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Abstract

Older gay, bisexual, and other men who have sex with men (gbMSM) face unique
challenges in relation to end-of-life care and preparation. Using qualitative research
methods, this study explored perceptions of older gbMSM in relation to end-of-life care
planning. Data for this study are from a national study of older lesbian, gay, bisexual, and
transgender adults and end-of-life service providers. Transcripts of five older gbMSM
focus groups from across Canada were coded using qualitative description methodology
and thematically analyzed. Major themes were mapped to an inverted social ecological
model for health promotion interventions. This mapping created an understanding of
where health promotion efforts can intervene to reduce barriers and strengthen facilitators
for older gbMSM at end-of-life. Findings from this study offer recommendations to help
reduce discrimination within health care services and supports a greater understanding of
the complexities of end-of-life care for older gbMSM.
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Chapter One: Introduction

A Note on Language. Throughout this thesis, there are a variety of terms used to
describe those who are part of sexual orientation and gender identity minority
populations. The most common term is ‘lesbian, gay, bisexual, and transgender’
abbreviated as LGBT.

This term is not inclusive of all identities. For example, it typically refers only to
those who self-identify with these labels and does not include those who may engage in
same-sex romantic or sexual behaviour. ‘LGBT’ also excludes other identities that are
sexual and gender minorities including queer or two-spirit. Some literature cited is
specific to sections of this broader community such as focusing only on lesbian, gay, and
bisexual (LGB) individuals. In all cited research, the terms the authors have used in their
work is the term that is when referring to said research.

The collective term ‘gay, bisexual, and other men who have sex with men’
abbreviated as gbMSM, is used to include all men who have sexual and/or romantic

relationships with men, regardless of their self-identified sexual orientation.

Older lesbian, gay, bisexual, and transgender (LGBT) adults have often been
labelled an “invisible population” (Brotman, Ryan, & Cormier, 2003; de Vries & Blando,
2004). The invisibility of this diverse group of communities is partly associated with the
need to conceal sexual orientation and gender by remaining ‘in the closet’ to avoid
stigmatizing interactions within health and social care institutions (Brotman, Ryan, &

Meyer, 2006; Kochman, 1997; Kuyper & Fokkema, 2018). This enduring stigma within




institutions has resulted in members of these communities being overlooked and often
neglected (National Senior Citizen’s Law Center, 2011).

The exact number of the population that identifies as LGBT is still a matter of
debate and research. In Canada, 2.1% of adult Canadians have self-identified as lesbian,
gay, or bisexual (Statistics Canada, 2011). This measure only includes those who self-
identify with these labels and not all persons who have sex with same sex partners
publicly identify with one of the LGBT labels; particularly true of older persons and
persons of marginalized racial groups (Adelman et al., 2006; Fredriksen-Goldsen et al.,
2013). When research focuses on same sex behaviour and/or desire, estimates increase to
between 4 and 6% (Institute of Medicine, 2011) but these are still likely underestimated
numbers given the fear and distrust of institutions and research (Statistics Canada,
2011a). That fear and distrust is evident in a community consultation done with older
LGBT adults by Egale, a national Canadian LGBT advocacy. Through this consultation,
Egale (Plante, Filipenko, Bontje, & National Seniors Advisory Council, 2017) found that
52% of those participating feared being forced back into the closet for long-term care;
50% worried about their rights at end-of-life.

Research into the needs and experiences of this population of older LGBT adults
has revealed unique demographic and health conditions — most of which can be attributed
to a lifetime of stigma (de Vries, 2013). In comparison to age-matched heterosexual
peers, older LGBT adults are up to three times more likely to live alone and more likely
to be single (Adelman et al., 2006; Metlife Mature Market Institute & The Lesbian and
Gay Aging Issues Network of the American Society on Aging [MMI & ASA], 2010;

Wallace et al., 2011). Older LGBT adults are also less likely to have the familial support



network of children; they are five times less likely to have children (Statistics Canada,
2011).

For those older LGBT adults who are parents, they are less likely to be supported
by their children (Fredriksen-Goldsen et al., 2013). It should be no surprise that older
LGBT adults are more inclined to report feelings of loneliness and isolation (Kuyper &
Fokkema, 2010). McLaren (2016) found in a study of older gay Australian men that in
contrast to the sense of loneliness felt by those who lived alone, a sense of belonging with
their friend circle helped act as a protective factor for depression. Improving mental
health can lead to improved physical health outcomes. For example, a study of LGBT
U.S. adults 50 and older, found good mental health was associated with better health
behaviours which could then predict improved physical health (Fredriksen-Goldsen, Kim,
Bryan, Shiu, & Emlet, 2017).

Researchers in Canada and the United States have determined that the overall
health of older LGBT adults is poorer than heterosexual peers in relation to physical and
mental health indicators. Beyond isolation and loneliness, older LGBT adults are more
likely to experience depression (Mills et al., 2004), contemplate suicide (Grossman,
D’Augelli, & O’Connell, 2001), and experience violence at greater levels than their
heterosexual age-matched peers (Fredriksen-Goldsen et al., 2011). Older LGBT adults
face increased incidence of cancer with multiple studies finding higher rates among
lesbians and gay men (Chin-Hong et al., 2004; Valanis et al., 2000). In a large study of
community-residing older LGBT adults, almost 50% of the participants reported at least
one disability (Fredriksen-Goldsen et al., 2011). In the overall older population, only

approximately 26% report a disability (National Institute on Aging, 2010).



For older gbMSM, there is an increased likelihood of infection with human
immunodeficiency virus (HIV). In the United States of America, the US Centers for
Disease Control and Prevention (2010) projects that 25% of older gbMSM are HIV
positive. They further predicted that by 2015 50% of all HIV positive persons in the
nation would be over the age of 50 (2008). For many older gbMSM, there is also long-
term traumatic stress related to the impact of HIV-related death of loved ones (including
friends and former lovers) from years earlier (Mahmood, Manier, & Hirst, 2004).

Dealing with the processes of aging requires preparation for the end-of-life and
there are several planning tools available. For this study, end-of-life care is used as a
blanket term to include medical care plans and advanced care planning. End-of-life care
medical plans are generally for those who are expected to die in the near/foreseeable
future, including older adults (Canadian Institute for Health Information. 2011a). In a
proposed best practice model, end-of-life care also extends to include the services needed
by family members and friends of dying persons, including bereavement services (Wilson
et al., 2008). Advanced care planning includes the discussion and acknowledgement of
patients’ goals regarding their own future care, including end-of-life preparations
(Brinkman-Stoppelenburg, Rietjens, & van der Heide, 2014). Advanced care planning
seeks to help patients understand their own goals, values, and beliefs while considering
possible future treatments, appointing legal decision makers, and documenting their plans
(Detering, Hancock, Reade, & Silvester, 2010). While end-of-life concerns and advanced
care planning are not unique to older individuals, they are frequently the target of such
interventions, particularly among older individuals who foresee their own mortality or

individuals who have life-threatening illness (Detering et al., 2010).



Research Design

This research is based on secondary data analysis from the Fostering End-of-Life
Conversations, Community and Care among LGBT Older Adults study. The Fostering
study was a cross-Canada study of older LGBT adults and end-of-life service providers
conducted in 2014 and 2015 at five research sites across Canada. The key goal of this
national study was to gain a better understanding of the needs of older LGBT adults in
relation to end-of-life. The two main objectives of the Fostering study were: (1) to
explore the ways in which older LGBT Canadians prepare for later life and end-of-life,
seek and consider care, engage networks of support; and (2) the role that internet-based
technology can play in supporting those activities.

The sites included Halifax (with local lead investigators Dr. Jacqueline Gahagan
at Dalhousie University and Dr. Aine Humble at Mountain Saint Vincent University), the
greater Toronto area (local investigator Dr. Steven Mock at University of Waterloo),
Montreal (local investigator Dr. Line Chamberland at L'Université du Québec a
Montréal), and Edmonton (local investigator Dr. Janet Fast of University of Alberta) and
Vancouver (principal investigators Drs. Gloria Gutman and Brian de Vries at Simon
Fraser University). At each of the five sites, potential participants were recruited into one
of four focus groups: health care providers, older gay and bisexual men, older lesbian and
bisexual women, and older transgender adults. Those recruited were screened to ensure
they met the relevant inclusion criteria for their focus group (Appendix 1). Participants
were invited to engage in semi-structured focus groups facilitated by members of the

research team (Appendix 3). Prior to commencement of the focus group discussions,



participants completed demographic information forms (Appendix 2). Following the
completion of the focus groups at each site, a town hall was held to report initial findings
and engage community members in discussion around issues raised. Research team
members at each site compiled a resource inventory that was distributed at a local town
hall and shared with community partners.

Data from participants in the focus groups of self-identified gay and bisexual
men, including transcripts and demographic data were the focus of this qualitative
research study using qualitative description to better understand participants’ experiences
relating to end-of-life care planning. Further details on the research design can be found

in Chapter Three.

Role of the Researcher

While qualitative research and interpretation strives to minimize the impact of
individual researchers on data, “descriptions always depend on the perceptions,
inclinations, sensitivities, and sensibilities of the describer” (Sandelowski, 2000, p. 335).
I entered this research with the awareness gained as a middle-aged man who has been
openly gay his entire adult life. I have the privilege of higher education with a Bachelor
of Science (with honours) in health promotion. My academic research experience focused
primarily on issues relating to marginalized sexual orientations and gender identities. |
was personally motivated for this research as I will be a member of this population group
in the not-so-distant future.

As an openly gay man, my positionality (my role as an ‘insider’) enriched the

research process, helping reduce any potential power imbalance that might exist when



studying older gbMSM who have faced marginalization. I, too, have faced similar
marginalization though not always in the same way. My ability to empathise with
research participants as a peer, someone who has faced similar challenges, was very
useful to understanding and interpreting meaning. Alternatively, there can be a
disadvantage to an ‘insider status,’ in that [ may not have been aware of my own implicit
biases. This insider status was attenuated through academic rigour and the support of my
thesis committee members who provided a more objective lens to identify any potential
bias on my part and suggested measures to reduce such bias. My role in the original
research (discussed below) informed my understanding of the data. Rather than simply
reading transcripts, my first-hand experience of being in the room with older gpMSM
during these discussions enriched my understanding of the emotional context in which
discussions occurred. This helped provide a deeper perspective on participants’ concerns.
It is important to note that as a research assistant on the original Fostering study at
Dalhousie University, I drafted and submitted the ethics proposal and amendments to the
Dalhousie University Research Ethics Board (Appendix 8). A primary role as research
assistant was to communicate with potential participants, answer questions related to the
study, and screen them based on selection criteria if they were interested in participating.
I participated in three of the four focus groups held in Halifax. I helped lead the focus
group for older gay and bisexual men in Halifax in partnership with local investigator Dr.
Humble. Dr. Humble and I alternated leading the discussion based on the focus group
interview guide (Appendix 3); using prompting questions to draw out more detail when
deemed appropriate. I transcribed the group discussion based on our audio recording and

supplementary notes. I sat in on the focus group for service providers as a note-taker and



co-facilitated the focus group for older transgender adults with Dr. Gahagan. I compiled
data from all participants at the Halifax site, including the screening tool (Appendix 1)
and participant profile (Appendix 2). As part of the national research team, I engaged in
teleconferences, face-to-face team meetings, and a national research conference
supported by the study sponsor. These experiences helped shape my knowledge of the

overall study and strengthened my ability to place the content into greater context.

The Problem

Given the challenges noted above that older LGBT adults face in health care and
end-of-life care, it is crucial to note that many of the standard or stereotypical support
systems are not applicable or available to LGBT populations (Cantor & Mayor, 1978).
Most of these standard systems of social support rely on a heteronormative premise
where care is expected from immediate family, followed by more distant relatives, and
finally formal services (Cantor & Mayor, 1978). In a more recent study in the United
States, 1 in 4 older LGBT respondents had cared for, or received cared from, a friend
(MMI & ASA, 2010), a sharp contrast with the U.S. national average of 1 in 5 (MMI &
ASA, 2010). Existing health care services that are specific to an aging population are
often unaware or unprepared for older LGBT adults and rarely engage in outreach
targeted in such a way that these services demonstrate an understanding of needs of older
LGBT adults or their ability to meet those needs (Sussman et al., 2012; Hughes, Harold,
& Boyer, 2011).

Research Purpose. The purpose of this qualitative research study was to better

understand the perceptions of a sample of older gbMSM in relation to end-of-life care to



gain a clearer understanding of the related issues and contribute to the existing body of
knowledge. Here, perceptions are defined as the processes by which people gain an
understanding of their environment critical to survival (Cherry, 2017). Perceptions begin
with basic sensory stimuli but are filtered by lived experience and knowledge, creating
expectations, and impacting the ultimate action taken by an individual (Cherry, 2017).
Study participants’ perceptions were considered to help health promoters and end-of-life
care providers develop responses that satisty needs identified by older gpMSM. Using an
examination of participant transcripts, the findings of this study helped develop an
understanding of barriers and facilitators to end-of-life care faced by older gbMSM.
Research Question. The primary research question for this study was, “What are
end-of-life care experiences and expectations of older gbMSM in Canada?” Other
specific questions that were considered:
e What preparations are older gbMSM making for end-of-life?
e What barriers and facilitators do older gbMSM perceive (and/or have
experienced) when making end-of-life care plans?
e Where within the inverted social ecological model are perceived barriers
and facilitators located?
e What, if any, solutions to these perceived barriers and facilitators were
proposed by research participants?
e How can heath promotion intervene at different levels of the inverted
social ecological model to reduce health inequities and provide improved

care for older gpMSM?



With health promotion as the background for this research, structural and systemic

changes to address these research questions were a key element of this study.

Health Promotion. Health promotion seeks to change the systems by which
individual (and population) health is determined. One key framework of health promotion
is the determinants of health (Mikkonen & Raphael, 2010). Although numerous lists of
determinants of health exist, the Public Health Agency of Canada (2013) offers a list of
12 social determinants: income and social status, social support networks, education and
literacy, employment/ working conditions, social environments, physical environments,
personal health practices and coping skills, healthy child development, biology and
genetic endowment, health services, gender, and culture. Mikkonen and Raphael (2010)
argue for a broader list of 14 determinants, including Aboriginal status, gender, disability,
housing, early life, income and income distribution, education, race, employment and
working conditions, social exclusion, food insecurity, social safety net, health services,
unemployment and job security. Within these two Canadian lists, gender and health
services are common, intersecting determinants of health. It is important to note that
Mikkonen and Raphael (2010) explicitly include LGBT communities in their definition
of those affected by gender discrimination whereas the Public Health Agency of Canada
refers to the influence of gendered norms on health care systems (2013). Mikkonen and
Raphael (2010) identify social exclusion as specific groups lacking the ability to fully
participate in Canadian life and have less access to health care services.

While many health promotion efforts and interventions tend to focus on

individual behaviour change, it is the intersecting nature of social determinants of health

10



that must be addressed to influence sustained change in health outcomes (Baum & Fisher,
2014). Specifically, policies are a key tool used to intervene on the determinants and their
impact on population health, rather than focusing on individual behaviours (Baum &
Fisher, 2014). Evidence shows that health promotion efforts that altered policies and
systems/structures may decrease health inequities faced by marginalized populations,
including gbMSM (Baum & Fisher, 2014).

Policy-related health promotion interventions focused on altering policies to be
more LGBT-inclusive have shown success, leading to higher rates of interaction with the
health care system and moderately improved health outcomes (Mule et al., 2009; Clark,
Landers, Linde, & Sperber, 2001). While there is growing research on the health needs of
LGBT communities in Canada and Nova Scotia (Colpitts & Gahagan, 2016a; Colpitts &
Gahagan, 2016b; Gahagan & Colpitts, 2016; Gahagan & Subriana-Malaret, 2018), there
is still a dearth of data on LGBT communities in health research, as they are often
excluded, intentionally and unintentionally, in research projects leading to a limited
understanding of their health (Boehmer, 2002; Sous, & Moleiro, 2015), especially
relating to end-of-life care (Harding, Epiphaniou, & Chidgey-Clark, 2012). This can
occur through methods and tools that are homophobic, biphobic, transphobic, and/or
heterosexist or from discounting results for LGBT community members as not being
‘statistically significant’ due to low numbers (Boehmer, 2002; Meyer, 2001).

Glanz and colleagues (2008) argue that health promotion and health education
need a greater emphasis to view health from a life-span approach that is holistic
(recognizing that a person is a unified being, not able to be broken down into specific

discrete units [Cottrell, Girvan, & McKenzie, 2009]) and focused on system-level
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change. Yet the lack of attention in literature to sexual identities (including sexual
orientation) of seniors is a striking absence (Henry & McNab, 2003). Sexual orientation
and gender identity should be incorporated into health promotion programs to improve or
maintain a good quality of life throughout the life span, including end-of-life with an
emphasis on coping skills (Henry & McNab, 2003; Van Wagenen, Driskell, & Bradford,
2013). This research will reflect on existing health promotion and end-of-life policies that

affect older gbMSM and suggest areas for improvement.

Chapter One Summary

This chapter introduced key concepts for this thesis. It began by clarifying the use
of language of marginalized identities relating to sexual orientation and gender identity.
A brief background of the issues that older gbMSM face was provided as justification for
this research. The design of the research was outlined, clarifying data sources, theories,
and conceptual framework. The role of the researcher and their reflexivity towards the
research was explained. The chapter ended with an outline of the research problem,
purpose, key research questions, and the role of health promotion. The following chapter

will outline the literature reviewed as part of this study.
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Chapter Two: Literature Review

The following section explores relevant factors that influence gbMSM in relation
to end-of-life care planning. The first key concept to this research explored is defining
“older.” This is followed by an exploration of the meaning of the term “end of life” and
its origin in gerontology. The examination of literature continues with a historical
perspective on the effects of homophobia and heterosexism that older gbMSM have faced
over the last several decades and how these experiences may influence their perception of
the health care system. Following that, an overview of the health issues that impact older
gbMSM as they age, and a discussion on end-of-life planning specific to older gpMSM
will be offered. This chapter concludes with identifying gaps in existing literature and a
role for this research.

It bears mentioning that most of the literature reviewed for this thesis focused on
countries that have legal protections in place for the expression of sexual orientation and
gender identity (i.e., Canada, Australia, the United States of America). These protections
are not a foregone conclusion and are, in fact, a privilege that many gbMSM (and LGBT)
community members are not afforded globally. Protections for the free expression of true
identities of sexual and gender minorities can vary greatly globally. The International
Lesbian, Gay, Bisexual, Trans, and Intersex Association (ILGA) noted that progress has
been made overall in the advancements of these rights and protections but that there were
still many milestones to achieve for true equality (Carroll & Mendos, 2017). There are 72
nations that criminalize same-sex behaviour with the death penalty formally sanctioned
by governments of 8 of those nations (Carroll & Mendos, 2017). ILGA found that 19

nations had laws specifically prohibiting the “promotion” of same-sex and transgender
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identities (Carroll & Mendos, 2017). Twenty-five nations enacted barriers to prevent the
formal founding and recognition of non-governmental organizations intended to support
topics around same-sex issues (Carroll & Mendos, 2017). While this state-sponsored
heterosexism may seem dated, many older gbMSM Canadians experienced similar

challenges in their life times.

Defining “Older”

An important conceptual consideration for this research the varying definition of
“older” found in the literature While considering the context of when research was
conducted, generational differences can result in life experiences that will vary, possibly
greatly. For example, the experiences of an older gay man who was 60 in 1980 are likely
to be very different to a gay man who was 60 in 2010. It is also important to note that
most of the literature used in this research was published in the last 10-15 years. Within
that subset, some authors have developed their own definitions of what “older”
constitutes. In a study of Canadian gay and bisexual men, the two relevant identified
groups are ‘Generation Gay Legal,” consisting of those born between 1944 and 1955, and
‘Generation Gay Pride,” born between 1956 and 1970 (Trussler & Ham, 2016). Other
authors used more commonly known labels such as ‘Baby Boomers,’ typically defined as
being born between 1946 and 1964 (MMI & ASA, 2010).

Most authors, rather than using this generational model, applied a standard
minimum age to participant selection which is often in keeping with health and social
care policies used to determine eligibility for certain types of supports and programs

(Almack, Seymour, & Bellamy, 2010; Grossman et al., 2001; Fredriksen-Goldsen &
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Muraco, 2010). Many studies recruited those 65 or older in keeping with the notion of a
‘senior’ as defined by the Canadian Institute for Health Information (2011a). Some
research expanded their inclusion criteria to 55 (Heyland et al., 2006) while others
include those as young as 50 (Fenge & Hicks, 2011; Muraco & Fredriksen-Goldsen,
2011; Fredriksen-Goldsen & Muraco, 2010; Choi & Meyer, 2016; Fredriksen-Goldsen &
Kim, 2017). The original study upon which this research is based, Fostering End-of-Life
Conversations, Community and Care among LGBT Older Adults, used a minimum age of
60 for participation (see Appendix 1) with an exception for those who were as young as
50 and providing care to another older LGBT adult. As such, while authors’ definitions of

‘older’ will be respected, this study will define older as 50 years of age and older.

End-of-Life Care & Gerontology

“End-of-Life” care is an issue typically faced by older adults or those with
terminal illness as they prepare for death (even if the exact time of which is not known)
(Heyland et al., 2006). While end-of-life considerations might be faced by younger
adults, older adults are far more likely to face these realities as the infirmities of age set
upon them (Fowler & Hammer, 2013). End-of-life care can be defined as the services a
dying person and their family may need in the final years of their life (Wilson et al.,
2008). This can include bereavement services for the family and loved ones of the
deceased (Wilson et al., 2008).

End-of-life care includes up to five domains: medical and nursing care,
communication and decision-making, social relationships and support, meaningful

existences, and advance care planning (Heyland, 2006). Detering and colleagues (2010)
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found that the primary goal for end-of-life planning was that the patient’s wishes be
known and respected. The important role of families and loved ones was also a
consideration (Detering et al., 2010). Fowler and Hammer (2013) argue that normalizing
discussions of end-of-life care will help improve the services provided at end-of-life
through a better understanding of patient and family wishes.

Much of end-of-life research has fallen under the purview of gerontology.
Gerontology is the study of aging which focuses on adults from middle age through later
life and up to end-of-life (Academy for Gerontology in Higher Education, n.d.). It is an
expansive field of study that includes understanding how society is shaped by older
adults, changes older adults face (physiologically, mentally, and socially), and how
knowledge in this field can impact policies (Academy for Gerontology in Higher
Education, n.d.). The field has been cited as having a heteronormative focus or, as Brown
(2009) refers to it, a ‘silencing’ of LGBT voices and experiences. In practice, similar
challenges have arisen with the erasure of older LGBT adults in record-keeping and
research into heteronormative long-term care facilities (QMunity, 2015). This erasing of
LGBT identities is particularly pronounced for transgender adults through intentional
avoidance of issues around gender identity (Namaste, 2000; Bauer et al., 2009).

Brown (2009) argues the exclusion of older LGBT adults is present in
gerontology because of the actions within a position of power in the field. Brown (2009)
posits that this is a not necessarily an intentional ignoring and silencing of an entire
population, but the results are the same — the invisibility of older LGBT adults. Part of
this silencing may come from the perception that sex is not for older adults (Henry &

McNab, 2003), thus resulting a neutering of older adults, especially older LGBT adults
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(de Vries & Blando, 2004). Including sexuality can expand the field of gerontology and
offer a more holistic understanding of aging (de Vries & Blando, 2004). Studying older
LGBT relationships can enhance knowledge of aging and stigmatized conditions (de
Vries, 2007).

This field has been labelled “LGBT gerontology” which counters the
heteronormative approach to research on aging and older adulthood (Henning, 2016).
Henning (2016) argues that part of the exclusion of older LGBT adults has been the focus
in social-focused gerontology on the family structure, primarily Caucasian heterosexual
couple-based family units (de Vries & Brando, 2004). Much of gerontological research
then focuses on “heterosexual aging” and is therefore neither properly defined nor
appropriate to understand the aging experiences of older LGBT adults (Henning, 2016).
Henning (2016) concludes that while the majority of existing gerontological research is
still part of the heteronormative panorama, the field of LGBT gerontology is growing to
address the needs of an aging LGBT community, better understanding their end-of-life
and later life health care needs, using a holistic approach to the unique needs of these

communities to recognize and honour their lived experiences.

Major Milestones for Older gbMSM

Key influences on the health of gbMSM come from stigma, discrimination, and a
lifetime of minority stress resulting from heterosexism and homophobia in health care
and social policies that exclude LGBT populations resulting in a lack of uptake of health
care (Hash & Rogers, 2013; Meyer, 2013; Hoy-Ellis & Fredriksen-Goldsen, 2016;

Fredriksen-Goldsen, Kim, Bryan, Shiu, & Emlet, 2017). Heterosexism encompasses
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attitudes and beliefs that favour opposite-sex relationships and heterosexuality, viewing
these concepts as ‘normal’ and inherently superior (Hollenbach, Eckstrand, & Dreger,
2014). Homophobia includes negative reactions to the idea and reality of homosexuality,
especially those who exhibit such behaviours (Hollenbach et al., 2014). These two
elements combine over the course of a lifetime to generate minority stress for older
gbMSM. Minority stress includes actual incidents of homophobia and heterosexism,
expectations of those events, the internalization of these attitudes and the burden of
concealing one's true identity (Kuyper & Fokkema, 2010). The long history of the
psychopathologizing of same-sex desire and behaviour is reflected in the first edition of
the Diagnostic and Statistical Manual of Mental Disorders when homosexuality was
defined as a sociopathic personality disturbance akin to substance abuse (Institute of
Medicine, 2011).

The inclusion of homosexuality as a mental health disorder in the Diagnostic and
Statistical Manual of Mental Disorders was one of the major barriers to health care for
gbMSM until it was removed in 1973 (Graham et al., 2011). In Canada, another
milestone for improving the health of gbMSM came through the decriminalization of
homosexuality in 1969 (Stinchcombe et al., 2017). During that same year, a major shift in
public perception of LGBT communities, and the approach those communities used to
advance their human rights, occurred with the Stonewall Riots which set the stage for the
modern Gay Pride movement in North America (Knauer, 2010). Prior to Stonewall, the
push for equal rights had been advanced by organizations such as the Mattachine Society

and Daughters of Bilitis (Institute of Medicine, 2011). These organizations had mobilized
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small public demonstrations and did not capture the attention of the larger community as
happened with the Stonewall Riots (Institute of Medicine, 2011).

In 2005, same-sex marriage was legalized in Canada through the Civil Marriage
Act which had significant legal implications for LGB couples (Humble, 2013;
Stinchcombe et al., 2017). With the legalization of same-sex marriage, LGB couples had
for the first time the opportunity to choose if legal marriage was right for them (Humble,
2013). Long-term couples were faced with challenging the internalized belief that
marriage was ‘not for them,’ possibly due to internalized homophobia and a rejection of
heteronormative institutions such as marriage (Humble, 2013). Legalization of same-sex
marriage served as an indicator of the growing acceptance of same-sex relationships in
many countries.

In a 2014 study of gay Australian men, 50 years and older, the increasing
acceptance of homosexuality was cited as a significant change in their lifetime (Lyons,
Croy, Barrett, & White, 2015). After years of remaining closeted for fear of criminal
punishment, medicalization, or rejection by society and family, many found greater
comfort in coming out (Lyons et al., 2015). The fear and expected rejection from loved
ones and close friends was still strong for a significant portion of the study participants,
especially those with ties to religious communities that were not accepting of
homosexuality or gay marriage (Lyons et al., 2015).

Despite human rights advances, social stigma continues to influence the lives of
many older gbMSM. In the Sex Now Survey of Canadian gay and bisexual men, Trussler
and Ham (2016) found that gay and bisexual men aged 60+ were far less likely to be

‘out’ than younger gbMSM. In workplace settings, only 32% of those 60 or older would

19



be out as compared to 40% of those aged 45-59 and 49% of those aged 35-44 (Trussler &
Ham, 2016). In community activities, only 30% of men 60 or older reported being out
whereas in the next two closest age brackets, 45-59 and 35-44, 36% and 45%
respectively, reported being out (Trussler & Ham, 2016).

This generational divide is further expanded by the experiences of older gay men
with the onset of HIV/AIDS epidemic in North America (Lyons et al., 2015). Many older
gay men lost the chosen family and friends they established in their 20s due to AIDS
(Lyons et al., 2015). As many younger gay men today have not had this experience of
massive community loss and view HIV as a manageable disease, these perceptions and
attitudes further the generational gap (Lyons et al., 2015). For many older gbMSM,
witnessing AIDS-related deaths resulted in psychological distress, including depressive
symptoms and often traumatic stress related to cumulative losses (Mahmood et al., 2004).
This bereavement can continue to have long-term effects as older gpMSM, having
already witnessed difficult deaths, developed fears of experiencing such a death
themselves, and watched other loved ones’ experience such (Mahmood et al., 2004). The
experience of caring for ill friends and partners helped gbMSM develop communities of
care when government and other institutions did not act quickly enough to recognize the
need for HIV/AIDS care in the 1980s (de Vries, 2015). Many of those who survived the
AIDS epidemic continue to feel its effects, with or without an HIV diagnosis (Owen,
Catalan, 2012). Careers may have been interrupted by illness and caregiving and social
support networks corrupted (Owen & Catalan, 2012). For those living with HIV, the
introduction of highly active antiretroviral treatment in 1996 meant an uncertain future as

opposed to the certainty of death (Owen & Catalan, 2012). This included financial
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insecurity and anxiety about their futures as many had used their financial resources on
self-care and even with the introduction of highly active antiretroviral treatment many
were unable to earn a stable income (Owen & Catalan, 2012). This added burden of years

of increased anxiety and stress could impact the health of older gbMSM.

Health of Older ghMSM

While it is not ideal to compare older gbMSM to heterosexual men (or to other
populations), this can help illustrate and clarify where and how they face unique health
challenges. Despite self-reporting overall good health (Fredriksen-Goldsen et al., 2011),
older gbMSM face several health challenges. Many older LGB adults contend with poor
mental health, high rates of tobacco use, increased incidence of alcohol misuse, and
greater levels of disability (Fredriksen-Goldsen, 2011; Fredriksen-Goldsen, Kim, Barkan,
Muraco, & Hoy-Ellis, 2013). In one study, 44% of older LGBT adults reported limited
physical activities due to health problems (Fredriksen-Goldsen et al., 2011). Older gay
and bisexual men have higher rates of HIV, viral hepatitis (all strains), cardiovascular
disease, diabetes, cancer, and hearing impairments than other older LGBT adults
(Fredriksen-Goldsen et al., 2011). Even in basic health measures, older gbMSM fare at
least slightly worse than national averages. In Canada, 52% of older gay and bisexual
men report high blood pressure (Trussler & Ham, 2016) in contrast to the average of
48.9% for all Canadians (Canadian Institute for Health Information, 2011b).

Given the presence of these challenges, older LGBT adults may require additional
formal social supports and services than heterosexuals (Brennan-Ing, Seidel, Larson, &

Karpiak, 2014). Yet 38% of gay and bisexual Canadian men aged 60 or older are not out
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to their primary health care provider; and 35% of those aged 45-59 are not (Trussler &
Ham, 2016).

Further, loneliness is more common among older LGB adults than heterosexual
peers, primarily stemming from past negative reactions and stigmatization (Kuyper &
Fokkema, 2010). Over a 12-month period, 11% of gay and bisexual Canadian men aged
60 and older and 16% of those aged 45-59 have considered suicide (Trussler & Ham,
2016). This supports research in the United States that found 10% LGB adults aged 60 to
91 sometimes or often considered suicide (Grossman et al., 2001). Of those, Grossman
and colleagues (2011) found that 29% related suicidality to sexual orientation with men
reporting a stronger connection between suicidality and sexual orientation. Lyons and
colleagues (2015) convey that older gay men found themselves being isolated from
LGBT communities through ageism and the integration of the ‘gay community’ into the
mainstream. Fredriksen-Goldsen and colleagues found that 29% of older gay men had
depressive symptoms at a clinical level (2011). Older gay and bisexual men were also
more likely to be lonely than lesbian and bisexual women (Fredriksen-Goldsen, 2011).
Having a social network of other LGB adults helped reduce the minority stress that

contributed to this loneliness (Kuyper & Fokkema, 2010).

Dying ‘A Good Death’
According to Smith (2000), ‘a good death’ is more than being one that is free
from pain. Smith outlines 12 key principles to a good death (2000). The most relevant to

this study are: being able to retain control, being afforded dignity and privacy, control
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over who shares the end, and the ability to issue advance directives to ensure wishes are
carried out (Smith, 2000).

Wilson and colleagues (2008) propose that a best-practice model for end-of-life
should include: a) universality; b) care coordination; ¢) access to a broad range of
services; and d) end-of-life care in all settings. Universality recognizes that while
individual needs for end-of-life vary, all patients need support for psychosocial, spiritual,
and physical care (Wilson et al., 2008). Care coordination would help ensure that patients
and their family/friends have access to services across sectors and settings (Wilson et al.,
2008). Access to a broad range of services would ensure basic services such as
transportation are included in end-of-life care along with health care concerns as not all
patients have access to support networks to aid them with these tasks (Wilson et al.,
2008). End-of-life care should include providing Canadians with services in their homes,
hospitals, or hospices/palliative care homes (Wilson et al., 2008) ranging from health care
to legal services.

A systematic review by Brinkman-Stoppelenburg and colleagues (2014) found
evidence that advanced care planning has a positive impact on the quality end-of-life
care. Complex advanced care planning, which involves more detailed discussions than
the standard paperwork (i.e. funeral arrangements and legal wills), led to greater
satisfaction and quality of life (Brinkman-Stoppelenburg et al., 2014). Complex advanced
care planning resulted in greater adherence to the wishes of the end-of-life patient
(Brinkman-Stoppelenburg et al., 2014).

In an Australian randomized controlled trial comparing those with and without

advanced care planning, Detering and colleagues (2010) found advanced care planning
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resulted in patients’ wishes being better known and followed. For those patients in the
intervention group who had advanced care planning, their families experienced less
stress, anxiety, and depression (Detering et al., 2010).

In a study of Americans, more than 90% think it is important to talk to loved ones
about their wishes relating to end-of-life care (Conversation Project, 2013). Yet less than
30% have had such discussions, with the primary reasons justifying this choice being the
feeling it was not an issue at this stage in their life, their partner was not sick, the topic is
uncomfortable, or fear of upsetting a loved one (Conversation Project, 2013).

In another study of American end-of-life patients (which did not break data down
by sexual orientation), family members, and care providers, decisions about treatment
preferences and being treated as a 'whole person' were rated as being important by more
than 70% of respondents (Steinhauser et al., 2000). In the Canadian context, there is a
desire for an end-of-life care plan that is focused on providing comfort to the dying
person with a less aggressive treatment plan (Fowler & Hammer, 2013). Yet, the majority
of deaths in Canada are occurring in hospitals where patients are often admitted to the
Intensive Care Unit during their final days (Fowler & Hammer, 2013). This contradicts
Canadians’ wishes for a death that is non-institutionalized and less dependent on
technology (Fowler & Hammer, 2013). Many end-of-life patients have expressed a desire
of not wishing to die in a hospital (Canadian Institute for Health Information, 2011a)
though up to 71% of Canadians are dying in hospital as part of their end-of-life treatment
(Canadian Institute for Health Information, 2011a). This reliance on hospitals may reflect
the inability with the Canadian health care system to keep up with the demand for

palliative care specialties, hospices, or home hospice care options compared to other

24



countries (Fowler & Hammer, 2013). In 2015, the Supreme Court of Canada ruled that
citizens had a right to medical assistance in dying (Dying with Dignity Canada, n.d.). The
federal government then enacted legislation which includes the option of allowing
qualified patients to be prescribed a substance that they can self-administer to cause their
own death (Dying with Dignity Canada, n.d.) — an important step in relieving the reliance
on hospitals for end-of-life. This can be an important option for older gbMSM as they

may not have traditional family structures who can offer support for end-of-life.

Older gbMSM and End-of-Life

As they age and near end-of-life, older gpMSM find their experiences shaped by
new and old social influences. The need for support and assistance from others becomes a
more prominent concern. Aging often requires support structures and older gpMSM
experiences with these structures may be unique, starting with their home life.

Family Structures

Older gay men are more likely to live alone — up to 2 to 3 times more likely as
found in some studies (Fredriksen-Goldsen et al., 2010; Fredriksen-Goldsen et al., 2013;
Wallace, Cochran, Durazo & Ford, 2011; Brennan-Ing et al., 2014). This stems from
several factors including lack of partner, lack of children, and lack of familial relations.
In comparison to age-matched heterosexual peers, older LGBT adults are up to three
times more likely to live alone and more likely to be single (Adelman et al., 2006; MMI
& ASA, 2010; Wallace et al., 2011). Research on the relationship status of older gay men
echoes the data on their living status; they are less likely to have a partner or spouse when

compared to older bisexual men, older lesbian/bisexual women, and older heterosexuals
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(de Vries, 2006; MMI & ASA, 2010). Some studies have found that approximately half
of older gay men are single (de Vries, Mason, Quam, & Acquaviva, 2009; Lyons et al.,
2014; Hughes & Cartwright, 2015).

Beyond being single, older gay men are less likely to have children (up to five
time less likely than heterosexuals) to offer support for end-of-life considerations
(Almack, Seymour, & Bellamy, 2010; Statistics Canada, 2011). In the United States,
approximately 1 in 4 older LGBT adults report having a living child (Fredriksen-Goldsen
et al., 2011) though older gay men were less likely to report having children (Brennan-
Ing, Seidel, Larson, & Karpiak, 2014). Other studies have compared childless rates to the
general population and found older LGBT adults are 2.5 times less likely to have
children, with older gay men being less likely than the general elderly LGBT population,
with as few as a quarter of older gay men having children (Croghan, Moone, & Olson,,
2014; Brennan-Ing, Seidel, Larson, & Karpiak, 2014). For those who do have children,
they are less likely to have a supportive relationship with their children (Fredriksen-
Goldsen et al., 2013) and other members of their biological families. Older LGBT adults
find themselves facing homophobia and heterosexism from within their own family of
origin (Orel, 2014). While some older LGBT adults may be distanced from their family
of origin by estrangement or dispute, many also face the reality that their own relatives
(e.g. siblings) are deceased (Almack et al., 2010). Given how few older gbMSM are
parents and experience potential estrangement from siblings, this leaves many older
gbMSM without familial support networks on which to rely.

As families of origin are not always an option, a great number of older LGBT

adults create families of choice (or chosen family) as their support network (MMI &
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ASA, 2010). Families of choice are defined as close friends who are “like family” and
may be considered an extension of familial relations (MMI & ASA, 2010). Some older
LGBT adults even think of families of choice as their primary family and their family of
origin becomes ‘secondary’ (MMI & ASA, 2010). Friends who are identified as chosen
family are loved and treated as family despite no formal/legal bond as family and often
fulfill the role of caregivers that might be filled for others by biological family members
(Almack et al., 2010; Muraco & Fredriksen-Goldsen, 2011).

Croghan and colleagues’ (2014) work supported others’ findings that older LGBT
adults were less likely to have traditional sources of caregiver support (e.g. family and
children). Family of choice members make up the primary source of support networks for
older gay men (de Vries, 2006). Close friends in support networks typically provide basic
support (such as transportation or assistance with daily tasks such as laundry) but the
emotional and social support is recognized by the caregiver and care recipient as
beneficial (Muraco & Fredriksen-Goldsen, 2011).

Support Networks

Support networks are a measure of perceived social support (Grossman et al.,
2001) and can help gay men better understand their identity (Mallon, 1993). Those with
robust and large support networks show decreased levels of loneliness and improved
physical health outcomes (Grossman et al., 2001). In an Australia study of gay men aged
50 years or older, receiving emotional support correlated to lower psychological distress
(Lyons, 2016). The strongest indicator of connectedness to combat isolation was not

families but friendships, especially long-standing ones with other gay men (Lyons, 2016).
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Social isolation in older gbMSM is associated with higher levels of mental health
issues such as depression, anxiety, and suicidality (QMunity, 2015). Existing friendships
and chosen family members can help counter isolation as there are limited social
networks and opportunities for older LGBT adults (Almack, Seymour, & Bellamy, 2010).
Support networks average six people, primarily made up of close friends, partners,
relatives (including siblings), and social acquaintances (Grossman et al., 2001). The
support networks that are made up primarily of close friends and chosen family are more
common for a majority of older LGB adults (Grossman et al., 2001).

It is important to note that not all members the support network of an older LGBT
adult will identify with the term 'caregiver.' In a 2007 Canadian study of those providing
care to older LGBT adults, many participants saw the title as more formal than their
relationship with those receiving care - providing care was an extension of their existing
relationship (whether familial, romantic, or platonic) (Brotman et al., 2007). It is
important to note that significant proportions of older LGBT adults were not able to
identify someone on whom they might depend for care (de Vries, 2006), speaking to their
social isolation and indicating challenges they may face as they grow older.

In another study, nearly half of older lesbians and gay men reported that their
support systems were not able to aid them with the physical changes and needs expected
as they age (McFarland and Sanders, 2003). Muraco and Fredriksen-Goldsen found that
friends providing care for older LGB adults faced challenges that emerge with aging
(2011). Difficulties between the caregiver and the older adult included the perceived
burden that the care recipient feared they were becoming, fear from the caregiver that

they would not be able to meet needs of their friend, especially as they aged and
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perceived need increased (Muraco & Fredriksen-Goldsen, 2011). Many caregivers
recognized that they could not always meet the needs of their friends, whether that be due
to their own limited abilities or interest (Muraco & Fredriksen-Goldsen, 2011).

In a study of older LGBT adults in the United States, most caregivers were not a
legal relation (Croghan et al.,2014). This could be influenced by the lack of legal
protections through marriage that existed at the time (Humble, 2013). Thus, Croghan and
colleagues’ study (2014) might unintentionally have excluded partners. In an Australian
study, most participants wanted a partner to be decision maker in end-of-life situations
where they were incapable of making decisions (Hughes & Cartwright, 2015). Only
approximately half of respondents had discussed this responsibility with their partner
(Hughes & Cartwright, 2015) and there was no guarantee these partners would be legally
recognized as spouses.

Given the variable level of legal recognition of chosen families, older LGBT
adults may need to consider formal legal protections as part of their advanced care
planning (Knauer, 2010). Tools such as wills, powers of attorney, medical directives, and
burial instructions can help protect older gay men and ensure their end-of-life wishes are
fulfilled (Knauer, 2010). For romantic partners without legal protection such as marriage
the risks can be even greater, including losing access to their home or decision-making at
end-of-life for their partner (Orel, 2004).

End-of-Life Preparations

For those who are partnered, there are increased rates of end-of-life and advanced
care planning, typically involving increased legal protections for end-of-life. In a study of

older LGBT adult Americans, approximately 70% of couples had completed a will
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whereas only about 40% of single participants had (Riggle, Rostosky, Prather, & Hamrin,
2005). For power of attorney, nearly two-thirds of couples had arranged for power of
attorney vs approximately 24% of singles (Riggle et al., 2005). For financial preparations,
approximately 58% of couples had made such arrangements yet only 21% of single older
LGBT adults had (Riggle et al., 2005). Despite the advantages older LGBT adults may
gain from advanced care planning, an Australian study found that involvement in this
planning was as low as the general population (Hughes & Cartwright, 2015).

In a meta-analysis of studies of older LGB adults in the United States, de Vries
(2006) found that their financial resources were strained by those without partners and
those living alone. As older gay and bisexual men were more likely than lesbian and
bisexual women and heterosexuals to report being single, they do not have a two-income
household to offset costs (de Vries, 2006). With up to 66% of older gay men being
childless (de Vries, 2006), that is not an available source of financial support either. In a
study in the United States, 70% of older gay men and lesbians reported not having the
financial resources to meet their needs as they age (McFarland & Sanders, 2003).
Seventy-three per cent had started making end-of-life plans such as life insurance, wills,
power of attorney, and financial planning (McFarland & Sanders, 2003) yet there was
less evidence of medical directives.

Interactions with Health Care

As older adults age, their need for social and health services are likely to increase
and navigating these systems can be challenging (Fredriksen-Goldsen, Hoy-Ellis,
Goldsen, Emlet, & Hooyman, 2014). The complexity of end-of-life care is greater for

older gbMSM due to discriminatory policies and a lack of recognition of their unique
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needs (Fredriksen-Goldsen et al., 2014). Past experiences of discrimination discourage
older gay men from seeking out formal services (Fredriksen-Goldsen et al., 2014). Even
when services are geared to be LGBT-friendly, there is no guarantee that other clients
will not display anti-LGBT attitudes (Fredriksen-Goldsen et al., 2014). One study of
older LGBT adults in the United States found that being out to their provider led to
improved services, a stronger relationship, and greater inclusion of partners in health care
decision-making (Orel, 2004).

A good relationship with a health care or social service provider can be key to
good health outcomes and peace of mind as older adults approach end-of-life. In a study
of seriously ill Canadian patients and their family members, the most frequently reported
'extremely important' issue was that patients have trust and confidence in their doctors
(Heyland et al., 2006). Yet many older LGBT adults continue to fear the health care
system; nearly one quarter of participants included in a study of older LGB Californians
reported their sexual orientation would be a source of discomfort in seeking social
services targeted to older adults (Gardner, de Vries, & Mockus, 2014). Older LGBT
adults reported their preference for LGBT-friendly services however this preference
decreased with age; the older the participant, the less comfortable they would be using an
LGBT-friendly service (Gardner, de Vries, & Mockus, 2014). Gardner and colleagues
(2014) attribute this to their findings that the older the participant, the more likely they
were to be closeted. “LGBT-friendly” was vaguely defined but respondents determined
that the use of promotional material that included images of gay couples would strongly

influence their use (Gardner, de Vries, & Mockus, 2014).
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In a study in Michigan, more than one third (37%) of health care service providers
who worked with older adults did not feel that the needs of older LGBT adults were
different than those of the larger population (Hughes et al., 2011). Similarly, 36.7% of
those survey respondents indicated that they did not want training on the issues facing
older LGBT adults (Hughes et al., 2011). Most participants had ‘some knowledge’ across
domains relating to end-of-life care and services for older LGBT adults while 25% knew
nothing about the specific needs of older LGBT adults (Hughes et al., 2011). Professional
care providers must recognize the importance of social support networks outside the
traditional family to help older gay men avoid isolation (Fenge & Hicks, 2011).

Discrimination within the Canadian health care system is still a reality for older
gay men; for example, being told to go back into the closet to receive care and avoid
abuse (Brotman et al., 2007). Discrimination was often subtle which made it difficult to
challenge or address such as in the form of negative attitudes or comments (Brotman et
al., 2007). Caregivers of older LGBT adults cite these issues as reasons to reduce their
trust in health care systems and providers (Brotman et al., 2007). This mistrust can be
especially challenging when older gbMSM must rely more heavily on care providers as
independence fades with age and reduce physical ability.

Long-Term Care

With advanced age, the need for continued care — including long-term care —
becomes a greater reality. Many older adults feel hesitance and fear towards moving into
long-term care and one of their main concerns regards the quality of treatment they might
receive (Leggett, Davies, Hiskey, & Erskin, 2011). For older LGB populations, this

resistance to giving up independence to move into a long-term care facility (such as a
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nursing home) is amplified due to fear of staff lacking knowledge on the needs of aging
LGB populations (McFarland & Sanders, 2003). In a study of older LGBT Americans’
experiences with long-term care facilities, there was an overwhelming recurrence of
issues relating to perceptions and fear of discrimination in health care (Jihanian, 2013).
Participants cited the need for providers to be aware and to offer support systems that
welcomed same-sex partners and included LGBT-positive religions (Jihanian, 2013). In a
study of older lesbian and gay Canadian couples, couples were burdened with additional
emotional and psychological labour to hide elements of their identity for fear of
discrimination (Furlotte, Gladstone, Cosby, & Fitzgerald, 2016). The couples needed to
remain vigilant to assess and perceive potential acts of discrimination while also

placating others to minimize their own risk (Furlotte et al., 2016).

Gaps in the Literature

A significant amount of the literature on older LGBT populations reviewed for
this thesis came from the field of social work, while little research has been done with a
focus on health promotion and little focused on the specific needs of older gbMSM. In a
literature review of healthy aging for LGBT seniors in Canada, the need was cited to
collect additional information to support health promotion efforts for older LGBT adults
with a specific need to look at the experiences of LGBT seniors (Murray, Numer, Merritt,
Gahagan, & Comber, 2012). This notion was supported by Van Wagenen and colleagues
who described the need to explore patterns of successful aging in older gay men (2013).

Orel (2014) cites the need for more research on the specific realities of older

LGBT adults in a holistic manner, rather than focusing on individual needs (e.g. social
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needs) in isolation. Future studies of older gbMSM need to include determinants of health
(such as socioeconomic status and family composition) and how they influence the aging
process (Fredriksen-Goldsen & Muraco, 2010). Research into understanding the diversity
among older LGBT populations and the many forms of marginalization this community
faces will lead to better efforts to address the resulting health care needs (Murray et al.,
2011). Some older LGBT adults reported that their greater challenge is ageism; thus,
understanding the unique challenges older LGBT adults face can benefit all older adults
in end-of-life preparation (de Vries & Gutman, 2016).

There is limited data on the experiences of older LGBT Canadians with
significant amounts of the literature contained in this review coming from the United
States of America and Australia. Stinchcombe and colleagues (2017) recognized in their
systematic review of literature on the end-of-life needs of older LGBT adults that there is
a need for more Canadian data on how aging and end-of-life affect this community.
Further, Fenge and Hicks (2011) cite the lack of research on the specific health needs of
older gbMSM. In addition, Brotman and colleagues (2007) recommend expanding the
definition of caregiver to be more inclusive of the reality of older LGBT adults as a
potential research topic. This recommendation could also address that there is little
research on community-based service providers and older LGBT adults (Hughes et al.,
2011).

With the legalization of same-sex marriage in Canada in 2005 (Humble, 2013),
there are considerations which have not been accounted for in past research. In a study in
Massachusetts following the state’s legalization of same-sex marriage, Hatzenbuehler and

colleagues (2012) found that health care spending and visits decreased significantly for
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gay and bisexual men, regardless of their partnered status. In Canada, a study of 26 same-
sex married couples who wed following the federal legalization of same-sex marriage in
2005 found that the couples demonstrated increased relationship satisfaction and reduced
attachment-related anxiety than data for heterosexual couples (Macintosh, Reissing, &
Andruff, 2010). Brinkman-Stoppelenburg and colleagues (2014) cite the need for further
study of advanced care planning in a variety of settings. Given the potential ‘built-in’
legal protections of same-sex marriage, this is a possible avenue of exploration for

married couples.

Chapter Two Summary

This chapter outlined literature reviewed that is relevant to this study. It began
with a discussion of ‘older’ and how different literature approaches this concept. The
concept of gerontology and its lack of inclusion of the needs of older gbMSM adults was
then explored. A brief history of some of the challenges that older gbMSM may have
faced in their lifetimes, such as the AIDS epidemic, was summarized. Health concerns
that older gbMSM face (and some of the causes) were highlighted. Following this, there
was a discussion around end-of-life concerns for older gbMSM, including the impact of
family, support networks, legal and financial preparations, the health care system, and
long-term care considerations. The chapter concluded with an identification of gaps in the
existing literature reviewed for this thesis and topics for future research. In the following

chapter, the methods for this study are explored and explained.
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Chapter Three: Methods

This chapter describes the research approach and methodology used explore the
perceptions of a sample of older Canadian gbMSM in relation to end-of-life preparation.
Social constructivism, the guiding research paradigm, is outlined to inform the research
methods. This chapter elaborates on the use of qualitative research with details regarding
the methodological approach of this research. The conceptual framework of an inverted
social ecological model will inform thematic analysis. An outline of the data collection
and ethics considerations of the original study, Fostering End-of-Life Conversations,
Community and Care among LGBT Older Adults, is included and supplemented by ethics
considerations for this research. The thematic analysis approach, including the use of
MAXQDA software as a research tool, is included. This chapter ends with descriptions of

knowledge transfer activities related to this research.

Research Paradigm: Social Constructivism

A research paradigm is the overarching and underlying worldview, including
assumptions, about how the world and the people in it work (Rossman & Rallis, 2003). A
paradigm represents the basic beliefs or worldview of the researcher (Guba & Lincoln,
1994) and guide the actions the researcher takes in their work (Creswell, 2013).

Social constructivism is a theory based on the idea that human knowledge and
development is constructed through interaction (Vygotsky, 1978; McKinley, 2015). This
sociological theory of knowledge suggests human development is socially situated
(McKinley, 2015). Social constructivism is a useful framework in qualitative research as

it reveals how people interact with the world (Creswell, 2013). Rather than using a theory
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as a starting point, social constructivism generates patterns of meaning through the
analysis of collected data (Creswell, 2013). In such cases, cause and effect cannot be
concretely defined as social constructivism recognizes that phenomena are bound by the
situational circumstances (Guba & Lincoln, 1994). Instead, context and culture are the
stronger factors upon which knowledge should be based as reality is constructed through
human activity (Brandon & All, 2010; Kukla, 2000; McKinley, 2015). Knowledge itself
is a social product as individuals create meaning through their interactions with their

environment (Ernest, 1999; Brandon & All, 2010; Kukla, 2000; McKinley, 2015).

Qualitative Research

This study used qualitative description, a qualitative approach, to address the
research question. Qualitative description stems from inquiry into so-called ‘natural
settings,” using data reflective of subjects’ lives (Law, Mathai, Veinot, Webster, &
Mylopoulos, 2015). This approach has been used in research with LGBT populations to
develop results that have practical application (Law et al, 2015). Qualitative approaches
focus on a specific social phenomenon (or clustered phenomena) and seeks to better
understand its multifaceted contexts (Leedy & Ormrod, 2005; Baumgartner & Hensley,
2006). An advantage of qualitative approaches to research issues is that the participants’
understanding of an issue is kept as a priority, rather than the perspective of the
researcher (Creswell, 2014). Qualitative research has also been cited as a good tool for
understanding the complexities of context-rich phenomena such as family relationships

(Orel, 2014).
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Epstein (2003) highlighted that much research on LGBT communities has not been
holistic, focusing instead on biomedical quantitative data. As qualitative research seeks to
gain a context rich understanding of unique phenomena, rather than simply measure it as
in quantitative data, it blends well with a series of open-ended questions such as those
used in the focus group guide (Appendix 3). Those who work with LGBT clients have
identified qualitative research as one means of moving to a more holistic approach to the
health of gbMSM, rather than focussing solely on sexual health (Adams, Braun, &
McCreanor, 2010). Qualitative description also gives voice to research participants,

allowing their experiences to be reflected in the results.

Qualitative Description

Qualitative description entails presenting the facts of the data in accessible plain
language (Sandelowski, 2000). Qualitative description is a useful approach in research
that seeks to gain firsthand knowledge of patients’ experiences with a specific topic
(Neergaard, Olesen, Andersen, & Sondergaard, 2009). Neergaard and colleagues (2009)
argue that qualitative description should be used when a description of a phenomenon is
desired. Qualitative description has the advantage of being suitable when time and
resources are limited (Neergaard et al., 2009).

Sandelowski (2000) argues that basic or fundamental qualitative description is
focused on a straightforward summary of data with less room for interpretation.
Qualitative description involves ‘low-inference’ interpretation of content, that can be
more easily agreed upon by members of a research team (Sandelowski, 2000, 2010).

Rather, qualitative description seeks to present the facts in everyday language without
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overanalyzing or interpreting participant experiences in other terms while still offering
analysis and insight (Sandelowski, 2000, 2010). Researchers using qualitative description
focus on their data and to the way participants express their ideas rather than the
interpretation methods of phenomenological (which interprets the experience),
ethnographic (thick description), grounded theory (focused on theory development), or
narrative methodologies (Sandelowski, 2000; Neergaard et al., 2009). This does not
exclude qualitative description from theoretical underpinnings as all inquiry and analysis
is guided by theory (Sandelowski, 2010). While qualitative description has been
criticized for a lack of rigour (Neergaard et al., 2009), there are several ways to
strengthen rigour and credibility. These include authenticity and credibility (allowing
participants to speak directly to the purpose of the study), ensuring participants’ freedom
to speak, ensuring participants’ voices are heard, and accurately presenting participants’
perceptions (including context) (Milne & Oberle, 2005; Neergaard et al., 2009).

In terms of research design, qualitative description works well with focus groups
where there is purposeful sampling (Neergaard et al., 2009). are features of the data from
Fostering End-of-Life Conversations, Community and Care among LGBT Older Adults.
This methodological approach has been used in other research involving gay men. Bilardi
and colleagues used qualitative description in research on HIV self-testing among gay
and bisexual men (2013). Han (2008) utilized qualitative description to explore which
factors gay Asian Pacific Islander men found important when predicting unsafe sexual
practices. Chapman and colleagues (2012) used qualitative description to understand the

experiences of LGT parents relating to how health care systems treated their children,
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drawing conclusions based on health care provider skills and knowledge based on parent
experience.

Lincoln and Guba (1984, 1985) propose five criteria for trustworthiness in
qualitative research: credibility, dependability, confirmability, transferability,
authenticity. Credibility refers to the truth of the data from participant perspectives
(Cope, 2014) and qualitative description, with its goal of reporting directly experiences of
participants is a strong fit with this aspect (Sandelowski, 2000, 2010). Dependability is
the consistency of results across similar circumstances or conditions and includes the
ability for results to be reproduced by another researcher (Cope, 2014). Confirmability is
the demonstration that results represent participant responses (Cope, 2014) which, is also
a key element of qualitative description (Sandelowski, 2000, 2010). Transferability is the
ability for results to be understood through outsider perspectives but is less emphasized in
some qualitative research as unique circumstances may not provide transferable
experiences (Cope, 2014). Authenticity is the degree to which participants’ emotional
experiences are expressed clearly and accurately (Cope, 2014).

As qualitative description seeks to reproduce and report the experiences of
participants (Sandelowski, 2000, 2010), this methodology represents an approach that
enables a researcher to meet these criteria for trustworthiness outlined (Lincoln & Goba,
1984, 1985; Cope, 2014). Kahlke (2014) argues that Sandelowski (2010) employs a
constructivist epistemology as the individual interpretations is always mediated by the
perspective of the researcher and lens of research. These lenses are less likely to be
theoretical (Neergaard et al., 2009) but can include conceptual frameworks for

application of findings.
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Conceptual Framework: Social Ecological Model

Conceptual frameworks are organizing devices of abstract concepts in research
and application of knowledge (Ravitch & Riggan, 2016). A social ecological model
(SEM) recognizes that there are multiple levels (or factors) influencing human behaviour
(Sallis, Owen, & Fisher, 2008) as first proposed by Bronfenbrenner (Ceci, 2006).
Depending on the model, labels will vary but they are all nested within one another,
recognizing that their influence travels in directions (Sallis, Owen, & Fisher, 2008). SEM
are often cited as good frameworks for understanding the interaction of determinants of
health and can help develop interventions that target change at each level of influence
(Sallis, Owen, & Fisher, 2008).

These models typically fall into two categories: 1) models designed mainly to
explain behaviour; and 2) models designed mainly to guide interventions (Sallis, Owen,
& Fisher, 2008). In 1998, McLeroy, Bibeau, Steckler, and Glanz proposed an ecological
perspective for health promotion programs. Their model included five levels of influence:
intrapersonal factors, interpersonal processes and primary groups, institutional factors,
community factors, and public policy (McLeroy et al., 1988; Sallis, Owen, & Fisher,
2008). This model focuses attention on individual and societal environmental factors as
potential targets for health promotion interventions (McLeroy et al., 1988). Of note is that
this model included the population within the model to enable the affected community to
consider its relationship to other factors (McLeroy et al., 1988). Interventions stemming
from this model tend to address multiple levels of the model but with a focus on

organizational factors (McLeroy et al., 1988).
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One example of an SEM cited by Sallis et al. (2008) is the Illustrative Model of
Relationships among Organizational Factors and Supports for Diabetes Self-
Management. This model (Figure 1) identifies the individual at the centre, recognizing
biological and psychological influences with the individual as they impact health and
health choices. The model then expands outwards to community and policy. At each level

of the model, different health promotion interventions and resources are identified.

Figure 1: lllustrative Model of Relationships among Organizational Factors
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The typical layout of an SEM (with the individual at the centre) was recently
“upended” with an inversion of the design where policy is in the centre and individual
capabilities are the outermost ring (Golden, McLeroy, Green, Earp, & Lieberman, 2015).
This revised model recognized the increasing effort to change policies and environments
in which people live and placing greater emphasis on the context that is generated by
individuals, their social networks, and organized groups (Golden et al., 2015). It is this
model, hereafter referred to as an ‘inverted SEM for health promotion interventions’ or

the ‘inverted SEM’, that was used in this research.
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Figure 2: Inverted Social Ecological Model (SEM)
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The model created by Golden and colleagues (2015), while complete, is not
immediately accessible in terms of language and clarity. As such, to clarify the model and

its role in this research, an alternate version with clarified levels is used (Figure 3).

Figure 3: Simplified inverted SEM for policy and environmental change.
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The inverted SEM for health promotion interventions through policy and
environmental change has five levels (Golden et al., 2015). Each of these levels is

described below with the simplified title and the titles created by Golden and colleagues

43



(2015). As well, initial ideas as to how they might map onto issues arising from this study

are included.

1.

Policies and Environments (Health-Related Policies and Environments):
These policies and environments are created through intentional acts and
include public health policy but also aspects of the environment such as access
to transit (Golden et al., 2015). In relation to this study, this level may map to
policies at the educational institutes relating to inclusiveness in education and
training for care providers and access to transit for older adults who are not
able to drive. Policies are thus, in this model, the core for health promotion
interventions and change will radiate outward.

Decision-Making Bodies (Community Contexts in Which Decisions About
Policy and Environmental Changes Are Made): Here, ‘community contexts’
refers to decision-making groups such as elected bodies (Golden et al., 2015).
This would extend to governmental bodies and regulatory bodies. This could
include, for example provincial nursing regulatory bodies which govern the
ways in which nurses engage in professional practice.

Advocacy Groups (Organizations That Monitor and Promote Policy and
Environmental Change): This level includes community advocacy groups
(Golden et al., 2015); a relevant example might be Egale (cited above), a
national LGBT rights organization. These differ from the next ring
(Networks) in that they are formalized bodies with clear structure and

organizational missions.
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4. Networks (Interpersonal Connections That Foster Collective Action): This
includes informal social groups and networks that foster collective action
(Golden et al., 2015) and could include the communities of care noted in the
literature review. Networks can be somewhat formalized (as in organized
social support groups or recreational leagues) but includes loosely knit webs
of personal connections.

5. Individuals (Distributions of Resources and Power Across Individuals): This
ring recognizes the ability of individuals to influence policy or environmental
change is largely dependent on how they meet their daily needs, exert control
over lives and their resources, and can participate in public discussion (Golden
et al., 2015). This may map to concerns by older adults about issues relating to
infirmity that will prevent them from engaging in civil discussion but also the
fear of repercussion if they are publicly out. With individuals at the outer ring
of this model, they are not the primary target for creating change; rather they
benefit from health promotion interventions aimed at the inner rings. Instead
of putting the onus on individuals to create personal change, this inverted
model sees them as the beneficiary of the work done within the inner rings.

This model is supported by the general trend in health promotion to combine

government action and citizen participation (Golden et al., 2015). The World Health
Organization, in their Global Plan of Action on Social Determinants of Health, identifies
the first step in improving health outcomes as the need to include voices to all groups

involved in addressing the determinants of health (n.d.).
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Research Design

This thesis involved the analysis of secondary data from the Fostering End-of-Life
Conversations, Community and Care among LGBT Older Adults. This is a subset
selection analysis as only the data on gbMSM from the larger study will be included
(Hinds, Vogel, Clarke-Steffen, 1997). Subset selection analysis requires that the selected
data is based on shared characteristics that distinguish the sample from the larger study
population (Hinds, Vogel, Clarke-Steffen, 1997). The original study included four
separate types of focus groups: a) self-identified gay and bisexual men; b) self-identified
lesbian and bisexual women; ¢) transgender adults; and d) health care and end-of-life
service providers. This thesis research included only data from the five focus groups of
gay and bisexual men.

Use of Focus Groups. Focus groups were the means by which participants were
interviewed in the original study. Given the potentially sensitive nature of the issues that
were discussed, less structured approaches are beneficial to participants, giving them
greater freedom to express their own insights and perspectives (Morgan, 1997).
Additionally, focus group discussions can offer an appropriate and cost-effective method
(Robinson, 1999), and this approach has been used in previous research with elderly gay
and lesbian Canadians (Brotman et al. 2003). Group interaction allowed for comparison,
collaboration, and contradiction among group participants, which can generate a level of
depth not typically found in one-to-one interviews (Smithson, 2000).

Focus groups were conducted by members of the research team; often with two
facilitators and a notetaker. In Halifax, the gbMSM focus group was led by Dr. Aine

Humble and the author who shared facilitation responsibilities. Research assistants were
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present at all focus groups to help facilitate the event, ensuring participant needs were
met and logistical issues were addressed such as room bookings, functioning audio
recorders, and the availability of snacks. Focus group discussion facilitators ensured that
a variety of topics were discussed including preparations and explicit plans for later life
care (including conversations about current and future care, housing, financial support
and disposition of assets), issues and concerns about preparations to date or lack thereof,
and the role of community (both formal and informal) in supporting and enacting such
plans. These issues are outlined in the Focus Group Interview Guide (Appendix 3).

Each site sought to recruit 7 to 10 participants per focus group to help ensure
theoretical saturation across all research sites. Previous research has found that this range
of participants is often effective at eliciting a context rich discussion (Krueger & Casey,
2008). Focus groups were scheduled for two hours, including a break, if needed, for
participants at the mid-way point.

Sample Selection. All participants selected to participate in Fostering could
speak and read English (though only French-speaking participants were included in
Montreal). Inclusion criteria for focus group participants included: minimum 60 years of
age, reporting at least two chronic conditions and self-identifying as a gay or bisexual
man. An exception to this age limit was made for older gbMSM who were 50-years-old
and identified that they were caring for another LGBT friend or family member 60 or
older. The age of 60 or older is based on World Health Organization criteria of ‘later life’

as well as literature on “accelerated aging” experiences within the LGBT community (de

Vries & Herdt, 2012).
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Sample Size. In total, 40 men participated in the five research sites with only one
participant who self-identified as bisexual in the screening process (see Table 1).

Table 1: Breakdown of Participants by Sexual Orientation Across Research Sites

Mele Halifax Montreal Toronto Edmonton | Vancouver
Participants

Gay 8 6 5 5 15

Other 0 0 1 0 0

Total 8 6 6 5 15

Recruitment. In each city, research teams created a list of community partners
(Appendix 4). Community partners were asked to distribute a recruitment poster
(Appendix 5, Halifax version) via their social media, newsletters, or e-mail lists. If
possible, printed versions of the recruitment poster were posted in local community
spaces. Researchers shared recruitment material within their own social and community
networks.

Potential participants could contact a research team member at a designated e-
mail address or telephone number. Research team members would then screen
participants to ensure eligibility for participation (Appendix 1 — Halifax version). Once
determined eligible, participants were sent an e-mail with further information and a
formal invitation to participate (Appendix 6) and an informed consent form (Appendix
7).

Compensation. Participants were given a $25 gift card as compensation for their

time, which was presented at the time of completing the informed consent form
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(Appendix 6), just before the start of the focus group discussion. The specific type of gift
card was pre-determined as part of the screening process, with up to three options
available at each site (Appendix 1). If participants chose to leave the focus group, they

were permitted to retain their gift card.

Data Collection

Data used for this thesis research were collected from the Fostering End-of-Life
Conversations, Community and Care among LGBT Older Adults conducted at five sites
across Canada in 2014 and 2015. Each of the five research sites (Dalhousie University
and Mount Saint Vincent University, University of Waterloo, L'Université¢ du Québec a
Montréal, University of Alberta, Simon Fraser University) recruited their own focus
group participants.

Screening. All potential participants for the LGBT Older Adults focus group(s)
were screened by members of the national research team using a screening tool
(Appendix 1 — Halifax sample). Data from this screening tool for each participant are
used to help generate an understanding of the personal characteristics of participants
(Chapter Four).

Participant Profile. Prior to the start of the focus group discussions, all
participants were asked to complete a participant profile (Appendix 2) that included basic
demographic questions such as age and marital/relationship status; sexual orientation,
gender identity, and extent of end-of-life preparation to date (e.g. completion of a will,
representation agreement, discussions with significant others). Data from the participant

profile and screening tool are not the focus of this thesis research but are used to provide
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a better understanding of the participants (e.g. median age). Further, some personal
characteristics may prove relevant to further highlight the focus group results.
Specifically, questions 7, 17, and 18 which relate to status of being out of the closet and
availability and use of support networks are of interest.

Interview Questions. As set out in the research protocol for the original study,
focus group discussions were facilitated following a pre-established focus group guide
(Appendix 3). The predetermined questions included issues such as preparations and
explicit plans for later life care (including conversations about current and future care,
housing, financial support, and disposition of assets), issues and concerns about
preparations to date or lack thereof, and the role of community (both formal and
informal) in supporting and enacting such plans. Focus group facilitators and participants
expanded upon topics as relevant. As this thesis research did not seek to address the same
questions as the broader Fostering study, the focus of analysis was on relevant questions.
All transcript content will be considered in the analysis, however, to account for the
organic nature of focus group discussions. Specifically, the questions included from the
original focus group guide (Appendix 3) can be found in section II (“Interview”), sub-
section A, questions a to d (“Plans for End of Life Care”), section II (“Interview”), sub-
section B, questions a to ¢ (“Community”), and section III (“Closing”). Discussions
focusing primarily on the use of technology and internet resources in sub-section C of the
focus group guide (“Technology”) are not included in this analysis except for using

technology to access end-of-life and health care information.

Data Analysis
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Focus group transcripts of older gbMSM from the five research sites were
analyzed using a thematic analysis approach.

Thematic Analysis. This approach was used to identify major themes based on
participants’ comments and discussion within the focus groups. Thematic analysis is
primarily used when analyzing data in primary qualitative research (where data is
collected for a specific question and then analyzed based on the focus) (Thomas &
Harden, 2008). Thematic analysis, sometimes called interpretive thematic analysis (Braun
& Clarke, 2006), is a process that can be used with most qualitative research approaches
(Boyatzis, 1998). The goal is to identify, analyze, and report patterns/themes in data
(Braun & Clarke, 20006).

Thematic analysis begins with a researcher becoming familiar with the individual
transcripts to understand the interview data (Braun & Clarke, 2006; Liamputtong, 2009).
This includes reading transcripts multiple times before generating initial ideas (Braun &
Clarke, 2006; Liamputtong, 2009). These initial ideas can then be translated into codes
which can help explore and solidify potential themes emerging from the data (Braun &
Clarke, 2006; Liamputtong, 2009). With inductive thematic analysis, concepts and
themes are developed from the data presented, without an aim to test an existing theory or
approach (Elo & Kyngis, 2008). Codes from across all data sets (in this case focus group
transcripts from different research sites) should be gathered by potential theme and
themes can be revised for further clarification and accuracy (Braun & Clarke, 2006;
Liamputtong, 2009). These themes must then be ‘mapped’ with definitions (Braun &

Clarke, 2006; Liamputtong, 2009). Themes should be further revised throughout the
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process so that their definitions are clear with each theme being unique from another
(Liamputtong, 2009).

Descriptive Statistics. In addition to analyzing focus group transcripts,
quantitative data from screening tools and participant profiles were analyzed. These data
were analyzed using descriptive statistics which seek to summarize the nature of the data
(Leedy & Ormrod, 2005). This can include how often certain measured variables occur,
variability between similar points of data, and how closely to data characteristics may be
connected (Leedy & Ormrod, 2005). For this research, the quantitative data analyzed
(and discussed in Chapter Four) include data points such as average age, differing levels
of education, self-reported end-of-life preparations, and more.

Analysis Tools. Transcripts of interviews were initially hand coded and analyzed
before further analysis was completed using MaxQDA software. Descriptive statistics of

quantitative data will be completed with the use of Microsoft Excel spreadsheets.

Ethical Considerations

Ethics approval for this study was granted through the Health Sciences Research
Ethics Board at Dalhousie University using their Secondary Use of Information for
Research process (Appendix 9). Ethics approval for the original study, Fostering End-of-
Life Conversations, Community and Care among LGBT Older Adults, was gained at each
of the five research sites (Dalhousie and Mountain Saint Vincent University, University
of Waterloo, L'Université du Québec a Montréal, University of Alberta, and Simon

Fraser University) (Appendix 8).

52



Informed Consent. All focus group participants were provided an informed
consent form (Appendix 7) following their initial eligibility pre-screening. The informed
consent forms outlined that audio-recording was a required element of the focus group
process. Participants were reminded that participation was fully voluntary and that there
would be no repercussions for withdrawing from the study. They were additionally
informed that they could participate to the level of their own comfort; declining to answer
any of the questions.

Anonymity. Complete anonymity was not possible with this research, given the
dynamics of focus groups. As part of the screening process, all participants were given
the option to choose a pseudonym for the study during the screening process (Appendix
1). It was made clear in the informed consent form that all data would be de-identified
and that pseudonyms would be assigned to those who did not choose one.

Confidentiality. All focus group participants were instructed to respect the
confidentiality of other focus group participants. Any quotes attributed to a participant
will be attributed to their pseudonym, age, and city (e.g. “Bob, 72, Halifax’’). During
focus groups, a member of the research team (typically a research assistant), made notes
of who spoke, in which order, to allow for transcript content to be attributed to the correct
participant. In occasions where there was confusion relating to which participant made a
comment, their quotes will be attributed to their focus group (e.g., “Participant in
Montreal.”).

Electronic copies of audio recordings of focus groups were stored at Simon Fraser

University. All transcripts and personal data (e.g. consent forms) were password-
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protected and stored at Simon Fraser University and individual research sites in secured

spaces.

Knowledge Transfer

Results from this study were disseminated in ways that will reach community,
academic, and policy audiences to further health promotion efforts for older gbpMSM in
Canada. These study results were published as a Master of Arts thesis at Dalhousie
University.

The author planned to submit study results to academic conferences with a
different focus on results for each conference to avoid academic self-plagiarism.
Conference presentations included:

e Crossroads Interdisciplinary Health Research Conference at Dalhousie
University (March 2018),

e Canadian Public Health Association; annual research conference (May
2018),

e Canadian Association for Health Services and Policy Research; annual
research conference (May 2018),

e (Canadian Association of Gerontology conference (October 2018), and

e The Summit for Gay Men’s Health (November 2018).

At the time of thesis submission, two academic journals were being considered
for academic article publication; the Journal of LGBT Health Research and Culture,

Health, & Sexuality.
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Chapter Three Summary

This chapter outlined the role of social constructivism as an underlying research
paradigm for this work. It clarified the importance of qualitative research in
understanding the needs of older gbMSM and explained how qualitative description can
meet that need. The conceptual framework of an inverted SEM that is focused on health
promotion interventions was introduced. This was followed by an outline of the logistics
of the research design, including how data was collected and analyzed. Ethical
considerations relating to the protection of humans was addressed. Plans to disseminate
the results and conclusions of this study were outlined. In the following chapter, results
from the analysis of data are presented. Limitations of this research will be presented

below in Chapter Six.
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Chapter Four: Results

This chapter begins with a descriptive statistical overview of personal
characteristics of the participants from the five focus groups. While demographic data
(e.g. age, self-identified sexual orientation, prominent health conditions, etc.) are
included, so too are details from participant profiles that indicate how comfortable older
gbMSM are with being out of the closet to different people in their lives. There are
several survey questions relating to care — in practical and emotional terms — that are
compared and contrasted. Following this quantitative data, the major themes found in the
transcripts are explored with examples of smaller sub-themes. Themes are broken into
two major clusters. The first cluster centers around Heterosexism and includes Isolation,
and Systemic Issues. The second cluster is built around Resilience and includes Survival,

and Evolution of Identity.

Participants’ Personal Characteristics

Using the eligibility screening tool (Appendix 1) and the participant profile
(Appendix 2), it was possible to create an overview of the demographic and personal
characteristics of participants (Appendix 10). The average age of the 40 participants was
70 years old. Most (32) were retired and education levels were high with 15 of the older
gbMSM having graduate degrees, 7 having completed an undergraduate degree, 11 with
some college/university experience. Six participants self-identified as being HIV positive.
The most prevalent health issues for the 40 participants, in order of self-reported
incidence, were:

e High blood pressure (22)
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e High cholesterol (19)
e Arthritis (15)

e (ataract(s) (14)

e Anxiety (12)

e Depression (10)

e Challenges hearing (9)
e Challenges seeing (9)
e Diabetes (9)

For sexual orientation, 39 self-identified as gay/homosexual with one participant
identifying as ‘other.” Just over one-third of the men were in relationships (15/39"), with
varying degrees of commitment (married or domestic partnerships, 9; relationship or
boyfriend, 6). The remaining (24/39) were single. This corresponds to a similar number
(25/39) of older gbMSM who lived alone with the remainder living with their partner (7),
partner and others (2), or friends (1).

In relation to family structures, 9 out of 39 older gbMSM who completed
participant profiles were parents, all of whom identified themselves as being ‘mostly’ or
‘completely’ out to their children. For siblings, 25 of 39 older gbMSM were ‘mostly’ or
‘completely’ out and 4 were ‘not at all’ or ‘a little’ out. Given the average age of
participants, 20 reported that being out to their parents was not applicable (suggesting

their parents may have predeceased them or they do not have a current relationship to

! While 40 men participated in this study, not all participants fully completed their participant profile; at
least one participant did not complete his profile in any way. This is the cause of the discrepancy between
the cited numbers and percentages.

57



them) or they were unsure of their parents’ knowledge of their sexual orientation. A
further 6 older gbMSM indicated they were ‘not at all,” “a little,” or somewhat out to their
parents. Approximately one-third (14) were ‘mostly’ or ‘completely’ out.

On average, participants had an average of 6 close friends and were ‘mostly’ or
‘completely’ out to them (36 out of 39). Two-thirds (25/39) indicated that they had a
chosen family contrasted with 13 indicating who did not feel such a resource was in their
lives. This connection to chosen family and close friends is indicated in the connection of
older gbMSM to close friends in a series of questions about support. When seeking
emotional support, 31 indicated they would go to close friends.

Other common supports were primary care doctors (12) and partners (9). Personal
advice was also often directed to close friends (30) with primary care doctor and partner
tied for second (9 each). Participants who had recently experienced illness and needed
care were willing to seek assistance from close friends; 19 (of 28, 11 had indicated they
had not experienced recent illness), 7 from their partner, 6 from their neighbour, and 3
from their primary care doctor. Encouragingly, 33 indicated that they were ‘mostly’ or
‘completely’ out to their current health care providers which may reduce barriers to care.

Isolation (a theme explored below) can also be noted in responses to the
participant profile. When asked if they had recently experienced illness upon whom did
they rely, 6 out of 28 older gbMSM (approximately one-fifth) had no one. As well, 12
indicated they had discussed end-of-life care and treatment with no one and 9 had not
discussed care concerns with anyone. Further, 16 indicated that they were unsure who

would be their primary caregiver should the need arise.
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In preparation for end-of-life, almost all (31/39) participants had completed a will.
Half had prepared a living will (20) and/or power of attorney agreement (21). Slightly
more than one-third had pre-paid funeral arrangements (14) and informal caregiving
arrangements (3). Only three participants had long-term or critical care insurance and
only five had personal directives. Three participants were unsure of which arrangements
they had completed for end-of-life. Preparation for end-of-life through existing systems
and the challenges that older gbMSM face was a recurring topic of discussion in the

transcripts and led to its Systemic Issues in the description of themes.

Major Themes

Following the coding of transcripts, six major themes were identified based on the
content (and context) of the discussions held by each focus group in the original study
after content was coded. Themes were clustered into barriers and facilitators based on
how the discussions related to perceptions of end-of-life preparation and general health.

Each cluster is centered around the strongest theme identified within its respective
cluster; heterosexism as a barrier and resilience as the facilitator. Themes were developed
independent of the inverted SEM to ensure that themes were developed from the content
and not proscribed to fit into the model. Discussion of how these themes interact with
personal characteristics and the inverted SEM is presented in Chapter Six. The first of the
two thematic clusters relate to barriers that older gbMSM faced in health care and end-of-

life care and preparations.
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Barriers: Heterosexism, Isolation, and Systemic Issues
Figure 4: Barriers

Disconnection from community equates to lack of
LGBTQ resources to support dealing with systemic issues.

Systemic
Issues

Isolation

/

Issues of isclation due to lacking
'heterosexual’ support systems,
parts of life spent in closet.

' Systems designed to mest
H Ete rDSEXI S m needs of primarily heterosexual

individuals

Compounded efects resulting in lower
health equity, reduced health care usage
and limited end-of-life preparation.

This first cluster focused on barriers created by broader social impact on
individuals through the effects of heterosexism (including homophobia and biphobia) as
an underlying cause of many of the challenges participants faced with isolation and
systemic issues. While there is overlap, heterosexism is not the sole cause of isolation or
systemic issues. Some of these challenges arise from the impact of aging or bureaucratic
processes related to end-of-life. Isolation from community can influence challenges older
gbMSM may encounter with systemic issues; without connection to community
members, older gbMSM may have decreased access to resources to help them access

culturally competent care and services, exacerbating systemic issues. At the centre of this
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Venn diagram, the influence of all three barriers resulted in the compounded effects each
barrier provided, resulting in lower health equity for older gbMSM, reduced health care
usage, and limited end-of-life preparations. Each barrier, as defined by participants, is

explored below beginning with isolation.

Isolation

Isolation in this context represents a sense of disconnection from others, including
a sense of loneliness or lack of community. Participants raised the issue of isolation
through direct discussion or as an underlying subtext to their discussions. Many older
gbMSM indicated a sense of disconnectedness from the greater world and the LGBT
community more specifically. Some of this isolation stemmed from their shrinking circle
of friends as participants aged. This shrinkage resulted from friends and loved ones
dying, limited capacity for social interactions due to aging (either on behalf of the
participant or their loved one), and through relocation (e.g. someone may move in later
life to be closer to a formal support network or move into a care facility where there is
limited access). As participants aged, they faced increased transportation challenges —
their own ability to move as well as access to motor vehicle transportation. This reduced
their ability to engage with their friends and community.

Many indicated that they felt excluded from the LGBT community due to ageism
among gbMSM. This is exemplified in a quote from Keith, “/ mean, I'm a 75-year-old
man, nobody wants to be my close and intimate friend.” (Keith, 75, Halifax) Beyond

friendship, this isolation extended to romance and dating.
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There was recognition that older gbMSM who were never fully out to all the
people in their life would be further isolated as they aged. Without some connection to
LGBT communities, they might be unaware of resources and services. Bernard in
Edmonton raised the concern that this ‘hidden population” would not come forward to
provide their input into research studies on the needs of older gbMSM,

“I think one of the points that should be underlined here is the fact that you are

talking with people who are active, and they 've come out, most of them,

themselves. . . And what is left out is a big crowd of gay seniors who have no
contact with anybody.” (Bernard, 83, Edmonton)
There was concern that the lack of inclusion of these older gbpMSM voices would further
their exclusion as the needs of this hidden population would not be addressed in research
studies.

The impact of being in the closet (a product of heterosexism, addressed below)
among older gbMSM resulted in a sense of isolation and loneliness. Having grown up in
a world that has stigmatized them to varying degrees throughout their life and burdened
with a lifetime of minority stress, older gbMSM had long-standing feelings of isolation
and loneliness that were intensifying as they age. In Toronto, a participant told the story
of how, “. .. one time I woke up in the middle of the night, I just went bolt up, and 1
thought, ‘I'm going to spend the rest of my life as a lonely old man with nobody to care

or me’.” (Heathcliff, 74, Toronto). This story outlined how the fear of aging in a
heterosexist world fostered a sense of isolation.

The impacts of isolation on health care, end-of-life preparations, and possible

approaches for health promotion interventions are explored in greater detail in Chapter 5.
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As stated above a sense of isolation can create barriers for older gbMSM when they need

to interact with existing systems to help prepare for end-of-life.

Systemic Issues

Systemic Issues represent challenges relating to advanced care planning and end-
of-life preparation through interacting with health care, financial, and legal systems. Lack
of inclusion of the needs of LGBT communities within these systems was viewed as a
barrier to access and uptake. Participants viewed this exclusion as a knowledge gap on
the part of the service providers towards their unique needs. The lack of inclusion
indicated that these systems were not designed to accommodate the needs of older
gbMSM. The resources developed by service providers to meet the needs of older
(presumed heterosexual) adults can further exacerbate the exclusion of older gpMSM.
Discussing advanced care planning resources presented at a public session at a long-term
care facility, one participant noted, “But when I read the guide, it’s talking to them. The
words aren’t talking to me.” (Keith, 75, Halifax) Keith addressed that end-of-life
materials which he had been provided focused on heterosexual identities, and while not
necessarily intentionally excluding, the lack of representation left him feeling his needs
would not be met by this resource. This served as a prime example of the lack of
inclusion participants experienced in interactions with resources and service providers.

Beyond many of these systems being non-inclusive, older gbMSM faced
difficulties dealing with these systems because the systems themselves are complex. Most

of the older gbMSM had engaged in some of the basic elements of their end-of-life
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planning (e.g. will preparation). There was evidence that participants lacked knowledge
of some elements of end-of-life planning as detailed in Halifax:

“You [focus group facilitators and members] brought up a couple things that |

don’t really know too much about; the Caring Bridge, the Dying with Dignity,

and the advanced directive. These are sort of new ideas for me and so I'm going

to go home and look them up . . .” (Nicholas, 66, Halifax)
This spoke to the complexity of end-of-life and advanced care planning. Elements such as
personal directives were unfamiliar to many focus group participants yet can be crucial
for those who may not have supportive families or other legal protections.

The need to keep end-of-life and advanced care planning documents updated was
a challenge that was raised in several focus groups. A Halifax participant who was HIV-
positive noted that he had prepared all his legal, health care, and funeral arrangements
when he was younger as he believed he would die soon after diagnosis. Ultimately, he
lived for decades longer than expected and needed to update all his end-of-life plans,
1 got the will done, living will, and prepaid funeral, everything. Luckily, the treatments
were great then, so that’s why I'm sitting here today. Problem now is everything is
outdated.” (Mitchell, 63, Halifax) In addition to their own changing needs as they aged,
many participants cited that as loved ones died, moved away, or became distant for other
reasons, they needed to review and revise documents. As many of the designated
individuals that older gbMSM had chosen as potential decisionmakers were not relatives,
this meant they could not necessarily rely on familial bonds to ensure a continued role in
the lives of the chosen decisionmaker. In Edmonton, Don discussed how he had prepared

his end-of-life documents through a friendship with a lawyer. The two had a falling out
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and Don was no longer confident in his preparations, “And so, she phoned me and told
me she wasn’t going to help me anymore. ... if she has done anything about the papers
that we have grabbed on up, I don’t know.” (Don, 88, Edmonton) This strained
relationship highlighted the vulnerable position of many older gbMSM. Don completed
the steps to prepare for end-of-life but decisions about his care became tenuous due to the
reliance on a friendship.

While their own care needs were part of these end-of-life documents, the financial
costs of aging in the Canadian context was also a point of concern in dealing with
systemic issues. While many participants expressed disinterest in moving into long-term
care facilities, they recognized this as a likely reality given their small support networks.
This need for a long-term care facility was complicated by the perception that to receive
quality, inclusive care, there was a need to stay at higher end, more expensive, facilities.

These more expensive facilities were hoped to be safe spaces free from heterosexism.

Heterosexism

Heterosexism, defined as the attitudes and beliefs that favour opposite-sex
relationships, viewing these as ‘normal’ and superior to same-sex relationships
(Hollenbach et al., 2014), was an underlying theme to many discussions. Many older
gbMSM did not come out until later life, having lived most of their lives in the closet to
varying degrees, “You lived two lives. One hidden and the other in front of everyone.”

(Gémeau, 73, Montreal) For those who had been out most of their life, they still felt that

they had to live part of their life in the closet. Several spoke of the challenges they had
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faced in coming out and continuing to live life as an out gbMSM. Many had been in
relationships with women for a majority of their lifetime until coming out at a later age.

Having grown up in a culture that is primarily heterosexist, many of the older
gbMSM participants displayed a great distrust towards institutions of power. After living
in a world that told them they needed to conceal or change who they were which created
a lifetime of minority stress, this attitude is understandable. This resentment was directed
to society writ large, including religious institutions that have historically blocked LGBT
rights advancements or the broadly defined health care system. Long-term care facilities
were a common fear for older gbMSM who were afraid that they would have to go back
into the closet for fear of mistreatment from staff. There was a strong desire for education
and training of long-term care staff, “... [I] think the long-term care facilities, retirement
homes and so on, need to, and not just the Toronto ones, they really do need training in
long-term care for LGBTQ folks . . .” (Roderick, 74, Toronto) A common perception
among participants was that most long-term care facilities were not welcoming or
inclusive places. Training for staff was a common call to action by older gpMSM but did
not address all their concerns.

Even if the staff were trained, older gbMSM were aware that they would be
sharing living space with many people, similar in age but with backgrounds and
experiences different from their own. Knowing their own experiences, older gbpMSM
feared that other residents might demonstrate homophobic or heterosexist attitudes and
behaviours. This was complicated by the recognition by focus group members that other
residents’ own existing health care issues (e.g. dementia) could play a factor as well. The

often-cramped living conditions of long-term care facilities, where residents could share
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rooms with someone homophobic was highlighted by Toronto participant Roderick who

113

expressed concerns, “. .. in the bed beside them, or in the room next to them, is
somebody who was a real homophobe back in the days when it was politically correct to
be a homophobe . . .” (Roderick, 74, Toronto) This concern over other residents spoke to
the vulnerable position that older gbMSM felt living in long-term care would
automatically place them, with or without support from care providers.

While participants were overwhelmingly out to their health care providers, there
was discussion relating to the length of relationship they had with those providers. The
coming out process was not always an easy one for older gbMSM and their health care
providers demonstrated discomfort. This exemplified in a comment from the Edmonton
focus group

“I just came from my doctor today, it took me 5 years to get him to ask the

question: are you sexually active with a [whispered] male or female? And I would

say, ‘Pardon me?’ I want him to say it out loud.” (David, 67, Edmonton)
Getting to the stage of being out to their health care provider was often seen as a hard-
fought battle. While all participants reported being out to their primary health care
provider, data was not collected on when older gbMSM came out to said provider or if
they intentionally sought out providers who established LGBT-supportive environments.

Many older gbMSM expressed optimism for the future, noting that some
organizations and institutions were implementing change to create more welcoming
LGBT older adults. Several participants discussed their experiences with such training. It
became apparent that for many there was an unofficial ‘word of mouth’ communication

system relating to which care facilities were welcoming and inclusive. Conversely, while
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discussed less, there was mention of which facilities might not be the best fit. Despite
recognizing the efforts of individuals and organizations to change long-term care
facilities, most were concerned that these efforts are disparate and disorganized.

As mentioned above, there was concern that while staff might be trained, that
does not address the education and attitudes of other residents. Individual focus group
participants expressed a variety of reactions to such scenarios. The frustration at the
thought of going back into the closet for long-term care was revealed in the sentiment,
“I've struggled all my life to become open and free and I don’t want to shut that down
right now.” (Adriaan, 67, Vancouver) In contrast, in Halifax, Brad saw an opportunity to
discuss life more generally. Brad pondered, “I°d go talk to everybody else. You talk to
everybody else. Doesn’t necessarily have to be gay. Why?” (Brad, 69, Halifax) His
comments were interpreted by the Halifax group as advocating going back into the closet
and the comments were not well received.

These differing perspectives could speak to past experiences as well as individual
ability to be resilient in difficult circumstances. The discussion of going back into the
closet evoked strong emotions and was seen by many as a betrayal of the lives that they
had lived and battles they had fought. This resistance to the closet speaks to the many

facilitators to end-of-life preparation that were found in transcript analysis.
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Facilitators: Resilience, Survival, and Evolution of Identity

Figure 5: Facilitators
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The facilitators cluster focused more on individuals, their sense of identity, and
how that identity 1s shaped and influences health. Resilience (including problem solving)
was a major theme that developed during the coding process. This theme is closely tied to
the evolution of identity and survival which develop over the lifespan. Resilience is
informed by and informs identity and is strengthened and tested by survival. While each
factor was identified as an individual protective factor, those older gbMSM who
demonstrated all three experienced a cumulative effect, which reduced the impact of cited
barriers and helping foster positive aging as the focus groups participants approached

end-of-life. Each factor will now be explored in detail, beginning with survival.
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Survival

An underlying current to many of the experiences that older gbMSM discussed in
focus groups were the challenges they faced in surviving to later life. This was often
connected to the experiences of outliving others, whether in their peer cohort or loved
ones. While the death of family members (including partners, parents, siblings, and other
relatives) was a common topic of discussion, several participants discussed how they had
witnessed lovers, friends, and peers die during the AIDS crisis. This was clarified, “And
we were also living within the survivors’ age. The people that died of AIDS during the
AIDS epidemic are the people I might 've expected to have as friends in my old age.”
(Keith, 75, Halifax) This demonstrated the generational trauma of grieving that several
participants lamented, that the death of friends had shrunk their community and their
circle of potential supports. The experience of ‘surviving their friends’ shaped their
understanding of death and how dying was enacted.

There was an undertone of surprise among many of the older gpMSM focus group
participants that they had survived into older adulthood. This was indirectly attributed to
surviving the AIDS epidemic and the heterosexist world. Survival for participants meant
more than just living, it meant living openly and happily. The topic of concealing one’s
sexual identity and past during residence in long-term care facilities was raised in the
Halifax discussion by Brad. This created heated exchanges which brought to light the
importance of being out as part of surviving:

Brad: It’s not a matter of going back into the closet.

Mitchell: It is.

Brad: It’s a matter of, you know ...
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Ken: Survival.

Given that many (though not all) older gbMSM focus group participants cited their past
activist work, this suggestion of returning to the closet was antithetical to the lives they
had fought so hard to live. There were many small comments made about enjoying their
older years and the implication perceived is that a life hidden in the closet is not one that
was enjoyable, and not desired by most. As they became more aware of end-of-life
concerns due to their advancing age, focus group participants expressed a desire to live
their lives on their own terms at the end of their days.

Additionally, many felt that their experiences with death and dying in their past
had helped prepare them for their own end-of-life preparation. They spoke of helping
others with their end-of-life preparations and how it informed their own processes.
Individual experiences with illness also informed several participants’ perspectives on
survival. Heathcliff spoke of his cancer diagnosis in 2009 and how he prepared for death,
“. .. and during that time my oncologist didn’t think [ was going to survive, and uh, so I
made all my arrangements, I filled out all the forms.”” (Heathcliff, 74, Toronto) This
diagnosis encouraged him to engage in end-of-life preparations but over 5 years later, in
the focus group, Heathcliff reflected on his own experiences as a cancer survivor:

“...d just turned 74, and I'm in remission but this cancer when it’s in the lymph

system it could hit anywhere, could hit the brain, it could hit anywhere and then |

could have, I don’t know what my future, or how long I’ve got, so I'm just trying

to live the best way I can ...”" (Heathcliff, 74, Toronto)
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The comment by Heathcliff that he was ‘trying to live the best way [he] can’ spoke to the
recurring belief of participants that after a lifetime of challenges, surviving included
thriving, living life fully.

This desire for thriving was occasionally challenged through their own changing
self-perception as they age. In Montreal, there was discussion about transitioning from
working full-time to being retired and the challenges that presents to not only live but
have a full and rich life. Hugo, now retired, offered advice for his younger boyfriend (55)
who was planning to retire at 60, “Do not tell me, because at age 60, you want to be
retired. I said, you'll be at home doing nothing! I said, you have to find something. Think
ahead.” (Hugo, 68, Montreal) Hugo and others spoke of their own experience with the
reduced engagement in life stemming from retirement and they felt less connected to life.
In Toronto, Heathcliff recognized that as he aged, his opportunities dwindled but he
continued to seek new experiences and connections. Heathcliff commented about his
efforts to adapt to thriving with a changing sense of identity: “I don’t know what my
Sfuture [is], or how long I've got, so I'm just trying to live the best way I can ... I joined
this group ... to find friends as well. ” (Heathcliff, 74, Toronto) This desire to thrive might
have been an act of defiance to all the challenges that older gpMSM had to overcome to

as they have aged and developed a new sense of identity.

Evolution of Identity
Many participants indicated that their sense of self had changed with aging.
Coding that formed this theme related directly to aging (e.g. resistance or denial of the

impact of aging, realized limits due to aging). This might be common for all older adults
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but older gbMSM had unique experiences related to their connection to the LGBT
community. This was seen in the comment, “Maybe I'm just old but not gay any more.”
(Keith, 75, Halifax) Keith’s comment addressed the sense of identity as defined by the
gbMSM community. There was a disconnect from the LGBT community which
participants perceived as being focussed on youth and sexual activity.

The changing nature of identity arose in comments relating to the nature of being
out. Over their life, participants had been out of the closet in different aspects of their
lives. Even for those who were fully out in most of their life, there were still references to
concealing certain aspects of identity. As they grew older, the barriers that they had
erected presented challenges. The barriers between chosen families and families of origin
were cited as a potential source of conflict in end-of-life preparation. These barriers also
added an additional emotional burden for older gbMSM as highlighted by the comment,
"...many older gay men will, what I call 'compartmentalize' their lives. In ways that
straight people do not." (Rick, 65, Vancouver) Here, Rick is addressing that older
gbMSM may have led some part of their lives in the closet, concealing their true identity
from others. This defence mechanism created barriers that limited their interactions with
others and might have resulted in a mixed sense of identity; openly gay with some,
closeted with others.

Several older gbMSM saw the defining aspect of their identity shifting from their
sexual orientation to their age. This was demonstrated through equating their current
needs with the needs of all older people as a priority rather than their needs as member of
the LGBT community. In Halifax, Ken equated his life to that of opposite-sex couples,

“We just do the married kind of thing.” (Ken, 82, Halifax) This equating often came up
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in discussions around the need for activism to defend the rights of older adults and
advocate for their needs. When it was suggested that the needs of older persons without
families might be similar to older gbMSM, Ken agreed, “I just think the issues are the
same.” (Ken, 82, Halifax) Bradford in Vancouver, who had been an activist in the past,
spoke about his experience in advocating for medical assistance in dying (MAiD), “. ..
the choice to end your life is something that [ have been researching for a number of
years and I’'m involved with an organization that is fighting for that.” (Bradford, 62,
Vancouver) This shifting of priorities demonstrated the changing nature of older gpMSM
conceptualization of identity, as it shifted to focus on the needs of an older adult, not a
man who is gbMSM. This shift might have stemmed from experiencing the impacts and
realities of aging.

Fear of aging and its potential impacts on abilities, physical and mental, were
recognized by focus group participants. This was discussed in relation to the needs of
friends and partners who had faced health issues. Several older gbMSM had been care
providers for loved ones and seen the decline of their loved ones’ mental and physical
health. The realization that participants were vulnerable to similar circumstances as they
aged recurred throughout and across the focus group discussions. The impact of
deteriorating health and the ability to engage in end-of-life preparation was a point of
concern. These concerns included the dangers of poor mental health; "...everybody here
seems to be very clear thinking ... what about the people too depressed to think clearly?"
(Ray, 69, Vancouver) While poor mental health outcomes are not inherently linked with

age, there is evidence of heightened risk for poor mental health outcomes for older
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gbMSM. Other concerns included the ability to be in good enough physical condition to
take care of oneself (and others).

Many of the concerns impacted participants’ long-standing sense of identity as
they felt their independence jeopardized by the impact of aging on their health. Some
cited the benefits of aging (such as more leisure time) but these comments were far fewer.
Most participants seemed to accept these changes were part of the aging process. Their
desire to create change and advocate for improved welfare for all older Canadians spoke

to the resiliency they developed through a lifetime of adversity.

Resilience

Resilience, as a concept, is complex but Longstaff, Koslowski, and Geoghegan
(2013) identify four different types: the capacity to a) rebound and recover, b) maintain a
desirable state, d) withstand stress; and/or d) adapt and thrive (Longstaff et al., 2013). A
lifetime of challenges may have strengthened older gbMSM to deal with the challenges
they faced as they age. This was noted by Kum (2017), . . . there is an element of
resilience that one develops from overcoming challenges faced earlier in life, such as
racism and homophobia, which can be used to better cope with aging (p. 235).” There
were several discussions around the need to organize and advocate for change.

The discussions often referenced past activist work group members had done in
relation to HIV and AIDS and same-sex marriage legalization. In Halifax, Kurt spoke of
past activist work,

“But most of us aren’t gutsy enough to be outspoken enough as I am to get things

done. And I have absolutely no fear about doing anything . . . . We fought tooth
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and nail for the same-sex marriage issue. We're still fighting the blood issue.

We'll fight until . . . the last nail goes in the coffin . . .” (Kurt, 76, Halifax)
This was echoed by Richard in Vancouver,

“There are various [groups doing advocacy work], there’s about a dozen maybe

20 groups in this town and they 're starting to coalesce, they re starting to

smarten up they re starting to join together. But it’s not going to happen unless

there’s political will, as Rick said, and we do have champions in the legislature,

in the parliament for this activity.” (Richard, 72, Vancouver)

The willingness and passion of older gbMSM to fight for change demonstrated their inner
strength and resolve Their ability to push for a ‘desirable state’ spoke to the resilience
they developed over decades of difficulty and activism. In their lives, they developed the
skills and abilities needed to challenge and overcome numerous threats to their existence
through health issues, political foes, religious oppression, and more.

Despite many participants’ past negative experiences with religion, several were
still actively involved with organized religion. Their religious affiliation offered them
community and support systems. Some older gbMSM were retired (or semi-retired)
clergy members who had fought for change within their religious institutions. Beyond
religious affiliation providing spiritual comfort, it provided applicable skills, “/ guess
because I'm a church organist the whole concept of death... I've been doing that since I
was 10 years old, so I don’t find it the least bit [difficult to talk about].” (David, 67,
Edmonton) Organized religion provided coping skills for dealing with death and dying
through ritualized behaviours that older gpMSM did not cite they found in other

communities.
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There was some tension around religion as many older gbMSM had negative past
experiences. The sense of exclusion was felt in some churches more than others.
Roderick in Toronto left the Catholic Church, “because there is no affirmation.”
(Roderick, 74, Toronto) Even for those whom organized religion was a place of comfort,
this sense of tension could exist. Ken in Halifax commented on his own experience,

“Now the institutional church is not overly enthusiastic about gay people but

within our cathedral and Integrity [an LGBT-supportive group within the

Anglican Church], we have a public service every month. There’s a group that

comes and were perfectly accepted in the congregation and they know it. My

partner and I have our joint picture in the cathedral as a couple. You know, which
is amazing.” (Ken, 82, Halifax)
This experience was not universal and may have some bias from the long relationship
that Ken had with the Anglican Church as a former pastor.

Ken further reflected that his church members helped him develop a community
and sense of connection. He foresaw the community playing a role if he were ever to
move into a long-term care facility. He explained, that “/my religious community] will
help me when I get older and if I have to go in to a nursing home. I know I'm going to
have visitors.” (Ken, 82, Halifax) This comment regarding visitors was important as
several older gbMSM had expressed concerns about long-term care facilities. Beyond the
loneliness that many feared, some reported rumours that long-term care residents who

had fewer visitors were likely to receive a lower standard of care. Thus, the need for
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building a defined community was a protective factor for battling isolation and
potentially for ensuring adequate health care.

Connection to LGBT community was a source of resilience and identity for many.
Knowing the history of how the community had struggled for acceptance and social
change emboldened them with hope for continued improvement in their lifetime. Many
found social support groups of older LGBT adults that helped them build connections and
connect to resources. These groups were primarily in community settings though
Roderick noted an organized group within a long-term care facility in Toronto.

Given the barriers that older gbMSM faced for end-of-life care, participants felt a
need to create solutions on their own. Past romantic relationships were cited as a means
to further support individual and community resilience. Whereas separated heterosexual
couples frequently develop separate lives, many older gbMSM indicated ongoing
friendships with their ex-partners.

Participants recounted stories of supplying aid to friends and chosen family who
had no biological relatives to support them — either through being disowned, distanced, or
through death of their relatives. Several participants cited their experiences taking care of
parents and other relatives. Participants had been made keenly aware of the need for
support networks and realized that biological relatives might not have been able or
willing to provide these services. This lack of built-in support networks forced older
gbMSM to be creative. One participant noted that he...

“. . .purposively sought out someone who is almost 20 years younger than me. . .

.he’s very computer savvy, he represents a kind of different view point, and so [

just had everything turned there and I had a lawyer and accountant who are
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exactly the same age, and I purposely chose that so that, if I live to be 90, which

could happen, they’ll still be 70, and it could be that I might have to do it again”

(David, 65, Edmonton).

David was not alone in noting that he had intentionally forged connections with younger
people (including neighbours, friends, and relatives) in order that they might receive this
care when they needed it. A generational change was noted by some participants in that
when they were younger, older relatives stayed with families until death. They do not
perceive that being a likely situation for them. To circumvent this, some intentionally
made connections with younger community members as friends or even as romantic
partners.

The reliance on friends (as indicated above) was also evident in the experiences
shared by participants. Many participants cited that their friends comprised their core
support networks and gave examples of times they provided or received care. This
extended to informal legal and caregiving arrangements. John addressed this