtleties and variations are very
difficult to convey in a one-off training, particularly when it is being delivered to
staff who may not have addressed these issues before.

People living with dementia are facing many significant losses and changes as
cognitive decline impacts on their abilities, their memories, and potentially also
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their sense of self. In the context of these losses, there are various aspects of a
person’s identity that will contribute to a preserved sense of well-being and
security. Wendy Hulko (2009) and other authors have highlighted the signifi-
cance of social location and ‘how social location shapes the subjective experi-
ences and responses of persons with dementia’ (O’Connor et al., 2010: 30).
Other authors have emphasised the significance of ‘the continuing personhood of
the individual with dementia’ (Twigg and Buse, 2013: 326) and the need to
understand that personhood at an embodied level (Kontos and Naglie, 2007).
This embodiment is nuanced at the intersection of not only ageing, gender and
sexuality (Calasanti and Slevin, 2007), and gender identity (Cook-Daniels, 2006)
but also their intersection with other social divisions (ethnicity, class, religion,
disability, etc.). Again, trying to convey the complexities of intersectionality and
the implications for practice with LGBT* individuals with dementia, and to
emphasise the importance of taking a person-centred approach to care, is nigh on
impossible across a single day. What happens instead is that we resort to gener-
alisations to convey an approximate picture. In those generalisations, diversity
is lost.

Training exercises which encourage participants to reflect on the various
identities that are important to them can help emphasise that many of us fall
into different groups in which we have a sense of belonging, for example as
sons and daughters, parents, our work identity, our political or religious affili-
ations, our hobbies and interests. But this can also mean that we find it hard
when some of these ‘worlds’ we inhabit do not always sit comfortably
together. Gill Valentine’s case study with a deaf lesbian, for example, showed
how she felt marginalised by disablism when among hearing lesbians and gay
men, and by heteronormativity and homophobia when among heterosexual
deaf people (Valentine, 2007). In this way, both her deafness and her sexual-
ity/sexual identity intersected to shape how she was positioned in different
groups. The deeper issues to explore here are what it is that helps us feel that
others understand and appreciate who we are, and how might it feel when we
don’t experience this? How easy is it for us to challenge attitudes that do not
match our own when we are in a group of people who we do not know well
and where we want to ‘fit in’? Just as it should not be the sole responsibility of
people from Black, Asian and minority ethnic (BAME) communities to chal-
lenge racism, so it should not be the responsibility of LGBT* individuals to
tackle prejudice and discrimination towards them. These kinds of broader
questions can help workers make connections with LGBT* issues even if they
do not identify as LGBT* themselves.

So, in summary, whilst one-off LGBT* training for staff working with
individuals with dementia has a number of advantages, it also has a number
of limitations as well. These include: that wider organisational issues are not
addressed; that diversity among and between older LGBT* individuals is
not fully explored and understood; that individual staff attitudes towards
LGBT* individuals are not dealt with; and that systematic disadvantage goes
unchallenged.
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Conclusion

In this chapter we have explored the advantages and disadvantages of one-off
training for those providing services to LGBT* individuals with dementia. We
propose that standalone training, whilst arguably ‘better than nothing’, is
insufficient in order to ensure that LGBT* individuals with dementia experi-
ence safe, respectful, responsive and attuned services. Training can be only
one part of a wider change strategy, and that training itself must be frequent,
ongoing, and not just a one-off. It also has to be located within a change
process which addresses organisational systems, management processes, pol-
icies, and procedures. It also has to address how an organisation deals with
equality and diversity more broadly, and whether LGBT* staff themselves feel
comfortable being open about themselves at work. If they do not, service users
certainly will not (Hubbard and Rossington, 1995). Deeper cultural changes
within organisations, with a focus on inspired leadership, as well as training
initiatives, offer the real route to supporting LGBT* people to feel safe, valued
and able to be themselves, if and when they develop dementia. More also
needs to be done to encourage trainers in dementia care to integrate LGBT*
issues within a wide range of courses including in relation to person-centred
care, life story work, safeguarding, dignity and confidentiality and other
general care topics.

Working with mainstream providers to ensure more responsive and effective
services for older LGBT* individuals is to be lauded. However, this should also
not be at the expense of those individuals who want specialist provision (e.g.
lesbian-only; women-only; gay-men only; LGBT*-only) (Carr and Ross, 2013).
Whilst improving mainstream provision via training and consultancy is essential,
activists should not lose sight of also representing those individuals who want
something beyond the mainstream.

Notes

1 E.g. in the USA — SAGE (Services and Advocacy for LGBT* Elders) (www.sageusa.
org/) and The LGBT* Aging Project of Massachusetts (www.LGBT*agingproject.org/);
in Australia — Val’s Café (http://valscafe.org.au/index.php/our-story/history), The
GLBTI Retirement Association Inc (GRAI) (http://grai.org.au/) and Queensland LGBT*
Ageing Action Group (www.qahc.org.au/seniors#LGBT*); in Canada — Rainbow Health
Ontario (www.rainbowhealthontario.ca’home.cfm): in the UK — Age UK London,
‘Opening Doors’ project (www.openingdoorslondon.org.uk/), Age Concern Central
Lancashire, ‘Older and Out’ (www.fiftyfiveplus.org.uk/index.php?news=3417) and
Stonewall Housing Older People’s Project (www.stonewallhousing.org/insights/category/
older-LGBT*-housing.html).

SAGE (Services and Advocacy for LGBT* Elders): www.sageusa.org/.

Dementia Care Matters: www.dementiacarematters.com/.

Opening Doors London DVD: www.youtube.com/watch?v=JpKSRU900y0.
‘GenSilent Training Kit’: http://stumaddux.com/gen_silent TRAINING ORDER
PAGE.html.
www.healthdirect.gov.au/news/better-aged-care-for-sexual-minority-groups-LGBT*i.
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Introduction to Part II1

Sue Westwood and Elizabeth Price

This section addresses a range of rights-based issues relating to LGBT* people
living with dementia. In Chapter 12, Nancy Knauer considers the variable legal
recognitions afforded to LGBT* people and to people with dementia in the USA.
She explores their implications for choice, or lack of it, and issues of
(dis)empowerment for LGBT* people living with dementia, particularly within
the conservative, religious, sociocultural contexts of the USA. In Chapter 13, we
go from national issues to the experience of a single individual. Roger Newman,
from England, cared for his partner who had dementia. This prompted both a
personal journey, discovering what it means to be a gay carer of a partner with
dementia, and a public journey, as Roger became more involved in championing
the rights of LGBT* carers of people with dementia. Roger reflects on the pro-
gress made, and the challenges still ahead, in terms of LGBT* people living with
dementia carers’ rights.

In Chapter 14, Paul Willis, Michele Raithby and Tracey Maegusuku-Hewett
report on the findings from a recent research project with care staff working in
residential care homes for older people in Wales. They reflect on how lesbian,
gay and bisexual (LGB) sexualities in care spaces can be obscured and ignored,
which, in turn, impedes a rights-based approach to the expression of sexuality in
care contexts: without recognition of LGB sexual identities/sexualities, associ-
ated rights issues are not triggered. In the final chapter, Chapter 15, Richard
Ward considers issues of rights and recognition for people with dementia in a
Scottish socio-legal context. Ward interrogates the categories mobilised to assert
the rights of people with dementia, considering their exclusionary processes,
including with regard to LGBT* people with dementia. He advocates a decon-
struction of these categories.

All four chapters highlight the importance of recognition for rights, both in
terms of being recognised as being entitled to any rights at all, and then which
rights, and how. Access to rights also informs access to resources, both the pro-
vision of health and social care provision, but also the quality of that provision,
and the extent to which it is, or is not, responsive to LGBT* individuals’ needs
and wishes. Issues of mental capacity, and loss of capacity associated with
dementia, prompt questions about who speaks up on behalf of the LGBT* person
with dementia, and how, and the extent to which the views and preferences of
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the person concerned are accurately reflected by those purporting to be repre-
senting them. This is of particular concern among biological families who may
hold enduring homophobic and/or transphobic attitudes which may inform the
decisions they make on behalf of the LGBT* individual who has lost capacity.
As Sue Westwood has considered in Chapter 2, Nancy Fraser (1997) has argued
that recognition, resources and representation form three interlocking arms of
equality. As these chapters demonstrate, rights, issues and concerns relating to
LGBT* people living with dementia, are reflected in each of these arms, high-
lighting how dementia is a critical and pressing (in)equality issue for LGBT*
people.

Reference
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12 LGBT?¥ individuals living with
dementia

Rights and capacity issues in the
United States

Nancy J. Knauer

Introduction

In the United States, the unique challenges facing lesbian, gay, bisexual and
trans* (LGBT?*) individuals living with dementia have been largely overlooked
by both national policy initiatives and the LGBT* rights movement. Although
the LGBT* rights movement has begun to embrace issues related to LGBT*
ageing, it has often remained silent on the more problematic aspects of ageing,
including issues related to dementia. The federal government has recently identi-
fied the prevention and treatment of Alzheimer’s disease and related dementias
as a top national priority, but its policy proposals have not addressed issues of
sexual orientation or gender identity. As a result, LGBT* individuals living with
dementia and their carers have been underserved by their community, the legal
system, and the health care system.

The distinct needs and concerns of LGBT* individuals living with dementia
are the result of a complex set of interrelated factors, including the demographic
patterns of older LGBT* adults, the evolving nature of LGBT* rights, the stub-
born persistence of anti-LGBT* bias and prejudice, and heteronormative care-
giving and health policies. After discussing the barriers facing LGBT*
individuals living with dementia, this chapter focuses on guardianship reform,
culturally competent practices, and advance care planning as ways to address
these concerns. It also explores how anti-LGBT* bias can complicate questions
of capacity and erase LGBT* identities. Recognizing that legal reform may take
years to institute, this chapter urges all LGBT* individuals to develop an
expanded advance care plan to safeguard and memorialize their values and pref-
erences. An expanded advance care plan can address important issues that may
not be covered by the traditional estate planning documents, including gender
identity, housing, caregiving, visitation, and funeral instructions.

The intersection of LGBT* ageing and dementia policy

Over the last several years, there has been increased interest in issues related to
LGBT* older adults and LGBT* ageing, but very little has been done to identify
LGBT*-specific concerns within dementia policy. National LGBT* advocacy
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organizations have begun to address LGBT* ageing issues, as have mainstream
ageing and senior organizations. The federal government has recognized LGBT*
older adults as an especially vulnerable population in administrative guidance
interpreting the Older Americans Act, which is the primary funding mechanism
for programmes directed at those aged 65 and older (WIG, 2012). State govern-
ments have also addressed LGBT* ageing issues. California passed anti-
discrimination protections specifically aimed at LGBT* older adults and has
mandated cultural competency training for certain professionals (Schevker,
2013). Massachusetts has convened a state-wide Commission on LGBT Ageing
to study the issues and make policy recommendations (Wu, 2014). Much of this
new focus on LGBT* ageing has understandably concentrated on models of
‘successful ageing’ and often overlooks some of the more problematic issues
related to LGBT* ageing, such as financial insecurity, re-closeting, the lack of
informal caregivers, social isolation, and dementia.

At the same time, there has also been a sharp increase in research and spending
in areas related to the treatment and care of dementia. An estimated 3.8 million
Americans were living with dementia in 2014, including nearly 40 per cent of the
population aged 85 and older (Shih ef al., 2014). A conservative estimate of the
number of LGBT* older adults living with dementia is 350,000 (McGovern, 2014).
The total number of individuals living with dementia is expected to more than
triple by 2050, which will create an unprecedented need for long-term support and
services and place significant strain on health and family resources (Shih et al.,
2014). To address this looming crisis, Congress enacted the National Alzheimer’s
Project Act (NAPA) in 2011 (Belluck, 2010: A26; Library of Congress, 2011). The
NAPA mandated the creation of an inter-agency advisory council and the develop-
ment of a national strategic plan. The following year, the U.S. Department of
Health and Human Services (HHS) released the National Plan to Address
Alzheimer’s Disease (the ‘National Plan’) (U.S. Department of Health and Human
Services, 2014a). Updated annually, the National Plan provides a detailed policy
blueprint for the prevention and treatment of Alzheimer’s Disease and related
dementias. The National Plan specifically targets certain populations who face bar-
riers to diagnosis, treatment, and care, such as racial and ethnic minorities.
However, the 87-page document does not address the unique challenges experi-
enced by LGBT* individuals and their carers.

LGBT* older adults in the United States

In the United States, LGBT* older adults came of age at a time when homosexual-
ity was widely criminalized and gender conformity was strictly policed. As a
cohort, older LGBT* individuals have experienced high levels of anti-LGBT* viol-
ence, harassment, and discrimination, and studies suggest that these life experi-
ences continue to inform their behaviour, specifically their relationship to the
medical profession, willingness to use the closet as an adaptive strategy, and fear
of encountering anti-LGBT* bias (METLIFE, 2006). In the case of dementia, these
characteristics present numerous barriers to effective diagnosis, treatment and care.
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Homosexuality was classified as a severe sociopathic personality disorder
until 1973, and states were permitted to criminalize homosexual behaviour until
2003. To provide some historical perspective, this means that LGBT* indi-
viduals who turned 65 in 2014 were 24 years old before homosexuality was
declassified as a mental illness. As they were growing up and well into young
adulthood, today’s older LGBT* adults were subject to involuntary commitment
and a wide range of ‘therapeutic’ interventions, such as electro-shock therapy,
psychoanalysis, aversion therapy, and even lobotomy. Beyond the medical field,
the classification of homosexuality as a mental illness and its continued crimi-
nalization was used to justify a wide range of legal and social disabilities.
LGBT* people were disqualified from most employment and considered per se
unfit parents.

Estimates of the current number of LGB elders in the United States range
from between 1.6 million and 2.4 million (Knauer, 2012). The wide variation is
the result of differing estimates on the number of LGB individuals more gener-
ally and the absence of reliable statistics on the number of trans* elders (Grant,
2010). Regardless of the estimate used, however, it is clear that the number of
LGBT* elders will increase remarkably as the Baby Boom generation transitions
to senior status, and the total population of individuals 65 years of age and older
in the United States doubles by 2030 (U.S. Administration on Aging, 2014).

In terms of demographics, older LGBT* individuals are more likely than their
non-LGBT* peers to be single and to live alone (De Vries and Blando, 2004). It
is also common for LGBT* older adults to be estranged from their family of
origin, and they are much less likely to have children (De Vries and Blano,
2004). Older same-sex couples are geographically diverse and broadly distrib-
uted across the United States. Same-sex partnered households where at least one
partner is 65 years of age or older reside in 97 per cent of the counties in the
United States, with 15 per cent of these couples residing in areas that are classi-
fied as rural (Gates, 2003). The largest concentrations of older same-sex part-
nered households are not located in traditionally LGBT*-friendly jurisdictions,
but rather in states with high concentrations of older adults generally, such as
Florida and Arizona (Grant, 2010: 39).

Same-sex couples where at least one partner is aged 65 or older struggle dis-
proportionately with financial insecurity and report greater levels of disability
(Fredriksen-Goldsen et al., 2013a, 2013b). As long-time survivors of homopho-
bia and transphobia, it is not surprising that older same-sex households lag well
behind their non-LGBT* peers on all economic indicators. Female same-sex
partnered households where one partner is 65 years of age or older are nearly
twice as likely to live below the poverty level than different-sex married house-
holds in the same age cohort (Shih ef al., 2014: xii). Widespread financial insec-
urity means that older same-sex couples will have fewer financial resources to
pay for long-term support and services. In the United States, the cost of care for
individuals living with dementia is estimated to be between $159 billion and
$215 billion annually (Shih et al., 2014: xi). Medicare is the primary
government-provided health insurance for older Americans, but it does not cover
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the cost of long-term support and services that can easily exceed $80,000 annu-
ally for a skilled nursing facility (U.S. Department of Health and Human
Services, 2014b). Long-term care is covered by Medicaid, which is a
government-provided health insurance programme for low income and low
wealth individuals. In order to qualify for Medicaid, individuals must have total
assets worth less than $2000 (Shih et al., 2014: xiv note 4). Middle and upper
income individuals often purchase long-term care insurance, but the high cost of
the insurance is out of reach for many middle income Americans and prohibitive
for those struggling with financial insecurity (Waggoner, 2014).

Chosen family and caregiving

Financial insecurity will limit an individual’s access to care and treatment for
dementia. In the United States, ageing policy assumes that the primary respons-
ibility for caregiving will be shouldered by family members. Estimates indicate
that over 80 per cent of all caregiving is provided on an ‘informal’ or unpaid
basis, with the vast majority of that care being performed by younger relatives
(Kling and Kimmel, 2006). This caregiving pattern obviously places LGBT*
individuals living with dementia at a severe disadvantage because they are more
likely to be estranged from their families of origin and much less likely to have
children than their non-LGBT* peers. Instead, they rely on what anthropologists
refer to as ‘chosen family’ for support (Weston, 1991). Although chosen family
structures represent a creative way to form relationships and community in the
face of a hostile society and disapproving family, they also have two major
drawbacks. They are legally very fragile, and they are often single-generational.
The single-generational nature of chosen family means that a friendship group
will age in unison, thereby creating reciprocal and overlapping caregiving
responsibilities that can tax the resources of a friendship group.

Without the typical informal caregivers, LGBT* individuals living with
dementia will be more likely to require assisted living arrangements or home
health care support sooner than their non-LGBT* peers. However, LGBT* older
adults are often determined to ‘age in place’ because they fear encountering anti-
LGBT* bias in long-term care facilities at the hands of service providers and
other residents. This fear also causes them to underutilize supportive services
that are designed to help elders live independently in the community. As a result,
LGBT* older adults are at an enhanced risk of self-neglect and social isolation,
both of which will delay diagnosis and treatment for dementia.

Re-closeting as a public health concern

Advancements in LGBT* rights and recognition in the United States has
decreased the number of LGBT* individuals who feel compelled to remain
‘closeted’ and hide their identity and basic facts about their lives from family,
friends, and service providers. However, not all members of the older generation
have fully embraced the new levels of openness. Many older LGBT* adults
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remain closeted and estranged from relatives and friends and are only ‘out’ with
members of their close knit chosen family. Some members of this generation are
only ‘out’ to their partners. Even those older LGBT* individuals who are ‘out’
report pressure to ‘re-closet’ as they age because they fear encountering medical
professionals, home health aides, and other service providers who harbour anti-
LGBT* bias. LGBT* older adults report a widespread distrust of the medical
profession and a lack of confidence that they will receive treatment that is not
tainted by anti-LGBT* bias. Some LGBT* residents of long-term care facilities
report that they create an alternate set of memories to share with the other resi-
dents by changing the facts of their life, such as describing a partner as a cousin
or a best friend. With respect to re-closeting, one older gay man explained, ‘as
strong as [ am today ... when I am in front of the gate of the nursing home, the
closet door is going to slam shut behind me” (Gross 2007: Al).

In addition to the dignitary harm of concealing an essential part of oneself, it
is clear that re-closeting has adverse health consequences and should be treated
as an important public health issue. In the words of a prominent geriatric psych-
iatrist, closeted LGBT* older adults face ‘a faster pathway to depression, failure
to thrive and even premature death’ because ‘there is something special about
having to hide this part of your identity at a time when your entire identity is
threatened’ (Gross 2007: Al). The re-closeting of LGBT* individuals living
with dementia also has direct consequences for certain cognitive psychosocial
dementia therapies, including reminiscence programmes and validation therapy.
These treatment options will not only fail to reach closeted LGBT* individuals
living with dementia, but they may create further distress by introducing false
and incongruent memories.

For trans* elders, the closet is not a viable option because many older trans*
individuals transitioned without medical intervention and, even those who did
transition with medical assistance, often have not had surgical genital recon-
struction (Cook-Daniels, 2006). As a result, a trans* resident’s physical charac-
teristics may not conform to his or her gender identity and performance, making
the resident vulnerable to the prejudice and hostility of personal health aides and
other service providers. Sex-segregated living facilities also present particular
challenges. Anecdotal accounts suggest that trans* residents in long-term care
facilities have been forced to wear gender inappropriate clothes and to room with
members of the opposite sex because the facility refused to honour the resident’s
gender identity. There have also been reports of service providers refusing to
wash or provide personal care assistance for trans* residents. For these older
trans* adults, entering long-term living facilities can mean a forced re-transition
to the sex they were assigned at birth.

Fear of anti-LGBT* bias and access to services

The fear expressed by LGBT* older adults that they will experience anti-LGBT*
bias as they age is not misplaced. This bias can range from simple ignorance to
outright hostility on the part of service providers and their non-LGBT* peers
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(National Senior Citizens Law Center, 2011). In long-term care facilities, service
providers have failed to respect long-term partners or other chosen family by
deferring to the wishes of next of kin and separating partners. As noted above,
they also have forced trans* residents to wear inappropriate clothing and
addressed residents by the wrong name and incorrect pronoun. Non-LGBT*
peers may engage in shunning and bullying behaviours. There are reports of
LGBT* older adults receiving inadequate care and abusive treatment from health
care workers on account of their sexual orientation or gender identity. Some
workers have openly expressed distaste over having to touch an LGBT* person.
Religiously motivated workers have been known to harangue LGBT* elders who
are in their care and urge them to repent before it is too late.

In 2007, the New York Times reported that long-term care facilities have
sometimes moved residents who are perceived to be LGBT* to secure ‘memory’
or dementia wards without cause in order to placate the complaints of other resi-
dents or their family members (Gross, 2007: 13). The dementia wards are con-
sidered optimal places to put an offending LGBT* resident because the other
residents of the dementia ward will not complain. The same New York Times
article reported that this practice led to tragic results when an older gay man was
confined to a dementia ward without cause and eventually hanged himself
(Gross, 2007).

Older LGBT* persons and social isolation: the case of Clay Green
and Harold Scull

The case of Clay Greene and Harold Scull provides an example of what can
happen when isolated older LGBT* individuals attempt to age in place without
supportive services. In 2008, Sonoma County, California used secure ‘memory’
wards to separate long-time partners, Harold Scull and Clay Greene (Bajko,
2010). Sonoma County is part of the generally progressive San Francisco Bay
area. At the time, Clay was 76 years of age and Harold was 88. They had been
committed partners for over 25 years and had lived together for 20 years. They
shared a small house with their cats, Sassy and Tiger. When Harold fell on the
front porch steps of their home, Clay called 911, over Harold’s objections
(Green v. Cnty. of Sonoma). Suspecting violence, the County immediately took
both men into care and separated them. According to Clay, Harold was taking
medication that made him unsteady on his feet, and he was still bruised from an
earlier fall. Without the necessary medical screening and against his will, Clay
was placed in a secure dementia facility. Four months later, Harold died alone in
a board and care facility, and Clay was not told until several days after the fact
(James 2010: A18). By the time Harold died, the County had removed their cats,
sold all of the couple’s possessions, and assumed control of their finances. Clay
continued to be held in the secure facility until early 2009 when his court-
appointed attorney was finally able to secure his release. Even after his release,
his lawyer reported that Clay remains fearful that county workers will come to
his home and harm him (James 2010: A19).
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In 2010, Clay, along with Harold’s estate, sued Sonoma County and related
defendants alleging that the defendants’ actions were motivated by anti-gay bias
and the desire for financial gain (Green v. Cnty. of Sonoma at 1, 9, 14, and 17).
Clay further alleged that he was verbally harassed and demeaned by the defendants
who ‘expressed displeasure at having to deal with expressions of grief by a gay
man who had lost his partner’ (Green v. Cnty. of Sonoma at 9). Shortly before the
trial began, the defendants settled the claims for an amount in excess of $600,000
(Egelko 2010). Sonoma County denied any wrongdoing, but agreed to modify its
conservatorship procedures to prevent similar incidents in the future.

Avenues for advocacy and reform

The last several decades have seen tremendous progress in the area of LGBT*
rights in the United States. LGBT* individuals now enjoy unprecedented social
and political acceptance. Although nationwide marriage equality was achieved
in 2015, there are no comprehensive anti-discrimination protections for LGBT*
individuals on the federal level and fewer than one-half of the states extend non-
discrimination protections on the basis of sexual orientation and gender identity
(Human Rights Campaign (HRC), 2014). As a result, in the majority of states,
same-sex couples can be married on Saturday and fired from their jobs or evicted
from their homes on Monday. Comprehensive non-discrimination protections
would clearly improve the lives of LGBT* adults, but the attainment of these
goals will not be sufficient to safeguard the interests of LGBT* older adults. The
advent of marriage equality will resolve many of the disadvantages imposed on
same-sex partners, but it will not address the larger issues raised by the reliance
of LGBT* individuals on chosen family. Marriage allows an individual to make
his partner part of his family, but there is no comparable mechanism to make his
best friend part of his family. This limitation has obvious consequences in areas
where the law gives priority to next of kin for decision-making and vests them
with other types of authority. Existing state-level non-discrimination protections
are also generally under-inclusive because they tend to focus on the employment
context, whereas LGBT* older adults are more likely to encounter LGBT* bias
in more private venues, such as housing and health care settings. Accordingly,
non-discrimination measures must be universal and far-reaching to protect
LGBT* older adults in all aspects of their lives.

This section outlines areas of reform in addition to the general goal of com-
prehensive non-discrimination protections that will improve outcomes for older
LGBT* individuals, specifically those living with dementia. The starting point
for all of these reforms is a recognition that LGBT* individuals face unique
barriers with respect to the diagnosis, treatment, and care of dementia due to
their demographic patterns, financial insecurity, reliance on chosen family, and
justified fear of encountering anti-LGBT* bias. As such, LGBT* older adults
represent a special population who should be expressly targeted in the National
Plan, along with racial and ethnic minorities. Beyond this national acknow-
ledgement, there are numerous opportunities to improve outcomes for LGBT*
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individuals living with dementia in the areas of guardianship laws and cultural
competency training. Moreover, as discussed in the final section, all LGBT*
individuals should be strongly encouraged to use advance care planning to
memorialize their preferences and safeguard their dignity in the event of cogni-
tive impairment.

Guardianship laws

An estimated 1.5 million adults in the United States are living under a plenary
guardianship, which removes all legal decision-making capacity from the ward
(as distinct from a limited guardianship where only certain spheres or types of
decision-making ability are vested in the guardian) (Uekert and Van Duizend,
2011). Guardianship is governed by state law and varies considerably from
state to state. Over the last 20 years, there has been considerable reform in the
area of guardianship law designed to enhance respect for the core concepts of
dignity and self-determination. These reforms have included revising the capa-
city standards, rejecting plenary guardianships, increasing procedural safe-
guards, and imposing certification and monitoring requirements on guardians.
However, they have not addressed issues related to sexual orientation and
gender identity. This silence leaves guardianship law open to the influences of
anti-LGBT* bias that can range from cultural insensitivity to outright hostility.
When this occurs, capacity standards, choice of guardian rules, and decision-
making standards can operate to erase LGBT* identity and ignore LGBT*
families. Accordingly, guardianship law should mandate that respect for an
individual’s sexual orientation and gender identity is integral to the concepts
of dignity and self-determination.

Tests evaluating capacity or measuring undue influence may disadvantage
LGBT* individuals, especially where the individual in question is closeted and
estranged from his legally recognized next of kin. Capacity doctrines typically
take into account an individual’s ability to engage in deliberative decision-
making and, in some instances, the perceived reasonableness of an individual’s
actions. When an individual experiences dementia, it is common for family
members to be expected to arrange care. If the individual living with dementia
was closeted and estranged from his family, the family members may be alarmed
to find their ‘bachelor’ uncle living with another man and immediately assume
that he is being taken advantage of by the ‘roommate’. In these situations, the
confused relatives may also be able to use criminal undue influence laws to stop
the ‘roommate’ from having further contact with their uncle. In the state of Wis-
consin, for example, it is possible to get a restraining order against the ‘room-
mate’ regardless of whether the uncle has capacity and consents to the contact
(Kohn, 2012: 7).

In order avoid these misunderstandings, capacity doctrine should acknow-
ledge the right of an individual to self-identify her sexual orientation and gender
identity. It should also take steps to ensure that the determination of capacity is
done in a culturally competent manner that takes into account the unique
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socio-legal status and background of LGBT* individuals. 4 Handbook for Psy-
chologists prepared by the American Bar Association’s Commission on Law and
Aging notes that ‘a person’s race, ethnicity, culture, gender, sexual orientation,
and religion may impact his or her values and preferences’, but provides no
further guidance (American Bar Association and American Psychological
Association, 2008: 27) The only other time it mentions sexual orientation is in
connection with the capacity to engage in sexual activity, ignoring more expan-
sive issues related to identity.

Guardianship law also establishes an order of priority to determine who
serves as guardian, and these provisions invariably privilege legally recognized
next of kin. Preferences for traditional family disadvantage same-sex partners
who are not married, and they uniformly exclude chosen family. As a result, the
individuals most familiar with the person in need of assistance can be foreclosed
from consideration in the absence of a durable power of attorney that nominates
a guardian.

The 2008 case of In re Guardianship of Atkins from Indiana demonstrates the
potential fragility of LGBT* families under guardianship law and how a ‘best
interest’ standard can operate to give voice to anti-LGBT* bias and disapproval
(In re Guardianship of Atkins). At the time, the state of Indiana did not have
marriage equality, but Patrick Atkins and Brett Conrad had lived together as a
committed couple for 25 years. When Patrick suffered a debilitating stroke, his
family immediately restricted Brett’s ability to visit, eventually forbidding it
completely. Patrick’s family disapproved of his same-sex relationship and his
mother later testified that if her son were going to return to his life with Brett,
then she would prefer that he not recover.

Brett petitioned the court to be appointed Patrick’s guardian, but Patrick’s
parents had clear priority under the Indiana guardianship statute, and Patrick had
not executed a durable power of attorney. The trial court appointed Patrick’s
parents co-guardians of his estate and person. The court further ruled that, as
guardians, Patrick’s parents had ‘the ultimate and sole responsibility ... to deter-
mine and control visitation with and access of visitors to Patrick Atkins in his
best interest’ (/In re Guardianship of Atkins at 882). The intermediate appellate
court unanimously upheld the appointment of Patrick’s parents as co-guardians,
citing the clear mandate of the statute. The majority opinion granted Brett’s
request for visitation and described the animosity that Patrick’s mother expressed
toward her son’s relationship as ‘astonishing’ (at 882). The opinion also stated
that ‘we are extraordinarily skeptical that [Patrick’s parents] are able to take care
of [his] emotional needs’ (at 884). The Indiana Supreme Court ultimately refused
to review the case (Conrad v. Atkins). After three years of litigation, Patrick was
left in the care of his disapproving parents, despite strong judicial misgivings
regarding his emotional well-being.

The case of Patrick involved estranged relatives working at odds with the
interests of the LGBT* person in need of assistance, but for LGBT* older adults
struggling with social isolation there may be no relatives interested in assuming
responsibility. When this occurs, as it did with Harold and Clay, public guardians
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will be appointed, and these parties may be even less inclined to familiarize
themselves with the individual’s values and preferences. Consequently, it is
imperative to provide public guardians with training designed to equip them with
culturally competent practices to represent LGBT* individuals.

Culturally competent practices

Cultural competency training can be an effective way to educate service providers
about the needs and concerns of LGBT* older adults. It can be mandated by statute
as part of a licensing or accreditation requirement or adopted voluntarily. For
example, California requires licensed health professionals who have regular contact
with seniors and residential care administrators to have LGBT* cultural compet-
ency training (Schevker, 2013). HHS, in conjunction with LGBT* advocacy organ-
izations, has developed an online training module, Building Respect for LGBT
Older Adults, to raise awareness of the needs of LGBT* residents in long-term care
facilities (U.S. Administration on Aging and U.S. Administration for Community
Living, 2014). LGBT* Advocacy organizations have also produced a range of
training materials (National Resource Center on LGBT Aging, 2014).

In addition to cultural competency training, it is important to adopt culturally
competent policies and programmes that are inclusive and take into account the
particular needs of LGBT* older adults. For example, facilities serving older
adults should adopt well-publicized non-discrimination policies and policies that
guarantee respect for an individual’s LGBT* identity. These policies can include
anti-bullying provisions to prevent residents and staff from bullying LGBT*
older adults, as well as inclusive programming. Parallel efforts to institute cultur-
ally competent practices have been very successful in the workplace. Today, the
overwhelming majority of Fortune 500 companies have anti-discrimination pol-
icies that include sexual orientation and gender identity.! The Human Rights
Campaign (HRC, 2013) rates companies based on a Corporate Equality Index
that measures how welcoming the company is toward its LGBT* employees.
HRC has recently started an analogous rating index in the health care context;
both are designed to provide useful information to consumers and employers,
creating new industry norms (HRC, 2014b).

Advanced care planning

For LGBT* older adults, the traditional estate planning documents — wills,
durable powers of attorney, and advance directives — are not sufficient to pre-
serve their preferences and protect their chosen families. As typically drafted,
health care powers of attorney and advance directives do not address a number
of important decisions that are customarily left to family, such as funeral or
burial instructions, and they do not address issues specific to trans* individuals.
To supplement the traditional estate planning documents, LGBT* older adults
should develop an integrated advance care plan that may require the assistance
of financial advisers and medical service providers, as well as the coordination
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of both formal and informal caregivers. The comprehensive advance care plan
should incorporate the traditional estate planning documents while also provid-
ing clear written instructions with respect to gender identity, housing, caregiving,
visitation, funeral and burial arrangements, and anything else an individual feels
strongly about, such as the care of their pets or organ donation.

In many instances, the actual legal force of these instructions may be unclear,
but, at the very least, they will provide some indicication of what the individual
would have wanted had she been able to express her wishes. They should be
designed to speak beyond incapacity and provide protection for both the indi-
vidual and her chosen family from the potentially conflicting values of next of
kin or public guardians. In each case, the individual’s wishes and preferences
can be reflected in a separate document or incorporated in a more comprehensive
document, such as an advance directive. Whenever possible, the document
should be executed with the same legal formalities applicable to wills: signed,
dated, witnessed by two disinterested witnesses, and notarized. Given the poten-
tial for a will challenge, it is also important to document that the individual had
the requisite capacity to execute the documents. The following briefly outlines
five areas of common concern for LGBT* older adults: gender identity, housing,
caregiving preferences, visitation issues, and funeral and burial arrangements.

Gender identity

With respect to gender identity, ageing and the onset of dementia can pose a spe-
cific set of challenges for trans* individuals, who often express deep concern
that they will encounter transphobic service providers, especially in assisted or
long-term care facilities. As discussed above, long-term care facilities sometimes
refuse to respect an individual’s gender identity by forcing a resident to wear
gender inappropriate clothing or calling the resident by the wrong name and
using the wrong pronouns. These actions can produce extreme dignitary and
psychological harm while undermining psychosocial dementia treatment that
stresses reminiscence and validation therapy. For these reasons, it is extremely
important for LGBT* older adults to leave express and detailed directions
regarding gender identity issues, including preferred pronouns and clothing, as
well as desired supportive medical therapy. These directions can be easily
incorporated into a durable medical power of attorney or advance directive to the
extent they are directed at service providers and involve medical care. However,
it is also important to make sure that any substituted decision-makers are aware
of the individual’s wishes, especially if estranged next of kin might be hostile to
these wishes or a public guardian might be involved.

Housing

In terms of housing options, LGBT* individuals overwhelmingly report that they
would prefer to ‘age in place’ and express extreme trepidation about entering
any form of congregate living facility, such as a nursing home or assisted living
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facility. If an individual intends to age in place, the goal of her advance care plan
should be to maximize autonomy and the ability to live independently for as
long as possible. The plan should identify and organize supportive services and
informal caregivers, but it should also identify acceptable housing options for
when the individual can no longer live independently. Although the market has
recently begun to respond to the concerns of LGBT* older adults by creating
LGBT*-centred senior housing developments, there are very few expressly
LGBT*-centred facilities, and these facilities generally do not provide dementia
care. In the absence of an LGBT*-centred facility, the advance care plan should
identify acceptable LGBT*-friendly facilities that, at a minimum, have an anti-
discrimination policy covering sexual orientation and gender identity. Ideally,
the facility should also have adopted the types of culturally competent practices
discussed above.

Caregiving

LGBT* older adults who rely on chosen family should take special care to spell
out their wishes with respect to their preferred caregivers and appoint substitute
decision-makers through health care proxies and durable medical powers of
attorney. All states currently recognize durable powers of attorney that survive
the incapacity of the grantor of the power. They also allow individuals to appoint
the persons whom they wish to serve as guardian should one be needed. In the
absence of a durable power of attorney, the law will privilege next of kin over
chosen family, regardless of the closeness of the relationship. When no next of
kin is available or willing to serve, the state will assume the responsibility for
the adult in need of assistance through the office of the public guardian or, if the
adult has private funds, through a private fiduciary. Generally, the state will be
considered to have a greater interest than chosen family, who are considered
strangers under the law.

Visitation

Another area of concern is visitation. Older LGBT* individuals should execute a
document that lists the individuals whom they would like to have visiting privi-
leges at either a hospital or long-term care facility. Hospital visitation authoriza-
tion forms have been a common feature of LGBT* estate planning since the first
wave of the HIV/AIDS epidemic in the 1980s when partners and friends were
barred from visiting sick and dying patients due to hospital policies that restricted
visitors to ‘family members’. Although it had long been unclear whether these
documents carried any legal force, HHS recently issued regulations requiring all
hospitals and long-term care facilities that accept Medicaid and Medicare pay-
ments to extend visitation privileges without regard to sexual orientation or
gender identity (Centers for MEDICARE & MEDICAID Services, U.S. Dep’t
Health & Hum. Services, 2014). For long-term care facilities, the regulations
expressly provide that visitors must be given ‘full and equal visitation privileges,
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consistent with resident preference.” (Director, Survey & Certification Group,
Centers for MEDICARE & MEDICAID Services, U.S. Dep’t Health & Hum.
Services, 2013). The regulations were issued in response to a Presidential Memo-
randum affirming a patient’s right to visitation that President Obama issued after
a heart-wrenching case in Florida where hospital workers refused to allow a
same-sex partner access to her dying partner despite the fact that she was her part-
ner’s attorney-in-fact (Parker-Pope, 2009; Obama, 2010).

Funeral and burial arrangements

The lack of recognition for chosen family and family estrangement has some-
times produced conflict over funeral arrangements and burial instructions. For
example, one family of origin pursued a lawsuit for three years attempting to
stop a surviving partner from including the term ‘life partner’ in an epitaph
(Ginanni, 1997). Given the importance of this issue and the strong emotions it
can trigger, LGBT* older adults should execute a separate document that sets
forth their directions and preferences for their funeral and burial arrangements.
The states vary as to whether individuals have the authority to direct the terms of
their funeral and burial, but the document will serve as indication of the individ-
ual’s wishes.

When individuals do not leave instructions, the law will typically look to
legally recognized next of kin for direction. For individuals who do not have any
legally recognized next of kin or are totally estranged from their families of
origin, the state will assume control. In a 2009 case from Rhode Island, it took a
surviving long-time partner 32 days to convince the medical examiner to release
his partner’s remains, even though they were legally married in a neighbouring
state and the surviving partner was the executor of his partner’s estate (Edgar,
2009). In the absence of any legally recognized next of kin, his partner’s remains
were considered the property of the state, illustrating the lack of legal standing
afforded chosen family.

Conclusion

Currently, national dementia policy fails to address the unique challenges facing
LGBT* older adults. The first step to improving outcomes for LGBT* indi-
viduals living with dementia is to expand the National Plan to acknowledge
LGBT* older adults as a population with special needs, as it does for racial and
ethnic minorities. Recognition on the national level will signal the importance of
providing culturally competent care for the estimated 350,000 LGBT* Ameri-
cans living with dementia. As LGBT* rights in the United States continue to
evolve, the adoption of marriage equality and expanding non-discrimination pro-
tections will improve outcomes for LGBT* individuals, but more targeted
reform is necessary to safeguard their interests, including changes in the guardi-
anship laws and the implementation of cultural competent and inclusive policies
and programmes. In the meantime, all LGBT* individuals should augment their
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estate planning documents with an expanded advance care plan that addresses
issues and values important to them, such as gender identity, housing, care-
giving, visitation, and funeral and burial arrangements.

As a final note, it bears mentioning that some of the challenges facing the
current cohort of LGBT* older adults may be generational. Younger generations
of LGBT* individuals have benefitted more directly from greater freedom,
recognition, and legal protections. They are less likely to be estranged from their
families and more likely to parent by creating intentional LGBT* families.
Despite these changing demographics, the experiences of LGBT* older adults
may provide a cautionary tale about the effect of the ageing process on the
ability to withstand and navigate bias. Surveys show that older LGBT* indi-
viduals are more fearful of ageing than their non-LGBT* peers (METLIFE,
2006: 4). The practice of re-closeting in later life suggests that the ageing process
may amplify feelings of difference and vulnerability. Incidents that one may
have successfully weathered at 35 may be much more menacing when experi-
enced at 85 years old. Accordingly, reform is imperative to protect the future of
all LGBT* individuals who one day will encounter the special challenges pre-
sented by LGBT* ageing.

Note

1 Ninety-one per cent of all Fortune 500 companies have non-discrimination policies for
sexual orientation and 61 per cent extend protection based on gender identity (Human
Rights Campaign, 2013).
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13 The needs and rights of LGBT*
carers of individuals with
dementia

A personal journey

Roger Newman

Beginnings

‘So how long has he been like this?” The consultant looked at me, clearly
seeking an answer to help her but also perhaps, in my guilty mind, trying to shift
some of the blame onto me. My answer was a definitive ‘I just don’t know’.
Now, years afterwards, I regularly meet carers of newly diagnosed loved ones
with dementia, for whom dementia seemed to have crept up on them. It was a
condition which was not like flu, where one day you were fine and then the next
day laid low. This was something which involved behaviour, progressively out
of the ordinary, but which you could, for a while, simply incorporate into your
relationship as an explanation of ageing, stress, or just not feeling especially up
to the mark.

My partner, David, was a case like that. Having been together for 18 years, I
had got used to his quirks, in the same way that he had got used to mine, but, at
the same time, when there were perceptible changes, I just assumed they were
blips and would put themselves right, like most of the physical and mental issues
which hit you when you are older. It was, however, other people who seemed to
see things more clearly than me. David’s job had always been demanding but his
talent, as a display manager for a large retail furniture company, had not failed
him during his 18 years of service. He had been regularly congratulated on, and
financially rewarded for, the quality of his displays in the ten or so shops he was
responsible for. It was a shock, therefore, when he told me that he had been sum-
moned to his head office for an interview, where he had been told that his man-
agers felt his heart was no longer in his work. Not long after, I discovered that
his proposals for new displays were being rejected, and that he had been taking
time off work for no apparent reason. It was then only a matter of months before
he came home with the news that he was to be made redundant, with almost
immediate effect.

David’s communication skills also started to change. There were long periods
of silence and few extended conversations. A holiday in California became diffi-
cult to cope with, especially at meal times. Was it depression over the redun-
dancy, I wondered? But I also remembered that on a previous holiday he had
taken to talking to anyone sitting close by and mentioning his sister in a way in
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which he assumed the person knew her. When I saw people backing off, it was
clear to me that this wasn’t normal.

Our relationship also began to suffer. The warmth, love and camaraderie,
which had been so admired by others, started to go and a gulf began to appear
between us. At dinner parties, I felt that I needed to explain to others what he
meant and even to apologise if his behaviour appeared to be strange. Again, |
and others put this down to stress or the depression following his redundancy,
but there were also deeper things happening to our relationship and I was begin-
ning to suspect that actually he didn’t want or love me anymore.

Having put up with this for long enough, I decided that we needed to separate
and I left him. I was quite shocked by the lack of concern he showed about this,
but soon the separation started to betray signs which indicated that there was
something else happening. He crashed his car and phoned to tell me, but the
information he gave was confused. His conversations now always included a
curious laughter. We continued to visit each other, but the conversation was
becoming even more difficult, almost as if he couldn’t go further than using
repeated stock phrases. Friends, also in touch with him, told me about his
behaviour such as walking into other people’s gardens and phoning them with
bizarre information, and there were worrying signs of strangers visiting him and
taking objects away.

I decided to intervene. A letter to his doctor yielded no more than the advice
that David should go to see him if he was worried. Numerous phone calls to
social services also failed to get the attention he clearly needed and, in spite of
the fact that we had taken out power of attorney for each other, there was a wary
approach from all which indicated that I had no real role other than being a con-
cerned friend. This was, after all, 1992, and well before the more recent UK
legislation providing greater legal rights and protections for LGBT* people.

A further phone call from David’s neighbours convinced me that I had to
intervene and do something. My visits to him were now enough to assure me
that he had lost the power to look after himself. His power of speech was
declining even further. When, on one of my visits, I suggested he get us some
food, he served us frozen food on a plate, still frozen. He was smoking and
discarding both ash and finished cigarettes on the floor. In short, he was no
longer safe.

It took some time to establish my role with his medical centre, but eventu-
ally they agreed for a doctor to visit. David was given what I now know to be
a mini mental state test. He couldn’t answer most of the questions, but the
doctor simply told me that he had seen worse. That was no help and I replied
forcibly that David was unsafe and I feared that something serious was going
to happen. I positioned myself between the front door and the doctor and told
him quietly and firmly that he wasn’t going until he did something. It didn’t
then take long for the arrangements to be complete and David was sectioned.
I will never forget the look of fear and confusion on his face as they took him
away in the ambulance. Neither will I forget the guilt I felt for making it
happen.
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Becoming a carer

From then on I knew that there was no alternative but to accept the role of
David’s primary carer. You couldn’t just walk away from the experience of
spending 21 years with someone as if it counted for nothing, and, in any case, |
still loved him for who he was. The diagnosis of pre-senile dementia followed
and then my painful induction into a new and totally unknown world of
dementia care.

Very early on, I had decided that it was necessary to be as open about our
sexuality as was possible. David and I had never discussed how we would react
to the challenges which a serious illness might bring and what would be the
implications for our relationship. Perhaps we were part of just a handful of gay
men who had created powers of attorney for each other, but the onset of AIDS
within our community had forced that need in front of our eyes. From now on,
seemingly every new situation which related to David’s care had to involve a
coming out process. Later, David’s frequent kissing of me, wherever we were,
made the acknowledgement unnecessary, but phone calls and form-filling were a
different matter.

We never experienced downright discrimination, but, instead, there was a
more regular response of people accepting my explanation about the nature of
our relationship and then conveniently seeming to ignore it. There were a few
enlightened people who engaged with me, following my disclosure, but gener-
ally it didn’t happen. I have to say that, decades later, there remain service pro-
viders and health professionals who choose to do the same following their
client’s admission about something as profound as their sexuality.

For me, as carer, there were hugely important decisions to make about
meeting David’s care needs, especially since I was still working. He was already
showing signs of incontinence; his behaviour in public was liable to create atten-
tion and even possibly aggression; his now almost total loss of speech made con-
versation impossible. I was not helped when, in the hospital following his
sectioning, he was tested for HIV without my permission, and a few weeks later
moved to a residential home without consulting me. Both incidents galvanised
me to make clear to service providers exactly what the limits of their respons-
ibilities might be and what I required from them, namely, ‘no decision about
him, without me!” I decided that residential care was the only option for us in
our situation and that I would seek a residential home close to where I lived,
where I could visit David and bring him back to my home virtually every day.
Thus began almost eight years of caring and many more years of learning just
what this condition, generically called ‘Alzheimer’s Disease’, was all about.

More than anything, I wanted to get things right and ensure that my care for
David was not just good but had real quality to it. The consultant had told me
that David wasn’t my problem, and that I should leave them to look after him.
But how could I do that? Yet, having accepted responsibility, and told his family
that I would look after him, I wasn’t sure what this care might involve. What
was made quickly clear to me was that a second house, registered in his name,
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but paid for by both of us, would now have to be sold to pay for his care. Like so
many carers, | had to juggle my time between sorting out the sale, holding down
a job and seeing David daily. Whatever decisions and actions had to be under-
taken it was me, and largely me alone, who had to deal with them. I felt that
there was just no one to tell me what my rights were, what services might be
available to help me and what good care in a residential setting looked like. If
anyone had offered me advocacy I would have cried in gratitude.

Navigating long-term care

Gradually I gained a picture of what ideal residential care needed to be like. It
would not be where a new member of staff appeared almost every week.
It would be where activities were organised and photographed, and celebrated. It
would not be where the minibus, bought for outings, never seemed to move
from its parking spot. It would be a place where the residents would be taken
out individually and regularly. The current place David was in did not fulfil
any of these criteria.

The time had come to look around for something better than his current home
and I found such a place just a mile from my house. Staff turnover was low.
There was a good atmosphere. The walls were festooned with courses which
staff had attended and they had had some experience of caring for residents as
young as David, who was only 56. To be sure, the place was no more qualified
to look after someone with profound dementia than I was, but I felt that their
hearts were in the right place. Thus began, for David, seven years of residence
where they struggled to stop him from regularly ‘escaping’, where they coped
unbelievably with his double incontinence, and where they showed in so many
ways that they really did care for him.

Now began my life as a carer in earnest. The word ‘carer’ is such a sanitised
and offhand one, and conjures up delightful images of people in need, sur-
rounded by devoted husbands/wives/families. I didn’t have that. David’s family
lived long distances away and none of them could take on the central task of
caring, so there was nothing else for it but for me to do it. But I had no idea
where to start, what my goals might be, and what the demands would be like. I
knew nothing about dementia, indeed I’m not sure that I even knew the word
‘Alzheimer’s’. It didn’t take long to find out the truth!

David took a long time to settle and so there were numerous phone calls from
the home asking me to go and help them with such basic tasks as dressing and
feeding. They arranged appointments with podiatrists, nurses, and social services
but it soon appeared that very little could be achieved without me being there to
facilitate David’s cooperation. If he needed his flu jab, I was the only person
who could ensure that it happened successfully, and achieving a successful
dental appointment at the hospital was nothing short of a nightmare. The confu-
sion from health service providers about how to deal with me continued, as did
the endless round of ‘coming out’ situations. Questions about ‘next of kin’ sur-
faced regularly, as did some about why I had power of attorney over David’s
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affairs. Visitors at the residential home weren’t quite sure what to say to me
either. On one occasion, a kindly man asked me how my father was and then,
like so often, I had to explain that he was my partner. David was variously
regarded as a friend, a brother, and my father, but not my partner and never my
lover.

These challenges would have been impossible to cope with had I not had the
support of friends, most of whom were gay. They visited David and did their
best to cope with being in the presence of someone who could no longer speak
and who was clearly trying to work out who they were. Their concern was
invaluable, but their willingness to visit was an added strain on my time because
they clearly felt far less anxious if | was there with them, which I was, because 1
wanted them to continue to come. But it meant their visits did not give me the
break I so badly needed.

Increasingly, every hour of my day, and often at night, David and his needs
became central to my own life. Gay friends recognised that I was doing it
because our relationship had significance to me, but it took others longer to
understand. Sometimes I did need others to speak up for me, but fairly early on I
acquired the skill of eye-to-eye contact and firmly spoken words, whenever a
situation cropped up where I was at risk of being rejected as David’s significant
other. Having done the explaining, there was rarely a warm feeling of accept-
ance and engagement with our situation, which only added to its stress

It didn’t take long to learn that those with dementia desperately need the assur-
ance that close affectionate physical contact can bring. David’s kissing of me,
wherever we were, was sufficient to tell me that he craved such contact and it
didn’t take me long to choose his needs over the reactions of other people watch-
ing. It helped David if I brought him down to the house, almost every day, so that
he could be hugged and I soon learned how powerful the smile, the holding of
hands, the singing of songs, which he mouthed with me, actually were.

Carer support

If that was what David needed, then so did I, and after five years of caring alone,
I found my lovely partner Michael, who never saw his role as supplanting David,
but proactively did what he could to shoulder the burden, and that was never
more so than when David died.

There were other issues, related to my caring role, which were a source of
concern. Although I had power of attorney over David’s affairs, there was, at the
time, no legal civil partnership available to reinforce this. I felt deeply that I
needed to be accountable especially where the management of David’s finances
were concerned. The details of every item purchased and every bill paid were
recorded and I regularly made it clear that these accounts were available to be
seen, especially by David’s relatives. A solicitor had given me the saying ‘where
there’s a Will, there’s a relative!” and although I never felt that there was ever
any suspicion about my conduct of David’s affairs, later, when the Lesbian and
Gay Carers Network was in operation, there were a number of members who
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described instances where conflict over finances had taken place, underpinned
by homophobia among family members.

I needed to feel that I was being supported and recognised for my caring.
Carers need to feel good about what they are doing; they need support for when
things get on top of them; generally they don’t want the responsibility taken
from them even though they might be exhausted and burned out. It helps to be
celebrated for one’s devotion. For me, there seemed also a strange, but I hope
understandable, need for this caring to be seen and recognised that this was a gay
man who was similarly getting it right for his gay partner. One of the ways of
achieving this was by joining the Alzheimer’s Society, both locally and
nationally.

At the local level, the branch welcomed me with open arms. I was phoned
almost immediately on joining and they seemed genuinely glad to have me. I
joined a carers’ support group and attended other meetings organised by the
group. It wasn’t long either before I became a member of the committee, but it
was then that [ was aware of a barrier still to be overcome. My involvement with
the support group was active and vocal — after all, my status as a gay carer was
as equal as any other and meant that I spoke about David and his needs freely.
However, at one session, another carer was clearly unhappy about my involve-
ment and said both loudly and forcibly, ‘but I am talking about my husband’ and
therefore by implication was saying ‘you are only talking about a friend’. In a
similar way, I became very much aware from some in the group (though I hasten
to add, by no means all) that they were glad to have me there, were friendly, and
did want to know how I was, but also rarely asked me how David was. On one
occasion when I shared the experience of being openly and publically kissed by
him, one said ‘oh my god!’. Out of all this was a realisation that there was some
way to go before full recognition and understanding that dementia does not
discriminate.

At national level I perceived a further issue. It was always a pleasure to
receive the Alzheimer’s Society’s regular newsletter and, in those days, the
1990s, it was a lifeline, because so little literature was available locally about
dementia. For most LGBT* people, visible signs of acceptance and welcome
have always been a powerful tool, and I looked for such signs in the Society’s
publications, and found none. The photos and the articles in their literature all
seemed to suggest that dementia was a White person’s illness and that those with
the condition were usually surrounded by devoted husbands, wives and families.
That rankled, and I wrote a letter to the editor expressing my sadness at the
approach and wondered if there were any others out there who were carers for
someone they were not married to or were even of the same sex. I was not inun-
dated by replies, but those that arrived were significant enough to start consider-
ing how the needs of minorities, and particularly lesbian and gay carers, might
be met.

The emotional toll on a carer of someone with dementia cannot easily be
quantified and only those who have been in their shoes can truly know the
reality. Having people around you cannot take the burden from you, but can ease
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the journey in unbelievably helpful ways. Yet to say to someone ‘my husband
has Alzheimer’s’ is comparatively ‘straightforward’ but to have to face a double
admission of dementia and being gay is much more demanding.

Lesbian and Gay Dementia Carers’ Network

As our plans for the creation of a lesbian and gay carers group started to take
shape, the acknowledgement by non-gay, but caring, people that there might be
an issue here started to take shape and it was ground breaking. The logic was
clear, people with dementia are multifarious, and some are gay. If they are fortu-
nate enough to have carers, they are likely to be gay too. The person with
dementia and their carer are likely to be of an age where they bring with them
heavy baggage about having concealed their sexuality. Service provision, there-
fore, has to enable them to feel that they and their situation are safe in their
hands and free from any judgement or discrimination.

With superb support from the Alzheimer’s Society, a carers’ group gradually
came into being. There was to be no fudging about the issue and an understand-
ing that public commitment ‘from the top’ could be the only way that we could
succeed as a lesbian and gay carers’ organisation. An article about us appeared
in the newsletter and an editorial word of support from the Chairman nailed the
Society’s rainbow colours to the mast.

It was not all plain sailing from then on. We were told that a number of
members had resigned from the Society and the directors did receive some very
nasty letters opposing our existence. Some doubted whether there should be a
separate group for such a small minority of people (one lady wouldn’t even
accept that there could possibly be as many as 5 per cent of the adult population
as homosexual). The main comment was, however, that support for carers and
those with dementia, at its best, should never differ whatever the situation
because it was a principle that everyone with the condition should be treated the
same. Our reply, seemingly mouthed endlessly, was that it was not a matter of
treating everyone the same, but it was a matter of recognising the distinctive
needs of people like lesbian and gay individuals, and ensuring that those needs
were met. It was our task within the now established Lesbian and Gay Carers
Network to show what those needs were.

So, strangely, my two worlds informed each other. My experience of caring
for David and being co-founder and co-organiser of the Lesbian and Gay Carers
Network informed my desire to bring together and support others in similar situ-
ations. That experience was powerful. When people pointedly asked why we
needed a separate organisation, those of us caring simply were able to say, ‘there
are things we need to say to each other and provide for each other because we
are gay. If we feel the need to have a separate group then simply accept that this
is what we want and need’. For me it all stemmed from the baggage we bring
from the past in terms of society’s attitudes and treatment of lesbian and gay
people. In short, the way we have been treated has created in us a feeling of
alienation and a desire to create families of our own choosing. It was not
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surprising that one of our contacts whose partner was showing signs of dementia
said that they were both anxious about how service providers might deal with
them and their needs, once they admitted their sexuality.

David’s legacy

In the most extreme circumstances, David died on 16 March 2000. He went
missing from the residential home, which had cared for him so well, and was
found dead on a beach. The trauma was overwhelming and, for years afterwards,
my dreams, whatever their content, regularly seemed to include him going
missing. Incredibly, the support which followed was almost overwhelming too.
What David had achieved through his dementia was that so many people
working in the field had started to recognise that the condition was just as much
a gay one as it was a straight one. Huge awareness-raising had started to take
place and our work on the Network started to bear fruit as, little by little, calls
came in to the dedicated telephone helpline from lesbian and gay people, caring
for partners, relative and friends. Many had inspiring tales to tell and some were
full of outrage at the lack of understanding of their situation by those around
them. A prime example was of a gay man caring for a parent who was told by a
doctor that he could not possibly care for his parent properly considering the fact
that like most gay men he had multiple partners! There were other similar exam-
ples but, thankfully, there were also examples of service providers who were
asking for some insights about sexuality which might enable them to provide the
best possible support.

My experience of caring and those of the other extremely dedicated people in
the team ensured that our work went from strength to strength. Numerous oppor-
tunities arose, both at home and abroad, to talk about our work and the tentative
start to our service; of when, at first, we had feared we would have no clients,
and how it had eventually resulted in a steady stream of lesbian and gay people
who valued what we were offering. It had become, in fact, the only organisation
of its kind in the world.

Lessons learned

Gradually, and with surprise, we realised that, in fact, we had become activists.
David’s photo appeared in articles and eventually even in a film and I was proud
that such a lovely, handsome and sensitive man had achieved so much because
of his illness. But, in our Network, we were acutely aware that in reality our
work had only just begun. We knew that HIV dementia (Brew and Chan, 2014)
existed and that a sizeable proportion of gay men, over the age of 60 had the
virus, but little had been planned to support them should they develop dementia.
We were also aware that, statistically, more women than men would have the
condition and there were clear implications for the lesbian community in terms
of preparing to offer support (Westwood, 2014). Just as, if not more signifi-
cantly, we knew that the vast majority of lesbian and gay people did not have
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partners (Guasp, 2011) and the needs of those living alone with the condition
had not even begun to be considered (Cook, 2013).

A further issue also needed confronting, and forcefully too, namely that the
LGBT* community’s attitude and concern for its elders was virtually non-
existent. Older LGBT* people were often grouped together in an ‘over 50s slot’
but our experiences and needs are far more complicated than that (Ward et al.,
2012). Coupled with that is the unsurprising, but largely ignored, fact that, like
the general population, one in three lesbians and gay men aged over 65 will also
develop dementia (Knapp et al., 2007).

Sadly, the Network closed in 2010 (Newman and Price, 2012). It was in the
closing days of the life of the Network that we had started to look at how best to
meet the needs of trans carers and trans individuals with dementia. In the space
of one week, we had received calls from three trans carers, but we had to
acknowledge that the scope of our expertise was extremely narrow. Even since
then, in terms of the support needs of carers of trans individuals with dementia,
very little is known at present (see Witten, Chapter 8, this volume). Similarly,
there is very little knowledge or research about the needs of trans carers more
broadly and/or trans individuals’, especially older trans individuals’, health
issues (Bailey, 2012). Activists in Australia (Chad, 2009) and the USA (McFad-
den et al., 2012) have suggested that trans individuals are concerned that demen-
tia may expose them to prejudice, discrimination and a lack of respect from care
providers, and this issue probably extends to all carers of trans people with
dementia and/or trans carers of LGBT* people with dementia. It is highly likely
that carers of trans individuals with dementia will need to take on a strong advo-
cacy role, making sure that an individual’s gender identity is validated and sup-
ported in care contexts, at end-of-life and after death. Much more research is
needed to understand these important issues and how they affect carers.

Looking back at the group

As I have already indicated, in spite of clear support from the LGBT* com-
munity and overwhelming evidence of its use and value, the Network, ultimately
named ‘LGBT* Alzheimer’s Support Group’ of the Alzheimer’s Society, was
abolished in 2010. This was in the middle of turbulent days for the Society and
the Network was a victim of those changes.

What did we achieve and, more importantly, what did we learn about the
needs of LGBT* individuals and those with dementia? For starters, we took
heart from one of our supporters, who at the beginning of our work, and with
initially silent phone calls, eventually told us ‘never underestimate the psycho-
logical and social significance of your mere existence’. From my experience of
caring for David, and from comments we had received from delegates at confer-
ences, it was clear that few had even imagined that there might be LGBT* carers
of people with dementia and, more importantly, that there might also be some
LGBT* people with dementia, all bringing with them needs which were distinc-
tive and even unique.
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From the moment of the Network’s first client, it was clear that we had to
rethink our assumptions about the sort of LGBT* person who might be contact-
ing us. My situation and experience of caring turned out to be extremely limited
compared with some of those who contacted us. Those in the media and those
who supported us seemed sometimes to want to slot us into a gay alternative of
the straight carer/family pattern. It soon became clear that LGBT* caring relied
far more on the principle of ‘families of choice’ than we had first realised. Over
the years, we had contacts who were not partners of those with the condition,
might not even be living with them, might be part of alternative patterns of rela-
tionship and might be in international partnerships which brought complicated
issues of nationality status and caring. We dealt with partnerships which had
existed for decades, with friendships which were equally as strong, and both of
which were now under severe strain because of the nature of the condition they
were dealing with. As with my experience with David, there were things to be
said to service providers about caring for LGBT* people which had never been
considered. We sometimes needed to say, quite forcibly, that effective caring for
LGBT* people with dementia cannot be squeezed into your own narrow world
view and your own limited view of relationships.

It did not take long, therefore, before a picture emerged of the rainbow of
issues which callers to the Network were presenting. Naively, we had assumed
from the start that the issues which David and I had to deal with would largely
be the same for those contacting us. We hadn’t even got close to it and our learn-
ing curve was a steep one. We did have callers who wanted to offload their guilt
about needing sexual contact with others now that their partner’s dementia was
profound. There were women who had become the carer for a parent as a result
of other family members assuming that, being single, they were a natural choice
for caring. There were couples who now had to face a coming out process, when
dealing with service provision, some of whom had never acknowledged the fact,
to anyone, that they were gay. There were some who were facing the death of a
partner, whose family simply assumed that their relationship was nothing more
than friendship. And there was the person living alone who asked us if we could
find a gay careworker to give a feeling of security when care visits took place.
There were some wanting legal advice once diagnosis had taken place; and there
were two significant situations where families had resorted to law in order to
deprive a caring partner of their power of attorney. And, finally, there were those
who were coping with the demands of caring but just wanted to talk with another
gay person — someone who was family. Of the 20 new contacts a year, many of
them were not simple one-off calls, and, with a few, the contact lasted for years,
and even beyond the time when their caring responsibilities had ceased.

It was true that we had underestimated the psychological and social signifi-
cance of our existence as an organisation, and the awareness-raising achieved
was huge. Others working in the field, and not a part of our Network, began to
present us with their own case histories and examples where LGBT* people with
dementia, or their carers, had faced some form of discrimination or a lack of
empathy when dealing with health professionals or service providers. There was
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occasional evidence also of care workers having their own personal agendas
when dealing with LGBT* people or of objecting to performing care tasks
required to meet the healthcare needs of known lesbian and gay people. There
was also the fear expressed of not being in control of one’s life should dementia
take hold and of having to deal with less-than-sympathetic care workers and
service providers who might be covertly or overtly homophobic.

Conclusion

The experience of caring for David, and our experience in the Network, identi-
fied a need from others for literature for use by practitioners and for research too.
Very little has been written so far about the needs of carers of LGBT* people,
especially those with dementia. I have shared my lived experience in various
ways: as a representative on special interest groups; in publications (Newman,
2005, 2009; Newman and Price, 2012); and in a training video for the Social
Care Institute for Excellence (SCIE, 2010). A few authors have written about the
challenges face by older LGBT* individuals in terms of ‘coming out to care’
when their LGBT* loved ones have care needs (Brotman ef al., 2007) and of the
under-recognition and lack of support for LGBT* carers in general (Willis ef al.,
2011). An even smaller number have addressed the issues of LGBT* carers of
individuals with dementia (e.g. Price, 2010, 2012). Elizabeth Price has high-
lighted how the experience of ‘coming out’ to dementia service providers, par-
ticularly when it may not always be in a time or manner of their choosing (they
may be outed by a loved one’s loss of inhibitions), can shape how carers under-
stood their entire engagement with those services (Price, 2010). Price has high-
lighted how the experiences of caring for a loved one with dementia can also
inform lesbian, gay and bisexual carers’ anxieties about their own care futures,
and concerns that their own needs will not be met, especially if they themselves
develop dementia (Price, 2012). This intensifies the need for far more research in
this area.

For all people, whatever their sexual orientation, the prospect of a dementia
diagnosis is one that understandably they are most anxious about. My outline, in
this chapter, of what dementia meant for David’s well-being and quality of life,
and the stresses involved in caring for him has, I hope, been set out truthfully. I
also hope it might stir others into action.

Were I to be confronted by a similar diagnosis, today, bearing in mind the
beneficial changes in the law in the UK (e.g. same-sex civil partnerships and
marriage, the Equality Act 2010, etc.), I would not expect discrimination to take
place, and, if it did, then I would also expect those caring for me to scream and
shout their outrage. Homophobia is, however, something less tangible and more
difficult to confront but, assuming that my care is both good, enlightened and
empathic then I would expect the following:

1 1 would hope that I would recognise that a key to me being treated holisti-
cally would be found in my willingness and in my carers’ willingness to
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‘come out’ to service providers, and I would hope that, in their turn, they
would honour that acknowledgement and engage with it.

2 1 would hope that my sexuality (and/or gender identity) might be a constitu-
ent feature of memory work and social activity provided by service profes-
sionals and I would especially hope that any of those professionals who are
LGBT* themselves might ensure that these needs are recognised and met by
their colleagues.

3 I would hope that as my condition declines, and should my behaviour
become more extreme, that if my sexuality is expressed more blatantly than
usual, then service providers would treat that in a professional and informed
way as a result of specific training they have received on the issue.

4 Should my dementia result in me needing to live in a residential care home,
then I would hope that my home would state quite clearly and with proac-
tive training that the place is dedicated to ensuring that diversity and inclu-
sion are the bedrock of its existence. I would also hope that informal carers
ensure this is the residential home’s approach before agreeing to the person
with dementia taking up occupancy there.

5 I would hope that the activities organised by the home reflect its dedication
to diversity and inclusion.

6  Finally, I would hope that the LGBT* community, which I am so proud to be
a part of, will recognise its duty of care towards all of its members, whatever
their age and/or disability. This would include having in place strategies, pro-
jects and programmes which ensure that all of its members are respected, sup-
ported and served, including those who have dementia, and those who care for
them. Were this not to happen, then I believe that all the struggles of the past
to achieve our rights and status would have been for nothing.

In this chapter I have looked back at my own experiences, and the support in the
past for carers of LGBT* individuals living with dementia, and then considered
the current situation. I have highlighted that there is much that is not yet known,
in terms of the support needed by LGBT* carers of people with dementia, and,
sadly, much that we do know is needed that is not yet being met.
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14 Navigating stormy waters

Consent, sexuality and dementia in
care environments in Wales

Paul Willis, Michele Raithby and
Tracey Maegusuku-Hewett

Introduction

Within the United Kingdom (UK), it is currently estimated that one in every 14
older adults over the age of 65 has a diagnosis of dementia, with an expectation
that the total population living with dementia will exceed one million by 2025,
in parallel with an ageing population (Alzheimer’s Society, 2014). Supporting
significant others with dementia places strain on the lives of unpaid carers and
on the financed provision of health and social care in residential and nursing
environments (Alzheimer’s Society, 2014). This strain may be simultaneously
felt by carers and service providers contributing to the care of older individuals
with increasing cognitive impairments. Arguably, the intersection of sexuality
and dementia represents the ‘last taboo’ in providing care to older people with
dementia, particularly when seeking to uphold the safety, quality of life and
wellbeing of older adults in receipt of care services (International Longevity
Centre UK (ILC-UK), 2011).

Sexuality may be widely recognised as an integral aspect of health and well-
being throughout the life course, however, older people are often assumed to be
asexual and lacking sexual desires (Ward et al., 2005; Doll, 2012). This is in
spite of increasing evidence that older adults in Britain remain sexually active in
later life (Mercer et al., 2013). Small-scale research capturing the views of older
Australians indicates that sex still matters to individuals living with early onset
dementia, regardless of changes in cognition (Bauer et al., 2013). Older adults
are also frequently presumed to be heterosexual and this can obscure recognition
of differences on the basis of sexual identity (Ward et al., 2010). Sex and sexual-
ity is recurrently associated with younger bodies and identities. Within gay
men’s communities, loss of sexual attractiveness can be acutely felt by men in
later life because of the socio-cultural and commercial emphasis given to sex
and desirability as belonging to younger generations (Lyons ef al., 2014). Older
lesbian women report experiences of discrimination across three intersecting
axes: homophobia, ageism and sexism (Averett ef al., 2013). The recognition of
older lesbians in the UK may be clouded by the historical invisibility of lesbians
in social and legal discourse (Oram and Turnbull, 2001). Taking sexuality into
the context of dementia care, care staff, registered nurses and managers of care
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environments face complex demands in balancing the desires, rights and well-
being of residents alongside overarching legal and ethical imperatives in place to
protect older people with declining mental capacity from harm. Adjacent to this,
the biographies, interests and identities of lesbian, gay and bisexual-identifying
(LGB) residents are frequently absent from discussions about managing con-
cerns for capacity and consent.

In this chapter, we explore how staff and managers employed in residential and
nursing care environments across Wales respond to issues of consent and capa-
city in the context of providing long-term care to residents who are sexually
active. In particular, we examine three dimensions to care provision and demen-
tia: first, how staff and managers seek to be facilitative of intimate relationships
between residents with declining mental capacity; second, how the primacy of
risk underpins care work in this domain; and third, the absence of LGB-
identifying residents and same-sex relationships in professional discussions of
sexuality, care and consent. Here, we attend to the ways in which older people’s
sexualities are represented by care staff and managers in their discussions about
care. We refer to these discussions as ‘care talk’ to communicate the ways in
which residents’ sexual lives are represented in dialogue about everyday care.
To illustrate care talk, we draw on qualitative evidence from a mixed-methods
study into the provision of inclusive care to older adults in care environments
across Wales (Willis ef al., 2013). The research was guided by the question,
‘How are the identities and relationships of older LGB residents perceived and
supported in residential care environments in Wales?” The perspectives of care
staff and managers were obtained through focus groups. All participating homes
provided residential care to older people with dementia. First, we elaborate on
the policy context of the research before outlining findings from focus group dis-
cussions. We conclude with recommendations for developing a more affirming
approach to negotiating care, consent and dementia in care environments that
encompass the lives of older LGB people.

Supporting older adults with dementia: the Welsh context

As a small nation with a rapidly ageing population, Wales has recently adopted a
rights-based stance in its policies for older adults culminating in the creation of a
Declaration of Rights for Older People (Welsh Government, 2014). Founded on
the UN Principles for Older Persons (www.un.org/documents/ga/res/46/a46r091.
htm), the six core statements all bear relevance to the wellbeing of older adults
in receipt of health and social care. In relation to the protection of sexual
freedoms and expression, the following three statements are highly pertinent:

e ‘I have the right to be who I am’,
e ‘I'have aright to be valued” and
e ‘I have the right to decide where I live, how I live and with whom I
live’.
(Welsh Government, 2014)


http://www.un.org/documents/ga/res/46/a46r091.htm
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As an identity-based cohort, older LGB adults feature, albeit fleetingly, in Welsh
policy targeted at improving services for older adults. Within its Strategy for
Older People, the Welsh Government represents older LGB people as a
‘minority’ group with differing care needs from the mainstream older population
(Welsh Government, 2013), but does not elaborate on how these needs may
differ from other older cohorts.

Older LGB adults in Wales are legally protected from sexuality-based dis-
crimination — under the Equality Act 2010 (England and Wales), public and
private services are prohibited from direct and indirect discrimination in the pro-
vision of services. Both age and sexual orientation are protected characteristics
(Section 29, ‘Provision of services, etc.”). Within health and social care policy,
the National Service Framework for Older People (Welsh Assembly Govern-
ment (WAG), 2006) stipulates a requirement to ‘root out’ discrimination from
service providers, including on the grounds of sexual orientation. However, these
requirements remain limited in application, as care and nursing staff are cur-
rently not mandated to undertake equality and social inclusion training, poten-
tially leaving a gap in their professional development.

Building on the rights-based approach, citizenship, community and commit-
ment to public services have been distinctive themes running through recent
Welsh policy (WAG, 2011a), culminating in the Social Services and Well-being
(Wales) Act 2014. Due for implementation in 2016, the Act notably changes the
deficit-based terminology in which adult community care has traditionally been
couched. Instead, it refers to ‘people who need care and support’, so that ‘need’
is no longer defined in medical terms. In consolidating and replacing previous
‘community care’ and carer legislation, it includes a duty to promote preventa-
tive services and to promote wellbeing; to safeguard people ‘at risk’ (replacing
the previous disempowering term of ‘vulnerable’), and an innovative require-
ment to promote service user-led design and provision of services.

The drivers for such root and branch reform in Wales are the wider need in
the UK to reform adult care legislation (Law Commission, 2011), but also the
rising levels of complex and long-term health conditions (including dementia) in
Wales, coupled with shrinking resources. The Alzheimer’s Society (2014) estim-
ates that there are 43,477 people living with dementia in Wales. The numbers
are projected to rise by 31 per cent across Wales by 2021 and by as much as 44
per cent in some rural areas (WAG, 2011b). As part of its integrated response,
the Welsh Government seeks to establish ‘dementia-supportive communities’
(WAG, 2011b), building on local grass-roots improvements for the involvement
of people living with dementia. At the time of writing, it remains to be seen
whether these improvements will enhance recognition and participation of older
LGB adults living with dementia and their carers.

Methodology

Care staff and managers participating in focus groups were employed in private
residential and nursing homes in North, South and mid-Wales, encompassing
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rural and urban areas. In 2012-2013, three focus groups were facilitated with
staff (n=14) providing direct care to older residents and two focus groups with
service managers (n=27) (private and local authority) or people involved in the
management of residential and nursing environments. Focus groups were co-
facilitated by two members of the research team and ran between 45 to 90
minutes. Topics explored included: knowledge and awareness of LGB residents
in their care; good practice for making residents feel included; barriers to inclu-
sion; and staff training and policy on sexual relationships and sexual identity.
Focus group discussions were audio recorded, transcribed and coded themati-
cally line-by-line using the NVivo qualitative data analysis software to develop
primary and subsidiary codes.

Nursing and residential homes were randomly selected for invitation from a
sampling frame utilising the Care and Social Services Inspectorate for Wales’ 2011
directory online. In the managers’ groups (n=27), the majority were women (23)
and over half the group (17) were between the ages of 26 and 50 years. The
majority of participants (25) were White British with two people identifying as
‘non-White’ descent. All identified as heterosexual. In focus groups with care staff,
the majority (9) were between 30 and 50 years of age. Again, nearly all participants
(12) were female, with two men. Ten staff members were White and four indicated
‘Asian/Chinese/mixed ethnic’ background. The majority of staff indicated they
were ‘heterosexual’; one employee identified as ‘lesbian’.

Findings: representations of sexuality and dementia in
care talk

1 Supporting normative intimate relationships between residents with
declining mental capacity

Throughout participants’ conversations of care talk, there was a continual thread
of discussion about the ways in which care and nursing staff negotiated the
(hetero)-sexual expressions and intimacies of residents in their care on a daily
basis. In this context, care homes were depicted as sexually charged environ-
ments; elsewhere we have discussed the recognition of care homes as sexualised
environments (Willis ez al., 2014). On one level this is important because the
recognition of sexual expressions, desires and relationships within care environ-
ments counteracts the desexualisation of older adults and strengthens the argu-
ment that, as a social dimension in residents’ lives, sexuality is a critical aspect
of care. Conversely, the discussion of supporting residents in long-term hetero-
sexual relationships reinforces the absence of discussion about relationships
outside this normative circle, for example same-sex and polyamorous relation-
ships or casual sexual relationships. Within sociological circles, there have been
attempts to ‘denaturalise’ heterosexuality as a social structure that generates
taken-for-granted assumptions about socio-sexual relationships (Jackson and
Scott, 2010). Concerted efforts have been made to bring attention to the ways in
which heterosexual norms are privileged in everyday life and across institutions,
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inclusive of social care and welfare settings. The acute absence of discussions
about non-normative sexual relationships and practice can implicitly reiterate
heteronormative arrangements within care settings. Sexual relationships and
activities outside of heterosexual norms are neglected or silenced.

Care staff and managers spoke with positive regard about providing care to resi-
dents in existing, long-term, heterosexual relationships. Relationships between
different-sex residents who had been in a relationship prior to entering the home
did not present immediate concerns, in spite of identified declines in mental capa-
city of one or more of the residents. One staff member discussed the measures in
place to ensure two residents could sleep in the same bed without risk of injury:

Well, there is a couple and the only thing that we’ve had to do is we had to
stop them sleeping in a bed because of the dangers of one of them falling
out ... and we have spoken about getting a bigger bed for them and things
like this...’

(Care staff, Focus Group [FG] 1)

Other care staff explained, at length, the ways in which residents entering the
home in heterosexual relationships were supported, for example the use of ‘do
not disturb’ signs on bedroom doors. This included the protection of couples’
privacy and shared space:

When we have married couples in we ask them do they want to share a
bedroom or don’t they want to share a bedroom ’cos not everybody does.
And if they do we make one room as a lounge and one room as the bedroom,
put double beds, single beds, whatever they want in it.

(Manager, FG2)

While acts of public affection between couples, such as kissing and cuddling,
were not discouraged, sometimes care work involved diplomatically managing
the emotive responses of other residents. One staff member described herself as
a politician:

It’s trying to be a politician basically ... one of the older gentlemen down the
bottom was getting very upset, he said ‘there are people kissing and canoo-
dling in here in front of the children’, there were no children around but he’s
got dementia so he might think there are children around. So I said [to the
staff] ‘you know, you have to speak to the other two and suggest they find
somewhere a bit more quiet’ ’cos in some places it’s not suitable. That’s it.
(Care staff, FG3)

Existing heterosexual relationships between residents with dementia were per-
missible, supported and, to a certain degree, shielded from interference by staff
and other residents, albeit within boundaries and in recognition of other resi-
dents” wellbeing.
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2 Problematic intimacies: the primacy of risk with residents who are
sexually active

Sexuality is often located as a problematic dimension in discussions of care pro-
vision, more so in the delivery of care to older people as ‘sex-less’ individuals
(Ward et al., 2005). Alongside the recognition and support of long-term partner-
ships, some heterosexual relationships were framed as problematic and risk-
laden in discussions of dementia care. This was acutely so in the context of new
relationships forming where one partner was living with dementia and there were
questions raised about the capacity of individuals involved to consent to sexual
relations. This form of care was framed as complex and ethically challenging
work in which there were no obvious solutions beyond the prescribed legal
response.

Within England and Wales, sexual activity with a person lacking capacity
to give informed consent is an unlawful and criminal activity under the Sexual
Offences Act 2003 (Laird, 2014). In Wales, current policy and procedures on
safeguarding ‘vulnerable adults’ (SSIA, 2013) are based on principles of the
European Convention on Human Rights 1950 and the Human Rights Act
1998; that everyone has the right to live their lives free from coercion, intim-
idation, oppression and physical, sexual, emotional or mental harm. Critical to
the protection of individual autonomy and decision-making is Article 8, ‘the
right to privacy and family life’ (Royal College of Nursing, 2011). The Social
Services & Well-being (Wales) Act 2014 introduces a duty for any partner of
a local authority (such as a commissioned service) to inform that local author-
ity if it has reasonable cause to suspect that an adult residing in its area is at
risk of neglect or abuse, including sexual harm. Accordingly, care and nursing
staff may seek to operate in the ‘best interests’ of older adults with dementia,
which encompasses protecting residents from potential abuse or harm and
reporting concerns to local authorities and police. However, the law does not
provide a clear definition of what constitutes the ‘best interests’ of adults in
what is fundamentally complex interpersonal work (Laird, 2014). Assessing
capacity requires balancing the wishes and rights of residents, including rights
to sexual expression and autonomy in decision-making, with an overarching
duty of care to older adults who may be mentally incapacitated in some areas
of decision-making. Mahieu et al. (2014) argue that this leads to an overriding
pre-occupation with decision-making and residents’ ability to give verbal
consent to sexual relations; other means of indicating assent to sex are not
discussed.

Under the shadow of this legal framework, care staff and managers discussed
at length the imperative to ensure residents could give consent. Two managers
discussed the steps followed to prevent sexual activity between two adults living
with varying degrees of dementia. A referral to the local POVA team (Protection
of Vulnerable Adults team, led by local authorities) ensued and led to police
involvement. However, uncertainties remained about the best course of action to
pursue:
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F1: ‘Yeah and he’s a difficult one to assess really because he wouldn’t come
out of his bedroom for the psychiatrist to assess him but the lady that he
was getting friendly with and she was getting friendly with him was
severely demented too ... I sort of felt that if they both were consenting
anyway that it should be okay but because she didn’t have the capacity
we weren’t prepared to allow it to happen and I mean obviously we
turned to everybody and it was just thought that it shouldn’t happen but
it actually made her happy, didn’t it?’

F2: ‘Yeah, she was happy.’

F1: ‘She was getting quite aggressive with us when we tried to lead her
away and they were only little téte-a-tétes in the corridor really and
things like that but she was quite. ..’

F2: ‘She went back as well, didn’t she?’

F1: ‘Well she kept going back, didn’t she?’

(Care staff, F1 and F2)

The inherent dangers of risk-averse practice have been discussed in social
work and social care literature (Clarke, 2000; Laird, 2014; Stanford, 2009,
2011). A fundamental concern is the ways in which risk-averse practice more
often serves professional interests than the interests and wishes of service
users (Laird, 2014). Dementia care with older people represents another
domain of risky practice in which different stakeholders (for example, care
providers, medical staff, family members) can identify different levels of risk
according to their relationship to the person in receipt of care (Clarke, 2000).
Stanford (2009, 2011) has discussed the ways in which risk discourse materi-
alises in social workers’ representation of clients-within stories about profes-
sional practice, service users can embody risk identities and be depicted as ‘at
risk’ or ‘a risk’. Risk-averse practice may intensify when issues of sex and
sexuality are situated alongside discussions of declining mental capacity.
However, providing person-centred care instead requires recognition of resi-
dents’ rights to take ‘reasonable risks’ (Mahieu et al., 2014), including any
risks associated with sexual relationships.

Previous research in England has flagged the dangers of framing older LGB
residents’ sexualised behaviours as problematic (the need for lesbian and gay
residents to ‘behave themselves’), which can pathologise the individual actions
of LGB residents as inherently irresponsible and undesirable (Hubbard and
Rossington, 1995). Here, we are interested in the gendered dimensions of risk-
averse practice in which men’s and women’s sexualised behaviours are imbued
with different meanings. Older women lacking capacity were frequently repres-
ented as vulnerable and requiring protection from potential harm. In contrast,
older men were not always discussed as being ‘at risk’, more so presenting ‘a
risk’ to others. One older man, who appeared to lack capacity due to learning
disabilities, was framed as ‘predatory’ in his pursuit of intimate contact with
female residents. This led to him being evicted from one home and re-housed in
another:
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It started off as a friendship. He could be seen as a bit of a predator, maybe
because he’s got learning difficulties. It’s difficult to say really but mentally
he’s an adolescent basically and he likes affection, he likes a bit of a friend
and he formed a relationship and he does this, forms a relationship and then
he gets obsessive and then when they back off he won’t allow it to happen
and the Police were involved in that one and both families were involved...

(Manager, FG2)

A further challenge for care staff and managers involved mediating between
family members as they adjusted to residents’ new (heterosexual) relationships
and attachments forming:

And that, again, is a very difficult thing to deal with, and a very delicate subject,
because.... We’ve had situations where we’ve had a husband and wife actually
living in the home, and the husband’s passed away and then a month later the
wife is striking up a relationship with another male member. Now, how the hell
do you try and discuss that with the family?... It’s ... it’s so difficult, and the
pressure on staff to deal with these situations is.... It’s a nightmare.

(Manager, FG4)

There are limitations on how supportive family members may be towards the
sexual expressions of loved ones, particularly when new affective ties are forged
between residents (Bauer et al., 2014). Individual family members may hold
divergent expectations of care providers, placing additional demands on staff in
managing family member’s responses (Mahieu ef al., 2014). While some family
members were accepting of their loved ones entering new relationships, other
family members, such as adult children, required additional support. These
changes are inevitably confronting for some family members as they require
reconfiguring of long-held perceptions of loved ones’ identities as ‘partners/
husbands/wives’ or as parental figures:

I’ve had a few problems within my home recently as I run a home with
people with dementia, and two men completely separate had attached them-
selves to ladies in the home, very innocently, you know, holding hands, the
occasional kiss and that sort of thing but both these men had wives, and it
was awfully difficult then. One of the wives was absolutely wonderful, she
just said, ‘He’s in a safe place, he’s comfortable, he’s obviously very happy,
you know, I’'m quite happy with this,” but his daughter was absolutely
devastated, absolutely devastated...

(Manager, FG2)

Sometimes, care staff had to contend with the ageist assumptions conveyed by
family members: ‘the gentleman’s family that we’ve got at the moment, he’s
[adult son] not very keen on it and he is of the opinion that people of a certain
age shouldn’t be having sex’ (care staff, FG1). While the latter accounts do not
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entail managing direct risks of harm to residents, there are inherent challenges to
the reputation of the home through potential blame being attributed by family
members; to the emotional wellbeing of family members as they experience the
loss associated with partners and parents forging new relationships; and finally,
to the residents as family members. As a consequence, staff may seek to prevent
contact between new partners.

3 Restricted lens on sexuality: limited representations of older LGB
adults in care environments

As discussed above, older LGB-identifying adults were missing from discus-
sions about supporting the relationships of residents living with dementia — this
is a glaring absence in which the needs, rights and wellbeing of older LBG resi-
dents, and their significant others, remain unacknowledged. Silence surrounding
LGB identities was reinforced through a number of rhetorical means. First,
through the active avoidance of asking questions about residents’ sexual lives
and histories: “We don’t pry, you know, we don’t ask them to be too explicit’
(care staff, FG2). Second, through locating sexual relationships between older
adults of the same-sex away from public attention:

I will say this though, but and I would say that on a normal couple. I
shouldn’t say ‘normal’, I shouldn’t use that word, husband and wife, if two
men are together or two women that’s quite a thing like anybody in a mar-
riage but don’t flaunt it in front of people, I will say that...

(Care staff, FG3)

Third, through avoiding speaking aloud words such as ‘lesbian’, ‘gay’ and
‘bisexual’, some staff members appeared uncomfortable with speaking about
LGB identities and instead opted to refer to a collective ‘it’:

It’s not a problem is it? It’s not a problem anyway but you just wouldn’t say
it when we were young would you? It was a, not a bad word, but you just
didn’t say it and I think that’s because it was hidden, yeah.... I wouldn’t pry
or ask questions but if they’re quite happy then you go along with the
flow then.

(Care staff, FG3)

Some staff members discussed their concerns about the ways in which other resi-
dents would respond with hostility towards other residents that openly identified
as LGB; they were uncertain about how to respond to homophobic commentary.
These concerns were amplified in the context of challenging residents with
dementia in fear of causing distress to the offending party:

It’s quite difficult particularly if someone has dementia, and I don’t have
this example but I’ve heard racist comments or fascist comments, and
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depending where they are on their dementia journey it can be quite difficult
to challenge, you shouldn’t challenge them ’cos it can cause a lot of upset.
And sadly once they’ve got to that point you can’t teach them new things,
so it’s a very difficult one.

(Manager, FGS)

Others expressed monolithic, highly limiting views of LGB people that fre-
quently conveyed social stereotypes about lesbian and gay lives. In contrast,
there was no discussion or mention of bisexual identities. One staff member
explained to the group facilitator the ‘jealous nature’ of lesbian women:

I find lesbians are very protective of their partners more than the men ...
I’ve noticed a lot of the lesbians I know are very protective of their partners
and very jealous, so can you imagine a lesbian, a young woman coming in
here, her partner’s coming and we’re in there touching and seeing to her,
can you imagine how ... she could be saying, ‘I don’t want you doing it like
that’.

(Care staff, FG3)

Another manager bundled gay men and sexual offenders under the same
umbrella:

... but since doing the questionnaire I have thought of it, reflected on it and I
think then why haven’t I met any gay old men? I met one who was a paedo-
phile. I’ve probably met loads that are [gay] but I don’t know about it
because they haven’t told me they were. You know unless they’ve been in
jail or on a register how am I to know what their ... you know what they did
in their past but it is strange, I just can’t think, I can’t think of any old men.
Do they just come into a care home and not want to discuss it? I think it’s
the generation, they just cover it up. Things will change though and it will
just be like everything else.

(Manager, FG2)

Implicit within this discussion is an assumption that change will happen regard-
less of the individual’s actions — the social landscape will inevitably change and
so automatically will older people’s views and practices. It is important to recog-
nise that these restricted, and in many ways oppressive, views were not voiced
by all participants and indeed numerous participants identified significant issues
about the prospect of providing care to LGB adults with dementia. Two man-
agers across separate groups reflected on the ways in which dementia may
trigger the emergence of LGB identities that residents had previously not
discussed:

I would say, probably one of the hardest things to deal with, and that is if
you have an admission into the home with somebody that is suffering with
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dementia, they could have basically been a gay or lesbian individual that’s
got a family, that’s never demonstrated that sexuality at all. And yet when
they have dementia, the inhibitors go down, and all of a sudden they revert
back to type, that’s how they are as an individual, and yet they may have
brought up three children, they may have a complete family unit around
them. So how do we, as a home, deal with that? Because there is nothing.
(Manager, FG4)

Several managers discussed the importance of establishing a culture of inclusion
within the home, from initial contact with prospective residents onwards. One
identified strategy was to explicitly state this in the home’s statement of purpose:

...that’s another way of promoting your nursing home to say, ‘Look, we’re
quite open and we’ll be looking to take anyone, treat them as an individual,
but there could be someone in here that’s gay and you know if you’re not as
happy with that then look elsewhere.

(Manager, FG2)

Others sought more information about the sexual history and life-stories of resi-
dents entering their care — no such information had been provided through
accompanying paperwork such as social service care plans. In one instance,
while sexuality was mentioned on a care plan form, it was listed as ‘optional’:
‘we have Section 13, relationship and expressing sexuality, it is optional so for
some residents we may have it, for some residents we will not have it’ (care
staff, FG1). It is reassuring to see sexuality listed as a domain requiring the
attention of care staff. However, this is compromised by its listing as ‘optional’
as this gives employees permission to ‘opt out’ of this discussion. There was a
demand from managers and care staff alike for training about working support-
ively with older LGB adults. Some staff had received dementia awareness train-
ing that included discussions about sexual activity. However, the focus of
training appeared to be on managing problematic (‘difficult’ or ‘challenging’)
behaviours associated with loss of social inhibitions rather than geared towards
supporting sexual health and activity in later life.

Concluding comments

In this chapter, we set out to examine the ways in which sexual identity and LGB
lives are represented in care talk about older people with dementia. While care
providers and policy makers across the UK come to grips with an expanding
population living with dementia, our findings indicate that staff and managers of
care environments in Wales require (and indeed request) additional support and
training in meeting the needs of LGB adults with dementia. In the context of
providing care to heterosexual couples living with dementia, staff and managers
convey sensitivity, respect for privacy and concern for significant others. This
same level of care is not tangible when discussing support to LGB adults for a
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number of reasons. First, LGB identities are only partially visible in staff and
managers’ care talk and, when present, are frequently misrepresented in a neg-
ative, demoralising or restricted way. The use of depersonalised nouns such as
‘it’ can be highly dehumanising and is out of kilter with a person-centred
approach and the recognition of individual personhood and dignity. Second, staff
and managers express reluctance to initiate discussions with residents about
sexual identity, same-sex relationships and homophobic commentary. In connec-
tion to dementia care, this reluctance is heightened out of concern for causing
offence and distress to other residents with declining capacity. Elsewhere, we
have argued that sexuality is frequently located as an extraneous dimension to
everyday care in residential services (Willis et al., 2014). For older adults
located at the sexual margins, including LGB adults, this can result in their
desires, relationships and histories being hidden from positive recognition.
Separating sexuality from care inhibits a fully holistic approach to person-
centred care.

From our discussions with care staff and managers, it is evident that care
homes lack more positive, affirming approaches and protocols for addressing
concerns about capacity, consent and sex. The primary response appears to be
risk-averse in which residents can only be located as either ‘at risk” or a risk to
others — this is a restrictive binary that limits the ways in which staff can respond
to and support the sexual wellbeing of residents while ensuring residents remain
safe from harm and distress. Morgan and Williamson (2014) advocate a positive
risk-taking approach to supporting older adults with dementia — this means
decision-making about risk is shared and the positive benefits of risk-taking are
carefully balanced against the potential harms.

The new Social Services and Well-being (Wales) Act 2014 prioritises the
delivery of services to people in ‘need of care and support’ (for example, Section
5, ‘Well-being duty’). With this language in mind, is it possible to think about
sex, capacity and consent outside the rhetoric of risk and, alternatively, consider
how to provide care that protects older adults from harm while supporting sexual
wellbeing? Mabhieu ef al. (2014) advocate an ‘anthropological-ethical’ approach
that poses alternative questions for care staff to ascertain assent to sexual rela-
tions beyond verbal consent, for example ‘Does the resident in question will-
ingly engage in sexual activity? Are there signs that indicate coercion?’ (p. 9).
There is no denying that this is a complex and emotionally demanding work for
staff in which there are no easy solutions — care work that is often performed by
staff on low wages with little professional development and support.

Finally, our discussion adds further weight to the demand for an enhanced
training and education framework for care staff and their managers to ensure all
the needs of older adults with dementia are being met, inclusive of sexuality.
Based on our discussions of care talk, training needs to be three-fold in focus:
breaking down barriers to viewing older people as sexual beings; enhancing
recognition of differences in sexual expression, relationships and identity; and
initiating and sustaining discussions about sexual lives and histories with resi-
dents living with dementia and their significant others. Within Wales, the policy
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and legal framework is in place to progress dementia care towards a person-
centred approach that encompasses sexual personhood. The Social Services and
Well-being (Wales) Act 2014 will require a cultural shift in service provision
from a service-led model to a more active citizen-directed approach to assess-
ment and provision of services. There is significant work ahead in ensuring that
the Act’s new promotion of ‘wellbeing’ encompasses ‘sexual wellbeing’ as an
integral aspect of dementia care.
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15 To equality — and beyond?

Queer reflections on an emerging
rights-based approach to dementia in
Scotland

Richard Ward

Introduction

With a population of approximately 5.4 million, Scotland is one of the smaller of
a growing number of nations to have developed their own national dementia
strategy (Scottish Government, 2010, 2013). The very existence of this strategy
is an indicator of the degree of autonomy that currently exists at a national level
over decisions on how best to meet the needs of Scots living with dementia.
Recent developments in Scotland have also been shaped by the advent of ‘user-
led” groups and networks of people affected by dementia campaigning for
change. As these networks have grown they have helped to foster an emergent
collective awareness and identity while seeking to influence policy at regional
and national levels.

In light of these changes, Scotland has begun to embrace a rights-based
approach to dementia (Alzheimer Scotland, 2015), a shift in thinking reflected
not only at the level of policy but increasingly with the aim of embedding this
approach within service delivery and care practice (e.g. Alzheimer Scotland,
2011). Hence, the potential now exists for more explicit recognition of the dif-
ferences amongst those affected by dementia; protection from unfair and dis-
criminatory treatment across one or more protected characteristics; and even the
prospect of a better understanding of the particular perspectives and experiences
of LGBT* individuals as they seek care or support. However, the story of the
development of (LGBT?*) inclusive dementia services and provision via a rights-
based framework is currently one of future potential rather than of existing hard
evidence of change.

For instance, recent years have witnessed a move toward greater control over
services by their users, marked by the growth of co-productive approaches to
service delivery (e.g. East Dunbartonshire Council, 2014) and greater attention
to user-defined outcomes (Joint Improvement Team, 2012). There is, however,
little evidence to date that such developments have moved beyond a catch-all
category of ‘people with dementia’ to specifically seek out and listen to the
voices of LGBT* individuals affected by dementia. At the same time, the intro-
duction of personalisation (i.e. a move toward greater control over services at the
level of individual service users) has marked a shift away from pre-determined,
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group-based forms of provision which in the past drew people together purely on
the basis of their diagnosis and residence within a specified geographical catch-
ment area. While the personalisation agenda chimes with messages from
research with older LGBT* individuals who have fervently rejected the prospect
of such collective forms of care (Ward, 2012), we have yet to witness efforts to
test or evaluate direct payments or personal budgets (intended to give service
users spending power to exercise greater choice in how to meet their assessed
needs) as a route to ‘LGBT-friendly’ support within care provision for older
people let alone within dementia care services.

Arguably, one of the single most significant influences upon a rights-based
agenda for dementia in Scotland has been the establishment and work of the
Scottish Dementia Working Group.! One of the first and largest ‘user-led’ net-
works of people with dementia in the UK, the group campaigns for change
across many different fields, raising awareness of dementia but also agitating for
rights and recognition. The network has been closely studied, for instance in the
work of Bartlett (2012, 2014a, 2014b) who has been keen to explore the way in
which activism around dementia is beginning to emerge. Yet, it remains unclear
whether LGBT* individuals have had a voice or played a role within this or
other similar networks. Indeed, in regard to user involvement in general there
remains very limited commentary on how individuals are recruited or engaged.
Webb (2008) has observed that where service user groups are active they are
usually self-selecting and their forms of accounting to a wider public are often
uncertain. While Tait and Lester (2005) have found that many mental health user
groups are small, poorly funded and non-representative of minority groups.

Another foundational development in the rights-based framework for Scot-
land was the creation of a Charter of Rights for People with Dementia by a
cross-party group on Alzheimer’s in the Scottish Parliament (Alzheimer Scot-
land, 2009). The Charter draws upon the UN Convention on the Rights of
Persons with Disabilities and other related legal frameworks including the
Human Rights Act 1998 and was prompted by the widespread reporting of
experiences of inadequate and inappropriate services by people with dementia
and carers often detailing the contravention of their rights. The Charter has also
helped to frame a commitment to rights within the Scottish National Dementia
Strategy (Scottish Government, 2013) and the policy agenda of Alzheimer Scot-
land. The Charter includes a commitment to non-discrimination and equality
based on characteristics such as age, gender, race and sexual orientation. As
such, there is much potential here to underpin work with LGBT* individuals
affected by dementia but, thus far, no reported instances or exemplars that might
inform practice.

This is similarly the case for another driver for a rights-based approach to
dementia; the work of the Scottish Human Rights Commission, whose project
‘Care about Rights’ has sought to translate human rights legislation into an
accessible framework for the care of older vulnerable people.? Kelly and Innes
(2013) suggest human rights legislation can be used to drive improvements to
the care of people with dementia through the creation of an ‘everyday
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human-rights based culture of care’ (p. 62) that includes upholding freedom of
expression and the prohibition of discrimination.

Alzheimer Scotland (a national third sector organisation supporting people
with dementia) has formulated an eight-pillar model of community support to
people with dementia (Alzheimer Scotland, 2012). This model identifies eight
key areas of commitment which include promotion of continued social participa-
tion and greater awareness of how environmental design can support access to
local communities. In seeking to achieve these commitments, the charity has
engaged with UK-wide initiatives such as ‘dementia-friendly communities’ and
‘Dementia Friends’,® in order to raise awareness of dementia at a community
level.

There are, however, assumptions driving these developments, examined in
more detail as this chapter progresses, that require rethinking in the context of
working with LGBT* groups and individuals; not least the existing emphasis
upon geographical communities over communities of identity. Yet, the notion of
a dementia-friendly community does prompt some compelling questions
regarding LGBT* communities and what forms dementia-friendliness might take
in such contexts. There is an opportunity here for LGBT* campaign groups and
activists working with LGBT* individuals affected by dementia to take a lead in
answering such questions. One clear implication is that for practitioners to ade-
quately support LGBT* people affected by dementia there is a need to both
understand and engage with the communities to which they belong. This alone
suggests the prospect of quite radical change to mainstream dementia care prac-
tice as it currently stands.

Having briefly considered some of the ingredients to an emerging rights-
based framework within a Scottish context the discussion now turns to explore
certain tensions in this field before seeking to learn from an existing critique of
other more established rights-based campaigns.

Tensions within a rights-based approach to dementia

Consensus vs conflict

As the brief overview above makes clear, a rights-based agenda for dementia in
Scotland holds out a number of opportunities for working with LGBT* people
affected by dementia, although many of these are yet to be realised in practice.
There has, to date, been a reluctance within dementia policy to engage with the
particular experience of specific groups despite growing evidence of inequalities
in terms of access to, and appropriateness of, existing provision. As a result, we
are still a long way from understanding what ‘living well with dementia’ might
mean for the diverse individuals who fall under the ‘LGBT*’ umbrella. One
reason for this is the unstinting emphasis on consensus within much mainstream
research and policy.

A consensus paradigm is one that both presumes and promotes a dictum of
shared interests where commonality is emphasised and questions of difference
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are consequently underplayed. It runs throughout many current policies that
assume, rather than question, lines of affiliation and social connection such as
the ‘dementia friends’ and ‘dementia-friendly community’ initiatives mentioned
earlier. These recent policy developments are part of a wider decentralisation of
support arrangements for people with dementia and ‘re-spatialising’ of care.
Such changes point to the need for practitioners to work at creating a more wel-
coming and inclusive environment within community-based venues but largely
ignore the possibility of other forms of exclusion that may operate for certain
groups affected by dementia. This applies not least to the heteronormative and,
at times, overtly heterosexist and hostile character of some public spaces and
community resources.

As Power (2014) has argued in relation to similar initiatives in the field of
intellectual disabilities, such policy developments reflect an intention to ‘re-
sculpt the social ecology of disabled people’ (p. 166). As attention turns to geo-
graphically defined communities as a resource in supporting people with
dementia, emphasis has been given to the more ‘natural’ affiliations embedded
within them, such as the informal assistance that exists within shops, cafes or
leisure centres instead of the more formal support on offer in designated spaces
such as day centres or other care facilities. Such policies assume a willingness
and desire to help and care for one another both within networks of people
affected by dementia and more widely in local communities. Yet, the lived
experience of many LGBT* individuals suggests differently, be it hostility from
neighbours and in public spaces (Council of Europe, 2011) or in other areas of
health and social care where (past and present) discrimination from fellow ser-
vices users and practitioners creates an overwhelming sense of being unsafe and
ultimately a reluctance to be identified (Ward et al., 2010).

In the debate that surrounds these initiatives, an emphasis on consensus can
be understood as underplaying our understanding of difference and dementia,
and the tensions that arise from it. For instance, the mantra of ‘we’re all in the
same boat’ used to characterise peer support pilot initiatives for the English
national dementia strategy (see Keyes et al., 2014) is illustrative of a much
broader appeal to a consensus paradigm in the literature on peer support. Sim-
ilarly, in the field of user involvement, commentators assume shared interests
and goals not only within groups of people with dementia but also between
service users and the practitioners who support them. Thus, in arguing for a more
relationship-centred approach to user involvement in dementia care and research,
Nolan et al. (2007) propose that it is ‘productive to talk about creating a new
shared world with a common set of concepts and values’ (p. 196). Again, the
(reported) experience of LGBT* individuals of user involvement and user-led
networks in related fields of mental health and disability suggest a rather dif-
ferent reality (Ward et al., 2011, Wintrip, 2009, see also King, Chapter 4 in this
book). Hence, the situation of LGBT* individuals affected by dementia and the
diversity and differences between and amongst them provides a standpoint both
to critique these new arrangements and to question some of the underlying
assumptions that drive policy in this area.
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Another tension within a rights-based agenda concerns our conception of demen-
tia itself. In calling for the rights of people ‘with dementia’ how should we now
understand this ‘condition’? In such a context, it would seem that dementia no
longer refers simply to a diagnosis but has become a fixed and stable category of
identity from which to lay claim to certain rights and status. But, how helpful is
this for the interests of minoritised groups such as LGBT* people living with
dementia?

In her efforts to document dementia activism, Bartlett (2014b) addresses
people with dementia as a ‘marginalised group’ and traces the emergence of a
collective identity which she found was conceptualised by many of the cam-
paigners she interviewed as linked to a workplace identity. She concludes ‘I
would suggest that people with dementia have only just begun their “struggle for
citizenship” and could learn a great deal from the insights of the disability move-
ment’ (p. 1301). The suggestion here is that dementia activism is embarking on a
trajectory that is all too familiar to feminism and gay liberation as well as the
disability movement. But, what are the implications of this and are there lessons
to be learned from what has gone before?

It is helpful to recall that the emergence of the disability movement in the UK
met with a critical response from disabled feminists who pointed out how disability
had been defined according to the prioritising of issues concerning the workplace
and public spaces over and above issues of reproduction and the politics of the
domestic sphere (e.g. Morris, 1996). In a similar vein, second wave feminism met
with a critique by black feminists who were able to demonstrate how an apparently
universal category of ‘woman’ reflected distinctly white middle-class interests over
those of women belonging to black, minority ethnic and working-class com-
munities (e.g. hooks, 1981; Lorde, 2007). And, in a more fundamental critique of
gay rights campaigning, queer theory has sought to emphasise the fluid, contingent
and ultimately exclusionary nature of identity categories which have a disciplinary
effect as well as a celebratory quality (e.g. Seidman, 1993). These differing critical
responses to a discourse of rights and recognition have all questioned the need for
a fixed and stable category upon which it is premised, even as they have acknow-
ledged its power both to mobilise and unite. The question they raise in the context
of an emerging rights-based agenda for dementia is just how universal a category
can dementia be? The continued invisibility of LGBT* perspectives in policy and
practice in Scotland and elsewhere perhaps highlights the limitations of a category-
oriented rights-based approach.

At the level of practice, a category-based approach to difference has already
been widely critiqued in other areas of health and social care and not least in
relation to how ‘gay’, ‘lesbian’, ‘bisexual’ or ‘transgender’ have in the past led
to well-meaning checklist-style responses to working with service users (Ward
and Jones, 2010). The inherent problems associated with such an approach
underline the difficulties of seeking to engage with questions of difference
through emphasis upon a single category of identity in isolation from any others
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(see Hulko, Chapter 3 in this book for in-depth discussion of this problem).
Associated with this approach is an equally over-simplified understanding of
questions of inequality and disadvantage in health and social care. Category-
based approaches have supported an additive way of thinking about issues such
as discrimination, marked by the language of ‘double-jeopardy’ or ‘triple wham-
mies’, where the dynamic interplay and interlocking nature of different forms of
oppression is overlooked (Ward and Bytheway, 2008).

From equal rights to the queering of dementia

A core feature of queer theory has been the shift in focus away from homosexu-
ality as a unified identity and toward the unmarked nature of heterosexuality as a
socio-political organising principle:

Queer theorists argue that identities are always multiple or at best compos-
ites with literally an infinite number of ways in which identity-components
(e.g. sexual orientation, race class, nationality, gender, age, able-ness) can
intersect and combine. Any specific identity construction, moreover, is arbit-
rary, unstable and exclusionary.

(Seidman, 1996: 11)

Hence, queer theory extends beyond a focus upon sexual and gender identities to
consider more widely the workings of power and knowledge in a social context
(see King, Chapter 4 in this book for a more detailed discussion of its develop-
ment, impact and implications). In the latter section of this chapter we go on to
consider the lessons from a queer critique of a rights-based approach and, in par-
ticular, three key messages from queer thinking regarding an approach to tack-
ling inequalities:

1 First, according to more recent perspectives on power as diffuse and circu-
lating, there is a need to consider the interplay of advantage and dis-
advantage in the situation of any group or individual;

2 Also, that a narrow focus on a single category of identity means that
dominant interests are often left unmarked and hence under-analysed;

3 And, consequently, there is a need to broaden the lens from a focus upon
categories of identity in order to problematise normativity at a wider level.

These messages from queer theory point to a more radical agenda for dementia
policy, practice and activism and a consequent need to re-examine what demen-
tia means and signifies.

‘Disoriented in time and place’

This section focuses upon the politics of time and place in order to argue that
such a line of thinking offers a useful alternative to a rights-led approach to
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dementia. In particular, a queer perspective invites a broadening of the lens from
a focus upon ‘dementia’ to a consideration of the dominant interests embedded
within our social and physical environments that affect all of us and highlights
the importance of analysing how these are upheld.

The recent shift in dementia policy to a focus on the community as a resource
and place of care marks what Power (2014) describes as a ‘new geography of
care and support’. It has spurred interest in dementia-friendly communities and
the promotion of other forms of affiliation through projects such as Dementia
Friends where efforts are currently being made to increase the visibility of
dementia within communities based upon an appeal to and assumption of good-
will and munificence. By contrast, a queer approach heralds a more fundamental
problematising of the dominant interests that currently shape the material and
social properties of local communities, one that acknowledges conflict and
imbalances of power.

For instance, in beginning to think about the relationship between dementia,
place and space much can be learned from ideas of ‘queer space’. In early work
on the queering of space, Bell and Valentine (1995) argue that ‘the presence of
queer bodies in particular locations forces people to realise that the space around
them, the city streets, the malls, and the motels have been produced as (ambi-
ently) heterosexual, heterosexist and heteronormative’ (p. 18). In other words,
day-to-day queer experience leads to an awareness of the dominant interests
embedded within, and reproduced by, public spaces but also serves to de-
naturalise what is seen as natural. The authors underline that identities are inter-
twined with the social and material environment (see also Valentine, 2007). Such
an approach points to a very different way of thinking about the emplaced
experience of dementia.

Ahmed (2006) has similarly sought to explore the intertwined nature of iden-
tity, place and space by rethinking notions of orientation and comfort. Focusing
on the relationship between whiteness and space, she argues that spaces allow
certain bodies to extend into them more easily than others — ‘those spaces are
lived as comfortable as they allow bodies to fit in’ (p. 135). Ahmed uses the
analogy of a comfortable armchair that moulds itself to the contours of a par-
ticular body shape to argue that social spaces also carry the impression of certain
bodies. Hence, non-white bodies experience a lack of fit and discomfort in some
types of place, something that Ahmed describes as disorientation:

Disorientation can be a bodily feeling of losing one’s place and the effect of
a loss of a place.... Disorientation involves failed orientations: bodies
inhabit spaces that do not extend their shape, or use objects that do not
extend their reach. At this moment of failure, such objects ‘point’ some-
where else or they make what is ‘here’ become strange.

(Ahmed, 2006: 160)

For Ahmed, notions of comfort and orientation provide a way of interrogating
the link between social and physical spaces and the identities of those who
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inhabit them. Discomfort constitutes what she describes as a ‘queer effect’ — one
that arises from the juxtaposition of queer bodies with normative spaces. Such
thinking suggests compelling parallels with an experience of social and physical
spaces by people with dementia. The design and use of the built environment
rarely considers the perspectives of the person with dementia and, as a result,
creates a sense of discomfort and disorientation. To understand this discomfort
as a ‘queer effect’ is to mark an environment as exclusionary and hostile to dif-
ference, a process that is educative because it renders visible the ‘unseen’ and
unmarked ways in which spaces favour some bodies over others.

Alongside queer perspectives on space and place are ideas about queer time,
for example, as explored in the work of Halberstam (2005) (see also Edelman,
2004 and Kafer, 2013) who draws attention to normative understandings of time
and timescales. Halberstam argues for the need to deconstruct ‘the naturalization
of modes of temporality’ and draws attention to those who live outside of heter-
onormative constructions of time and space such as ‘reproductive and family
time’. Halberstam takes as an example the lived experience of time for gay men
with HIV and AIDS before the advent of drug therapies where a constantly
diminishing future created a new emphasis on the here and now:

And yet queer time, even as it emerges from the AIDS crisis is not only
about compression and annihilation; it is also about the potentiality of a life
unscripted by the conventions of family, inheritance and child-rearing. ...
Queer subcultures produce alternative temporalities by allowing their parti-
cipants to believe that their futures can be imagined according to logics that
lie outside of those paradigmatic markers of life experience — namely, birth,
marriage, reproduction, and death.

(p-2)

Halberstam’s notion of queer time draws attention to how certain ways of living
‘in time’ have been naturalised around what has traditionally been the hetero-
sexual lifecourse, but also how notions of time and timescales can work in a dis-
ciplining and regulatory way upon people’s lives. As such, Halberstam is keen to
underline the potential rewards and learning to be derived from living outside of
these ‘modes of temporality’.

Some useful parallels exist here with recent efforts to understand the tem-
poral experience of people with dementia and an emerging interest in ‘dementia
time’. For instance, Bartlett (2014a) draws particular attention to the temporal
dimension of life with dementia that includes the progressive nature of the con-
dition and hence the implications of a much shortened life expectancy for how
time is experienced and what it means. She points out that dementia can also
affect a person’s perception of time and in this way ‘unsettles basic sociological
assumptions about people’s relationship to clock-time’ (p. 3). The Scottish
Dementia Working Group Research Sub-Group has also addressed issues of
dementia time in the context of advising principles for research involving
people with dementia:
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*  Researchers need to consider ‘dementia time’ in their expectations of
research, including finding out the best time and how each individual
keeps track of time.

*  Rescarchers should always re-cap on previous conversations or inter-
views each time they meet with people with dementia.

o It is important that researchers find out from us and from people who
we trust, what is going on in our lives, especially if they are getting in
touch after a gap in contact.

« It is important that researchers remind us the day before that they will
be meeting with us, using the communication that we indicate is best
and arrive at the time they said they would.

*  Researchers should not stay for longer than agreed, unless the person
with dementia invites them to.

(SDWG, 2014: 684)

This practical advice underlines the importance of attending to the lived experi-
ence of time for a person with dementia, but also highlights the way that certain
approaches to time are naturalised in day-to-day interactions and social
relations.

Queer theory thereby offers some useful and alternative ways of thinking
through issues of difference and inequality in the context of living with demen-
tia. It highlights the potential for people with dementia to draw attention to nor-
mativity in many different aspects of everyday living and to make apparent the
naturalised and hence unmarked and often hidden operations of power. Like
queer bodies, the bodies of people with dementia provide a standpoint for a cri-
tique of the unequal and unthinking ways in which the social and material
environments we all inhabit are skewed toward the interests of some over others.
Their day-to-day experience and habitation of these places and spaces is educa-
tive and revealing but is also a basis to problematise and challenge normative
assumptions embedded in areas such as design, architecture and urban planning
(see also Heylighen et al.’s (2013) exploration of how disabled people can offer
a distinctive expertise of the designed environment).

Implications for policy and practice

So what are the implications of queer thinking for ongoing developments to
dementia policy and practice?

In terms of recent efforts to reconceptualise dementia this chapter has high-
lighted the way in which it is evolving into a fixed and stable category of identity
in a debate on the rights of people with dementia. Such a perspective seems at
odds with a condition that is marked by such diversity and experienced in a fluid
and changing fashion over time. The critical response to the journey of other
rights-based campaigns suggests that a category-oriented approach to dementia
may also be unhelpful for practice. Instead, there is a need to disaggregate
‘people with dementia’ by paying closer attention to ‘social location’, and
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through this ‘to move beyond observation of difference to specify relations of
inequality between [different] groups’ (Calasanti and King, 2015: 193).

Linked to this is the need to question an overwhelming emphasis upon con-
sensus in mainstream research and policy. An approach that foregrounds com-
monality of experience over difference and potentially conflicting interests has
proven unhelpful in spotlighting the particular experiences and perspectives of
individuals from minority groups and communities affected by dementia. Indeed,
such an emphasis is a key element in a process of minoritisation. This implies
the need to ensure inclusivity in areas such as user involvement, and co-
productive working as well as in recruitment strategies and the design of
research but also to acknowledge and learn from conflict and points of departure
within these initiatives.

Current policy that rests upon these assumptions of consensus and the pre-
sumed willingness to help and support people with dementia is also at odds with
the lived experience of many LGBT* individuals and lacks supporting evidence.
In this respect, the collective experiences of LGBT* individuals affected by
dementia may offer a counter-narrative from which to critique many of the ideas
that drive policy and commissioning in the field of dementia care but can also
serve as a litmus test for inclusive practice.

Finally, the experiences of people with dementia of what Ahmed (2006) calls
a ‘queer effect’ could and should provide a basis on which to rethink our view of
place and space, to understand the norms that shape the built environment and
uncover those dominant interests that are currently taken as natural and which
remain unquestioned. This would represent a radical departure from current
thinking on dementia, design and the environment. Their experience could also
help us to look beyond normative constructions of time and the unquestioned
temporalities that shape our everyday lives and to understand how life can be
approached differently when a greater emphasis is placed upon the here and now
and closer attention is paid to the pace and tempo within day-to-day social
encounters.

Looking ahead: towards a more radical critique

In drawing these arguments to a close and looking ahead to what might lie
‘beyond’ discourses of citizenship and equal rights, an alternative roadmap exists
in building connections between dementia studies and the more radical
approaches outlined not only within queer but also feminist, post-colonial, and
crip/critical disability studies.

As I have sought to demonstrate in this chapter, creating these connections
can shed light on those areas within dementia studies that remain under-analysed
and indeed can help to steer the debate on dementia into alternative and
uncharted territory. This applies not least to broader questions of normativity.
There is currently no term or language to describe an equivalent within dementia
studies to what ‘heteronormativity’ means to the analysis of sexuality, or what
‘ethnocentricity” means to the debate on race, or ‘phallocentricity’ to gender.
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Indeed, an entire layer of analysis (and associated lexicon) is largely missing
from dementia studies, the absence of which is thrown into relief when we begin
to draw connections to these other fields of social critique.

By way of a conclusion, I would argue then for the potential benefits of devel-
oping this more critical dimension to the debate on dementia. In this context, the
diverse experiences of people living with dementia could provide the basis for a
much broader (and deeper) analysis of current social conditions and of the
inequalities, forms of disadvantage and sources of privilege that currently shape
all our lives. Crucially, such a development could mark the opening of a radical
critique of ‘able-mindedness’ as an organising principle and normative influence
upon the social, political and material environments inhabited by us all.

Notes
1 The SDWG is a network comprising and led by people with dementia: www.sdwg.
org.uk/.

2 The Care about Rights programme includes training resources for practitioners: www.
scottishhumanrights.com/careaboutrights.

3 The Dementia Friends Scotland initiative is aimed at promoting awareness and
support for people with dementia by building a network of trained ‘friends’: www.
dementiafriendsscotland.org/.
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Biphobia Prejudice and discrimination towards bisexual people.

Cis An abbreviation for cisgender (e.g. cis-man, cis-woman).

Cisgender Women and men who identify with the sex/gender assigned to
them at birth.

Gender A social and cultural construction of normative behaviour based on
notions of femininity and masculinity.

Gender identity The gender(s) with which one identifies.

Heteronormative The assumption that heterosexuality is the normal way of
being.

Heterosexism The privileging of heterosexuality.

Homophobia Prejudice and discrimination towards lesbian, gay and bisexual
people.

LGB Lesbian, gay and bisexual.

LGBT* Lesbian, gay, bisexual and trans*.

Sex Biological sex assigned at birth.

Sexual identity The sexual identity with which one identifies, among those
who understand sexuality in terms of identity, e.g. lesbian, gay, bisexual,
heterosexual.

Sexual orientation The gendering of sexual desire, based on which gender(s)
one finds sexually attractive/desirable, among those who understand sexual-
ity in terms of orientation i.e. orientated to ‘same’, ‘different’, ‘both’ or
multiple gender/sexes.

Sexuality A term which encompasses sexual identity, sexual orientation,
sexual performance and sexual desires.

Trans* An umbrella term which covers the gender identity spectrum: includ-
ing (but not limited to) transgender, transsexual, transvestite, genderqueer,
genderfluid, non-binary, genderless, agender, non-gendered, third gender,
two-spirit and bigender (Tompkins, 2014).

Transition To undergo a process (or part of a process) by which a person
changes their physical sex characteristics and/or gender expression to match
their inner sense of being male or female (or other). This process may include
a name change, a change in preferred pronouns, and a change in social
gender expression through things such as hair, clothing and mannerisms.
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It may or may not include hormones and surgery (adapted from Lambda
Legal, 2013: 1).

Transphobia Prejudice and discrimination towards trans* people.

Transsexual A medical term describing people whose gender and biological sex
do not line up, and who often seek medical treatment to bring their body and
gender identity into alignment. There are several terms used to commonly
describe transsexual people, including MTF (abbreviated term for male-to-
female transsexual people), FTM (abbreviated term for female-to-male trans-
sexual people) and trans man and trans woman (common language terms used
to describe FTM and MTF transsexual people) (Stonewall, 2015).

Transvestite A term used to describe people who dress in clothes associated
with their opposite sex, as defined by socially accepted norms, but still
identify with their biological sex. An erotic transvestite is a person who gets
sexually excited by the dressing. A social transvestite, however, simply feels
more comfortable in such clothes (Stonewall, 2015).
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