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Summary of Major Research Project
Section A: This section explores the existing literatureusath the social support for older lesbian,
gay and bisexual people. The literature suggests that compared to heterpseplial lesbian,
gay and bisexual people receive more support from friends and less from familgt whil
maintaining a similarly sizedupport network. It is suggested that the different role of friends in
comparison to families may contribute to reports that lesbian, gay and bisexplal igeeive less
support from their networks. Recommendations for research and cprécaice are made.
Section B:This section comprises a grounded theory study of what determines how older lesbian
and gay people receive informal support from their networks whenetkgerience longerm
health conditions. Fourteen mater life lesbian and gay peopieere interviewed who had
experience of providing care, receiving care, or running groups for these populttivas
identified that living arrangements largely determined who gave careippdrs Choices around
care and support were informed by paspeziences of managing being lesbian or gay in a
sometimesunsupportive society. These results are discussed in relation to clinicateeaud

avenues for future research.
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Abstract

Researclinas highlighted the importance of social support for ghdeple.The social context of
lesbian, gay and bisexual (LGB) people means that the social support old@eb@lB receive is
likely to differ from heterosexual people. The present review aimed to sigathes provide a
methodological critique of the research literature on the social suppotti@f LGB people.

Nineteenpapers (nine qualitative and tgnantitative) were reviewed.

The literature suggested thalthough older LGB people report having similarly sized social
support networks to the older heterosexual population, a significant proportion of older LGB
peoplereportednotreceiving certain types aupportOne possibility is thaa greater reliance on
friends overfamily mayaccount for thisExperience®f discriminationwere commonly reported

and one study suggested the possibility that older LGB people might be kebyediexperience

abuse or neglect.

The implications of these findings are discussed in relation to clinical praaticeuggestions for
future research are made. There is a particular need for research looking at hopptre su

networks of older LGB people adapt to provide care to people withtesnghealth problems.

Key Words: Social support, lesbian, ghisexual,older age
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Introduction

Social support has been linked to a wide range of beneficial effesdtg]ing redumng the
risk of mental health difficulties (Thait 1995), improvedverall quality of life (H&ggeson, 2003)
and redumg the likelihood of developing physical health problems (Uchino, Cacioppo and
Kiecolt-Glaser, 1996). Social support is of particular importance for older péopl® the greater
likelihood of developing health problems at this time in life. Amongst older people, having
relatives or friends able to provide support has been shown to be associatedh owtrall
satisfaction with life (Gabriel & Bowling, 2004) |@nger period of time living in their own home,

and a greater lifexpectancy (Rolls, Seymour, Froggatt & Hanratty, 2011).

Two main theories have been proposed as to how social support leads to better health
outcomes, these have been termed the “buffering hypothesis” (Cassel, 1976; Cobb, 1976) and the
“direct effect hypothesis” (Cohen & Ashby Wills, 1985). The “bufferiggdthesis” proposes that
social support functions as a means of coping with stressful life events; ggsssed that when
we experience a stressful life event the availability of social support thatiesdta need (e.g. an
emotional or instrumental need) partially ameliorates the physical and ematiessalds the event
(Cassel, 1976; Cobb, 1976). In contrast the “direct effecothgsis” proposes that the social
contact from participating in a network makes people feel happier and lesedtregardless of
what is going on in their lives (Cohen & Ashby Wills, 1985). Alongside this,stiggested that
people who patrticipate in a social network are more likely to make decigioals support good
health (e.g. diet and exercise) both due to the direct effect of the influence cértbiosd them,
as well as the indirect effect of being less stressed and less in need of physibeklthy
strategies to manage anxiety (Umberson, Crosnoe & Reczek, 2010). Ipr@kensive review of

recent research in social support, Nurullah (2012) found evidence for both theoriestiaggg
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that social support both “buffers” against the effecttodssful life events and leads people to lead

generally happier, healthier lives.

Although social suppottas received a great deal of attention from researcfaesgarch
on Medline for “social supporteturned44122 papers published in the lastyeas)thereis still
no single agreed operational definiti@efinitions variouslyfocus on structuraspects (e.g. the
presence or absence of different types of relationships), functional agpegctthe presence or
absence of different types of support provisionperceived potential (e.g. the extent to which
someone perceives that they have access to a supportive ngiManki)ah, 2012). This paper
adopts Thoits’ (2010Qefinition of social support asemotional, informational, or practical
assstance from significant others, such as family members, friendswoit@rs; support may be
received from others or simply perceived to be available when needed” (Thoitsp28®0As
noted in a recent revie(Murullah, 2012)this definition recogrses thasocial support is a distinct
concept from social integration or a social network. A social support netmitbrike made up
entirely of people from someone’s social network, but not all members of somsoces

network will be people who coulcelsaid tde available to provide social support.

The Context of Social Support for OlderLGB People

Before considering why we might expect social support to be different for loGBr
people, it is useful to briefly consider the social contéxtGB pemle in the UK acrosstheir
lifespan LGB peopleborn in the UK prior to 1967 (people aged 50 and over) were baan in
contextwhere sex between two men was a crime, there was no legal recognition esesame
sexuality between women (including no legal age of consent) and there was no drgagise
rights movemen({Stonewall, 2016)Other than the introduction of Section 28 in 1988 (a law

banning local councils and schools from mentioning “homosexualggtial andegal changes
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since then have generaliyoved towards giving a foundation for equality for LGB people and
their relationships: “homosexuality” was removed from the “Diagnostic&tatistics Manual of
Mental Disorders” in 1973 and the World Health Organisation’s “Internatiolaaistfication of
Diseases” in 1990, an age of consent for sex between women was introduced Be2€60,28

was repealednd samesex couples were given access to adopiim@2603 sexual orientation was
recognised as a protected characteristic in the EqualitynA@07 and most recently, in 2014,
samesex marriages were given legal recogniti@ionewall, 2016)Along with this, public
attitudes towards sarsex sexuality have changed: the earliest opinion poll in the UK on public
attitudes towards “homosexuality” suggests that 62% of people thought thaseaneéationships
were “always” or “mostly” wrong in 1983, compared with 28% believing theesara012(Park,

Bryson, Clery, Curtice & Phillips, 2013).

This brief historysuggests thailder LGB peopleare likelyto havefacednot onlynegative
attitudes about their sexual orientatlmrt alsocriminalisation or lack of legakcognition otheir
relationshipsin line with this, nearly twdhirds of older LGB people report experiencing verbal
or physical abuse laing to their sexual orientation over their dtfiene (D’Augelli & Grossman,
2007). These forms o$tigma,discriminationand victimisatiorare likely to have had direct and
indirect effects on the social support networks of older LGB pedfdey LGB people report
experiencing rejection from families and existing support netswsHen their sexual orientation
was first made known (Guasp, Z)1Early experiences of rejection from families are likely to
have an impact on the way people form attachmemwi{/, 1969, making it more of a challenge
to form supportive relationshigs later life At the samdime as impeding access to support
networks,experiences of discriminatianay increase the need for social support. Experiences of

abuse related to seal orientationunsurprisingly increase the risk of people developing mental
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health difficulties (Meyer, 2003)Some of the ways that people manage this stress can be
physically harmful and LGB people have been shown to be at increased risk of drugpant al
use, smoking and obesity (Northridge, 2001), meaning that the physidalmeads of older LGB

people are also likely to be greater than the general population.

Why is it important to understand this difference?

The current generations of older LGBople are the first generations toibeheir later
life during a context where services have an explicit responsibility to provide them tablkequi
quality of careCritical histories of the development of health and social policies have itgdig
how the current British welfare state developed around meeting the needs o$é&eatel people
(Williams, 1992)and services have only hadresponsibility to ensure thegmployeesare
competent in working with LGB specific issues since the introduction of the BgAati (2007).
Considering the relatively short length of time that health and soc&locganisations have had
to adapt to these changésis perhaps unsurprising that LGB people in the UK report having a

worse experience of health and social care seryilgstt et al., 201%.

In the UK, the government has placed a much greater emphasis on infarnal reeent
policies (Care Act, 2014). With the increased emphasis on care providednols faied family, it
is of particular importancéhat health and social care services are able to work with the social
support networks of all older peopla.first step towardsupportingthis would be gathering
together what is currently known about these networks and the provision of social supfaat to

LGB people.

Previous Reviews
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There has only been one previous review of the social support needs of this population
(Barker, Herdt & De Vries, 2006). This review (focusing onlyesbian and gageople) described
ways in which theociopolitical circumstances of theves of lesbian and gay people haffected
their social support networks in later life. They identified a larger roleerfds in comparison to
family, and suggested that much of the social support of older lesbian and gaymeppleme
from “family-of-choice” relationships (i.e. a group of close friends who are identified as deing li
family). Criticisms of the literature were made in terms of the lack of diversity amongst the
participants recruited, as well as on the lack seaechfocusing on the social support of older
lesbian and gay peopie specific circumstances, including thaggh longterm health problems.
However, this review did not include any information on how the literature searclamias out
and had unclear inclusion criteria. Additionally, since this review eleves fieae passed during
which new research has been published, along with notable changes to the aircesst LGB
people. There is therefore a gap for a systemmatiew of the literaturesurrounding the social

support of older LGB people.
Aims

This review aimed to provide synthesis of what current research tells us about the social
support networks of older LGB people. The review aimed to provide a methodolugigaie of

the research as well as exploring implications for clinical practice ane ftgsearch.
Method

A full list of the inclusion and exclusion criteria for this review can be fouritalie 1.
Asthe only previous reviewf social support for older LGB peopléd notappear to be systematic

the scope of this review is intentionally broad and aimed to explore stwithestherquantitative
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or qualitativemethodologiesUsing Thots (2010) definition of social support, studefssocial
networks were only included tifiey explicitlyexploredthe provision of emotional, informational

or practical support within these networks.

For the purpose of the review “older LGB people” was defined as people over the age of
50 who identify as being lesbiagay orbisexual. Whils&0 is a younger age than is often used in
the general older age literature, this reflectedythengestut-off that was commualy used in the
literature referring to “LGB older adults”. LGB people over the age of 50 canmooght of a a
distinct cohortin that anyone currently older than this was born before the emergencekaidny

of organised gay rights movement (Stonewall, 2016).

As the social context of older LGB people has changed so much over the precexessge
for this review to meaningfullgeflect the experiences of older LGB people totlawas important
that the context of the research was sufficiently similar to the presgniTia removal of
“‘homosexuality” as a mental health diagnosis from the World Health Oggienm's International
Classification of Diseases (1990) was chosen asaff;utny research carried out before this time

was not included.

Studies focusing on transgender pecflewhich grouped transgender people into the
same category of analysis as LGB pepplerealsonot included. Transgender identity is related
to gender identity rather than sexual orientation (i.e. as well as bensgerader, a person will

also be heterosexudésbian, gay, bisexual or another sexual orientation).
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Table 1:Inclusion Criteria fo Literature Review

Inclusion Criteria

Published in English in a peer-reviewed journal.

Contained original research.

All participants were lesbian, gay, bisexual or another non-heterosexual sgrority (this does

not include trans people as gendaritity is distinct from sexual orientation) or the results of these
participants were reported separately.

All participants were over the age of 50 or the results of people over the age of 56poetedr
separately

Focused on informal rather than formal supportive relationships (i.e. friendsibyr faitner than
professionals).

Focused on supportive relationships (i.e. relationships that provided emotional, irdoahati

practical support) rather than just social relationships.

Published after 1990 (the year of the removal of "Homosexuality" from the ICD-10)

ASSIA, Psycinfo and Medline were searched for any articles containing a rcatnoii of
the following terms (geing or aging or “older people” or “older adults” or “later life” or elder or
gerontology or geronotological) and (“social support” or carer or cagegr “informal care” or
“‘informal support” or network) and (lesbian or gay or bisex* or homosex* or “sexigadtation”
or queer or LGB* or GLB*) the search was limited to studiagbpshed after 1990Titles and

abstracts were read and any articles which were clearly not related to the thamesuoidatv were
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excluded. The full texts of the remaining articles were retrieved, read assbedsagainst the
inclusion crteria The rderence lists of articles meeting the inclusion criteria were then-hand
searched for relevant articles, along with a search of the articles citing theseqrap¥éed of
Science. Finally Google Scholar was searched for any remaining relevant papers. gkadia
showing this pocess is displayed in Figure 1. Overtilere werel9 articles that met the inclusion
criteria for this reviewTenof the studies were crosgctional quantitative studies and nine were

gualitative.

All papers were read in full artdekey findings were extracteBach paper was scored on
the appropriate versiofgualitative or quantitativedf the Standard Quality Assessment Criteria
for Evaluating Primary Research Papers (SQAC) (Kmet, Lee & Cook, 2q@pendix A. For
each criteriaf theSQAC, papers were scored “0” if the criteria was not met, “1” if it was partially
or unclearly met and “2” if it was definitely mein average score was then calculaiés key
findings of all papers were thegrouped into shared themes. Finalipks between different
findings were hypothesise@€ommonly,this meant using the qualitative literature to understand
possible explanations for differences identified by the quantitative liter&ued summaries of
themethod and kefindingsfor ead studyas well as scores on the critical appraisal tools can be

found in Table 2.
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Figure 1:Prisma Diagram

Records identified through ASSIA Additional records identified through hand searching
Psycinfo and Medline reference lists, google scholar and web of science.
(n= 238) (n=19)

Records after duplicates removed
(n=177)

A 4

Records screened

(n=177)

Full-text articles assessed

Records excluded
(n=124)

for eligibility
(n=53)

Studies included in

synthesis
(n=19)
e Based in USA
(n=14)
e Based in Australia
(n=2)
e Based in Canada
(n=2)
e Basedin UK
(n=2)

NB: one study took
place across USA and
Canada

\ 4

Full-text articles excluded (n = 34):

Focuses on LGB people’s experience
of caregiving for non LGB people:
(n=6)

LGB people’s data is not separable
from LGBT* people: (n=7)

Older LGB people’s data is not
separable from younger LGB people
(n=4)

Focuses on formal rather than
informal caregiving: (n=3)

Only related to social networks and
not support networks: (n=14)
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Table 2 Overview of Studies
Qualitative studies:
Authors Year Location  Number of Sample Recruitment Methods Findings SQAC
Published Participants methods Score
Hash 2001 USA 4 (3men,1 People over 50 Advertisements in: Grounded theory  Experiences of homophobia were 1.2
woman) who currently or  LGBT newspapers, study using semi- common and participants avoided
previously had bulletins of LGBT structured professional support because of this.
provided careto  groups, LGBT interviews to Homophobia influenced choices about
a same-sex bookstores, social explore the disclosure of the relationship and
partner groups, HIV/AIDS experiences of lack of formal legal support meant
support groups and caregiving. that partners had to draw up living
hospices. wills.
Personal contacts of
the researcher.
Richard and 2006 USA 25 women Women over 55 Advertisements in Thematic analysis  Configurations in support network 1.6
Brown who identify as LGBT mailing lists. study using semi-  were constructed as varying along two

lesbian who
spoke English,
were not legally
married and not
"institutionalised"

Discussions in lesbian
social groups.
Snowball sampling.

structured
interviews to
explore
experiences of

aging.

different spectrums: the extent to
which the configuration was planned
or intentional and the extent to which
the person was connected to others.
Two participants described having a
planned, connected configuration; 14
described having an unplanned,
connected configuration; 3 described
having a planned, unconnected
configuration and 6 described having
an unplanned unconnected
configuration.
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Brotman,
Ryan, Collins,
Chamberland,
Cormier,
Julien, Meyer,
Peterkin and
Richard
Heaphy

Gabrielson

Muraco and
Fredriksen-
Goldsen

2007 Canada

2009 UK
2011 USA
2011 USA

17 (10
women, 7
men)

266 (102
women, 164
men)

4 women

18 (13 men
and 5
women) and
their friend
caregiver

Caregivers of gay
and lesbian
"seniors"

Lesbian and gay
people over the
age of 50

Women over the
age of 55 who
chose to live in a
LGBT continuing
care retirement
centre.

People over the
age of 50 who
identified as
being LGB, having
a long-term
health problem
and having a
"caregiver" who
was a friend

4

“Snowball sampling’
No other details
given.

User groups,
personal networks,
advertisements in
printed media and
the internet,
snowball sampling

Friends of the people
who ran the care
organisation being
explored.

Emails, flyers and
presentations in
locations where
target populations
were expected to
frequent (e.g. health
clinics, support
groups, buddy
programs,
community-based
churches and social
groups). Participants
were paid $25.

Grounded theory
study using semi-
structured
interviews to
explore
experiences of
caregiving.

Focus group with
older lesbhian and
gay people to find
issues of concern,
questionnaire to
all participants
using these ideas
Collective case
studies using
semi-structured
interviews about
their concerns
around support.

Simultaneous but
separate
interviews with
LGB person and
their friend
caregiver.
Participants were
also given
measures of
physical and
mental health
and measures of
relationship
quality for
another study.

Caregivers experienced fears about
homophobia from services. Some
caregivers felt there was a need for a
support group specifically for
caregivers of gay and leshian people

Being able to choose the people who
provide support is important for older
lesbian and gay people. Choice is
limited by access to various resources.

Participants reported experiences of
exclusion from their biological
families, expectations of homophobia
from mainstream formal services and
a recognition that they couldn't cope
alone.

Friends provided a range of caregiving
tasks. Friends spoke about getting
personal benefit from the
relationship. Dyads described the
relationship as being like family.
Challenges included that care
recievers expressed concerns about
not wanting to burden their friends
and friends chose not to take on some
responsibilities associated with
caregiving.

1.8

1.4

1.9




Barrett,
Whyte,
Comfort,
Lyons &
Crameri
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2014 Australia

11 (6 women
and 5 men)

Lesbian and gay
people over the
age of 65

A recruitment flyer
was circulated
amongst LGBT*
groups

Semi-structured
interviews
exploring
participants
experience of
discrimination

Experiences of discrimination affected 1.9
the way that people formed

relationships and made getting social

support more important and difficult

in later life.
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Authors Year Location  Number of Sample Recruitment Methods Findings SQAC
Published Participants methods Score

Dorfman, 1995 USA 133 (55 People over 60 Gay and lesbian Participants were asked No significant differences between 1.5
Walters, women and  who identified as  organisations, to complete a penand  heterosexual and lesbian and gay people in
Burke, 53 men) lesbian or gay gay and lesbian  paper questionnaire terms of size of social support network. Gay
Hardin, events, returned via post. men and lesbian women had more friends
Karanik, churches, and less family members in their network
Raphael and senior citizens’ compared to heterosexual people.
Silverstein centers and

church

organisations.

Snowball

sampling.
Grossman, 2000 USAand 416 (297 People over 60 Organisations Participants were asked Participants averaged 6 people in their 1.8
D’Augelli and Canada men and 119 who identifiedas for older LGB to complete a penand  support network. Men had more men in their
Hershberger women) lesbian or gay people. paper questionnaire networks and women had more women.

Snowball returned via post. Bisexual people had more heterosexual

sampling. Each
participant was
paid $10

Questionnaire assessed
demographic details,
social support,
loneliness, alcohol use,
drug use and a self-
rating of overall mental
and physical health

people in their network. Most people in their
network knew their sexual orientation. The
more satisfied people were with their
network the less lonely they felt and the
better their physical and mental health.
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Shippy, 2004 USA 233 men Men over 50 who Mailing lists Participants were asked Participants reported having friends and 1.8
Cantor and identified asgay  from all major  to complete a penand  family in their support network but were
Brennan LGBT paper questionnaire more often in contact with friends than
organisations, returned via post. family. Participants were most likely to
articles in Questionnaire assessed choose partners to receive support from if
community demographic details, they were present. Friends or "myself" were
publications. experiences of giving commonly selected if partners were not
Face-to-face care, experiences of present, biological family were rarely
recruiting receiving care, social selected. 60% felt they needed more
through health  support network, emotional support with 14% saying the
clinics, senior preferences for who needed more instrumental support.
centers and would give care,
major LGBT wellbeing and
events. openness about sexual
Snowball orientation
sampling
Masini and 2008 USA 220 (141 Lesbian, gay or E-mails to Participants completed Participants reported having an average of 1.2
Barrett men and 79  bisexual men or agencies a questionnaire online. 2.5 people in their network. Support from
women) women over the  serving LGBT The questionnaire friends but not from family were significant
age of 50 adults, e-mail included demographic  predictors for “mental quality of life”.

lists, websites,
distributions of
palm cards at
local venues
and word of
mouth.
Snowball
sampling.

measures of social
network and social
support, psychological
and physical funtioning
and lifestyle.
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Fredriksen-
Goldsen, Kim,
Muraco, &
Mincer

Lyons, Pitts
and Grierson

Gabrielson,
Holston and
Dyck

2009 USA

2012 Australia

2014 USA

36 people
(19 men, 17
women) and
their
informal
caregiver

1179 men

50 women

People over the
age of 50 who
identified as
being LGB, having
a long-term
health problem
and having a
"caregiver"

Gay men over the
age of 40 (data
separated out for
people older than
60)

Lesbian women
55+

Emails, flyers
and
presentations
in locations
where target
populations
were expected
to frequent
(e.g. health
clinics, support
groups, buddy
programs,
community-
based churches
and social
groups).
Participants
were paid $25.
Advertisements
places on social
networking
websites and
websites that
specifically
targeted gay
men
Investigators
professional
contacts and
snowball
sampling

Simultaneous but

separate interviews
with LGB person and
their friend caregiver.
Participants were also

given measures of

physical and mental
health and measures of
relationship quality for

another study.

Nationwide online
survey exploring
various aspects of
men's wellbeing

Asked to fill in the

Lubben Social Network

Scale and an
exploratory factor

analysis was carried out

on the results.

Discrimination and relationship quality were
associated with depression among both older
LGB adults and their caregivers. Relationship
quality may moderate the impact of
discrimination as a risk factor for depression
in LGB adults with a long-term health
problem.

Gay men over the age of 60 reported having
more social support than younger gay men.

Lubben social network scale contains
ambiguous items for some lesbian women
and does not fall into the same factor
structure as for heterosexual people.

1.7

1.4

1.6
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Ramirez-
Valles, Dirkes
and Barrett

Grossman,
Frank,
Graziano,
Narozniak,
Mendelson,
Hassan and
Patouhas

Gabrielson
and Holston

2014 USA
2014 USA
2014 USA

182 men Gay and bisexual
men over the age
of 55

113 (76 men, LGB people over

30 women, 6 the age of 60

trans

women, 1

trans man)

36 women Lesbian women

55+

Not stated,
data taken
from an
unreferenced
prior study

12 community-
based agencies
and groups for
older LGB
people

Investigators
professional
contacts and
snowball
sampling

Structured interview on
perceived health,
depression, health care
providers knowledge of
sexual orientation and
number of sources of
emotional and
instrumental support.

Completed survey
posted in. Participants
were asked about their
own and others'
experiences of abuse
from caregivers, as well
as demographic, self-
esteem, personal
mastery and general
wellbeing.

Asked to fill in a
modified electronic
version of the Lubben
Social Network Scale.
Exploratory Factor
Analysis carried out to
understand more about
measure

Emotional support was positively correlated
with perceived health. Depression was
negatively associated with instrumental
support. Those living alone and those who
were single had less sources of support.
Older people and those from ethnic minority
backgrounds had less sources of support

22% of participants had experienced abuse
from a caregiver and 25% knew an older LGB
person who had experienced abuse

Adding a "family of choice" section increased
the validity of the Lubben Social Network
Scale for older leshian women

1.6

1.6

1.6
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Results

Three main themes of findings were identifidge structure of older LGB people’s support
networks (the size, frequency of contact, composition and any differences ifiatttesswithin
the older LGB ppulation),the types of support that these networks do and do not prauiie

particular challeges within these relationships.

Structure of Older LGB People’s Support Network
Size of network.

Two USA studies looked at the average number of people in the support networks of older
LGB people, singthe same measure for gaining a description of social netw@Gissman,
D'Augelli, & Hershberger, 2000; Masini & Barrett, 2008). Grossraal. (2000) found that
participants listed arvarage of 6.3 people in their support network with more than a third saying
that they had 10 or morgshereas Masini and Barrett (2008) found that participants listed an
average of 2.5 people with only 3% reporting 8 or more and 45% naming only one member.
Looking at the differences in these studies reveals possible explanatiotieder differing
estimates. Firstlyalthough both studies used the same measure of social support, Grossman et al.
(2000) capped the maximum number of people respondents staldllo and Masini and Barrett
(2008 capped it at 8. As social isolation can be associated with shame, it may betitipepés
felt pressured into giving a socially desirable response and listing more pdugiepresented
with the suggestion of a higher maximum number of people in their net@eckndly Grossman
et al. (2000) recruited people in person through community groups and asked people to complete

a paper questionnajrerhereas Masii and Barrett (2008) recruited people online and aska th
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to complete the survey on a website. An online method of rewnitmay have partially removed

the socially desirability bias through the degree of anonymity offereshmnline survey.

Only one study identified any older LGB people who reported having no support network.
ThisAustralianstudy found that only 1 of 223 men reported having no “elements” of social support
with the number of elements definedths number of different types of supportive relationships
(friend, partner, child, parent, sity and other family member) in their netwd&hippy, Cantor,

& Brennan, 2004 However, each of the studies used a method of recruitment that was biased
towards people with more social connections (e.g. recruitment through LGB egjemnord of
mouth or advertisements on online social networks) meaning thatmotvekear whether it would

actually be possible for someone with no social connectides tecruited

The only study to investigate whether the sizes of support network differed fot.Gi8er
people and older heterosexual people found no evidence ¢ihigdlty” significant difference
(Dorfman et al., 1995 They used the Lubben Social Network Scale (LSNS) (Lubben, 1988) to
assess the social supportoéterosexual” and “homosexugbeopleagedover 60 and found that
the mearscore on the LSNS of both grapas over 2§classified asHigh cial support”) they
do not report the actual score of the two groopsnformation aboutstatisticalsignificarce
However, two articlesdrawinto question the validity of the LSNS as a measure of social support
for older lesbian wome(Gabrielson & Holston, 20145abrielson, Holston, & Dyck, 20)15The
first of these two articlesarried out an exploratory factor analysis of the LSNS for older lesbian
women They found thaa two-factor structure (friends and family) did rittthe results of lesbian
women as it did not adequately reflect farrofychoice relationships and the questions used meant
that there was some ambiguity as to whether ssarepartners would be classed as friends or

family (this study was carried outipr to marriage equality in the USA) (Gabrielson & Holston,
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2014). The second of the two studies found that an amended version of the LSNS with an added
“family-of-choice” category alongside a qualitative response field increased the validity of
LSNS (Gabrielson, Holston & Dyck, 2015). There were no studies which explored the validity of

the LSNS with older gay men.

Although there were very few people who reported having no access to a support network,
there werehreestudies which found a significaptoportion of people who reported having a
support network butot receiving sufficient suppor&n online survey of 840 gay men living in
Australia,(Lyons, Pitts, &Grierson, 201B8found that 21% of the men between 50 and 59 and 14%
of the men over 60 reported that their network gave them “a little or no” suppet ttaén “some
or a lot”. One studyRamirezValles, Dirkes, & Barreft2014 looked at the proportion of older
gay men who reported receiving different types of sup@afbreported receivingio emotional
support, 4% spiritual,51% daily living activites, 626 transportation68% financial and69%
health care related support. Perhaps most strikingly, one study found that 6Gférajay men
felt that they needed more emotional support (Shippy, Cantor & Brennan, 2004), double that
reported by the heterosexual population (Cantor & Brennan, 1993). Although there were no
guantitative studies exploring the same question with lesbianeuaisvomen, in a qualitative
study exploring lesbian women’s description of the configuration of their supetwvbrk, 6of
the 25 women gave descriptions of their support network that the author coded as beanptmec
meaning that whilst they may have had many people in their support network, ther® was
consistency in the provision of support, networks could be scattered across the countryeand ther
were times when participants felt like they had to manage major life events alohar@Rsc

Brown, 2006).
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One study looked at how much contact older LGB people have with the people that they
view as being in their support network (Green, 2016). This study found that oldepé&Gie
reported having significantly less contact with people in their support network than olde
heterosexual people (Green, 2016). This study used data from a national survey, in which
households ere randomly sampled across the UK, meaning that it escaped some of the
recruitment biases of the aforementioned studies. Unfortunately, thicstuiynedhe responses
of lesbian, gay and bisexual people with those that responded “other” to the geenialion
guestions. Evidence from qualitative research carried out by the Offibatainal Statistics
(Haseldon, Joloz& Household, 2009) suggests that most people who respond “other” are
heterosexual people where language and cultural barriers pre\teem from understanding the
guestion. This interpretation is supported by the very high proportion of people who responded
“other” who reported having been turned down for a job due to language b@unelerstanding
Society, 2016). The “other” group was larger than the gay, lesbian and bisexualgnoligised
and no separate analysis was carried out of each group drawing into questiorrihtoexhich

these results can be usefully interpreted.

There was a suggestion that some older LGB people prefgr not to receiwe social
support for reasons that are uncleane studyfound that ahigh proportion of gay men had a
preference for relying on “myself” for different types of support (Shippy, @a&Brennan, 2004)
Additionally, Richard and Brown (2006) identified three lesbian women who were coded as having
“independent” configurations of social support. However, they described this group as being
conflicted about not receiving support, with the authors feeling that they needed suppatit but di

notwant to access it.
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Composition of support networks.

Across studiesthere was a consistent finding that older LGB people had fewer family
members in their support network than the older heterosexual populattomore friends
(Dorfman et al., 1995; Grossman et al., 2000; Shippy e2@04; Green, 2015). The proportion
of LGB people with a partner in their support network varied between 36% (Shippy2€0dl),
to 50% (Massin& Barrett, 2008). There was a suggestion that gay men may be less likelydo
a partner than people in the general population, but the study which made this comparison was
also the study with the lowest proportion of people w&ithartner (Shippy et ak004). One study
found that 15% of gay men had a child but only 60% o$elvith children remained in at least
monthly contact with them (Shippst al. 2004). h a qualitative study 11 of 25 lesbian women
(44%) reported having a child (Richard & Brown, 2008)r the purpose of comparisanlarge
UK survey reports that of 214 LGB people interviewed, 32% reported ever having a child (31%
of men and 33% of women) (Understanding Society, 2@6alitative accounts suggest that ex
lovers were a significant source of social support for some lesbian womers(2@i&; Richard

& Brown, 2006) but no studies reported on how common this was.

Although there were no studies which explicitly looked at why older LGB people avay h
more friends and less family members in their support network, there weral sbeeates in the
literature whch may account for this difference. A qualitative study using thematigsasmdo
explore how*homophobia”influenced the social support of 12 LGB people in Australia, gave
descriptions of many participants’ accounts of being rejected by their paiglimgs and children
on account of their sexuality (Barrett, Whyte, Comfort, Lyons & Cran@éid. Similarly, in a
survey of 266 LGB men and women over the age of 50 in the UK, 34% of women and 22% of

men described finding that they had become less ctostheir family of origin due to their
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sexuality(Heaphy, 2009). The second theme is the possibility of friendship meaning something
different amongst older gay and lesbian people. A common theme across allithévgstudies
was the concept of “families of choicel network of close relationshipftenmade ugargely of

gay or lesbian friends. Participants in qualitative studies commonly desdrédefliends as being
“like families” (Massini& Barrett 2008; Traies, 2015, Heaphy, 20@Babrielson & Holston
2014;Gabrielson, Holston, & Dyck, 20i8arrett et al., 204) and several authors spoke of how
friendships amongst LGB people mightlgeyond a heteronormative understanding of that word.
One study exploring the experiences of older lesbian women described how the boumdsey bet
partner and friend was blurred, with people sometimes sharing homes ateex or adopting
children together after romantic relationships had ended (Traies, 20X5)dships were also
highlighted as having an extra importance for older LGB people due to the nesadnof people
who affirmed your identity and intimate relationships when living in a sottiatydid not (Barrett

et al., 2014 Thelower proportion oblderLGB people with children (Shippy et al., 20&Richard

& Brown, 2006; Traies, 2015)s also likely to be an important factor the prevalence of
friendship over family support. It may bleat not having children increased the motivation and

ability to maintain friendships over time.

Differences insupport network structure within the LGB population.

One study looked at how social support differed between older and younger gay men
(Lyons,Pitts & Grierson2012). This study found that men over 60 were significantly more likely
to feel supported by friends than men in their 40s and 50s, they also reported moreecidse fr
and feeling more connected with the gay community (Lybmas, 2012). This study used an online
method of recruitment for each age group, which may have created a aegstogcruiting well

connected people in the over 60’s: compared to younger people, older people who use the internet
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areon average wealthier and repbetter psychological wellbeing and physical health (Chen &
Persson, 2010)A study which did not use an online method of recruitment found that for
gay/bisexuamen the number of sources of social support varied negatively with age (a&s well
ethnic mnority status) RamirezValles, Dirkes and Barret2014).There were no studies that

investigated whether the support of lesbian or bisexoaten differed across the life course.

Two studies looked at some potential differences between the support networks of older
gay/bisexual men and older lesbian/bisexwaimen. Grossmamt al. (20(0) found that the
networks of gay/bisexuaimen were predominately ate (67%) and the networks of
lesbian/bisexualvomen were predominately female (75%), however there wasignificant
difference in the number of heterosexual men in the networks of the men and womestudyhe
with both reporting low number&l3% and 9% respectively). Women had significantly more
peoplein their networks thamnen, there were no differeredetween men and women in the
proportion of LGB people in their network or in terms of the proportion of their network that knew
of their sexual orientation (Grossmetral, 2000). Dorfmaret al.(1995) found that lesbian women
had more family members their support network than gay men, lesbian women also had slightly
more friends in their network than gay men but this difference was not sagnifOnly one study
carried out any analysis of differences between bisexual people and lesbianfijayTpe® study
found that bisexual people had significantly more heterosexual people in their supporknet

(Grossmaret al, 2000).

Two studies identi&d that being in a relationshop living with a partner meant that people
had more sources of social support and reported greater satisfaction siipploet they received
(RamirezValles, et al., 2014; Grossman et al., 2000). Grossman et al., (2000) also reported that

2% of the LGB people in their study lived with a friend and 2% waibbng; RamirezValles et
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al. (2014) reported that 13% of the gay men in their study lived with someone other than a partner
Neither study reported if living with someone other than a partner had a sirfeletraf social

support.

Types of Support Provided by Networks

LGB people were most likely to receive emotional support from partners and close friends
rather than family membeK§&rossmaret al, 2000; Masini & Barrett, 2008) but where family
members were present in their support network they were also likely to pesnatenal support
(Grossmaret al, 2000). One studywhich looked at gay men'’s preference for supdorind a
preference for partners and close friends to provide emotional support over familyerse
(Shippyet al.,2004). Instrumental support was most often provided by partners for both gay men
and lesbian women (Grossmeiral, 2000; Massini & Barrett, 2008). When asked to list who they
would want to provide instrumental support if they needed it, gay men weitdikedy to select
a friend if they did not have a partner (Shigbyl, 2004). These figures for instrumental support
should be interpreted with caution as participants across these studies repodgohgsical
health so were likely to be in need of less significant instrumental sugy@ortis normally
considered in the caregiving literature. Téavereonly threestudies whickexploredthe support
of older LGB people with physical health difficultig8rotman et al., 2007; Hasl2001;
FredrikserGoldsen, Kim, Muraco & Mincer, 2009These three studies focused largely on
experiences of discrimination and this is explored in the following section.\Hoybese studies
may also give some suggestion agkm provides care to older LGB people with health problems
Of the 36 caregivers reruited tothe FredriksenGoldsenet al. (2009) study, 1®&ere partners, 17

were friends and 1 was a sibling. Of the 17 recruited to the Brotman et al. (20077 stedy
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partners3 were friends, 4 were childrehwas asiblingand 1 was a neighbour.gfiinal study

(Hash, 2001) targeted their recruitment towards same-sex partners anedetpeople.

Two secondary analgs of the interview data from Fredriks@oldseret al.,(2009) study
explored the experience of those older LGB peaplle healthproblemswvho were supported by
their friend (Muraco & Fredrikse@oldsen, 2011) and differences between the best and worse
experiences of caregiving between friends and partners (Muraco & Fred@kddsen, 2014).

Both studies scored highbr methodologial qualityon theSQAC, only losing one point for the
reflexivity of the accountThey found that both friendship and partner dyads described a diverse
range ofsupport, from picking up laundry to supporting with intimate personal care tasks.
Mutuality wasparticularly important in the friendship relationships in a way that was viesved a
distinct from the experience of partners, and friends described some of theskibegfieceived

(e.g. a sense of being a good person) as being part of the reasorothégdocare (Muraco &
FredrikserGoldsen, 2014). Although both partners and friend dyads commonly described
arguments as being part of the “worst” experience of care, some partners saiguhegnts were

the “best” experience of care because it deeptre@dempathy and brought them closer together,
this was not true of the friends (Muraco & Fredrink§&asidsen, 2014). Friends sometimes
experienced challenges dealing with the bureaucracy of health and social caisatogendue

to their lack of legatelationship to the person they were caring for. Finally, although the friendship
dyads poke of being “like family” manyriends were able to talk about a limit to the amount of
time they would be willing to give and were unwilling to take on some ofdles that might
traditionally fall to a partner (e.g. taking on legal power of attorney) (bbué Fredriksen
Goldsen, 2011). Care receivers were also aware of not wanting to be a burden to nideanfilie

this restricted the help that they would askdoallow to be given. This challenges the view that
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these relationships fully compensate for less support from families of @mgl may partially
account for the fact thananyolder LGB people reported not consistently receiving support

despite having similar sized support networks to older heterosexual people.
Particular Challenges
Experiencesof discrimination.

Older LGB people and those caring for thesported experiences discriminationor
expectations ofliscriminationfrom health serviceacrcss qualitative studies. It appeared that in
earlier studiesexperiences odliscriminationwere more commarwith fears about the potential
for discriminationbeing more common in later studies. The earliest study explored théeexpsr
of one women and three men who had provided care to theirdaogasd) samesex partner
(Hash, 2001). In this study all four participants described experiencgisapiminationfrom
professionals: being denied access to services for relatives, not being allowad @ospared
burial plot, inappropriate questioning from healthcare professional and one profesdional w
“made no bones” about not liking gay people. Similarly, in a 2007 study (Brotma2&) all
17 caregivers of Canadian older LGB people participating in the study reportedjea ab
experiences dliscriminationfrom health professionals. In a later study looking at the experiences
of four Australian lesbian women who had chosen to live in care home for older LGB women, no
experiences adiscriminaton from professionals were noted but there remained a frustration with
government policies that meant that sassag partners would not inherit their partner’s social
security benefit or be able to visit their partner in an intensive care unit éGabr2011). Fears
of generablder people’services were also described with participants concerned that they would
have to hide their sexual orientation if they were to go into a nursing home. In theeosyst r

study, no experiences discriminationfrom helth professionals or government policies are noted
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but the fear ofliscriminationremained(Barrettet al.,2014. These fears meant that caregivers
described continuing to provide care beyond what they felt able to, due to reluctamoeds

formal sugort services.

One guantitative study lookeat the relationship between experiences of discrimination
and depression amongst LGB older adults with health problems and their aarégedriksen
Goldsen, Kim, Muraco & Mincer, 2009). They foutttht halfof care recipients and 43% of
caregivers reported experiencing discrimination on the basis of theialsexientation
Experiences of discrimination were linked to depression for both caregiversaaiders, with
the perceived quality of their relatisimp with their caregiver having a protective effect amongst

those receiving card-(edriksenGoldsen, Kim, Muraco & Mincer, 2009

Abuse in caregiving relationships

One study reported potentially troubling findings in relation to the number of oGlBér L
people who had experienced abuse from those providing them sy@ogsman, Frank,
Graziano, Narozniak, Mendelson, El Hassan & Patouhas, 2014). They found that 22% of people
reported having experienced abuse or neglect from their caregiver arsh2bey knew another
older LGB person who had experienced this. The authors describe these restiitg asithén
the estimates of elder abuse in general” but the review they compare thesatogzulit25% as
being at the very highest end of the range of estimates, with the only stwthgsgsults around
this figure looking at abuse of older people in China (Cooper, Sellwood & Livingston, 2008).
more recent review suggests that amongst studies looking at the general poptlatier people
living in the USA, the highest reported rate of abuse of older people is 14% (Dong, 2014),
suggesting that older LGB people may be more likely to experience abuse fesegaer than

the general population. This finding is complicated by the fact that the stddyotliclearly
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differentiate abuse from health professionals (potentially leading to ¢hesion of experiences

of institutionaldiscriminationwhich have been commonly reported elsewhere) and the fact that
people were recruited from LGB community cestrather than thikely more representative
samples recruited in other studies of abuse of older peopleige rgndomdigit dialling or mail

surveys).

Overall Methodological Issues

One of the clearest questions around the literature is the extehicto tivese results can
be generalised to the wider LGB population. Across studies, participants wesly hatdte,
university educatedndyounger andreported higher incomes and better physical health than is
average for the general older adult population. Although it may be expected that theGider
population would in fact differ from the general older adult population in this way, as those in
socially privileged positions may find it easier to occupy an LGB identity;eeciel from large
surveys cared out in the USA suggests that the group of peoplesghadentify as LGBdo not
differ demographically from the general population in teofrethnicity, gender or incon{&ates,
2014) Although thee was some evidence that older LGB peopleraee Ikely to be university
educated and youngéGates, 2014)it seems likely that the method of recruitment introduced

possiblebias.

Studies consistently recognised the method of recruitment as a limitation eaed w
appropriately cautious in not overstatitigeir claims. Almost all studies usedrangeof the
following methods of recruitment: advertisements in the LGBT press andB IsGcial spaces,
recruitment through LGB organisations, recruitment through social networking sites andlLGB
websites and meuitment through “snowball sampling” (asking participants to pass on details of

the study to other potential participants). Of the different methods, studies whicreonlifed
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through the internet appeared to have the most educated, affluent andantptes, this may be
related to access amadevioususeof the internet. Recruitment through L&B®rganisations and
snowball sampling appeared to allogcruitmentof a more diverse population. However, these
methods are particularly problematic for thegmse of researching social networks as they mean
that the sample is biased towards people who are connected to other LGB Ip@ogjeeven be
possible that the higher than average number of friends that older LGB peopledreyoootes

studies could bpartially attributed to this bias.

The SQAC checklist highlighted the challenges of recruitment actbegjuantitative
studies. A common weakness was that studies did not report how many people weteariaie
part versus how many people did actualyg up taking part. Many studies suggested that this was
not possible due to using a convenience sample. Whilst this would certainly be moné dsfitg
a convenience sampkudies could report the number of people who were recruited through each
saurce when using a mixture of different recruitment strategies. Thigivemalble readers a better

understanding of what part of the LGB population is being reflected by these studies

The only study to escape this recruitment bias was Green (2016) whttthesresults of
a national household survey, wherein people were randomly selected for participatdurédss.
Unfortunately, this method of recruitment is clearly not feasible for most stutie survey on
which this study is based identified LGB people over the age of 50 at a rate afiaygtely four
per every thousand houses visited. Although not a perfect strategy, the best afgpremctier
scale studies appears to be to use a mix of diffenettitodgo try and access as a diverse a section
of the population as possible. Studies attempting to gain quantitative estimates iattbé s
support networks should be particularly cautious about using snowball sampling or other methods

which rely on using social connections to access participants.
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Only one study used a comparison group of heterosexual peoplen@oet al., 1995).
This means that for the most part the quantitative research literature just pradescription of
older LGB people and does not allow us to easily unpick what erpegere particular to older
LGB people and what may be universal to all older people. Studies commonly compared thei
findings against similar studies within the general population to draw conclusignssShippy,
2004) but this approach means that difieces between the studies (e.g. recruitment strategy,

guestionnaires used) could explain any differences found.

The qualitative studies shared a common weakness as assesse8 Q@ én that they
did not reflect on the relationship between the researcher and participants. Thes paatycularly
problematic for research in this areasasneresearchers recruited through their own networks,
complicating the boundaribgtveen researcher and participdtite of the papers used no method
to verify theircoding (Traies, 2015; Gabrielson, 2011; Heaphy, 2009; Hash, Btiard &
Brown, 2009) and thre€Traies, 2015; Gabrielson, 2011; Heaphy, 2009) did not describe the

method they used to analyse data, drawing into question the validity of the reshétedftudies.

There were no qualitative papers which focused only on the experiences of gay or bisexual
men and the two quantitative papers which focused on lesbian/bisexuah only looked at the
validity of a measure. This means that we are missing important structural itiéoratzout the
support networks of lesbian and bisexaramen and experiential information about social support
of gay and bisexuahen. Additionally, there were no papers at all which focused only on bisexual
people and where papedid include bisexual people, they made up a small proportion of the
overall group. The available social support literature allows us to sgyittler about the social
support of older bisexual peoptgher than that they have more heterosexual people in their

networks than lesbian or gay people.
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A common strength was the use of participatory methods in designing the reséach. T
was particularly true of many of the qualitative studies which descrilpedcass of identifying
key areas of concern within the older LGB community before honing the fodhe oésearch
guestion. Some researchers identified as older lg@Bple themselvege.g. Traies, 2015)
demonstrating the high levels of involvement from older LGB people in setting skarcé
agenda. The fact that social support was commonly arrived at as a key areaof t@ngeople

in this population suggests that this remains an important topic of research.

Summary of Results

In summary although older LGB people report having similarly sized social support
networks to the older heterosexual population, there is evidence that a significantigorogfort
older LGB people are not receiving certain types of support from the people ¢wepvibeing
part of their network. Whilst this may be partialiglated tosome LGB people successfully
managing agng independently by choice,rniay bethat a greater reliance on friends olegyally
recognised familynears that the availability of certain types of support is lacking for older LGB
people. Whilst thee aremanyways that the friendship networks of older L@8opledo seem to
fulfil their description as “familie®f-choice” there also appear to be important ways in which the
support provided by friends differs from that provideddmalrelatives or prtners. Friends were
more hesitant about taking on some of the roles that might be expected of pategaiselatives
(e.g. taking on responsibility for financial or medical decision making) and bf@Br people
reported being more cautious about “burdening” friends meaning that they did not eskdor

kinds of help.

Older LGB people and their caregivers reported experienaisaiminationfrom health

services or fear afiscrimination this motivated some older LGB people to avoid accessmggil



UNDERSTANDING THE SOCIAL SUPPORT OF OLDER LESBIAN AND GAY PEOPLE 44

care for longer than they might otherwise, meaning that informal caregoreetisies ended up
taking on more caregiving responsibilities to compensate. Less expeédEsiminationfrom
professionals were reported in more recent studies than in the pasamyolder LGB people

were still concerned about the potential to experience discriminafperiences of
discriminationwererelated to depression for both older LGB people and their caregivers and the
perceived quality of the relationghiith their caregiver had a protective effect against experiences
of discrimination for older LGB peoplé&inally, one study suggested the possibility that older
LGB people might be more likely to experience abuse or neglect than older hetdrpseypla
However, there was only one study which looked at this and differences in its methodakegy m

it hard to compare this against the literature looking at elder abuse in thal gempedation.

Caution is advised in applying these results beyond the pmputhat researchers were
able to access. Most studies looked at a North American population, and participantsotéxeded t
more likely to be white, wealthier, better educated, have better physical heattd ymehger than
older people in the general pdation.Bisexual people were also very underrepresented across

the papers.

Discussion

Clinical Implications

This review has highlighted the complexity of the supportive relationships surrounding
older LGB people. The role of friends, families and pagman all differ from the role that they
traditionally play in the care surrounding older heterosexual people. In lthetlve previous
review (Barker et al., 2006) this was seen in the greater involvement of friendstipsupport

of many older LGBpeople as well as the lesser involvement of members of their family of origins.
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However, since this previous review there has been a greater exploration witsheflthis care.
Whilst some studies hav&uggestedhese relationships act eeplacement for close family ties
(e.g. Dorfman, 1995here appear to be important differences between the role that family plays
in the lives ofmanyolder heterosexual people and the role that friends play in the livearof

older LGB peopleAwareness that sodigupport maybe less likely tocome from family is
important for professionals working with older LGB peapl¢hinking about how best to involve
their support networksServices should be aware of how the names they give to particular services

(e.g. “family therapy”)may indirectly impede access for older LGB people.

There was evidence that older LGB pedpégiuentlyhad access to a support network that
was of a similar size to the heterosexual population. The “direct effeqsthgsis suggests that
access to a support network alone has a positive effect on physical and mentalngellbei
(Umbersonet al., 2010) and these findingaggest that older LGB people have access to this
benefit. However, despite reporting similarly sized support networks toldiee heterosexual
population, there was evidence that older LGB people Vem® likely to getsupport which
matched their needShippy et al., 2004; Richard & Brown, 2008 he “buffering hypothesis”
suggestghat not gettingsocial support that matclseneedsluring periods of stress will lead to
stressful events having a greater physical and psychological ifhwactlah, 2013. It may be
that this lack of support matched to need contributes to the high reported ratesicdl @ng
mental health ptadlems amongst older LGB people (Northridge, 2004lthough more research
is needed to understand more about this reported lagkpobpriate suppordne possibility is that
differences between friendship and family support partially account frithwas highlighted
thatsome oldet.GB people feltlike they did not want to “burden” their friends and friemesre

moreuncertain about taking on some particular caregiving responsibiMiesgco & Fredriksen
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Goldsen, 2011)t may be that friendshiparegiver dyads need to have more explicit negotiations
about exactly what people are and are not willing to help with due to a lack of visilgkates

for these kinds of relationships in wider society. Services may have a ralpporsng these
convers#ons to happen, either through careardination or in some cases through systemic
therapy.Health and social care staff should check whether LGB older people feel adequately
supported and assist them to improve existing supportive relationships wateuttew ones as

required.

Research Implication

Whilst the literature gave a good description of how the social support netefdrkB
people are configured, there were no studies which directly exphdrati determinesiow the
networks around LGB peopbdapt to provide cane response to emerging health neéldss
was also a gap identified by the previous literature review in this area (Bar&ler 2006)The
literature suggested many LGB people were more disconnected from thédiegaohiorigindue
to experiences afiscrimination(e.g. Heaphy2009 and that very close friendships akin to family
were common amongst older LGB people (&lgraco & FredrikserGoldsen, 201)1 However,
this do not allow us to understand why particular individuals take on caregiving respaasibili
for older LGB people. Current thinking around social support in the heterosexual oplodest
suggested that the caregiving system organises itself largely accavdihg expectations of
society as well as each individual’s attachment to the person in need of care, grdogtartte of
the family (females are more likely to provide care) and the family’s inteaha¢ system (Keith,
1995 Leopold, Raab & Engelhardt, 2017 his does not account for te&periences alder LGB
people: there are less societal expectations of friends to take on movextamegiving roles,

attachments to famitgf-choice have developed in a different context later inalifdthe gender
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balance of their networks is generally predcetey male or predominately femakeurthermore

it is not clear to what extent a famibf-choice which is likely to have less clear and more fluid
boundaries than a biologie&mily, can be said to have an internal value system. A theory of how
particdar individuals come to give support to older LGB people in response to a health problem
would allow us a better understanding of which older LGB people may be rkeleth need
additional support from serviceBue to the lack of research in this aréas question would be

particularly well suited to a qualitative exploratory study.

More generally, theres a need for quantitative descriptions of the social support networks
of lesbian and bisexual women and qualitative studies exploring tleei@xgeof social support
for gay and bisexuamen. Whilst there were some papers that incluggbisexualmen in
gualitative studies andsbian/bisexualvomen in quantitative studies, these papeostlydid not
focus down onto differences between men and women. Additionally, theneeisathe a need for
more studies that look at social support for older bisexual people. Bisexual pedplepravery
small proportion of the participants across studies. It could be argued thahc¢hesion in this
way contributes to what has previously been described as “bisexigbility” ( Hutchins, 200p
as their particular experiences are hidden amongst the much largsetdatadesbian and gay
people’s experiencesuture research should be mindful of previousiglimesthat have argued
that bisexual people should be separated from lesbian and gay people in academ(B @deers
Yockney, Richards, Jones, Bow€atton & Plowman, 2012Qlso, research is required with LGB
individuals with additional characterissi associated with discrimination (e.g. those with ethnic or
gender minority status or those with disabilities or from more deprived socioe@nomi
backgrounds)who may require and receive social support differently to other gréuply,

future quantitative studies should consider the use of a comparison group of heterolsiexual
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people or older people not recruited on the basis of their sexual orientation. Tlaibowilfor a
clearer understanding of the particular experiences of older LGB people amdehsgion, allow
for a clearer understanding of how health and social care professionals may nega tbeada

practice to work with older LGB clients.
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Abstract
Lesbian and gay people are more likely to experiencetiermg heah problems and less
likely to have relationships that typically provide informal care. Whilstesoesearchers have
suggested that care is provided by farafychoice relationships (i.e. a network of very close

friendships)therehas been no research looketgvhat determines the organisation of care

Grounded theory was used @éaplorewhat determines therganisation of informal care
for older lesbian and gay people with health problems. Fourteeater life lesbian and gay
peoplewere interviewedvho had experience of providifigceiving care, or runningroups for

these populations.

Findings suggeshat this populationexperience losses to their network relatedhtsr
sexuality as well as due to ageing &nel impact of theihealth problem. Tiis means that except
for those living with others (partners,-partners or housemateggopleoften experience their
care needs being “left to” therin response, peopkeek connectionsr alternatives to support
Supportarrangementslevelopedfor those living alondends to bedistributed across multiple
people. Strategies and attitudes developed from manhging lesbian or gayfluence choices

and resiliencies in navigating these challenges.

The results suggest that older lesbian and gay peapéunique strengths and challenges
in accessing care in the context of lelegn conditionsRecommendations for research and
practice are made, including the need for developing ways of working with digribate
networks and suggestions for suppaytalients to use resiliencies developed from experiences of

being lesbian and gay.

Key Words: Social support, lesbian, gay, older age, long-term health problem



UNDERSTANDING THE SOCIAL SUPPORT OF OLDER LESBIAN AND GAY PEOPLE 59

Introduction
Long-Term Health Conditions Amongst Older Lesbian and Gay People

In the UK, in 2013 an estimated 38 percent of people over the age of 55 had experienced a
longterm health condition (defined as a {ifmiting health problem lasting more than twelve
months) (Office of National Statistics, 2015). Lesbian and gay people are Heiewake up
approximately 1.5 to 5 percent of the population (Aspinall, 2009), meaning that a comservati
estimate would suggest that there are between 10380000 older lesbian and gay people with
longterm health problems in the UK. This will be an umd¢imate as this population as an
increased risk of developing physical and mental health difficulties riksed-Goldsen, Emlet,

Kim, Muraco, Erosheva & Goldsen, 2013.) This is possibly related to commonly reported
experiences of stigma and discrintiopa (D’Augelli & Grossman, 200). Stigma and
discrimination camave directly harmful effects on theuroendocrine system (e.g. Hatzenbueghler
2009)or be managed in harmful wafesg. smoking, drug and alcohol use and obe@itgjthridge,

2001).

Accessto social support has been highlighted as one important factor in maintaining
physical and mental wellbeing in the context of khagn health conditionéDiMatteo, 2004)
Theories of social support have proposed that as well as the direct positiverefigsical and
mental wellbeing from participating in a social network, social supportisamave a “buffering”
effect whereby receiving support matched to need protects against phpsiamotional stress
during challenging periods of life (Nuruallah, 2013Yudies have shown that social support
increases adherence to medical treatment (DiMatteo, 26€di)ces experiences of depression
related to chronic health conditions (Penninx et al., 1998) and increases liftcagepéRolls,

Seymour, Frogga& Hanratty, 2011).
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Caring Relationships of Older Lesbian and Gay People

It has been suggested that the caring networks of p&tgrle are organised accordingto
“principle of substitution” (Qureshi & Walker, 1989). Meanihgt there is an expectaderarchy
of who will provide care, (Qureshi & Walker, 1989). This is ordered such that thet@axpgbrst
falls on partners, then children, then other family members, before expandimgootiiei wider
network (Shanas, 1980). In line with this, in thi€, partnersand children most frequently report
providing careto older peopléHealth and Social Care Information Centrel@0 However, as
has been highlighted (Barker, Herdt & De Vries, 2006), this order of substitil@cts a
heteronormative understanding of family and social relationsipsipared to heterosexual
people, tder gay/lesbian peoplare less likely to have partners and more likely to live alone
(Guasp, 2010), less likely to have a child (Understanding Society, ,20id®)more likelyto be
separated from their biological familg@asp 2010). Current evidence suggests that whilst older
lesbian and gay people have similarly sized support networks to heterosexual(peoinean,
1995), the support provided may be less matched to need (Shippy, Cantor & Brennan, 2004;

Richard & Brown, 2005

As well as these challengéssbian and gay people malyow resiliencies which are well
suited to the task of managing old age. It has been suggested that LGB olddnadutteveloped
“stigmacompetence” in that they have successfully navigated the challenge of holding one
stigmatised identity (i.e. a lesbian/gdgntity) and are more prepared to hold a second stigmatised
identity (i.e. an older adult identityFfiend, 1999 It may also be thease that this “stigma
competence” extends to the provision of support to people in their network. Lesbian pedglay

often have larger friendship networks than heterosexual pdoptar(an et al., 1995Many have
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described some of their friendships heing akin to family and within the literature these
relationships are often referred to as a “faroifychoice” (Weeks, Heaphy & Donovan, 2001). It
has been suggested that these relationshigsprovide care after developing a health problem

(Barker, Herdt & De Vries, 2006).

To date studies looking at the care of older lesbian and gay people wititdomghealth
problems have all taken place in North America and have largely focused oreecgerof
discrimination Brotman et al., 2007; Hash, 20(redriksenGoldsen, Kim, Muraco & Mincer,
2009. Most caregiversrecruited were partners or friends, with some children, siblings and
neighbours also providing cai®tudies reported that experiences of discrimination were common
amongst both carers and egivers Brotman et al., 2007; Hash, 200&edrikserGoldsen et al.,
2009), and that this was linked to experiences of depression (Fred@kégsen, et al., 2009).
Secondary analysis of Fredriks&woldsen, et al., (2009) suggested thiailst friends ad partners
did not differ in the amount of care thpyovided the reasons for providing care differeahd
some friends were aware of a limit of how much they woul@\laraco & FredrikserGoldsen,

2012, Muraco & FredrikserGoldsen, 2014

While these tdies give us some suggestions as to who may providasavell as some
of the challenges of this experientey do not tell usvhy orhowtheycame talo so Furthermore,
most research thaahk explored the support older lesbian/gagple receive has come from outside
the UK Only two peetreviewed studies have explored this issue in the UK (Heaphy, 2009; Traies,
2015). Although both spokéd the importance of a famHgf-choice, neither looked explicitly at
people with caregiving needs so we ax know to what extent a famHgf-choiceprovides care

to older lesbian and gay people in this country.
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The UK care context

An ageing population and a period of financial instability has meant featUK
government has recently moved to a greater emphasis on informdl.easeipport by family,
friends and the local community) rather than direct professional sui§eate, 2016Care Act,
2014). In line with this, figures suggest that in the UK approximately 400¢9@€) older people
were getting suppoftom formal services in 2013/14 compared to 2009thadumber of people
providing informal care to older peophas increasetfom 16.6%of the populatiorin 2009 to
18.9% in 2013an increase of approximately 1.7 million people) (Humphries et al.,)20h&
means that the role of health and social care services has partially shifted@wake direct

provision of care to supporting the networks around people to provide this care.

Informal care for UK older lesbian and gaypeople with longterm health problems

We currently know very little abowthat determinesow informal @re becomesrganised
around older lesbian and gay peopi¢h longterm health problems in the UKIK health and
social care services have only had explicit legal duty to eriseirremployees are competent in
working with the issues this population fas@sce 2007 (Equality Act, 2007).esbian and gay
peoplecommonly report feeling less satisfied with the standard of care thaya€Edliott et al.,
2015),suggesting that nmy health and social care staff maykammpetency in working with

theseclients and their support networks.

To improve the quality of care provided to this population, we need a bettestamding
of how informal care becorseorganised around older besn and gay peopleA fuller
understanding ahiswill enable practitioners to provide more effective support to indivecarad
their networksallow us to identify individuals who may be less likely to receive informal care,

and allow forfurther servterelated research
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Aims
The main aim of the present studgsto develop a theoretical understandafidiow the
informal care networks around older lesbian andgsople aréormedafter they develop a health

problem. The following research questiongevexplored

1. What determines howformal care and support is organised around older lesbian and gay

people after they develop a health problem;

2. What supporarrangementare developed by this population?

Method
Due to thepaucityof literature in this aa, a grounded theory methodology (Glaser &
Straus, 1967)vas usedThe study adopted a critical realist epistemological approach, taking the
position that therare objective factors that determine hcave becomes organised, bhéattthe
understandingsfdhis isaffected by the cultural context in which the study was situated (Willig,
2013. The overall design of the study was guided byddegt’'s (2013) description of grounded

theorywhich was judged to fit with this epistemology

As there are multigl participants in a caring relationship, an understanding of these
different perspectives was necessary to gafall understanding of how these relationships are
organised Consequentlythe study triangulatethe perspectiveof older LG people withong-
term health problems, those that provided care to them and thos&ag social groups for this

population.

As is core to grounded theory (Urquhart, Lehman & Myers, 2@HB) analysis proceeded
alongside data collection. This allowed the direction of data collection to be infdyneleas

emerging from the analysis. Following each intervievemoswere madeAppendix B noting
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initial ideas about themeJheoretical sampling (Glaser & Straus, 1967) was used to recruit
participants likely to have new perspectives on iddaseloped from prior interviews.
Recruitment stopped once “theoretical sufficiency” (Dey, 1993) was reachednméaatwhilst

the interview might have suggested new ideas about individual categories, noyenével
categories emged nor experiences that could not be understood within the theoretical fr&mewor

developed.

Participant Recruitment

To enable access to a heterogeneous populagoruitment strategies were employed
targeted towards the older adult population, the LGBT population and the older LGBT population.
This included advertisemenis newsletterdor older people and for LGBT peopla website
(Appendix Q speaking with group facilitators, attending groups, sharing on social enatlizsing
word of mouth. Particignts recruitedvere also asked to forward details of the study to members

of their network. Perspectives of three groups were sought:

e Lesbian and gay people, over the age of 50 who had experienced a long-term health condition
since turning 50. In line withhe Office of National Statistics (ONSh longterm health
problem was defined asphysical or mentdiealth problem lasting over a year (ONS, 2015)

The age of 50 was chosen as adffitas this reflects the age used oych of the existing

research literature arougdy and lesbian peopietheir midlate life (e.g. Barker et al., 2006)

e Thosewho had provided noeprofessional support to the above grodgveryonewho
responded to #hadvert were partners of older gay and lesbian people with adéanghealth

condition.
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¢ One person who had developesiugpportgroup for older lesbian and gay people. It was hoped
that this person’s experience of witnessing relationships form and dewratomst older LG

people would allowthema third, observer perspective on the topic of enquiry.

Fourteen people were interviewéten individuals and two couples). Pseudonyansl
contextual information for participange displayed in Table Eurther @mographic detailand
information about recruitment idisplayed separately in Table 2 to prevent identification of

participants.
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Table 1- Participant details

66

Interview Pseudonymr Gender Interviewed as: Health problem
Julie Female Carer Cares for wife (below)
1(Interviewed as couple)
Sandra Female Person with health problem PTSD and chronic pain
2 Richard Male Carer Cared for partner who died of multiple health difficulties
3 Lucy Female Person with health problem Chronic back problems
Adam Male Person with health problem Chronic life threatening health conditions
4 (Interviewed as couple)
Nick Male Carer Cares for partner (above)
5&9 Stephen Male Carer & Person with health problem Provided carel to an exartner Wh(.) died O.f dementla,.a C!VI
partner who died and has experienced life threatening illnes
6 Simon Male Person with health problem PTSD
y Paul Male Carer & Person with health problem Cared. for parfner who died of_a.llfe .thr:eatenlng disease.
Experienced “mental health difficulties
8 Matthew Male Person with health problem Chromackpain
10 Diane Female Person with health problem Arthritis
11 Victor Male Ran support group for older LG people Ran support group for older LG people
12 Fred Male Person with health problem & carer Cared for partner \.Nlth neur(_)Iog_lcaI disease
Has experienced lifdrteatening illness
13 Hannah Female Person with health problem Chronic pain and “mental health difficulties”.
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Table 2— Further details of participants.
: Age Ranges -

Methods of Recruitmer{iN) (N) Ethnicity (N)
Met at coffee morning for older LGBT pele (3) 40s(1)* Caucasiar- UK (11)
Word of mouth -connected to LGBT charit{p) 50s(4) East Asian2)
Word of mouth - through professional connecti¢Bis 60s(5) Caucasian- Europear(1)
Partner of another participan®) 70s(3)
Friend of previous participait) 80s(1)

Met at training event on working with older peofil¢

*NB the person younger than 50 was interviewed as a carer

Ethical Considerations

Ethical approval for the study was obtained framniversity ethics pan¢éhppendix D)

Participants were given information about the study (AppeBpat leas#d8 hours before consent

was sought. On the day of the interviengonsent form was completédppendix B. Following

the interview, participants were offered a lissapport orgnisations (Appendi) and a follow

up telephone call to che@khether there were any issues arising from the interview that the person

wished to discus®uring the interviews, one participant shared details of mental health diffscultie

for which they were not receiving support. A risk assessment was carried out, and with their

consent a letter was written to their GP asking them to arrange an appointmentodésgs pras

discussed with both supervisofd.the end of the study a summary of the findings sent to the

ethics panel and participants who had requested this (Appendix O).

Interviews

Interview schedules were developed priothie first interview (Appendix H In practice,

the interview schedules were used as a guide for the interviews, balanciregth®orexplore

particular topics with allowing participants to direct the interview towards thgirckacerns
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(Urguhart, 2013). In line with a grounded theory methodology (Urquhart et al. 2010), questions
were developed across interviews to &llfor ideas developed from previous interviews to be

explored (an example of this development is given in Appendix |

Interviews ranged fromapproximately30 — 120 minutes. One person (Stephen) was
interviewed twice, the first time about his experienceasing for his partner and the second time
about his experience of being cared for himdeHrticipants were given the chacever the
interview location withone participant chasingto be interviewed & private room in aniversity,

one in a café,dur via telephone and eight in their home.

Data Analysis

After reading the entire transcript to get a full sense of the participactsiat, a second
close reading of the transcripias carried out. During this reading, short sections of text were
coded Where possible, participants’ own words were used for codes (i.e. in vivo,dddpg)art
(2013, p. 96) describes how for “researchers coming from a critical realisoppgie use of an
in vivo code strengthens the authenticity of data interpogtats it is seen to come from the data

itself”.

The first seven interviews were coded using this method. After this, the resudtieg
were grouped with codes sharing close enough features being merged and codes which did not
usefully contribute to understanding being delefEde remaining codes were then used as

“selectivecodes” Urquhart 2013 to analyse the remaining transcripts.

A third stage of “theoretical coding” was employed where the relationshipsedmetw
different selective codesvere expbred by looking for participants’ own ideas about causal

relationships, or overlapping ideas suggesting liftkgjuhart, 2013). In line with the structure
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developed from thigheoreticalcoding, ‘selective codes” were then sorted and arranged into

categories and subcategories.

The overall process of analysis was iterative; earlier stages of coding wemeddtuwhen
later stages of coding led to new insights which were then explored acrasgpaad. As
described by Charmez (2006, p.154), “the discovery process in grounded theory extends into the
writing and rewriting stages’as ideas developed across the process of writiegdata was

returned to in order to revaluate the coding structure.

Throughout,a variety of methods were used to analysedéta Nvivo 11 for Windows
(version 11.4.1.1064) (a computer assisted software programme) was used to organgse codin
Memos were&ept (Urquhart, 2013) (Appendd, andintegrativediagrams (Strauss, 198&gre

drawnto hypothesise relationships betweategoriess understanding develop@&ppendix K).

Quiality Assurance

Yardley’'s (2000) guidelines for qualitative reseanslere usedto promote quality
assuranceA resarch diary wakept (AppendixL) and preconceptions about the topic were
discussed irsupervision and with peers. This process helped recognition of hopes to find a
substantial role for a famiHgf-choice related to the researchers own experience of such a support
structure. This was bracketed during the analysisodstant comparative nietd was used to
compare theleveloping theory with the transcripts to check for consistency with theipants
accounts, paying careful attention to areas where the researcheré&etthceptions of what
would be found. Coding was checked for consistency with the data by sharing two coded
transcripts with the project supervisors. Coding decisions were discussed and @silamgended

to reflect these discussions. An example of a transcript at the initial stagdirgf oincluded in
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the appendixAppendix M) as well as a codebook relating to fimal selective codes (Appendix
N), examples of quotes are used throughout the results.

Results

Overview of Emerging Theory

A total of 46 selectivecodes were constructed from the data and organised5into
caegories: Managing an Outsider Identity, Leaving and Being Czfte Within a Household

Left to Meand Support from Within the Circle (Figure 1).

The theorysuggests that older lesbian and gagple come into themid-later life having
developed a rage ofattitudes and strategies for dealinghmihe challenges of being lesbian or
gaythatinfluencechoices around help seekinbhese experiences can also crsatengths and

barriers in accessing support.

At the same timeplder lesbian/gay people maxperiencauniquelosses to their support
network related to their sexualitgs well as those shared with heterosexual people such as
advancingage and their experience of a health problem. These different factors cart siieta

that older lesbian/gay people may experience a cumulative loss of connections.

When health problems develop for those sharsnpome (with partners, gartners or
friends) care and suppo likely tobe given by thesdividuals.Due tolosses to their networks,
those Iving alone often experience a period of their support needs being “Ieffteim’ Because
of this, there is a process attively seelg out connections or findg alternative strategie®
meetingsupport needsChoices of where to seek connections dtengartially determined by

experiences of being lesbian/gayhen support is not sought from lesbian/gay people this can
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involve overcoming expectations of animosity or less supfaonpport for those living alonis

oftendistributed across several pégowith no one person becoming a carer.

Category 1:Managing an Outsider Identity

A central category that came upailh but oneinterview, was how one’s sexual orientation
means that one learns specific ways of managingoatsitier identity in sometimeshostile
environments.“Managing an Outsider Identityfiad the potential to influence many aspects of
seeking informal care and living with a health problem in that it influertoed: people coped
with the challenges of having a health problem or progidare how participant€onnected with
others andvheretheydid and did not seek support. The subcategories desbribe different

ways this was described

Subcategory 1:Experiences of successfullgavigating challengegelated to sexuality
Most partcipants describedxperiences o$uccessfully navigatingbattles related to sexuality
such as coming owtnd experiencing discriminatioRarticipants often spoke of how this made

them*“strongef. Diane described this:

When you.. therefore decide to takgur life in a different direction from what a lot of

people are saying.l.think it just makes you a stronger person.

Some felt thathis prepared them to handle tbleallenges of living with a health problem

or caring for a loved one. Stephen spoke about this in relation to providing care:

Interviewer: You said gay people make good carers, what do you think it is that makes gay

people good carers?

| think it probably is that we bring the baggage of rejection into our present, and | think

even people of yw age know something about that to a certain extent. Because nobody
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comes out without it being a costly experience in some way, a demanding experience, and

| think that because of that we learn about the trials and the slings and arrows of the world

Se\eral participants spoke of how the current (mostly) favourable circumstaiiesbian
and gay people bolstered their strength in being able to stand up to or disreganmurditon.

Adam described this:

That perhaps makes us braver than we would be in the fifties, because half of the people

out there would support you if somebody was bigoted against you.

Although all but one of the participants said that attitudes towards lesbian apdaydg
had improvedseveral people spoke of experiencing disamation from health professionals,
suggesting the continuing importance a$thbility. Severakpoke of experiencing an assumption
of heterosexuality from medical professionals, Fred overheard social wtalighsng about his
relationshipwith his partne and Adam spoke abouwtoncerns abouthe perceived likely

expectation togo back into the closktf Adam went into residential care.

Subcategory?2: Being guarded
Some participants adopted an attitude of “being guarded” about their lives wiacteadfheir
choices as to whether to seek support and who to seek support from. Paul described how he was
left to provide all the care for his partner as his partner did not want friends to ks iewell
and would not let “nurses” into their home. Paaitially related his partnér attitude of not talking
about problems with friend$o his experiencesf growing up in a society where it would be

dangerous to be open about your sexuality:
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He wasn't the type to do that... Because of the soffieiyg] gay was legalised only 67
isn’t it in this country?So now | do understand, because if you were open about it you

never know what's going to happen.

This attitude affected where participants felt safe when seeking support for a health
problem with Stephen talking about how being in a hospital with only heterosexual people made
him feel ‘psychologically unsafe Because of this, as is explored in “seeking out connections”,

participants often sought support from other lesbian and/or gay people, or LGBTsatigaisi

Simon also suggested that the way homophtéeaked out” into gay people could cause
a “sort of nervous paranoiaivhich meant that some gay men didn’t want to associate with anyone
(including other gay men). He suggested that this had got worse for those who haadrdugt

the HIV crisis:

People had the paranoia of having HIV and it was generated and diffused into other

people, so other people became tighter and didn't go out.

Subcategory 3:Gay and Lesbian Humour

Across interviews humour was uskdquently. Stepheproposed that humour wasdistinctive

coping strategy for gay people, developed from a need to get “people on side”:

If you say what's distinctive about being a gay person, one of the things is our humour, that
we know how to laugh about all sorts of things that other people dbwitmour was really

important, to me, this was the way that you got people on side, by making them laugh.

Across interviews, participants described and demonstrated a variety dbusamour.

Humour was used to aid coping by “making light” of difficult circumstances, to apeaksg
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about difficult topics (e.g. speaking about sexuality with relatives), to deratsat “toughness”

in the face of adversity, to ridicule discriminatory attitudes and to conrncothers.

Category 2: Leaving and Being left

The second category relatedeixperiences dfiaving toleawe people and being lefSome were
experiences that mightappen toanyone at any stage of life.g. relocatingor relationships

changing However, participants related other experiencesg&ing, beindesbian/gayor having

a longterm health problem, meaning that some participarperienceda cumulative loss of
connections. Some of these experiences happened in the distant past and some happened more
recently but all contributed bsencefrom their present support netwoilhese experiences are

described across four subcategories below.

Subcategory 1:You don’t want me, then | don’t want you. Fine!

All but one of the participantwith living relativesremained in contact with some people from
their biological family. Although many participants described these relaimss important
andbr loving and had frequent telephone contact, only two participants lived near anychiolog
relatives.Linked to “being guarded”, several participants did not speak to theiryfatrolut their
sexual orientation, limiting the possibility of their involvement in their lives. Famgpte,
Matthew spoke about how he haseVer ever discussad [my sexuaty] with my immediate

family”.

Although ths was not true for glseveral described separations from fantigterosexual
friendsand religious communitiedue to discriminationFredspoke about his relationship with

his sister:
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| mean | have a sistehat is left, she lives in <a city> with her children, | don't particularly
see them. They have their life, let them have it (Interviewer: Is thatddtatbeing gay]
in some way?) My sister wasn't happy when she found out earlier on. But | couldn't care

less <LAUGHS>

Subcategory 2:Not Having Children

Only Sandra and Julie described raising a child together and only one other person gyaiter)

of having had a child from a previous heterosexual marriage. Sandra and Julie aid-erty

expect carérom their child as he was away at university and Victor's son liveokaabRichard
alsospoke of how his (now deceased) partner had children from a previous heterosexagemar

but they had stopped contact after he had come out. Adam and Nick spoke about how not having

a child meant that there were extra things for them to think about:

What I'm talking about is when we think about [your buriadlcause you don't have kids
or anything. We think more ahead of what's coming. | don't know if heterosexudds w

be like that.

Subcaegory 3: Ageing networks

Descriptions of friends, relatives and partners who “went and died on them” were@nauross

most people interviewed. This was often related directly to getting older, witticipants
reflecting that dath was something you came to expect with age. Stephen spoke about why this

was parttularly problematic for older lesbian and gagople in rural areas:

The thing about being old, is that the people around you die. So the community [of gay
friends] that night already be in smaller areas quite a small community of people, as you

get older, gets smaller still.
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In addition to loved ones dying, some of the participants had also taken on caring

responsibilities for older relatives who had become unwell.

Subcateyory 4: Health problems limiting opportunities for connecting

Constraints arising from health problems, and society’s reactions to peaittlems, were also
sometimes viewed a®asons fombsence from support networks. Lucy spoke about hber
health poblem meant that she lost somiendsas she could no longer take part in the activities

that had bound them together:

It then became very difficult to do any of the things that | used to do. So | ended up losing
a lot of those friendships because the things that we had in common and had bound us had

disappeared.

For Fred his partner's dementiameant that many of their friends had “disappeared” as

their friends could not cope with the impact of his dementia on how he behaved in sociahsituat

The other friends sort of disappeared, maybe Christmas time was the only time we reall

got together and then he could say some very hurtful and very wrong things

Category 3:Care Within a Household

The thirdcategory related to those sharing a home with othNéren a health problem
emerged for those who sharedh@ne most care was provided within those relationships. For
most,this was their partneHowever Stephen described separating frloisipartner then returning
when he realisedehneeded care, Diane 4 of receiving support from her grartnerand

housemateand Matthew shared his home with his partner and a friend.

Not all relationships continueslith the partnetaking on the role. Lucy described how her

partner left her shortly after she developsability problems She relatedhis partially tohow she
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lost “confidencé following the loss of her job and the resulting change in dynamic to their

relationship

Within the category of ‘care within a houseHholthere werethree subcategories,

summarisedelow.

Subcategory 1:Commitment to relationship asa reason for providing care
The length and quality of the relationship were spoken of as important fattetsyicare was
provided.Many partners spoke of their level oihVestmeritin the relationshipor their shared
history.Dianeand Stephen also related their reasons for the supportive relationship witkxtheir e

partner to fove’ as well as their shared history. Diane describes this:

Because we've lived in the household now for ten years, so it's like we've got, and we both

say this to each other, it's like we've got a relationship but we're not having amstap.

Examining one negative case uppored the idea that length of relationship and
commitment was an important factor in deteing carewithin a householdMichael, the only
person living with a friend he had known for a short period of time, said of his:ffiledoin't ask
him to do anything but he offers to do things like cleanilichael instead asked his partner
who was also livig with him, for other tasks linked to caseich as help with personal caned

financial support with medical needs.

Subcategory 2:Care was “left to us”
However,as well as their commitmerinked with “leaving and being leftfor some there was
alsoasense that care had begeft to” them, in that there was rame else available to provide
this. Although Richardsaid he“never ever begrudged itand spoke very positively about his

relationship, hénad experienced a more significant loss of connectioas some of the other
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participants (due to the process of “leaving and being left”) and desevibetle was the one to

provide care as ‘@ase of left to me”.

Subcategory 3 Support for carers

For those providing care to people with more extensivemstpeeds, the challenges of caring

meant that some had to make sacrifices. Richard described one example:

| mean just one example | had injections in my knee one time and normally | would just

rest up, but with him needing help and all that, unfortunately that wasn't to be.

Carerssometimes required their own support to deal with these challenges. Fotlieme

was provided by the person they were caring for as described by Sandra:

It's down to the relying on each other I think. (Interviewer: So thamet oreachother?)

Yeah, because she supports me and boosts me up and tells me how fantastic | am.

The two participants who had cared for someone with dementia both spoke about the
difficulties of providing support whetimey werdess able to provide this kind of mutual cdfe=d

spoke about the brief moments of clarity when his partner was able to provide this:

He would say something like "I'm sorry, I've really upset you today haveréd! and it
would floor me, it was so unexpected, came out diltreeand turned round to answer him

and he had gone again

Interviewer: What was it like during those times when he came back or he had those

moments of clarity

It was... why couldn't he be like that all the time.
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This challenge was handled by drawing onpgupfrom gay and lesbiafriends. Stephen
described how he woulglet emotional suppartl would ask them if | could go around and talk
to themi. Stephen also sometimes asked these frientleetgp a watch out”if Stephen left the

house and gave hifphysical support”when they went out together to avoid difficult situations.

Category 4:Left To Me

All participants not living with someone experienced a stage of their suppdg bemg
“left td’ them another category identified hefghis often followedexperiences of “leaving and
being left”. Participants handled this using a mix of finding alternatives to support andgeeki

connectionsThe two subcategories of these alternate strategies are outlined below.

Subcategory 1:Alternatives to Asking for Support

A desire to keepfriends as friendsand prevent relationships from becoming unegue@ant that

some living alone sought alternative strategies to asking for support. Lsmybeel this:

They’repartners, and they're friends and they're going to be supportive in various different

ways but | don't want to turn them into a carer.

In terms of physical support (e.g. mobility acl@aning, if participants were not living
with someone thegften usedstrategies other than social support to get these needs met. Some
participants used technological adaptions to make their day to day lives etiges.cDose to use
guasi-professional support. Adam paid one of his friends to provide support when his partner was
outside of the country and Lucy hired uenisity students to act as personal assist@dam
described how paying his friend meant thaképt it from feeling like he wais his friend’s debt

for his support:
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| pay him because ... he's a bit of yap! And I'd rather not have him sabfil@gH<

PITCHEDVOICE> "oh | did this for you and that for you"

Subcategory 2:Seeking Connections

All of the people not living with someone else reached a point where they wanted to expand the
network.For some thigame afterealising that they could not do it on their own. Paul described
how his ‘breakdowi brought him into contact with the health service, who then helped him to

decide to connect with other people:

This psychologist who contacted [the older adult LGBT charity] she thought that my
problem was that | was shutting myself in to my loneliness and not socialising. So that is

[how] the idea to mix with the people [came about].

For others, this decision followed a change to their situation that raisedaltiiéy to

connect with others arekpectations fohow their life could be. Lucy spoke thfis:

The other thing was | got wheels, so | could get about a lot more. And that meant, it kind
of lifted my spirits as well as my horizons as well. And so that made me think about getting

further afield rather tlan just within two blocks of my house.

Participants spoke of a variety of ways of connecting with others including joiniBJ LG
organisations, joining mental health organisations, reconnecting with old friemagdating apps,

meeting at parties and fone person attending a festival.

Where participants chose to seek connections was often irdobyea sense that
lesbian/gayeople “belonged together”. Related to “managing an outsider identity” foy thisn
was related to feeling safer amongst leskaad/or gaypeople because of past experiences of

discrimination Othersspoke abou& desire to be around people with shared experieBoese
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people who were not currently in relationships spoke about their desire for roaratitc sexual
relationshipsand this was also an instigator for some to seek out connections with lesbign or ga

people.

However,sone gay mersuggested that the introduction of dating apps for meeting sexual
partners had meant that many gay men were going out to socialideriéssg opportunities for
connections beyond sexeral gay meralso spoke about feeling like gay spaces were less

accepting of older people. Victor, who started a group for older gay men described this

In a gay pub with lots of young people, you are either the "old git" or the "dirty old man"

and not interesting to be taken care of. That is very very strong.

Likely related to feeling like lesbian/gagople “belonged together” amadlthe same time
feeling that LGBTspaces tendea the targeted towards yoger people, many people chose to
seek out (or develop) groups specifically for older LGBT pedytest of the time the spaces that
people sought out were specific to one gender, but several people spoke of havisgxsame

attracted friends of both genders.

It is important to note that those who were not recruited through LGBT organisations had
not gone tasuchorganisations to seek suppdtiowever, br Hannah, suppoiteeking outside of
an LGBT contexinvolved overcoming an expectation of lower supjmoavisionrelated toher

sexual orientation. Hannah descrilibis:

My sexual orientation, yes | would say that has been important because the people that I've
had more support from are not actually gay people. They are more straight people. Which

IS quitesurprising, it has surprised me.
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Several participants commented that the organisations that they had initalgad (both

LGBT and generalhad experienced cuts, reducing the availability of this kind of support.

There was one person who had tried to seek connections but had experienced more
difficulties than the other participaniélthough Simon had joined a group for LGBT people, he
found that they did not share the same interests and conflicts had arisgpukdefbeing at ‘a
low point with peo@ and said‘l've got no support at all. In fagt've got the reverse. I've got
people who don't like m&he impact of finding one groumwelcoming highlights the challenges

of seeking support when there are few groups for older gay people everenciaes.

Category 5: Support From Acrossthe Circle

The kinds of support that participants got from people who were not living with them was
described by one person asipport fromwithin the circl€’; a final categoryThis reflected the
fact that thikind of support was distributed across several people, with no one person providing
enough support to be considered a “carer”. Most participants spoke about gettgegadportion
of this support from lesbian or g&yends, but participants did also get support from living family

members and heterosexual friends.

For most this was limited to emotional support or for those with access needs, friends
taking account of this when organising activitieseddescribed how his network supported him

to manage his experience of his health problem:

James has been very kind, he's rung me on a regular basis, a lot of other friends have either

text or rung me, maybe only once a month but “are you okay”, “is everything going

alright”, “how are you?” As | say because of the network that | have built up. | feel very

lucky in that respect.
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Lucy and Hannah had both experienced some more practical support from a friend
(shopping and preparing meals), but this only seemed to happen when it was ctharsingport

provided was mutual.ucy described this

Because she was around during the day, she needed support to go to the shops, | needed
support to go to the shops and | guess it is in my nature that | respond a lot more quickly

to someone needing my support than | do to requesting it.



UNDERSTANDING THE SOCIAL SUPPORT OF OLDER LESBIAN AND GAY PEOPLE 84
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Discussion

In thinking about what determines how informal care and support is orgdarseldier
lesbian and gay people, the findings of this study sugigasine of the most important factors is
anindividual’s living arrangements. Those living with partnerspaxtners or housemates largely
received theicareand supportvithin those relationshipd.ike the role of heterosexual partners
described in the literature (Nolan, Grant & Keady, 1996), partners did notaquésking on
caregiving responsibilities and gave as much care as it was possiblenfototipgovide. One
difference here is the fact that households were sometimes made upaofreets and friendsnd
that these relationships also provided a substantial level of supprtappeared to depend on a
long shared history and commitment to each other, mirroring research witbske&teal people
(Keating, Otfinowski, Wenger, Fast,Derksen 2003. Previous research has suggested thatrold
lesbian and gay people are more likely than heterosexual people to share a home eatiesom
other than a partneR@mirezValles, Dirkes and Barret2014; Traies, 2015)his study extends
this finding to recognis¢éhe circumstances whetkese relatbnshipscan take on a caring role

when health problems emerge.

The findingshighlight the extent to whickxperiences of managing beilegbian or gay
in a sometimesinsupportive society informed participants’ choices about accessing support
These experiences could also give particular resiliencies in managing sdmecbhflienges of
caring, living with a health problem and accessing suppbit extends tconceptof stigma
competence (Friend, 1990; Balsam & D’Augelli, 20@6)jecognise thatesilierce and strategies
developedd manage stigma can be turned to thesatkaring living with a health problerand

seeking out support. Howeves &ell as creating strengths, ways of managing discrimination also
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hadthe potential to create barrierBorexample, people were sometimes guarded about inviting
others into their lives and felt unsafe in certain settings. This connects xtbys research which

has suggested that many lesbian and gay peoptcpen places from which they seek help for
affirmative attitudes towards their sexual orientation (Liddle, 1997). Thersdsealdence that
shame related to sexuaientation leads people to have an ambivalence towards the expression of
emotion (i.e. a guardedness about their emotional experience) (Greendaof,B12), which

may limit opportunities for hekgeeking.

For those living alone, when care needs emerged, rather than gettingedcse@port
from their existing network, people largely sought out new connections or found altesriative
social supportln contrast to the existing literatug@rotman et al., 2007; Fredriks&woldsenet
al., 2009, individual friends were only viewed as taking on a substantial caringvitéa they
were living with the person with a health probléMhilst it may be the case that friends in these
studies were in fact sharing homes (the studies do not discuss their livingearesms), it is also
possible that cultural differences between the UK and North America, -@opoeptions of the
prior studies (which both aimed to recruit “carers”) led to these differenttbaugh there will
undoubtedlybe circumstances where individual friends living separately do become “c@ers”
will also be true of some heterosexual peogley,participants in this sty did notexpect their
friends living separately from them to give substantial care in responsedtitaproblem. Instead,
new connectionsvereformed andalternative strategiesere sought such thagupportbecomes

distributed across their network with one person becoming a “carer”.

The results of this studgheds light orprevious findingsvhich have suggested thatlder
lesbian and gay peophkreless likely to get support matchéal their needs despite reporting

similarly sized networks to hetesexual peopléShippy, Cantor & Brennan, 2004; Richard &
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Brown, 2006§; when support was distributed across more people, participepistedonly
receivingemotional supportMore significant support was only receivadthese circumstances
when the support was mutually provided. It may be that there is both an unwillingnekddo a
more significant support from less close friends, and a possible “bystaretgf gfischer et al.,
2011) in which everyone in the network leaves the responsibility of providing more g¢pstdy t
of support to someone els@his is significant ashe “buffering hypothesis” of social support
would suggest that suppastonly protective against the effects of stressful life events vithen

support provided is matched to need (Nuruallah, 2012).

In line with previous research (Guasp, 2010; D’Augelli, Hershberger & Pilkington),1998
many experienced abseascfrom their support network bfological familymembersin contrast
to previous suggestions (Barker et al., 2006), friends did not appear to replace thatcaoaiid
normally be provided by these relationships. This suggests that there & proiciple of
substitution (Qureshi & Walker, 1989) in the organisation of caring relationships oflLdkle
people, in that for those living alone, existing friendships did not “substitute” for thetlcatr

might be normatively expected from a partner or child.

Limitations

Recruitment to the study shared common limitations with other research invielsirign
and gay peopleBME people were undeepresented, many of the participants were connected to
LGBT charities andhe oldest participant was in their 808 hilst grounded theory methodologies
do not aim for representative samplesquhart, 20B), the fact that particular gups could not
be theoretically sampled (etbose in their 90s and abowad BME people other th&astAsian
people) limits the transferability of tHimdings. The smaller number of lesbian women recruited

to the study also meant that it was challaggo draw out differences between the experiences of
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gay men and lesbian women. One differencewlatfoundvas the fact that gay men spoke about
experiences of ageism in the LGBT community and lesbian women did not, this mirdongs

from past studies in the USA (Barker et al., 2006).

In line with previous guidelines which have suggested that the experiencegxafabis
people not be merged with that of lesbian and gay people (Barker, Yockney, Richards, Jones,
BowesCatton & Plowman, 2012), bisexual people were not included in the study. Bisexual
people’s experiences are likely to differ from lesbian and gay peoplsignificant ways (e.qg.
having more heterosexual people in their network) and understanding their experiestegof ¢

relationships would require further research.

The fact that the researcheda norrheterosexuatentityis likely to have influenced the
study. Whilst this could be viewed as a potential limitation, in that the reséarahen
experiences of thicommunity could have led him to impose his own understanding on
participant’s descriptions, steps were taken to ensure reflexivity.ifitclisded supervision and
keeping a research diary. The fact that participants were aware of the researchality sésm
likely impacedon what was said. For example, some participants spoke of how “heterosexuals
are not my people”, which may not have bspaken had the researcher identified as heterosexual.
In line with a critical realist epistemology (Willig, 2B} the interviewer’'sdentity was kept in
mind during the process of interviewing, and careful attention was paid tordresesthis might
make it harder for participants to say what they wanted (e.g. speakingagleam from younger
LGBT people).

Implications for Research
Grounded theorgloes not aim to develop a theory or modeéich is generalizable (i.e.

one that can be applied broadly across contexts) but rathevhateis transferable in that itvges
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enough rich information for readers to consider how the rese@aghapply in different contexts
(Kuper, Reeves & Levinson, 2008). However, the findings of this study can alsallde dseelop

a hypothesis for research that is generalizable. Nanheallythe strategies people have developed
to managédeing lesbian ogaywill predict their success at navigating caring relationships later in

life.

This hypothesis could be tested through the development of a questionnaire lothkeng at
ways older lesbian/ggyeople have managed havimgnarginalised sexual orientatidnterviews
and inductive thematic analysis could be used to develop a list of question, and explachbory f
analysis used to develop an understanding of different groupings of strategidStatesaAs
well as being used to validate this hypothesish a questionnaire could also be used clinically to

identify olderlesbian and gapeople likely to need additional support from services.

Thefact that the participants living alone developed a distributed support netwioek rat
than care being left tany one individual suggests limitations with our current ways of working.
To more effectively work with these networks, services neecbisider developingvays of
including the wider network beyond individual caréfe do not currently know to what exit
involvement in services would be welcomed by people in these kinds of relationshipseas som
participants spoke about wanting to avoid their friends “becoming a carer”. F@aslearch may
be necessary to establish what kind of support from servicelsl e perceived as welcome or
helpful for people in these kinds of relationships.

Implications for Practice

As described, mangeople in this study experienced care being “left to” them or those

living with them This suggests that sonwder lesbian anday peoplanay need support from

services in building caring relationships. The findings related to stigma temspeFriend, 1990)
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suggest a helpful strategy for professionals aiming to provide this supporsstyoéds working

with this populatiormay wish to explore howelientshave navigated the challenges of holding
marginalised identityThis may suggest strengths that clients could draw on in developing new
caring relationships, as well as supporting thinking about what barriesaieyt beikely to face.
Strengthshbased cognitivdehavioural therapy may beuseful framework for exploring these
ideas, in that it focuses on how strategies used to overcome past challepgesusetully turned

to current difficulties (Padesky & Mooney, 2012).

This study has also highlightédat some older lesbian/gagople feel “psychologically
unsafe” inhealthcare settings perceived as heteroseXuma$ suggests the continued need for
groups and spaces particularly for this populatitnmay also be hefpl for individual
organisations to specifically advertiseitracceptance of lesbian and gay peoplker LGBT staff
members to be open about their own seruahtation when working wittheseclients. Research
has shown thatomeLGBT people report &etter experience of therapy fraherapists with the
same sexual orientatidKing, Semlyen, Killaspy, Nazareth & Osborn, 2007), and it is likely that
this finding will hold true across helping professionkis finding also highlights the continued
needfor services particularly folesbian and gay people. For some, they are the only places

perceived as safe enough to access support.

Conclusions

The findings of this study suggest that oldiesbian/gaypeople with health problems
experience losses todin support network related to being lesbian/geywell as those relating to
ageing and having a health problefhis means that with the exception bbse already living
with someongmany older LG people experience their care needs being “left tof bedore

actively seeking connections. The support that these individuals often arridestilsited across
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multiple people with no single person viewed as a “carer”. Strategies andestideveloped from
managing an LG identity in a sometim@ssupprtive society can create both strengths and

barriers in forming these relationships, living with a health problem and pngwdre.

This study connects with and expands on our understanding of “stigma competence” and
the ways in which concealment of sexual orientation may hindeskeking The findings of this
study suggest that services should consider how best to utilise thesénsteamigtvork with these
barriers. In addition, services need to consider how best to work with the wider neswmric
older lesbian and gay people. Potentially useful avenues for research include lookinglag how
strategies for managing being lesbian/gay impact on developing support| as wiéat kinds of
involvement from services would be welcomed by the wider networks around older lashian a

gay people living alone.
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Appendix A: Standard Quality Assessment Criteria For Evaluating Pimary Research

Papers (Kmet, Cook & Lee, 2011)

Quantitative Studies (For each score 2 for yes, 1 for partially, O for not meA air i

applicable):

1.

Question/objective sufficiently described?

2. Study design evident and appropriate?

w

N o g A

8.
9.

Method of subject/comparison group selection or source of information/input variables
described and appropriate?

Subject (and comparison group, if applicable) characteristics sufficiergbtyided?

If interventional and random allocation was possible, was it reported?

If interventional and blinding of investigators was possible, was it reported?

Outcome and (if applicable) exposure measures well defined and robust to
measurement/misclassification bias? Means of assessment reported?

Sample size appropriate?

Analytic methods described/justified and apprate?

10. Some estimate of variance is reported for the main results?

11.Controlled for confounding?

12.Result reported in sufficient detail?

13. Conclusions supported by the results?

Qualitative Studies (For each score 2 for yes, 1 for partially, O for not met)

1.

© © N o g s~ w D

Quegion/objective sufficiently described?

Study design evident and appropriate?

Context for the study clear?

Connection to a theoretical framework/wider body of knowledge?
Sampling strategy described, relevant and justified?

Data collection methods clearly described and systematic?

Data analysis clearly described and systematic?

Use of verification procedure(s) to establish credibility?

Conclusions supported by the results?

10. Reflexivity of the account?
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Appendix B: Notes from day of interview

Removed from onlineversion
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Calling Lesbian and Gay People Over the Age of 50, We
Need to Hear Your Experience!

We are conducting a research project exploring the support provided to leshian and
gay people by their friends, families and local community. We hope that this research
project will help health and social care organisations better support lesbian and gay
people in their mid to later life. We are looking for lesbian and gay people over the age
of 50, who would be happy to speak with a researcher about their experience of
receiving, wanting or needing support for a health problem.

Who is invited to participate?
We would like to speak to you if you:

* Are over the age of 50,
s Are gay or leshian,
= And since turning 50, have experienced any physical or mental health problem
which continued for more than a year.
We would also be interested in speaking to people of any sexuality and age who have
supported someone who fits the above description.

Who is running the project?

The project is being run by Oliver Hawthome as his thesis for a doctorate in clinical
psychology at Canterbury Christ Church University. The project is being supervised
by Professor Paul Camic {(Canterbury Christ Church University) and Dr Katherine
Rimes (King's College University). Both Professor Paul Camic and Dr Katherine Rimes
have been involved in previous research projects which aim to improve the wellbeing
of leshian and gay people.

Where can | get more information?
If you are interested in participating or just finding out more about the project please
contact Oliver Hawthome:

Telephone: 07931 587921
Email: o.j.hawthornedd@canterbury.ac.uk

Oliver Hawthome,
Runcie Court,

Salomons Centre for Applied Psychology,
David Salomons Estate,
Broombhill Road,

Tunbridge Wells,

Kent TN3 0TF

A

www.olderlesbianandgaycommunities.co.uk ‘ . )
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Appendix D —Ethics Approval

Removed from online version
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Removed from online version
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Appendix E —Information Sheet
Information Sheet

An exploration of the caring relationships around older lesbian and gay people

You are being invited to take part in a research project. Before you decide to participate it is
important for you to understand why the research is being done and what it will involve.
Please take the time to read the following information and discuss it with others if you wish.
Please ask if anything is unclear or if you would like more information.

Purpose of the project

| am running a research project exploring how older lesbian and gay people are supported
by their partners, friends and families in later life. | hope that this research project will help
health and social care organisations better support older lesbian and gay people. | am
looking for older lesbian and gay people who would be happy to speak with a researcher
about their experience of receiving, wanting or needing support for a health problem. | am
also looking to speak with anyone who has provided support to someone in this population.

Why are you interested in this research project?

As a younger gay man I’'m very aware of how much the circumstances of lesbian and gay
people have changed within the last century and | recognise the role your generation has
played in bringing about these changes. In thinking of research projects that might be useful
for people of your generation, | recognised the importance of community for older lesbian
and gay people; both in that your generation have been pioneers in developing ways of
supporting each other in the face of the challenges our society brings, as well as in that many
older lesbian and gay people have had to face their later life alone. It’s important that health
and social care organisations have an understanding of these strengths and challenges so
that the best possible support can be provided. | hope that my project will help bring a
greater understanding to these organisations.

Who is running the research project?

| am carrying out this research project as part of my doctoral thesis for my clinical psychology
training program at Canterbury Christ Church University. I'm being supervised by Professor
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Paul Camic at Canterbury Christ Church University and Dr Katherine Rimes at King’s College
University. Both Professor Paul Camic and Dr Katherine Rimes have been involved in previous
research projects which aim to improve the wellbeing of lesbian and gay people.

What will happen if | take part?

| will arrange a time to come and meet with you or speak with you on the phone. Depending
on your preference, the meeting could take place at your house but could also be my
university. | will ask you to make a list of the people in your life who are important to you. |
will then ask you to talk about some of these relationships, thinking particularly about what
support is provided by these relationships and what support you may still want or need. If
you are feeling isolated at the moment, this is also something that | will ask you about in the
interview. If you are being interviewed as someone who has supported an older lesbian or
gay person with a health problem, the interview will cover the same themes but from your
perspective.

| will record your responses and following our meeting will transcribe what you said. If there
are any questions that you do not feel comfortable talking about, then you can let me know
and we can move on.

What are the potential benefits of taking part?

We hope that the research will help to improve the lives of other older lesbian and gay
people. Some people also enjoy taking some time to reflect on their life and those who are
important to them, so the interview itself may be beneficial to you.

What will you do with my data?

All the information you give me will be treated confidentially. | will include some quotes from
our meeting in my final report but | will ensure that these quotes include nothing that could
be used to identify you. The only time | would break this confidentiality is if you tell me
something that suggests that you or someone else is in danger. In this case | would tell the
appropriate people (e.g. your GP or the police) to make sure that you're safe.
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What will happen to the results of the research project?

You will receive a short report of the findings of the project. The full report will be available
on my university’s website, which | will provide with the brief report; | also hope to publish
itin ajournal.

Who is organising and funding the research?

This study is funded by the Canterbury Christ Church University

Who has reviewed the study?

Canterbury Christ Church University Research Ethics Committee reviewed this project.

Do | have to take part?

It is up to you to decide whether or not you want to take part. If you do decide to take part,
you will be given this information sheet to keep. | will also ask you to sign a consent form
indicating that you are happy to take part. If you do decide to take part, you are still free to
withdraw from the project at any point.

Who can | contact for further information, including questions about the research?

Oliver Hawthorne

0.j.hawthorne40@canterbury.ac.uk

Trainee Clinical Psychologist
Clinical Psychology Doctoral Programme
Salomons Centre for Applied Psychology

Canterbury Christ Church University
Broomhill Road, Tunbridge Wells
Kent TN3 OTF


mailto:o.j.hawthorne40@canterbury.ac.uk
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Supervisors:

Professor Paul Camic Dr. Katharine Rimes

Who do | contact if | would like to make a complaint about this project?

Professor Margie Callanan (Director of Salomon’s Centre for Applied Psychology)
Telephone: 03330117094

Email: margie.callanan@canterbury.ac.uk
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Appendix F - Consent Form for Research Project

“An Exploration of the Caring Relationships Around Older Lesbian and Gay People”

Participant ID number:

1. | confirm | have read and understood the information sheet of the above
study

2. | have had the opportunity to ask all the questions | wanted about the
study

3. I understand that my participation is voluntary and that | can stop at any
time

4. 1 understand and agree that quotations from the interview may be
included in a written report

5. | agree to take part in the above study

Participant Name:

Date:

Signature:

[]

1 O
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Appendix G —List of Potentially Helpful Organisations:

Below are contact details for organisations which may be of interest to you. The list of
charities has been designed to meet a broad range of potential needs so some of them
may not be relevant to your particular situation.

Services Specifically for Lesbian and Gay People:
Switchboard

http://switchboard.lgbt/

A helpline for lesbian, gay, bisexual and trans* people. Describe themselves as “here to
help with whatever you want to talk about. Nothing is off limits, and we understand how
anxious you might feel before you pick up the phone.”

Contact Number: 0300 330 0630

Email: chris@switchboard.lgbt

Metro:

https://www.metrocentreonline.org

A charity for LGBT people which offers support around community, mental health and
wellbeing and sexual health.

Contact Number: 020 8305 5000

Services Specifically for Older People

Age-UK

http://www.ageuk.org.uk/

Provides a variety of services to help support the needs of older people.

Contact Number: 020 7820 6770

Email: general@ageuklondon.org.uk



http://switchboard.lgbt/
mailto:chris@switchboard.lgbt
https://www.metrocentreonline.org/
mailto:general@ageuklondon.org.uk
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The Silver Line

https://www.thesilverline.org.uk/

A free confidential helpline providing information, friendship and advice to older people,
open 24 hours a day, every day of the year.

Contact Number: 0800 4 70 80 90

Independent Age

http://www.independentage.org/

A charity which provides advice on issues which may be relevant to older people.

Contact Number: 0800 319 6789

Services for Carers

Carers UK

http://www.carersuk.org/

A charity for people who care for a relative or friend.

Contact Number: 0808 808 7777

Carers Trust

https://www.carers.org/

Further support services for people who care for a relative or friend.
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Contact Number: 0844 800 4361

Other Helpful Organisations

Mind

http://www.mind.org.uk/

Mental health charity offering a range of services.

Contact Number: 020 8519 2122

Samaritans

http://www.samaritans.org/

24/7 Support line.

Contact Number: 116 123

Relate

http://www.relate.org.uk/

Low-cost and free relationship counselling.

Contact Number: 0300 100 1234


http://www.samaritans.org/
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Appendix H — SemiStructured Interview Schedule

Introduction

First of all I'd just like to take this opportunity to thank you for taking the time to take part in this interview,
it’s very much appreciated. I've got an information sheet here for you to read through, it’s the same as the
one | sent you in the post but | just wanted to give you a few minutes to read back over it now before we

begin.
Give information sheet

Do you have any questions about anything written there? Was there anything that didn’t make sense?
Just to run over the most important points:

e I'm going to be recording the interview and anonymised quotes from your interview will be used in
my write up.

e  Whether or not you take part is completely up to you, if you want to withdraw now or at any point
up to the end of the interview that is your choice entirely.

e Everything you say to me will be kept confidential. The only time | will break this confidentiality is if
you tell me that you or someone else is in danger. Then I'll tell the appropriate people (for example
the police or a medical professional) to make sure that you or they are kept safe.

Does that all make sense? Do you have any questions?

If that’s all okay can | ask you to sign this consent form.

Give consent form

Semi-Structured Interview

1. To begin with, I’d like to ask you to come up with a list of the people who are important to
you now. Please take as long as you'd like to think about this.

2. Isthere anyone else who would have been on this list if | asked you when your health
problem first began? How about in between then and now? (If at this point there is no one on their
list go to bottom of page)

For each person:

a. (If not already stated) What name would you give to your relationship with
x. For example, are they your friend, brother, partner...
b. Could you tell me a bit about how you know x (if applicable)?
c. What role (if any) does your identity as a gay man/lesbian woman play in
this relationship?
3. I'dlike to find out a bit about the health problem you’ve been experiencing. Could you tell
me when you first began to experience this problem?
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4. How has this problem affected your life? (Prompt: emotional and practical)
5. Is there anyone from this list who has helped you manage this? Which people? Is there
anyone who’s not on this list who has helped you?
For each person they identify:

a. How has x helped you manage this?

b. Tell me about your relationship with x before your health problem
emerged.

c. What is your relationship like now?

d. Are there any other ways your relationship has changed (Prompt for
positive if only negative and vice versa)

e. What do you think it is about your relationship with x that has meant that
they are the one to help you with this rather than someone else?

f.  What do you think x would say is their favourite thing about you?

For each person they don’t identify

a. Are there any ways that x has helped you manage this? (If yes return to section above)
b. Do you have any ideas about why it is that x is not one of the people who
have ended up helping you manage this?
¢.  What do you think x would say is their favourite thing about you?
2. Is there any help that you do feel you need that you’re not getting?
3. Do you have any ideas about what has stopped you from getting the help you needed?
a. Would you have wanted any of the people you have mentioned earlier to
help you with this? Which particular person?
i. (If yes)Why would you have wanted help from that person rather than someone
else?
ii. What do you think has meant that they have not ended up helping you in that way?
iii. (If no) What has meant that you wouldn’t want help with this problem from these
people?
iv. Is there anyone who you would want help from? What about professionals?
b. What about you has enabled you to cope without this help up until now?

If participant says they don’t have anyone:

1. That sounds like that could feel quite difficult. Could you tell me about the last period of your life
when there was someone around who was important to you?

2. Could you tell me what happened between then and now?

3. I'd like to find out a bit about the health problem you’ve been experiencing. Could you tell me when
you first began to experience this problem?

4. How has this problem affected your life? (Prompt: emotional and practical)

5. Would you have wanted help from other people?

6. What do you think has enabled you to manage this by yourself for so long?
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Conclusion

That’s actually all of my questions, but before we finish | just wanted to check whether you have any
guestions for me?

If any questions occur to me about something you’ve said later on, would you be happy for me to contact
you again?

| know we’ve touched on some emotional topics today so I’'m offering everyone who participated a follow-
up call a few days after. This would be a chance to speak about any difficult feelings that came up for you so
that | can point you in the right direction if you’d like any support. Is this something you’d be interested in?

| also wanted to give you contact details for some organisations that might be useful if you wanted to speak
about anything in more depth.

I'd just like to say thank you again for taking part in the project, as | mentioned at the beginning it’s very
much appreciated.
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Appendix | — Development of Question

Removed from online version
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Appendix J —Memos from development ofkelectivecode- “Gay and Lesbian Humour’

Initial Memo

Joking is an important way of dealing with losses

Laughter and jokes are used to:

-Distract from uncomfortable subjects (making jokes to avoid talking about the subgestuality

with family)

-Turn things that used to be painful into something that can be shared and spoken about safely

-Make something frighteng seem less frightening

-Deal with the pain of rejection

-Connect with other people

Second Memo

I’'m interested in how much laughing there has been in the interviews I've been dompa$itiome
through even though we’ve been talking about some quitarsddlifficult topics: disability, death
and aging. X spoke about “our humour” as one of the particular things that gay people beifg t
cope and my first interviewee spoke about making light of things to make herrgaghbetter.
Thinking about it now I think that there is a big history of gay people using humour in vaagas w

“Camp” and “drag” are all ways that gay culture has used humour to either airigigat world in
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an acceptable form (e.g. comedians like Graham Norton) or to challenge (s.gntPPerverts”, the

name Lesbians and Gays Support the Miners gave to their fundraising campaign)

| need to be cautious about making too much of this. In my reflective practice gibup@ersonal
therapy the extent to which | use humour to cope with difficulty has been pointéidcoutd be that
I’'m bringing this to the interviews myself, although | don’t think this is a satiefy explanation
alone. Humour takes two to tango, you can’t share a joke if both participants areingtteghgage
in it. I need to be careful during coding to attend to the ways that | initiate humoughlt also be
helpful to look at the transcripts where participants do not use humour in this wayrdnditout
whether this difference comes from the estof these interviews (e.g. my relationship with the

participant, how | was feeling on the day) or from the participants themselves.

Third Memo

Yep, I’'m much more certain about my ideas about humour now. Although the humour is most evident
during the iterviews where myself and the participant have a really warm intervieelizipnship

and both of us seem to be enjoying the process, there is also an interview Wickesl lless well

with the participant, and an interview where the participant makes jthat | don’t laugh at. | think

this is enough for me to say that it's not just me who was creating thdicsituare also spoken to

other trainees doing interviews about whether or not jokes were common in theiewsesind paid

a little bit moe attention to how humour does and does not enter the work I'm doing witterapy

clients.
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Appendix K — Integrative Diagrams

NB — Typed notes were added on th& March 2017 after the results section was written

This diagram, drawn on thé'®Jaruary 2017 represents my thoughts around the process a single

participant went through in order to get support. The pogites were early selective codefore |
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went back and did a closer recoding. As can be seen “active decision to rebuddkhétvhich

became “seeking out connections” in the finaite up) was present at an early stage.

This diagram drawn the same week represents my early ideas about an cveeallReflecting on
it now, it's clear that how | was trying to arrange the dathiatstage were heavily influenced by the

expectation that there would be a “principle of substitution” (i.e. that there wouldhieeaachy of
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support with partners expected to provide support, then family if they were not av#ilabl&giends).
In this diagram you can also see the presence of themes later expanded on includimgislefthe
concept of people leaving across the-§fmn and how past experiences of discrimination affect

accessing support.
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This one is another attempt at a stowat model operating on a “principle of substitution”. As can be
seen on this diagram next to “family”, at this stage | begin to question wineyrexpectations of the

organisation have influenced the model that | have developed.
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This diagram represengsn attempt to move away from the structural model | had developed. I'd
begun to feel like | was forcing the data to take a shape and this diagram atdsnapt to find a
different way of organising my codes. | organised what seemed like empant sigificant ideas

into three different categories (society, local and individual) and drew links dretivem.
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This diagram represents my final attempt at organising my data prior todiseoddo go back and
code closer. This diagram has lost the differentiation between friends and famdly | was

imposing on the earlier models. However I'm still adopting some ideas from rcifpe of
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substitution” and placing support from friends and family above the possiilactively seeking

support.

ResearcIDiary Entry from 4th February:

Had a telephone conversation with Paul yesterday and | think something clickeel fath regards
to doing grounded theory. We went through my coding and Paul spoke about how we would code for
each line and the questionswweuld ask himself. Paul also agrees that I'm broadly alongighe r

lines with how I'm coding.

| feel like I might go back to recheck where | could code closer. kttlunk these attempts are wasted
work. | think what this first attempt at constructiagheory has allowed me to do has been to get a
much broader understanding as to what the participants were saying. | comgtdritlis feeling that

| was artificially imposing lines and rules in places where they didn’t fit. Onieeothings that Paul
pointed out was that | was assuming that the person | was investigating needattiavant support.

I'd been trying to develop a model of the order in which participants turned to people to ask for
support but I'd been assuming that they even lookesifjpport or that there would be an order across

participants. I'm excited to see what comes with going back closer to tnhe dat

Research Diary Entry from 5th February:

I've been working on it throughout today. It's much more satisfying than and ititeelsh drawing
out something more useful. Feels a bit like therapy, there’s lots of trustihg prdcess and going
somewhere without knowing what the final destination is. | feel quite excited andaalmeat I'm

doing.
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First

diagram after doing a @$er coding. The basic structure of this model is quite similar to my final
model (“doing it together” was an earlier name for “support from with@ dincle”). Initially
separated out “left to carer” from “left to us” as | felt that the difference battveerelationships
where mutual support was present was significant enough that it warrantedexsegr@rate category.
However, | later realised that this was more of a sliding scale as to how muedl sugiport was

present rather than a binary catggo
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More fleshed out version of the model. This is now essentially my final version tbietbwgy, for the

most part differences between this model and my final version exist onlynga ¢étheir names.
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From here the actual model does not change just trying to find a suitable way of displaying it

visually.
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First attempt at representing on the computer.
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Appendix L - Extracts from research diary, emails and timeline of project.

Removed from online version



UNDERSTANDING THE SOCIAL SUPPORT OF OLDER LESBIAN AND GAY PEOPLE 136

Appendix M — Coded Transcript

Removed from online version.
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Appendix N: Table of Codes
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Quotes

Category Sub- Sub- Selective
category1l Category2 Codes

Managing

an Outsider

Identity

Diane: | think when you make that decision when
you're quite young, when you realise that you're
different from everybody around you and you want to
do something which people really frown on and and
think is awful or disgusting and you feel in your heart
that there is nothing wrong with it and you therefore
decide to take your life in a different direction from
what a lot of people are saying. | think it just makes you
aware of what. | think it makes you a stronger person
being able to go, | want to follow this lifestyle.

Gay and Lesbian Humour

Stephen: | mean the way that | dealt with it as a
teenager, dealt with my sexuality as a teenager which |
really didn't understand or would have accepted but
humour was really important, to me this was the way
that you got people on side, by making them laugh.
And if you make someone laugh that's so
psychologically valuable

Sandra: More as a joke now, it used to get to me
originally, but we just joke about it now.

Lucy: She had a horse riding accident which had caused
brain damage and she was off long-term sick at the
time as well. So we were basically a couple of crocs
holding each other up <LAUGHS>

Paul: Gay as such didn't come into their conversation.
How can | put it, you just don't talk about it, or you just
make a joke about it when the subject arises.

Richard: At least it was till death do us part <LAUGHS>

Experiences of successfully navigating
challenges related to being lesbian/gay

Richard: If there had been any problem | would have
dealt with it in my way whereby | would have pointed
out that it's against the rules and that nowadays and
you know would have insisted on an apology as well

Lucy: The experience of having to fight battles. But also
the experience that ones confidence not depending on
being part of the mainstream and being comfortable
with an outsider identity. Because you're going to be an
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outsider whether you are an LGBT when | was younger
and in terms of being a disabled person now.

Being guarded

Victor: Second is still problem, particularly with older
gay men, because they still live with what they learnt
fifty years ago. So they are not outgoing so much as
young people now days. So they are holding back, in
most cases, in most cases they are conservative,
worried about their image, you still hear between older
gay men that younger boyfriends or toyboys are
regarded as their "nephews". That really still exists and
the result of course is mentally in a way they lock
themselves up.

Leavingand You don't want me, | don't want you. Fine!
being left

Richard: | mean going right back to 2001 thereabouts,
2002, the previous church was a ... church that opened
there for fourty plus years. I'd introduced Dave to
members of the congregation and next thing was we
were called into the vestry and told that we couldn't
have communion

Interviewer: Gosh

Richard Yeah | know. As it was it wasn't an issue for
Dave with him being a lapsed Catholic but at the same
time | found it very much judgemental, to put it mildly.
So we argued with them for a while and they wouldn't
accept our point of view so we just left the church
there.

Adam: But a little example is as a student nurse, four of
us decided to come up to Scotland. And we had a tent
and | would sleep in the tent and the other three would
sleep in the car. And | couldn't work this out initially.
That's how stupid | was. It was only after | got back
from the trip it dawned on me that they were scared to
sleep in the tent with me. Which | approached them
about and we had a bit of a set-to. And they said "well
if you were us would you sleep in a tent with you?" So
that sort of finished me all together about mixing with
straight people at that time

Not having children

Nick: I think one thing that we know that we don't have
kids to look after ourselves
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Ageing Networks

Went and Diane: Well unfortunately in the last few years three
died on me members of my family died, which has just been, for
me for the the last three years have been very hard
Caring for Adam: We moved her up here because she was all
family alone, she never saw anybody. | have three neices that

were living there but they never went near her. They
always had some excuse, so we moved them up, it's
only ten minutes by my mobility scooter from here.
And she's had quite a lot of problems and recently we
discovered she had a stroke

Everyday experiences

Relationships

Laura: | got to know someone in the social network a

changing bit better for a while, probably a couple of people for a
couple of years, but lost out on them when they got
involved with people and they did that kind of falling in
love bit where you end up not seeing them

Physical Adam: Yeah, | lost touch because one | moved away

distance from Edinburgh and then the other | moved out to the
country, so it was you know, it was quite difficult to
keep in touch with everybody.

Care within  Becoming a carer Sandra: Well I've more had to become a sort of carer.
a
household
Care was left to us No-one else Paul: Because he didn't want anyone else to. He just
could didn't like the nurses to do anything. | do understand if
you are ill you are not thinking straight. You just want
someone that you know to help.

Unprincipled  Richard: The bottom line is that it was easier that even

to make an though it was extra work that | wouldn't have

issue of it begrudged, and never would to this day, it was a case
of left to me really.

Commitment to Wanting to Stephen: | loved him... | always felt protective towards

relationship as a reason
for providing care

do your best
for someone

him

Ex-partner is
family

Diane: | think so. Because we've lived in the household
now for ten years, so it's like we've got, and we both
say this to each other, it's like we've got a relationship
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but we're not having a relationship. We're very very
close, we spend a lot of time together, we work
together, we live together, we socialise together but
we're not going out with each other but we're kind of
sort of going out with each other but not going out
with each other.

Invested in Stephen: But | did it because we had been together for

making it twenty years at that point... And | felt, | always felt

work protective towards him and there was, you know, we
owned things together and we had joint bank accounts
and all this

Support for carers Making Matthew: <partner> with his problems meant that as

sacrifices soon as he laid down at nighttime meant that his
kidneys seemed to start to work and he needed to get
up to pass urine. And we'd be up, if | was lucky 4 times
a night, and if | was unlucky 7 or 8. The problem was
that he could get back into bed and go to sleep, |
eventually couldn't and | was getting up early to go and
do a job and then come back.

Holding each  Ollie: Are there any ways that Tony supported you

other up during that time.

Richard: Well, good question that. | suppose,
emotionally, | suppose again on the emotional side, the
fact that we were still together, | think that was really
the thing.

Challenges of
absence of
mutual
support

Stephen: No | think that the problem about dementia is
that it's a human thing that effectively caring works
when it is a partnership in terms of the giver and
reciever where you are able to say thank you, where
you respond in ways that the giver feels good about
having given. And you don't always get that from
someone with dementia, because they've lost all of
those skills

Support from
friends

Stephen: My gay friends were hugely helpful in all sorts
of ways

Left to me

Simon: | was all by myself you know.
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Not asking  Reasons for Not wanting Lucy: | was suddenly down effectively to just one
for to burden person and that's a responsibility nobody wants, to be
assistance one friend somebody elses only friend.
Keeping Matthew: | can't just take, I'm not a taker, | like to think
relationships  of it as more symbiotic, both of us are benefiting. |
equal mean if I'm with somebody, the more | feel them
enjoying things with me, the more I'm able to enjoy
myself. | get more back with interest, when | give
something then they respond in the same way.
Alternative strategy Paying for Adam: It just makes me feel better, that he can't say to
assistance everybody and anybody. You know...(Interviewer: That
he's...) He's a bit of a yap. He would do that. Now he
doesn't say anything because | would just say "well you
get paid for it!"
Using Adam: Yeah, the toilet seat, he's had installed one that
Technology basically washes you, you don't have to use toilet
paper. And | find that a great struggle actually, because
I've got short arms
Seeking Cutbacks cause the demise of Hannah: Yes it has. Unfortunately the day centre, or

connections

charities

what we call the service hub, that we go to, no longer.
It is still there but the way they run it now is totally
different. And therefore we don't have that access and
so we don't get out as much as we did.

Perception that LGBT groups
are the only place which can

be accessed

Paul: Because what I'm saying is without <older LGBT
charity> it's a great help to me, | don't know about
others but I'm only speaking from my point of view. If
we didn't have this sort of organisation when hospital
treatment finished, where can | go?

Reasons

Campaigning
together

Lucy: So from the thatcher era we'd be on the LGBT
marches, anti-racism marches, feminism marches, the
whole gamut really
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Heterosexuals
are not my
people

Ollie: I suppose I'm wondering, I've got it in my mind
and it might be completely off the mark, but whether
there's something about threat. Because we were
speaking earlier about how those men on <gay cruising
location> had it in for gay people and I'm wondering if
there's something about

Matthew: Yes, there could be, there could be. |
wouldn't deny that at all, | hadn't thought about it at
all, but now that you mention it there could be one of
the things that make me feel a little bit anti towards
them.

We feel safer

Stephen: When we formed the LGBT carers group,

together immediately straight people came in and told us that
we couldn't do that, you know "why do you need to,
we're all together in this" and you know, ask questions
about us, find out what makes us tick because we like
to be with each other, we're not saying we don't want
to be with you, we're just saying we're more
comfortable and we feel safer because of our
background.

Barriers Support Ollie: Okay, so it sounds like there is something about
offered to gay the way that the gay community spaces, is it that
people all they're skewed for younger people so as you get older
seems to be it gets less easy to make gay new friends
in the 15-44 Stephen: Well absolutely, that's absolutely true
age group
| haven't Paul: Therefore | think, lots of other older gay people
beeninagay they are still unable to socialise because they don't
pub in years want to go into pubs to meet people. Gay pubs and

that sort of stuff do they?
There is no Simon: Everyone is all introverted by themselves and
socialisation going to picking up on the tube
everythingis  Ollie: the tube?
through Simon: Not the tube that was before <Laughs> on the

computers



UNDERSTANDING THE SOCIAL SUPPORT OF OLDER LESBIAN AND GAY PEOPLE 145

computer. We used to pick up everywhere, on the
street corner, but its stopped now.

Methods

Goingto a Lucy: Yes, and | think part of that as well was because |
festival got the chair | took myself off to a festival
Internet Matthew: Anyway one of the people | met was a chap

dating leading
to supportive
relationship

named X... Anyway that was about 8/9 years ago and
he's still here.

Joining LGBT
organisations

Ollie: So your network looked a bit different before
your disability.

Lucy: Yeah, and part of that process was then casting
around seeing what groups were there. | setup a group
with a friend that went very well for about two or three
years and then | became a member of the other big
one in <CITY>, called <Group> and | host about three of
their activities.

Joining Hannah: Obviously | used to go to a mental health

mental health centre, a day centre, you know which | was getting

day centre some support from. | met some new people there and
we found that there would be two or three of us that
might, kind of bonded a bit, and we gave each other a
bit of support.

Meetingata  Adam: Who else have | met that I've been happy to

gathering meet? We have a friend in <foreign city> called Y, we
call him the madam.
Ollie: <LAUGHS> Is that a nickname he chooses or
Adam No it's a nickname given to him by X the guy that
lives in <CITY>. And we met him at X sixtieth birthday

Resuming Richard: A few months after X death | rung Y and ever

contact with
old friends

since then we have regular phone calls once or twice a
week.



UNDERSTANDING THE SOCIAL SUPPORT OF OLDER LESBIAN AND GAY PEOPLE 146

Using Social Adam: If like me, although a lot of my friends are

Media spread out, they're there and | can get them spread
out. | mean Fred my very first partner ever, we're still
together as friends after forty something years. And |
speak to him on Skype because he lives in <FOREIGN
CITY> now.

Triggers Finding you Paul: Yes, it was really difficult, but | tried to carry on,
can't copeon to make it work. But it's one of those things, you just
your own couldn't go through.

Lifted spirits
and horizons

Lucy: And that meant, it kind of lifted my spirits as well
as my horizons as well... And so that made me think
about getting further afield rather than just within two
blocks of my house which is what my life had been
reduced to before.

Support
from
Within the
Circle

They were there to simply be friends

Stephen: And so they were, they were there simply |
expect to just be friends and you know, not to run in
the opposite direction like his family had.

Holding each other up

Lucy: Because she was around during the day, she
needed support to go to the shops, | needed support to
go to the shops and | guess it is in my nature that |
respond a lot more quickly to someone needing my
support than | do to requesting it.

Support is distributed

Stephen: | think that the support mechanisms are still
there and they are still working and they may be very
multifarious but they tend to lack, they tend to lack
depth




UNDERSTANDING THE SOCIAL SUPPORT OF OLDER LESBIAN AND GAY PEOPLE 147

Appendix O: Summary of Study Sent to Participants and Ethics Panel
Dear <Participant Name>

First of all, | wanted to thank you for the thoughtful way in which you shared your experiences with me. Below
is a summary of what | was exploring, what | did, what | found and what | think this means for services.

Introduction

The current UK government’s approach to support means that many services are now partially moving away
from directly providing support to helping informal carers (i.e. friends, families and local communities)
provide support. This may be problematic for lesbian and gay people as we are both at greater risk of many
health problems and less likely to have the types of relationship that often provide this support (i.e. partners
and children).

We currently do not know who supports mid-later life lesbian and gay people in the UK, or how these support-
networks are organised when health problems develop. | wanted to explore these questions to help services
better work with the networks around this population.

Method

| interviewed fourteen people; including lesbian and gay people over the age of 50 with long-term health
problems, those providing support and those running groups for this population. | aimed to get a variety of
perspectives on the topic and the range of issues encountered.

Results

The results suggested that lesbian and gay people come into their mid-later life having developed strategies
for dealing with the challenges of being lesbian/gay that create strengths and barriers when turned to the
task of accessing social support. Some felt that being gay/lesbian prepared them with the resilience to cope
with the sometimes “tough” task of caring and living with a health problem.

At the same time, lesbian and gay people may experience losses to their support-network related to: age,
society’s response to their sexuality, and experiences of a health problem (and society’s response to this).

When health problems develop for those sharing a home with partners or ex-partners most informal care is
provided within these relationships. One person noted that being gay meant that they had to do more caring
by themselves as their partner was hesitant about inviting others into their lives.

For those living alone, people actively seek out connections or find alternative strategies to meeting their
support needs. Many chose to seek support from organisations for gay or lesbian people. When people chose
to seek support from predominantly heterosexual organisations this sometimes involved overcoming
expectations of animosity or less support. Three participants identified organisations that had experienced
cuts during the study.

The support people arrived at tended to be distributed across several people with no single person becoming
a carer. Some were keen to keep “friends as friends” which sometimes limited what support they would ask
for.
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What Does This Mean for Services?

e It may be helpful if practitioners take a strength based approach, exploring how lesbian and gay
people have overcome past challenges relating to discrimination and think about how these
strategies may be turned to current challenges.

e Services needs to be aware that some still feel unsafe in services viewed as “heterosexual”. Services
should advertise their acceptance of lesbian/gay people and it may be helpful if LGBT staff members
were open about their sexuality when working with this population. Arguments need to be made to
funders of the need for services specifically for lesbian and gay people.

e Often services just work with a single “carer”. This may exclude the support-networks of many older
lesbian/gay people. More research is needed into what kinds of support may be welcome and helpful
to these networks.

What Happens Now

I will shortly be submitting the project to be marked. As mentioned we are also hoping to publish the research
in a journal article. | would welcome any feedback, comments or questions about what | have found.

| would like to thank you again for taking part. Without this, the project would have been impossible and |
am enormously grateful for the support you have given me.

Best Wishes

Ollie

Oliver Hawthorne

Trainee Clinical Psychologist

Supervised by:

Professor Paul Camic (Research Director at Salomon’s Centre for Applied Psychology)

Dr Katharine Rimes (Academic Director at the Doctorate of Clinical Psychology Programme, Institute of
Psychiatry, Psychology and Neuroscience)

CC: Salomon’s Ethics Panel
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Appendix P: Journal Submission Guidelines

SAMBRIDGE | Instructions for Contributors

Ageing & Society

Submission

Ageing and Society is an interdisciplinary and international journal devoted to the understanding of human
ageing and the circumstances of older people in their social and cultural contexts. We invite original
contributions that fall within this broad remit and which have empirical, theoretical, methodological or
policy relevance. All submissions, regardless of category, are subject to blind peer-review. Authors are
reminded of the requirement to avoid ageist and other inappropriate language and to avoid the stereotypical
representation of individuals or groups.

All papers must be submitted using Manuscript Central through the Journal’s website at:
http://journals.cambridge.org/aso.

All books for review should be sent to: Caroline Norrie and Kritika Samsi, Social Care Workforce
Research Unit, King's College London, Strand, London, WC2R 2LS

All submissions must conform to the submission guidelines outlined below. Failure to do so may result in
the submission being rejected.

Article categories

Research articles

Research articles must contain between 3,000 and 9,000 words, excluding the abstract and references. Most
papers usually have the following sections in sequence: Title page, Abstract (200-300 words), Keywords
(three to eight), Main text, Statement of ethical approval as appropriate, Statement of funding, Declaration
of contribution of authors, Statement of conflict of interest, Acknowledgements, Notes, References,
Correspondence address for corresponding author. However authors have the flexibility to organise the
main text of article into the format that best suits the topic under consideration.

Forum articles

In addition to research papers, the Journal welcomes critical/reflective commentaries on contemporary
research, policy, theory or methods relevant to the Journal's readers. These articles reflect a viewpoint of
the author and they may form part of an ongoing debate. These articles should contain 2,000-5,000 words.
There is no preset organisational structure.
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