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PROJECT DETAILS
Three-part research-action national project  

• Focus groups with LGBT older adults and service 
providers in Vancouver, Edmonton, Toronto, Montreal, 
and Halifax to understand issues/extent of end-of-life 
planning (e.g. document completion, care planning, 
discussions) 

• Town hall meetings to raise awareness of need for  
planning and to highlight local resources

• Create proof-of-concept pilot web-based platform to 
provide supportive environment for information sharing 
and community building: 

http://sfu.ca/lgbteol



• Twice as likely to 
be single; age 

alone
• Four times less 

likely to have 
children

• Rely on friends 
(70%) who lack  

legal and  social 
recognition

• Uncertain “who 
caregiver will be” 

• 1.6 million LGBT 
elders; largely 
closeted

• A psychiatric 
disorder (until
1973)

• Criminal (until 
(2003)

• Fear accessing 
health and 
community services

UNIQUE CHALLENGES TO AGING 
AMONG LGBT PERSONS

Effects of stigma, 
past and present

1.  

Unequal treatment under 
laws, programs and 

services for older adults

3.  

Need to rely upon 
“families of choice” 
for care and 
support

2.  

• Design safety nets around 
marriage, then exclude 
LG couples 

• Over 80% of LGBT adults 
report they “can not be 
out” in LTC settings



LGBT FOCUS GROUPS
Three groups: 
• gay and bisexual men
• lesbians and bisexual 

women
• transgender persons
Requirements:
• English (or in Quebec 

French) speaking
• 60 years of age or older
• One or more chronic 

conditions (self or care-
recipient) 

• Some internet experience

Content:
• Preparations, plans for later 

life care
• Issues, concerns about 

aging
• Role of community and 

support
• Role of technology in 

assisting LGBT persons to 
better prepare

Group discussions recorded, 
transcribed, coded (by two 
persons)



SERVICE PROVIDERS 
FOCUS GROUPS

Focus Groups in 5 cities: 
• Vancouver
• Edmonton
• Toronto
• Montreal
• Halifax

Requirements:
• English or French-speaking
• Provider of services to older 

adults, including LGBT

Content:
• Perceived preparations, 

plans for later life care by 
LGBT persons

• Issues, concerns about 
aging

• Role of community and 
support

• Role of technology in 
assisting LGBT persons to 
better prepare

Group discussions recorded, 
transcribed, coded (by two 
persons)



LGBT SAMPLE

Gay & 
Bisexual 

Men

Lesbian &
Bisexual 
Women

Transgender 
Women, Men

LGBT Total

Age range: 55-89 years; M = 69

Vancouver 15 12 9 36

Edmonton 5 2 1 8

Toronto 6 4 9 19

Montreal 6 5 2 13

Halifax 8 6 2 16

Total 40 29 23 92



SERVICE PROVIDER SAMPLE
• N = 26

• 10 men (all identify as gay), 16 women 
(4 identify as bisexual, 4 as lesbian, 7 as 
heterosexual, 1 “queer, female, not trans”)

• Mean Age = 47 (range 28 – 73)
• 11 (42%) estimated half or more of clients they 

served identify as LGBT
• 13 (50%) work mainly with older adults



LGBT END-OF-LIFE 
PLANNING TO DATE (%)

Gay men 
n=40

Lesbians
N=27

Trans
N=23

Total
N=90

Will 77 67 67 68
Living will 50 48 37 47
Durable POA 52 48 50 52
Representation Agreement 12 22 12 15
Pre-paid Funeral 32 3 8 23
LTC Insurance 7 0 0 3
Critical Care Insurance 7 0 0 3
Informal care arrangement 32 18 21 25
Explicit care discussion 78 78 67 76
Explicit EOL discussion 73 67 67 69

Presenter
Presentation Notes
Table shows respondents had taken more actions to do with their assets than to do with their careWhile a majority had had explicit discussions about care and end-of-life, most often with  partner if they had one but otherwise, with a close friend --   but  only a minority had made informal  care arrangements and an even smaller proportion had a formally designated substitute decision maker .



LGBT SAMPLE 
CHARACTERISTICS

N % 
Single

% 
Live
Alone

% 
No 
Children

%
No 
Identified
Caregiver

Gay Men 39 62 72 77 32

Lesbian 29 48 45 48 30

Trans* 23 70 54 33 38



FOCUS GROUP:
CODING AND THEMES
• Discussions recorded, transcribed, coded using MAXQDA
• Two (or more) coders; discrepancy resolved through 

discussions, consensus
• Codable units (phrases, sentences)
• Codes clustered into categories
• Categories clustered into seven overarching themes

1. End of Life Preparation
2. Relationship Challenges
3. LGBT-Specific Concerns
4. Institutional Concerns
5. Caregiving Experiences
6. Financial Concerns
7. Trust and Honesty



END-OF-LIFE PREPARATION
Gay Men Lesbians Trans*

Formal Document 
Completion

-range
-push factors:
“shocked into 
planning by death 
of friend”

-range
-push factors: 
health crisis

-range
-push factors: 
health crisis
-”necessities of 
life take priority”

End-of-Life 
Discussion 
Challenges

-no one to whom 
to turn
-few or general 
conversations, 
related to 
modesty: “pull the 
plug:”

-no one to whom 
to turn
-general 
conversations, 
related to 
modesty; mostly 
partner-based, 
contingent

-no one to whom 
to turn
-general 
conversations:
“don’t have the 
appropriate 
language for the 
conversation”



RELATIONSHIP CHALLENGES
Gay Men Lesbians Trans*

Ambivalent 
Family Ties

-”lost families 
when came out”
-mention sibs

-”family considers 
me extraterrestrial”
-mention children 

-”family can’t 
accept me”
-”partners rare in 
trans community”

Strengths, 
Challenges of 
Friendship

-chosen families
-difficulty creating 
networks
-LGBT community 
“will be there, as 
we did before”

-chosen families
-”friends have their 
own lives”

(less frequent
mention of family & 
friends)
-Trans community 
“comes together 
out of necessity”

Loneliness, 
Isolation

-AIDS-related
aloneness: 
”Everyone is 
gone:” “Out of 
practice with grief”

(lesser mention of 
isolation, 
aloneness)

-”Old and trans, so 
lonely”
-”Living a secret 
leads to solitary 
existence”



LGBT-SPECIFIC CONCERNS 
(1/2)

Gay Men Lesbians Trans*
Dynamics of 
LGBT culture

-ageism: reference
to gay “pick up 
culture”

-ageism: “avoided 
by young 
lesbians”

-”gay village is 
world of men”

-ageism: 
“community erases
aging”
-”gays don’t ‘get’ 
trans;” within trans 
community: “post-
op” vs. “non-op”

Disclosure -living
“compartmentalized 
lives”
-”have to live two 
lives: one open, 
one closed”

-in medical 
setting: “unsure 
what to reveal”
-identification as 
lesbian is “still 
taboo”

-in medical setting: 
“impossible not to 
come out as trans”
-”living a secret” 
and reduced 
quality of life



LGBT-SPECIFIC CONCERNS 
(2/2)

Gay Men Lesbians Trans*
Role, History of 
HIV/AIDS

-approach to end of 
life coloured by 
“losses endured”
-”never expected to 
life this long”
-”strong networks 
then; no longer”
-”urgency went 
away; so did support 
groups”

-less mention, but 
included 
“responsiveness of 
community” and 
“contributions of 
women—not 
reciprocated”

Gender 
Affirmation 
Surgery

-to prevent
abuse in LTC
-”don’t want 
people looking 
at me for 
interest”



INSTITUTIONAL CONCERNS
Gay Men Lesbians Trans*

Social, Health
Service Barriers

-few LGBT-
affirmative services: 
“not welcome at 
hospital”
-in LTC: “unwilling to 
go back in closet”

-few LGBT-
affirmative services:
“no support in 
traditional care”
-”horror trying to find 
a gay joke funny”

-”profound 
heteronormativity
in healthcare:” 
mistreatment
-

Political Action 
and Advocacy

-“advocate for 
others”
-”need to educate—
especially younger 
gay men”

-”others need to 
hear our history”
-”Government is our 
employee; it should 
do its’ job;”

-”can’t speak for 
self when ill”
-”need bottom-up, 
relevant, life-long 
education”

Role of Church
(in few groups)

-church offers “some 
community” that 
may “be used 
against us” 

-church “part of my 
life” but “do not feel 
welcomed”



CAREGIVING EXPERIENCES
Gay Men Lesbians Trans*
-frequent mention of parent 
care

-frequent mention of 
HIV/AIDS caregiving 
(drawing parallels with need 
for care, but absence of 
anger, today)
-challenges of caregiving: 
“line in sand: diaper 
changing”

-mention of parent care, 
care for sibling, husbands

-some mention of HIV/AIDS 
caregiving

-challenges of caregiving: 
balancing self and other; 
unexpected actions
-”caregiving can also 
provide joy”



FINANCIAL CONCERNS
Gay Men Lesbians Trans*

-class issues: resources
“lacking for lesbians” unlike 
gay men

-employment history: “choices 
made in life leaving us poor in 
old age” 

-class issues: “two-tiered
system…where if you have 
resources, you can have 
additional surgeries”

-employment history: 
unemployment, 
underemployment

-concerns about survival
dominate; end of life planning is 
“luxury;” homelessness



TRUST AND HONESTY
Gay Men Lesbians Trans*
-absence of trust and 
honesty—”a test of 
relationships”

-concern “being screwed 
over” by others when 
care is needed—and 
around wills, money

-generalized “lack of trust;”  
miss having someone “to 
rely on and trust implicitly”



SUMMARY
• Many similarities: 

• experience of community [mostly limiting, some discussion 
of enriching]

• heteronormative healthcare
• ageism

• Important differences:
• Gay men: the role of HIV/AIDS and sexuality
• Lesbians: class and political influences/issues
• Transgender: the role of transitioning; ambivalent linkages 

to “LGBT” community



SERVICE PROVIDER 
FOCUS GROUP 
THEMES



SERVICE PROVIDER THEMES:
PRIMARY (1/3)
Theme Example Quotes
Importance of the 
LGBT community for 
its members

• Being recognized as a “whole person”
• A safe space; trust; “a hyper-vigilance has been 

built up through language and exclusion”
• “If community doesn’t respond, who will?” 

Caregiving 
Challenges

• “horizontal” care structures among LGBT; vertical 
with heterosexuals

• Primary focus on traditional family
• Having a “champion” interfacing with health care 

services
Loneliness and 
Isolation

• Abandoned by biological kin; superficial family ties
• Care is delayed “until something goes really 

wrong”
• “invisibility” leads to loneliness and mental health 

issues



SERVICE PROVIDER THEMES:
PRIMARY (2/3)
Theme Example Quotes
Healthcare 
Environment not 
LGBT-affirmative

• Risk of “re-traumatizing” and “shaming” LGBT person
• Even some LGBT staff can not be “out” in their 

agencies
• Need to communicate inclusivity: symbols (e.g., flag) 

and actions; appropriate use of pronouns
General End of Life 
Discomfort

• “most service providers have not given thought to end 
of life care”

• “we don’t do a great job engaging persons in end of 
life issues in general”

• A general “low level of literacy” around end of life 
issues

Legacy of HIV • Compassion fatigue
• Older persons “with HIV have more co-morbidities”
• Some shared lessons, but “real differences from AIDS 

crisis when young, beautiful people dying tragically 
compared to non-stop humiliations and losses”



SERVICE PROVIDER THEMES:
PRIMARY (3/3)

Theme Example Quotes
Ageism and 
Cohort 
Experiences

• “the queer community is ageism on steroids”
• “Everybody worries about the queer kids—the 

puppies and kittens—the cute ones; older LGBT 
persons are better off to be submerged” 

• “Issues worst for older LGBT persons, given 
historical marginalization and being closeted”

• Culture of youth and beauty especially impactful 
on gay men (who are seen as less valued in later 
life—perhaps reason why “they don’t plan ahead”) 



SERVICE PROVIDER THEMES:
SECONDARY (1/2)

Theme Example Quotes
Lack of Data • “We don’t have the correct and focused data;” 

“Funders don’t ask the right questions—about 
gender, for example”

• Need data, but need to acquire it in “ethical way;” 
standardized tools “difficult to change”

The Role of HIV • The loss of community and connection
• Some lessons given that HIV associated with “war 

basically of heterosexuals on homosexual people 
and identity” which led to community organizing and 
action; the climate is now different

Ineffective 
Government 
Response

• “Equal does not mean equitable”
• “Government is more reactive than proactive; no 

provincial discussions about LGBT persons in 
particular”

• “Lack of consistency in training, implementation”



SERVICE PROVIDER THEMES:
SECONDARY (2/2)
Theme Example Quotes
Resilience • “Resident-initiated change:” residents asking for 

LGBT programming
• “LGBT people standing up for their rights and 

advocating for themselves”
• Service providers responding to LGBT actions 

Diversity Within • Urban-rural: “LGBT persons would go to a large 
urban center to die—to be accepted”

• Disability: 
• “Trans progress lags far behind;” “Trans people 

even hide at gay events”



WEBSITE DEVELOPMENT



WEBSITE HOME PAGE



WEBSITE TRAFFIC
• Over  7050 users in first 16 months—almost 

1700 authentic users (defined as visiting the site 
long enough to download a document or click 
on a link to one of the resources—between 11 
seconds and 30 minutes).  

• The 9 videos have been viewed over 2100 times.
• The discussion forum poorly used: visited only a 

few times in the first 30 days following website 
launch… 



LGBT INVENTORIES
54 item end-of-life planning and care 
resource for LGBT British Columbians 
(one of 5 provincial inventories)
LGBT-friendly defines as:
1. An “LBGT Organization” - an 

organization that was developed by 
and/or for LGBT persons. 

2. An “LBGT Friendly (formal)” 
organization - an organization that 
openly advertises LGBT 
friendliness on its website by way of 
content such as mission 
statements, codes of conduct, or 
other LGBT inclusive statements

3. An “LGBT Friendly (informal)” 
organization- one that advertises as 
LGBT friendly in an LGBT directory 
or is referred to as LGBT friendly by 
an LGBT directory or is a service 
provider with links to the LGBT 
community. 



POLICY 
IMPLICATIONS
One size will not fit all – in developing policy and programs it is 
important not to homogenize the LGBT older adults population. For 
example, in discussing the need for affordable and safe housing some 
welcomed the idea of living with other LGBT persons, others did not, 
one lesbian individual stating emphatically “I don’t want to live with 
drag queens”
• Recognize differences within the LGBT population

• Legacy of HIV
• Differential access to resources (economic, social)
• The “hidden T”

• Attend to heteronormativity of health care settings
• Attend to staff education (all levels; primary care, LTC, hospitals and 

hospices) 
• Foster and facilitate advance planning  (appropriate and inclusive 

concepts, language); monitor uptake and consumer satisfaction 
among traditionally marginalized groups (e.g. LGBT, immigrant, 
rural, aboriginal elderly). 



RECOGNITION

This work was supported by Canadian Frailty 
Network Catalyst Research Program Grant  
CAT2013-21.



CONTACT INFORMATION
Corresponding authors
gutman@sfu.ca bdevries@sfsu.edu

Project website: 
www.sfu.ca/lgbteol

mailto:gutman@sfu.ca
mailto:bdevries@sfsu.edu
http://www.sfu.ca/lgbteol
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Upcoming webinars – register on twitter @CFN_NCE
Wednesday, October 5, 2016 at 12 noon ET

Pilot study of MEdication RAtionalization intervention – results of CFN-funded 
Catalyst Research Program Grant – James Downar, University of Toronto

Wednesday, October 19, 2016 at 12 noon ET
Improve decision making involving frail elderly and caregivers on location of 
care – results of CFN-funded Core Research Program Grant – France Légaré, 
Université Laval
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Brief survey will pop up on your screen within next few 
seconds. Your responses provide us with feedback on 
how we can improve the webinar series.

Webinar slides & video available after the webinar at: 
cfn-nce.ca/news-and-events/webinars


	Enhancing End-of-life discussions and planning among LGBT older Canadians ��
	Research Team
	Project details
	Unique challenges to aging among lgbt persons
	LGBT Focus groups
	Service providers Focus groups
	LGBT Sample
	service provider sample
	LGBT End-of-life planning to date (%)
	LGBT sample characteristics
	Focus group:�Coding and themes
	End-of-life preparation
	Relationship challenges
	Lgbt-specific concerns (1/2)
	Lgbt-specific concerns (2/2)
	Institutional concerns
	Caregiving experiences
	Financial concerns
	Trust and honesty
	Summary
	Service provider focus group themes
	Service provider themes:�primary (1/3)
	Service provider themes:�primary (2/3)
	Service provider themes:�primary (3/3)
	Service provider themes:�secondary (1/2)
	Service provider themes:�secondary (2/2)
	Website development
	Website home page
	Website traffic
	LGBT Inventories
	Policy implications
	Recognition
	Contact information
	CFN webinar September 7 cb intro slides.pdf
	Fostering End-of-Life Conversations, Care and Community Among LGBT Older Canadians
	Welcome to the CFN�Webinar Series
	Q-&-A session
	Presenters
	Survey and Future Webinars


