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BY MATT FOREMAN )

EXECUTIVE DIRECTOR, NATIONAL GAY & LESBIAN TASK FORCE

As baby boomers head into their fifties and sixties, the US population grows slightly
older with each passing day—and America’s gay population grows older right along
with it. In this way, the release of Caregiving Among Older Lesbian, Gay, Bisexual, and
Transgender New Yorkers could not be more timely.

Caregiving was made possible by a unique collaboration among the National Gay and
Lesbian Task Force, Pride Senior Network, and the Fordham University Graduate
School of Social Service. The Task Force is honored to be a part of such a prestigious
assemblage of academics, social workers, and activists in the field of gerontology and
health care, and is especially proud of this report.

The largest survey of its kind ever produced, Caregiving was funded by a grant from the
Sam Wilner Fund of the New York Community Trust. It is the result of several years of
research conducted by some of the leading thinkers on elder care issues. Researchers
began by holding focus groups with older lesbian, gay, bisexual, and transgender
(LGBT) New Yorkers all across the city. They then developed a survey that was ulti-
mately completed by 341 LGBT New Yorkers 50 and older. The results of this study are
a window into the social networks and caregiving experiences of LGBT elders in urban
areas all over the country.

This study provides a comprehensive overview of the caregiving issues faced by older
LGBT people in New York City, as well as detailed analyses of their caregiving experi-
ences with blood relations, life partners, and friends. It concludes with policy recom-
mendations, examining the impact of the National Family Caregiver Support Program,
the Family Medical Leave Act, Social Security, Medicaid, and other laws and policies
on LGBT elders.

Unfortunately, LGBT caregivers and care recipients still face discrimination at doctors’
offices, hospitals, nursing homes, and other places we entrust with the care of our loved
ones. In identifying these issues, it is our hope to encourage lawmakers and policymak-




tions regarding caregiving. However, one-third reported that family expected
more of them because they were LGBT, and perceived to have fewer explicit fam-
ily responsibilities. (This assumption was often false.)

3. MANY LGBT ELDERS PROVIDE CARE TO PARTNERS AND FRIENDS—THEIR
FAMILIES OF CHOICE

Twenty-four percent of respondents reported having provided care to a person who
was not related by blood in the previous five years, and 30% of those were active-
ly providing that care when the survey was conducted.

Fifty-four percent of family of choice members receiving care were either the part-
ner or “significant other” of the LGBT caregiver. Male friends were the second most
commonly reported relationship to the caregiver (30%), followed by female friends
(5%), and men (7%) or women (3%) whose relationship to the caregiver was not
specified.

Within families of choice, 75% of care

recipients were men; 25% were women; Reasons Family of Choice Members

89% were lesbian, gay, or bisexual; and 11% Needed Care

were heterosexual. 0%

While men and women were about as likely to

41%

care for a significant other or partner, male 40
caregivers were more likely to be involved with

male rather than female friends (35% and 2%, 30

respectively). For women, the difference was
20

not as large: 15% were caring for female friends,

and 10% for male friends.
0 8% 8%

Fifty-eight percent of family of choice care-
givers provided care on a daily basis, with 23%
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More than four in five care recipients in this o ‘i\\e’\
group (83%) had a serious illnesses requiring « v
hospitalization. The reasons family of choice
members needed cared were HIV/AIDS (41%) and other physical illness (36%), fol-
lowed by disability (19%), mental illness (8%) and dementia (7%). An additional

8% reported that the care recipient was frail due to old age. Two percent needed care
as the result of an accident, and 7% needed care for some other reason.

Seventy-two percent of caregivers to family of choice members reported acting as a
liaison to other family members on behalf of the care recipient “often” or “some-
times.”

Fifty-one percent of caregivers to family of choice members provided financial help
“sometimes” or “often.”

Sixty-three percent of respondents indicated that they “always” or “often” dealt
with medical providers, and 64% had been involved in making arrangements for
medical care on behalf of the care recipient.
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4. THE USE OF FORMAL COMMUNITY SERVICES WAS LIMITED AND SOME-
TIMES PROBLEMATIC

® The use of community services was low for both family of origin and family of
choice LGBT caregivers. About 40% of both groups used visiting nurses and/or
home health aides.

¢ Female caregivers were more likely to access community services than male caregivers.

e Many family of origin and family of choice caregivers accessed support groups and
therapy for emotional and psychological support. One in five caregivers relied upon
a clergy member for emotional and psychological support.

e Forty-one percent of family of origin and 26% of family of choice caregivers cited
difficulties with formal service providers. The different types of assistance provided
by the two groups (e.g., case management vs. hands-on assistance) may account for
some of this difference. However, for both groups, fear of experiencing discrimina-
tion because of their sexual orientation may have been a factor in the caregivers’
relations with medical personnel. This fear was less of an influence on relations
with social workers.

e For both groups, most LGBT caregivers, whether caring for a member of their fam-
ily of origin or choice, provided care largely alone and depended on other family
members or friends to provide support and direct assistance. Formal community
organizations, as is the case among caregivers in general, were only accessed as a last
resort, after caregiving duties became overwhelming.

5. LGBT CAREGIVERS ENVISION A ROLE FOR THE LGBT COMMUNITY

e Although only a relatively small proportion of the sample (8%) indicated a need
for caregiving themselves at the time of the survey, 19% reported that they had
needed caregiving assistance in the past. Given the relatively young age of the sam-
ple, it is likely that the need for caregiving assistance will grow in the future, as the
community continues to age.

® More than one in four respondents expressed a need
for psychological and emotional support from the Types of Assistance Requested
community, and about one-third noted that the by LGBT Respondents

LGBT community should provide a variety of social 35%
opportunities for its older members, including friend- 30%
.y . . . . 30
ly visiting, age-inclusive social opportunities, and
LGBT senior centers. 25
¢ Looking toward the future, almost 30% said they would 20
like to have LGBT retirement, assisted living, or long- 14%
oo . o 15
term care facilities, while 14% expressed a need for 100
0
assistance with activities of daily living and 10% 10
requested assistance with health services s
e  When asked why the LGBT community should help its o
older members, most said the community is best at car- LGBT retirement,  Assistance with  Assistance with
. . . . o . assisted living, activities of health services
ing for its own, reflecting the persistence of difficulties or long-term daily living

care facilities

faced by LGBT people when they access caregiving
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through mainstream health care and social services systems. This underscores the
need for both mainstream and LGBT community agencies to outreach to older
LGBT senior citizens in New York City and elsewhere.

6. INCLUSIVE AND SUPPORTIVE LAWS AND POLICIES ARE NEEDED TO HELP
EASE THE BURDENS OF LGBT CAREGIVERS

Nearly three quarters of LGBT caregivers surveyed in this study reported emotion-
al stress related to caregiving that ranged from “moderate” to “a great deal.”
Support services, like those outlined in the Life Span Respite Care Act (currently
pending in Congress), are critical because they give the caregiv-

er a temporary break from the stress and strain associated with The LGBT community
caregiving. should provide a variety of
The National Family Caregiver Support Program (the Caregiver social opportunities for
Support Program), enacted into law in 2000, includes a broad its older members,
definition of caregiver that encompasses LGBT individuals car- inClUding friendly visiting,
ing for members of their families of origin and families of choice. age-inclusive social
Community-based LGBT organizations—particularly elder orga- opportunities, and LGBT

nizations, community centers, and health centers—should seek
contracts to provide these services. It is important that LGBT
people understand that they are eligible for the services of the Caregiver Support
Program. Public education is a critical first step toward this goal.

Forty percent of family of origin caregivers have used a visiting nurse service, and
43% have used a home care agency. While there is little research on homophobia
in health care and home care, LGBT caregivers and care recipients may be partic-
ularly vulnerable to bias at the hands of caregiving assistants. Training of home
care assistants in diversity and tolerance—including sexual ori-
entation diversity—is critical if LGBT caregivers or LGBT elders
in need of caregiving assistance are to access mainstream home
health services.

senior centers.

Training of home care
assistants in diversity and

tolerance—including sexual
California’s Family and Medical Leave Law, enacted in 2002, allows orientation dive rsity—is

employees to take six weeks of paid leave to care for an ill relative— critical if LGBT elders are

including a domestic partner—or after the birth, adoption or foster
placement of a child.> Although nearly two dozen other states have
family leave plans that provide unpaid leave, same-sex domestic
partners are not eligible for most of these plans.® Same-sex partners
are also ineligible under the federal Family and Medical Leave Act. California’s law is
unique in that it not only provides paid leave, but also includes same-sex domestic
partners as a matter of course, rather than adding them to a pre-existing law. In order
to provide equal treatment of same-sex couples under family and medical leave policy,
more inclusive definitions of family should be written into state and federal law. This
would not only benefit LGBT people, but all individuals taking care of a loved one.

4. A1994study by the Gay & Lesbian Medical Association found that two-thirds of doctors and medical students reported knowing
of biased caregiving by medical professionals; half reported witnessing it; and nearly 90 percent reported hearing disparaging re-
marks about gay, lesbian, or bisexual patients (Schatz & O’Hanlan, 1994).

5. Most workers are paid at a rate of about 55% of their salary. The program, which begins in 2004, will be completely employee-
funded, with average annual payments of $26 per worker.

6. Theexceptions are Hawaii and Vermont, where reciprocal beneficiary and civil union laws added same-sex partners as family
members eligible to take such leave.

to access mainstream
home health services.

EXECUTIVE SUMMARY
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Demographics of the Respondents

e Slightly more than half of respondents (52%) reported that they were single, while 40%
were partnered. Women were more likely to be partnered than men (51% vs. 36%).

e One in five respondents (20%) had children, and 7% had grandchildren. Women were twice
as likely as men to have children (30% vs. 15%).

e Most respondents (62%) lived alone, while 30%

lived with their same-sex partner. Women were Sociodemographic Characteristics of
more likely than men to live with their partner Respondents (Percent)

(41% vs. 25%), while men were more likely than

women to live alone (66% vs. 52%).” ggio 59 TOZZ' Womg; Mzg
60 to 69 35 30 37
Social Support Networks 70 + 19 18 20
¢ Nearly all respondents had family members or Rac?/Ethmaty*

close friends as part of their support network. White 75 66 80
Approximately 33% had parents still living, 75% Black 10 10 2
had siblings, 90% had other relatives, and 93% Hispanic/Latino 12 20 9
had friends. Asian/Native American/Other 3 4 2

- Ninety percent of all respondents reported R.elatlonshlp Status”
that they were “very close” or “somewhat Single 22 46 o4
close” with parents who were still living. Partnered 40 o1 36
Divorced/separated 7 4 9
- Eighty-four percent of the respondents with Widowed 1 0 y

children reported being “very close" or

. O Living Arrangement*
“"somewhat close” with their children.

Alone 62 52 66
—  Eighty-three percent of respondents who were With partner 30 41 25
grandparents said that they were “very close” With others ) 7 9
or “somewhat close" to their grandchildren. Self-rated Health
—  Fifty-nine percent of respondents with siblings Excellent, good 44 38 46
said they were very close or somewhat close Fair 45 52 42
with their siblings. Poor 11 10 11
e Although there is substantial interaction between Very poor 1 0 1

LGBT people and members of their families of ori- 'Not.e.: Appa.rent disparities between row to'tals and the number of
individuals in the male and female categories are accounted for by

gin, reSpondentS also relied heavily upon partners the inclusion of data from the four transgender persons who are
and friends as part of their social support net- not included in the male or female analyses.
works: 40% of respondents were partnered over Age N=341, Race/Ethnicity N=335, Relationship Status N=337,

90% had £ six friends in thei ; Living Arrangement N=334, Self-rated Health N=338
o had an average ot six friends in their net- *p < .05, **p < .01 (Chi-Square Tests of Significance; For a defini-

works, and 96% percent reported being some- tion of statistical significance see Appendix, page 95.)
what close or very close to their friends.

7. New York City living patterns are different than in most of the rest of the country. Many New Yorkers live alone in small apart-
ments that they keep for economic reasons, but spend a lot of time with their partners.

z Caregiving



CONCLUSION

The results of the study confirm that LGBT caregivers are an integral Despite the fact that

component of the larger caregiving community. These caregivers are they are taking care of

parents, children, partners,
and siblings in need,
LGBT caregivers are not
provided with the same

dedicated to both their families of origin and their families of choice.
Despite the fact that they are taking care of parents, children, partners,
and siblings in need, LGBT caregivers are not provided with the same
social, emotional, or financial support afforded to other caregivers.
Policies that embrace wide definitions of family and caregiving and

recognize same-sex relationships would help to ease the burdens and _ s.ocial, emotional, or
strains of caregiving. LGBT caregivers, like all caregivers, are doing financial support afforded
extraordinary work. Activists and policymakers can enhance their to other caregivers.

work through supporting better, more inclusive public policies that
foster support and equal recognition for LGBT people under the law.

EXECUTIVE SUMMARY 9| )>



1. Literature
Review and Study

INTRODUCTION

Caregiving is a universal experience. All of us, at one time or another, have provided
assistance to others, and every society places great value on lending a helping hand to
those in need. Just like everyone else, members of the lesbian, gay, bisexual, and trans-
gender (LGBT) community are involved with caring for parents, children, other rela-
tions, partners, and friends who are sick, disabled, or frail with age. And of course,

LGBT people have had much experience providing care to friends

and partners with HIV or AIDS. o
Most caregiving in the

U.S. is provided by a
spouse and/or the
biological children of the
care recipient. Because it
appears that LGBT people

As members of the LGBT community age, they, like most Americans,
begin to think about the caregiving needs they might face. The issue of
caregiving has, in turn, become increasingly important to both younger
and older members of the LGBT community. It often involves both
families of origin—the families into which people are born or adopt-
ed—and families of choice: one’s same-sex partner and closest friends.

Most caregiving in the United States is provided by a spouse and/or
the biological children of the care recipient (Horowitz, 1985; Neal,
Ingersoll-Dayton & Starrels, 1997). Because it appears that LGBT
people are less likely to have children than heterosexuals, the issue of
caregiving is of particular importance to the LGBT community.

are less likely to have
children than heterosexuals,
the issue of caregiving is
of particular importance
to the LGBT community.

The term “caregiving” can include the day-to-day assistance we pro-

vide to one another in our personal relationships. But it is the extensive, time-con-
suming aid needed by those so sick or frail that they require assistance with the tasks
of daily living that is usually referred to as “caregiving” in the gerontological and dis-
ability literature (Cantor & Brennan, 2000). It is this kind of caregiving that is the
subject of this study.

To get a better understanding of these issues, researchers from Pride Senior Network,
the National Gay and Lesbian Task Force Policy Institute, and the Graduate School of
Social Service at Fordham University undertook the first large-scale study of caregiv-
ing in New York City’s LGBT community, surveying 341 New York City residents age

10 Caregiving




50 or older. To ensure that the full extent of caregiving involving older LGBT people
was included, the same questions were asked of those caring for parents and other rel-
atives, and of those providing care for partners or friends. To better understand the
impact of policies and programs on older LGBT people, questions about the use of for-
mal health and social services and the projected need for assistance from the LGBT
community were also included.

The current research falls into three main areas: the nature and extent of caregiving
provided to families of origin and families of choice; attitudes about
the caregiving experience; and needs for assistance with caregiving,
and how such needs might best be met. This report addresses all three
of these topics. To better understand the respondents’ caregiving

Caregiving is broadly
defined as instrumental,

experiences, we collected background on the nature and extent of informational, or
their informal social networks; their experiences with formal, com- emotional su pport
munity-based health and social service providers; their feelings about provided by others to
themselves; and their abilities to master their environment. support those individuals

This report addresses the following questions:

challenged in their efforts

to remain independent in

1. Who are the respondents, and to what extent are they cur-
rently involved in providing care?

2. To whom is such caregiving provided?

3. What are the caregiving experiences of those assisting parents and other fami-
ly of origin members?

4. What are the caregiving experiences of those assisting partners and/or friends?

What are the similarities and differences between these two types of caregiving
experiences!

6. What is the current state of psychological well-being of the older LGBT adults
in the study, including their sense of control over their lives?

7. What role do these older LGBT people envision for the LGBT community as
a source of formal social support?

8. What are the policy and practice implications of these findings?

Chapter 1 of this report includes a review of the literature on caregiving with respect
to LGBT adults, and a description of the study’s methodology. Chapter 2 is devoted to
a thorough examination of the characteristics of the respondents, including the nature
and extent of their informal social networks. A discussion of caregiving for family of
origin members (Chapter 3) and family of choice members (Chapter 4) follows.
Chapter 5 compares the caregiving experiences of family of origin and family of choice
caregivers. This is followed in Chapter 6 by a discussion of contextual issues in the lives
of lesbian, gay, bisexual, and transgender older adults, and, in Chapter 7, the role of the
LGBT community in providing caregiving assistance to its members is discussed. The
study’s conclusions can be found in Chapter 8, while Chapter 9 is devoted to policy
implications and ideas for future research.

the community.

1. LITERATURE REVIEW AND STUDY METHODOLOGY
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LITERATURE REVIEW

In the field of gerontology, the last three decades have seen growing and continued
interest in the informal social support systems of older adults. In general, these studies
have found that older people are endowed with active and supportive social networks
consisting of kin, and friends and neighbors who are engaged in considerable exchanges
of instrumental assistance and emotional support (Cantor, 1989;
Chappel, 1990; National Alliance for Caregiving, 1997; Cantor &
Brennan, 2000). In many cases, formal, community-based service

While the existing
literature on caregiving

informal supports when assistance is either unavailable or beyond the has p rovided a wealth of

capabilities of family and friends (Cantor, 1989). _information _On the
experiences of caring for

older adults, few if any
studies have considered
the sexual orientation of
either caregivers or the

providers may supplement, and in some cases substitute for, these

For older adults experiencing declining health and increased frailty,
caregiving assistance from both informal and formal sources can make
the difference between remaining in one’s home or facing institu-
tionalization. For our purposes, caregiving is broadly defined as instru-
mental, informational, or emotional support provided by others to >
support those individuals challenged in their efforts to remain inde- care recipients.
pendent in the community. While the existing literature on caregiv-

ing has provided a wealth of information on the experiences of caring for older adults,

few if any studies have considered the sexual orientation of either caregivers or the care

recipients during the caregiving episode. Therefore, what we know about caregiving

from the gerontological literature may not necessarily be generalizable to lesbian, gay,

bisexual, and transgender caregivers and their families.

Although it is beyond the scope of this study to provide an exhaustive review of the
caregiving literature, we will briefly review research on the demographics of LGBT
elders, as well as the limited literature on social support and caregiving among older
LGBT adults, before turning to the results of the present study.

RESEARCH ON OLDER LGBT PEOPLE

Although older LGBT individuals comprise a sizeable part of the elderly population of
New York City, there is a dearth of research about their social lives, the character and
organization of their social networks, and the extent to which their social care needs
are being met. Additionally, there are few national surveys that ask about sexual orien-
tation, and even fewer that ask about gender identity, making it difficult to accurately
estimate the total LGBT population. The few surveys that do capture data usually ask
about sexual behavior, not orientation or identity. Whether or not surveys ask about
sexual behavior or orientation, these surveys likely undercount LGBT populations if
respondents are wary of “coming out” to a researcher.

Exact figures on the prevalence of older LGBT adults are not available. Early estimates
were based on estimates of the overall homosexual population projected by Alfred
Kinsey et al. at roughly 8 to 10% of the overall population (Kinsey, Pomeroy, & Martin,
1948; Kinsey, Pomeroy, & Martin, 1953). In the early 1980s, two researchers estimated
that there were approximately 1.75 million lesbians and gay men age 65 and older and
3.5 million age 60 and older (Berger, 1982; Dawson, 1982). A rough average of esti-
mates from more recent studies indicates that the lesbian, gay, and bisexual (LGB)

2 Caregiving




share of the population is likely to range from 3 to 8% of the US pop-
ulation (Sell, Wells, & Wypij, 1995; Laumann, Gagnon, Michael, &
Michaels, 1994; Lukenbill, 1995). This would mean that currently

there are anywhere from one million to 2.8 million LGB seniors (age

Currently there are
anywhere from one
million to 2.8 million

65 and older) in the United States (Cahill, South, & Spade, 2000). LGB seniors (age 65 and
And by 2030, that estimate would grow to between two and six mil- older) in the United
lion LGB seniors. (This estimate is based on the Administration on States, and by 2030 that
Aging’s projection of an elder population of 69.4 million in 2030).8 estimate will grow to

Another source of data is voter exit polls. From 1990 to 2000, the
Voter News Service (VNS) asked about sexual orientation in voter
exit polls during national elections (Bailey, 2000).” From 1996 to
2000, the openly LGB vote emerged as a sizeable, discrete voting block of four to five
percent of the vote in national congressional and presidential elections (Ibid.).'° Exit
poll data demonstrate striking age differences: in 1996, 4.3% of voters over 40 said they
were gay, lesbian, or bisexual, versus 6.0% of voters under 40. In 1998 these figures fur-
ther diverged: 3.3% of older voters self-identified as gay, lesbian, or bisexual, while
6.4% of younger voters did (Ibid.). It is unclear whether this means that older voters
are less likely to consider themselves gay, lesbian, or bisexual, or that older voters are
less willing to “come out” to a stranger outside a polling place.

There are no national data available on transgender people in the US, so we are unable
to estimate a population range for transgender seniors (Goldberg, 1996; Cloud, 1998).
However, it is important to note that transgender people exhibit the full range of sex-
ual orientations, from homosexual to bisexual and heterosexual (Green, 2000).

CAREGIVING BY NONTRADITIONAL CAREGIVERS

Given the well-documented findings that, after one’s spouse, adult daughters are over-
whelmingly the primary caregivers to older adults (e.g., Horowitz, 1985; Neal et al.,
1997; Chappel, 1990), many researchers have turned their attention
to “nontraditional” caregivers, such as male friends and relatives, and
nonkin members of the social support system. In a large-scale study of
New York’s elderly, Cantor (1977) found that friends play a crucial
role in providing care, and in situations where there were no kin, or
no available kin, older people turned to friends and neighbors as their
source of informal support. Further, both genders are involved in such

between two and six
million LGB seniors.

There are no national data
available on transgender
people in the US, so we

are unable to estimate
a population range for

caregiving. Stoller (1990) reported that while women accounted for transgender seniors.

the majority of nonspousal caregivers to her elderly sample, approxi-

mately 41% of nonspousal caregivers were men. Male caregivers were less likely than
women to provide hands-on types of instrumental assistance, and there was evidence of
a shift to female caregivers over time as the care recipient’s health worsened and frailty
increased. Similarly, Neal and colleagues (1997) reported that there was no gender dif-
ference in the provision of seven of 13 caregiving tasks (i.e., personal and health care
types of assistance) among employed caregivers. However, female caregivers were more

10.

Available at http://agingstats.gov

In 1990 VNS started asking, if respondents were gay or lesbian. In 1992 VNS switched the wording of this question to “gay, les-
bian, or bisexual.” VNS does not ask about gender identity.

Openly gay, lesbian, and bisexual voters (Voter News Service does not ask about gender identity) were 5.0% of all voters in the

1996 congressional/presidential election, 4.2% in 1998, and 4.1% in 2000. This is equivalent in size to the Latino vote, and about
half the size of the African American vote. (Unpublished analysis of 2000 VNS data.)

1. LITERATURE REVIEW AND STUDY METHODOLOGY
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likely to provide transportation, shopping, housekeeping, meal preparation, and to
check on the older person by phone compared with men.

RACIAL DIVERSITY AND CAREGIVING

Researchers have also begun to expand the study of caregiving to ethnic minority popula-
tions (e.g., Chatters, Taylor, & Jackson, 1989; Cantor & Brennan, 2000; Delgado &
Tennstedt, 1997; Mui, 1992). For example, McCann and colleagues examined differences
between African American and white older caregivers, finding that older African
Americans were significantly more likely to be providing care, provided a greater number
of hours of care per week, and were more likely to provide assistance to friends compared
with their white counterparts (McCann et al., 2000).

CAREGIVING IN THE LGBT COMMUNITY

What, then, is the situation for older LGBT adults? The conventional wisdom holds
that many individuals in the current cohort of older LGBT individuals are estranged
from their families of origin because of the strains associated with revealing their sexu-
al orientation. If true, this would affect the availability of these individuals to provide
care to parents and other relatives. The literature on the social networks of older LGBT
persons is unfortunately as limited as that on caregiving in this com-
munity. However, studies that have been conducted suggest that

LGBT adults are not estranged from their families of origin. In a
study of social networks among older (i.e., 60 years or more) LGBT
adults, Grossman and colleagues reported that approximately one-
third of respondents reported siblings in their social support networks
and 40% noted the presence of other relatives. Only 4% listed a par-
ent as a source of support, which may be due in part to the age of the

sample (Grossman, D’Augelli, & Hershberger, 2000).

In terms of caregiving, what research exists demonstrates that LGBT

LGBT caregivers might
provide certain advantages
over heterosexual siblings
in that they may be more

available to provide help
and even move in with
the care recipient because
they are not involved in
traditional social roles.

older adults are involved in providing this type of assistance to mem-
bers of their family of origin. Kimmel (1995) suggested that LGBT
caregivers might provide certain advantages over heterosexual siblings in that they may
be more available to provide help and even move in with the care recipient because
they are not involved in traditional social roles (e.g., heterosexual marriage with chil-
dren). In a study of lesbian and gay adults of all ages, Fredriksen (1999) reported that
32% of respondents were providing caregiving assistance. In Fredriksen’s study, lesbians
were more likely to be caring for an older person or a child (i.e., kin), while gay men
were more likely to be caring for another working-age adult (i.e., nonkin). Overall, car-
ing for a member of the family of origin accounted for over one-quarter of caregiving
situations reported.

As noted by Barker (2002), many dependent older people receive help from nonrelat-
ed persons even when family is involved in caregiving. To counteract limited finan-
cial and familial resources, some people have developed nontraditional households
comprised of unrelated individuals. The presence of such “fictive kin” in the informal
support networks of African Americans has resulted from the resource limitations
noted by Barker (Cantor & Brennan, 2000). Furthermore, given that the presence of
similar others can bolster self-esteem among stigmatized populations such as homo-
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sexuals, one would expect that such fictive kin would also be evident in the social net-
works of LGBT adults, and indeed that is the case (Grossman et al., 2000). Grossman
and colleagues reported that close friends were the most frequently mentioned source
of social support among older LGBT adults (90%), followed next by their partners
(44%).

There have been extensive studies of caregiving to this family of
choice by LGBT adults, but the majority has focused on care for per-

Close friends were the

sons with HIV/AIDS (e.g., Pearlin, Aneshensel, & LeBlanc, 1997;  Most frequently mentioned

Turner, Pearlin, & Mullan, 1998). Although these studies have source of social SUPPOVt
described another type of caregiving experience, there is an inherent among older LGBT adults
danger in extrapolating this HIV/AIDS-specific experience of care- (90%), followed next by
giving to the global caregiving needs and experiences of the LGBT their partners (44%).

older adults. The issue of caregiving to partners and friends suffering
from illnesses other than HIV/AIDS by LGBT adults has remained largely unexplored.

Despite the growing interest in the LGBT population, relatively little is known about
the caregiving experiences of midlife and older LGBT people, both in terms of caring
for biological families (i.e., families of origin) and their partners and friends (i.e., fam-
ilies of choice) outside of the context of HIV/AIDS. This study was designed to exam-
ine the extent of caregiving provided to members of both the family of origin and fam-
ily of choice in the past five years, and to compare the caregiving experiences of LGBT
older adults in these different types of families.

BARRIERS TO UTILIZATION OF FORMAL COMMUNITY SERVICES

As care recipients become frailer and more dependent, the role of formal community
services becomes more important. Unfortunately, use of such services as adult home
care may pose particular difficulties for LGBT caregivers. Lack of recognition of same-
sex couples under most health care policies, Social Security, and the Family and
Medical Leave Act leaves LGBT families with fewer resources with which to access for-
mal care providers. Unlike surviving partners in legally married couples, for example,
same-sex partners’ beneficiaries must pay taxes on retirement savings

plans, and are not usually eligible for pensions that help support wid- Unlike surviving partners
ows and widowers (Cahill, Ellen, & Tobias, 2000). Such discrimina- in Iegally married couples,
tory policies likely lead informal caregivers to play an even greater same-sex partners'
role in the lives of LGBT seniors. beneficiaries must pay
Even for those who can afford formal care providers, fear of discrimi- taxes on retirement
nation may lead LGBT caregivers to avoid such services. A 1994 savings PIanS, and are not
study of New York State Area Agencies on Aging (AAA) found that usually eligible for
of 63 lesbians and 58 gay men surveyed, 72% were tentative about pensions that help support
using AAA services due to lack of trust and perceived lack of under- widows and widowers.

standing on the part of AAA personnel. Only 19% reported involve-
ment with a senior center (Lesbian and Gay Aging Issues Network of the American
Society on Aging [ASA], 1994).

Such fears of discrimination are well founded. The same study found that 46% of the
AAAs reported that openly gay men and women would not be welcome at the senior
centers in their areas (ASA, 1994). Homophobic attitudes in nursing homes have been
well documented (Cook-Daniels, 1997). As of May 2004, it is still legal to discriminate

1. LITERATURE REVIEW AND STUDY METHODOLOGY
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against gay, lesbian, and bisexual people in 36 states. Discrimination
against transgender people is legal in 46 states. Reports of bias are
common. One researcher describe a lesbian nursing home resident
whom staff members refused to bathe because they did not want to
touch her (Raphael, 1997). In another case, a home health care assis-
tant threatened to out an elderly gay male client if he reported her
negligent care (Cook-Daniels, 1997).

PREFERENCE FOR ASSISTANCE

Fears of discrimination
are well founded. As of
May 2004, it is still legal
to discriminate against
gay, lesbian and bisexual
people in 36 states.

The importance of informal care in the lives of older LGBT people is further under-
scored by looking at preferences for assistance in time of need. The hierarchical com-
pensatory theory of social support (Cantor, 1979) posits that, among older people, the
choice of whom to turn to at times of need is ordered according to the primacy of the
relationship of the helper to the elder, rather than by the nature of the task. When the
initial preferred group is absent, other groups act as replacements in a compensatory
manner. Thus, in the two large-scale previous studies of older New Yorkers (Cantor &
Brennan, 1993), kin were preferred as the primary source of support, regardless of the
kind of caregiving required. Only to the extent that family members
were not available did friends, neighbors and, as a last resort, formal

organizations become important in the provision of social support.
Furthermore, when the samples were divided between those with
functional biological kin and those without such kin, respondents
without functional family support tended to rely more frequently on
friends, neighbors and themselves.

Previous studies of gay men and lesbians have found that most have
several gay or lesbian friends who function as a chosen family and

Previous studies of gay men
and lesbians have found
that most have several
gay or lesbian friends
who function as a chosen
family and form important
components of their
social support networks.

form important components of their social support networks (Beeler,
Rawls, Herdt, & Cohler, 1999; Grossman, et. al., 2000). The impor-
tance of friends in the informal social networks of gay men, lesbians, and bisexuals was
further underscored in a study by Dorfman et. al. (1995) that compared the social net-
works of older heterosexual and homosexual adults. Although the levels of social sup-
port were different, heterosexual elders received most of their support from family
members, while gay men and lesbians received more support from friends.

STUDY SAMPLE AND METHODOLOGY

SAMPLE AND DATA COLLECTION PROCEDURES

The main purpose of this study was to obtain as broad a picture possible of the caregiv-
ing experiences, social support networks, and needs for assistance of older LGBT indi-
viduals in New York City. Because it was not possible to obtain a random sample of such
adults, several different approaches were utilized to obtain as valid a sample as possible.
From September 2000 through December 2001, participants were recruited from over
100 LGBT organizations in the New York City area. Groups that serve women and peo-
ple of color were specifically targeted in order to gather as diverse a sample population
as possible. Six methods were utilized to recruit study participants. The most important
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was flyers, which were mailed to LGBT organizations for distribution to their member-
ship. The flyers asked people interested in the study to contact the research team for a
survey. Some organizations had their members complete surveys at one of their regular
meetings. Advertisements were also placed in newspapers and through listservs of pro-
fessionals working with the target population. One-to-one contact with potential
respondents was made by tabling at various meetings and community events. Unlike
other demographic characteristics, sexual orientation can be difficult to assess because

it is often concealed. Employing a snowball sampling approach, the
researchers encouraged respondents to recruit friends unaffiliated
with any LGBT organizations in order to reach individuals who are
not as open about their sexual orientation.

Surveys were completed anonymously and returned to the researchers
in a postage-paid envelope included with the survey. Participants
were notified that by returning the completed survey, they were giv-
ing their consent to participate in the study.

Participants age 50 and older were sought, in part because people
often begin to provide care for their parents at that age. Other

Participants were recruit-
ed from over 100 LGBT
organizations in the New
York City area. Groups that
serve women and people
of color were specifically
targeted in order to gather
as diverse a sample
population as possible.

eligibility criteria included being lesbian, gay, bisexual, or trans-

gender, and a resident of New York City. Although 348 surveys were returned,
seven did not meet the age criterion, resulting in a net sample of 341. Because of
difficulties in obtaining a random and representative sample, the findings cannot
be generalized to all LGBT people, but do represent an important first step in
learning more about the social networks and caregiving experiences of this social
minority group in the aging population.

SURVEY INSTRUMENT

To better understand the issues involving LGBT caregivers, focus groups on caregiv-
ing practices and needs were held with several dozen LGBT people age 50 and older
in four of the five boroughs of New York City—Queens, Brooklyn, Manhattan, and
Staten Island. Based upon the issues raised in the focus groups, and the existing body
of knowledge on informal caregiving and research on older New Yorkers (Cantor,

1993; Cantor & Brennan, 1993; Cantor & Brennan, 2000), a survey

instrument was developed and pre-tested. This questionnaire was 18 Researchers encouraged

respondents to recruit
friends unaffiliated with
any LGBT organizations in
order to reach individuals
who are not as open about
their sexual orientation.

pages in length and consisted of the following four sections:

1. Section One requested demographic information about the
respondent, including age, employment status, living arrange-
ment, level of education, and measures of health status and life
satisfaction.

2. Section Two was completed by respondents who were providing
care to a family of origin member or had done so in the past five
years. It contained questions about the person being cared for, including their place
of residence, sexual orientation, and the nature of their care needs. It also asked
about the caregiver’s experience, including the type of assistance the respondent
provided, the amount of time he or she spent caregiving, the extent to which other
family members were involved and the level of the respondent’s responsibility, the
kinds of difficulties he or she encountered, and the reasons why the respondent had
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assumed caregiving responsibilities. It also included measures of the stress and
strain experienced by the caregiver. The section concluded with questions on the
use of community-based services, including those offered by the LGBT communi-

ty.

Section Three was completed only by those respondents who were caring for a mem-
ber of their family of choice, or had done so within the past five years. It contained
a set of questions identical to those in Section Two, but focused on a member of the
respondent’s family of choice, providing for a comparison with the data from the
previous section.

Section Four was completed by all respondents, and solicited information about
their social networks. It included several self-diagnostic indicators of well-being,
and also assessed the degree to which respondents had disclosed their sexual orien-
tation to various social groups, and the level of support they had from family and
friends regarding their sexual orientation. It also asked about how they wanted
LGBT community organizations to help older members in need of assistance. The
final set of questions targeted sensitive demographic information, like race and
income, which are more likely to be completed after respondents have had a
chance to become comfortable with the questionnaire.
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2. Sample
Characteristics

SOCIODEMOGRAPHIC CHARACTERISTICS

The sample for the study consisted of 223 males, 103 females, 4 transgender individu-

als, and 1 person who did not indicate gender (see Table 2.1). Three-quarters were non-
Hispanic white, 12% were Hispanic, and 10% were African American. Asian/Pacific
Islanders and American Indians/Alaska Natives each made up less

than 1% of the sample group. Two percent of respondents did not fall Forty percent of
into any of these categories. respondents were in a
Sixty-two percent of respondents lived alone; 30% lived with a committed relationship,
partner or significant other, and the remaining 8% lived with although not all of these
family or friends. Forty percent indicated they were in a commit- lived with their partners.

ted relationship, although not all of these lived with their part-

ners. In general, participants were highly educated, and the majority were still
working, mainly in professional, white-collar occupations (see Table 2.2).
Reported income varied: one-third reported annual incomes ranging from $25,000
to $50,000; one-third earned $50,000 to $100,000; and 11% had incomes over
$100,000 (see Table 2.2a). However, a small but substantial group of respondents
(20%) reported incomes of less than $25,000 per year. The vast majority (78%)
indicated they had “enough money with a little extra,” or that money was not a
problem. Given the high proportion of respondents in their fifties (46%), self-
reported health status was surprisingly low: only 44% rated their health as excel-
lent or good, with 45% indicating their health was only fair. Eleven percent said
their health was poor or very poor (see Table 2.1).

Efforts to increase the representation of people of color in the sample above 25%
were not successful, and it was impossible to make statistically significant compar-
isons between their survey answers and those of people who identified as “white.”
Differences in the responses of male and female survey participants were analyzed
and are noted throughout.
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2.1: Sociodemographic Characteristics of
Respondents (Percent)

Age Total Women Men
50 to 59 46 52 43
60 to 69 35 30 37
70 + 19 18 20
Race/Ethnicity*

White 75 66 80
Black 10 10 9
Hispanic/Latino 12 20 9
Asian/Native American/Other 3 4 2
Relationship Status**

Single 52 46 54
Partnered 40 51 36
Divorced/separated 7 4 9
Widowed 1 0 1
Living Arrangement*

Alone 62 52 66
With partner 30 41 25
With others 8 7 9
Self-rated Health

Excellent, good 44 38 46
Fair 45 52 42

Poor 11 10 11
Very poor 1 0 1

Note: Apparent disparities between row totals and the number of
individuals in the male and female categories are accounted for by
the inclusion of data from the four transgender persons who are
not included in the male or female analyses.

Age N=341, Race/Ethnicity N=335, Relationship Status N=337,
Living Arrangement N=334, Self-rated Health N=338

*p < .05, **p < .01 (Chi-Square Tests of Significance; For a defini-
tion of statistical significance see Appendix)

2.2: Sociodemographic Characteristics of
Respondents (Percent)

Education* Total Women Men
Less than high school 7 10 5
High school graduate 7 13 5
Some college 15 12 16
College graduate 22 14 25
Graduate/professional degree 50 52 49
Employment

Working full-time 37 41 35
Working part-time 8 11 6
Self-employed 10 10 10
Self-employed full-time 1 1 0
Self-employed part-time 2 3 1
Homemaker 0 0 0
Retired 37 28 40
Unemployed 3 2 4
Other 3 5 3
Type of Work

Executives/professionals 17 18 17
Administrators 38 46 35
Small business owners 2 3 1
Clerical and sales workers 21 14 24
Skilled workers 17 13 18
Semi-skilled/operatives 4 6 4
Unskilled workers/domestics 1 1 0
Other 1 0 1

Note: N indicates the total number of individuals who answered
each question.

Education N=340, Employment N=336, Type of Work N=331

*p < .05 (Chi-Square Tests of Significance; For a definition of sta-
tistical significance see Appendix)

COMPONENTS OF INFORMAL SOCIAL SUPPORT NETWORKS

Respondents had relatively extensive informal social networks, with virtually all reporting

one or more friends or relatives in their network (see Tables 2.3 & 2.3a). Contradicting
the belief that LGBT adults are estranged from their biological families, 40% reported a
parent in their informal networks, three-quarters were in frequent contact with one or

more siblings, and 70% had at least one other relative to whom they felt close. The vast

majority of those with a living parent reported being in contact with them at least week-

ly. In addition, 20% reported having one or more children, and 8% were grandparents.

The level of interaction and closeness among family members was highest between
parents and children. Although somewhat lower among siblings, over half of the

20

Caregiving



respondents said they were very or somewhat close to one or more

Although there was
substantial interaction
between LGBT persons
and members of their
biological families, it was
quency of contact and degree of closeness was decidedly highest partners and friends who

between friends. There were few significant gender-based differ- form.ed the bedrock of the
ences in social support and interactions. social support networks.

brother or sister. Although there was substantial interaction
between LGBT persons and members of their biological families, it
was partners and friends who formed the bedrock of the social sup-
port networks. Forty percent of respondents were partnered, but
over 90% had an average of six friends in their networks. The fre-

2.2a: Sociodemographic Characteristics of
Respondents (Percent)

Income Level* Total Women Men

<$10,000 5 0 7

$10,000-$25,000 16 19 15

$25 001-$50,000 35 33 36 2.3: The Extent and Number of Social
$50,001-$100,000 32 39 59 Network Components of Study Respondents
$100,001-$150,000 8 8 7 (Percent)

$150,000 + 4 1 5 Have Component (y) Total Women Men
Income Adequacy Partner 40 51 36
Can't make ends meet 2 2 1 Parent 32 35 32
Just manage to get by 21 21 20 Child™** 20 30 15
Have enough with a little extra 43 42 44 Grandchild 7 11 5
Money is not a problem 35 36 35 Sibling s 73 75
Note: N indicates the total number of individuals who answered Other Relative 90 89 91
each question. Friend 93 93 93
Income Level N=320, Income Adequacy N=337 Note: (y) indicates that percentages listed represent those individ-
*p < .05 (Chi-Square Tests of Significance; For a definition of sta- uals who answered “yes” to the question. N indicates the total
tistical significance see Appendix) number of individuals who answered each question. When the N

is followed by (y), this indicates the total number of individuals
who answered “yes” to that question.

Partner N(y)=135, Parent N(y)=110, Child N(y)=66, Grandchild
N(y)=23, Sibling N(y)=250, Other Relative N(y)=300, Friend

2.3a: The Average Number of Social Network N(y)=311
Components of Study Respondents (Percent) “'p < .01 (ANOVA and Chi-Square Tests of Significance; For a defi-
nition of statistical significance see Appendix)

Total Women Men

Components M  SD M SD M SD

Parent 1.3 05 1.3 05 1.2 04

Child* 20 1.2 1.9 1.0 22 13

Grandchild** 3.0 1.6 39 14 22 14

Sibling 21 1.6 1.3 0.5 20 15

Relative 3.0 27 27 23 32 29

Friend 59 52 65 6.2 57 4.7

M=Mean, SD=Standard Deviation (For a definition of mean and
standard deviation see Appendix)

*p < .05, ™*p < .01 (ANOVA and Chi-Square Tests of Significance;
For a definition of statistical significance see Appendix)
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2.4: Contact and Closeness with Parents
(Percent)

Face-To-Face Contact Total Women Men
Daily 6 8 4
Weekly 13 3 18
Monthly 14 22 10
Several times per year 36 42 34
Once a year or less 32 25 34
Telephone Contact

Daily 19 19 19
Weekly 50 44 53
Monthly 15 17 14
Several times per year 9 6 11
Once a year or less 7 14 3
Degree of Closeness

Very close 51 44 54
Somewhat close 32 28 35
Not too close 10 14 8
Not close at all 7 14 3

Note: N indicates the total number of individuals who answered
each question.

Face-To-Face Contact N=110, Telephone Contact N=110, Degree
of Closeness N=109

2.5: Contact and Closeness with Children

(Percent)

Face-To-Face Contact Total Women Men
Daily 9 13 6
Weekly 25 26 22
Monthly 17 19 16
Several times per year 37 36 41
Once a year or less 12 7 16
Telephone Contact

Daily 13 21 6
Weekly 50 52 49
Monthly 17 14 21
Several times per year 8 7 9
Once a year or less 1M 7 12
Degree of Closeness

Very close 64 65 65
Somewhat close 20 23 19
Not too close 5 7 3
Not close at all 11 7 13

Note: N indicates the total number of individuals who answered
each question.

Face-To-Face Contact N=65, Telephone Contact N=63, Degree of
Closeness N=64

2.6: Contact and Closeness with
Grandchildren (Percent)

Face-To-Face Contact Total Women Men
Daily 4 9 0
Weekly 26 36 9
Monthly 4 0 9
Several times per year 44 36 55
Once a year or less 22 9 36
Telephone Contact*

Daily 5 9 0
Weekly 19 36 0
Monthly 19 27 10
Several times per year 48 27 70
Once a year or less 10 0 20
Degree of Closeness

Very close 44 46 36
Somewhat close 39 46 36
Not too close 9 9 9
Not close at all 9 0 18

Note: N indicates the total number of individuals who answered
each question.

Face-To-Face Contact N=23, Telephone Contact N=21, Degree of
Closeness N=23

*p < .05 (Chi-Square Tests of Significance; For a definition of sta-
tistical significance see Appendix)
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Women were more likely to report having partners, children, and grandchildren in
their social networks. There were no significant gender differences in terms of closeness
to network members, but women were more likely to maintain face-to-face contact
with siblings compared with men (see Tables 2.4-2.7).

AVAILABILITY AND ADEQUACY OF SOCIAL SUPPORT

Respondents were asked about the availability and adequacy of help with the tasks of
day-to-day living (instrumental support), and if they had someone to talk to and with
whom to share confidences (emotional support). Sixty-four percent reported that they
had all the instrumental support they needed, although another 19% felt they could
have used a little more. However, the responses about emotional support disclosed a
much greater level of deprivation. Over one-third reported inadequate emotional sup-
port, suggesting a need for more opportunities for closeness with social network mem-

bers (see Table 2.8).

2.7: Contact and Closeness with Siblings 2.8: Availability and Adequacy of Social
(Percent) Support (Percent)
Face-To-Face Contact**  Total Women Men Availability of
Daily 4 ) 2 Instrumental Support Total Women Men
Weekly 7 14 4 Most of the time 44 49 42
Monthly 11 12 11 Some of the time 24 26 24
Several times per year 37 42 35 Only occasionally 22 17 24
Once a year or less 42 24 49 Not at all 10 8 10
Telephone Contact Adequacy of
Daily 3 7 5 Instrumental Support
Weekly >7 32 >a | got all | needed 64 60 67
Monthly >3 >a 59 A little more 19 20 19
Several times per year 28 20 32 Solme more 13 17 12
Once a year or less 14 15 13 A lot more 3 3 2
Availability of
Degree of Closeness :
I Emotional Support
Very ¢ Ohse ' 30 33 28 Most of the time 55 61 53
Somew alt cose 30 29 30 Some of the time 25 23 26
Not tloo cose m 26 21 29 Only occasionally 14 10 15
Notco.se.ata 1.5. . 18 13 Not at all 5 5 5
Note: N indicates the total number of individuals who answered
each question. Adeq.uacy of
Face-To-Face Contact N=249, Telephone Contact N=248, Degree Emotional Support
of Closeness N=247 | got all | needed 40 43 40
*'*p.< .01' (th—Square Tests of S'ignificance; For a definition of sta- A little more 24 24 25
tistical significance see Appendix)
Some more 23 22 23
A lot more 12 10 12

Note: N indicates the total number of individuals who answered
each question.

Availability of Instrumental Support N=331, Adequacy of
Instrumental Support N=317, Availability of Emotional Support
N=333, Adequacy of Emotional Support N=327
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EXTENT OF CAREGIVING

Nearly half of the respondents were currently providing care, or had been caregivers in
the past five years, to members of their biological families (families of origin) or to
same-sex partners or friends (families of choice). At the time of the interview, slightly
more than one-third of those providing care to a member of their family of origin were
still involved in caregiving. Among respondents caring for a member of their family of
choice, slightly less than one-third were still providing that care. In both groups, care-
giving usually continued until the death of the person being cared for, or, in the case of
older parents, until their institutionalization.
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3. Caregivin
for Fa%ilygf

Origin Members

Of the 341 respondents in the study, nearly one-quarter indicated that they were
involved in the care of a family of origin member, or had been at some time during the
past five years. Of this group, 39% were still caring for a member of their family of ori-
gin at the time of the survey, and another 61% had been involved in caregiving with-
in the previous five years (see Tables 3.1 and 3.1a). Caregiving episodes were protract-
ed in many cases: the average number of years of care provision was 8.4. The main rea-
sons given for no longer being involved in caregiving was the death or institutionaliza-
tion of the care recipient (89%). Only a small percentage indicated that someone else
was providing care or that the person no longer needed care. No one indicated that
they had stopped providing care because it had become too difficult to do so.

CHARACTERISTICS OF CARE RECIPIENTS

As is typical in studies of caregiving for older people, the largest proportion of fam-
ily of origin care recipients were parents (84%); in keeping with statistics on the
greater longevity of women, 63% were mothers and 21% were

fathers (see Tables 3.2-3.2b). Respondents also provided care for The vast majority of
other family of origin members: 4% for children, 7% for siblings, family of origin care
and 5% for other relatives. recipients were
Opverall, 70% of family of origin care recipients were women and heterosexual (95%).

30% were men. Most were elderly: their average age at the onset

of the caregiving episode was 74. The vast majority of family of origin care recipi-
ents were heterosexual (95%). However, a small proportion of care recipients (3%)
were LGBT, and another three percent (3%) of responses indicated that the recipi-
ent’s sexual orientation was unknown.
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3.1: Caregiving Experience with Family of
Origin Members in Past Five Years (Percent)

Total Women Men
Provided Care in the
Past Five Years (y)? 22 36 16
Currently Providing Care (y) 39 41 35
Reason Caregiving Had Ended
Death or institutionalized 89 91 88
Person no longer needed care 4 0 8
Someone else
responsible for care 7 9 4
Caregiving became
too difficult 0 0 0
Other reason 2 0 4

Note: (y) indicates that percentages listed represent those individ-
uals who answered “yes” to the question. N indicates the total
number of individuals who answered each question. When the N
is followed by (y), this indicates the total number of individuals
who answered “yes” to that question.

Family of origin caregivers N=75; women N=37; men N=37. Some
totals do not equal 100% due to multiple response categories and
the exclusion of transgender individuals from gender comparisons
because of the small number of them in the study (N=4).

2: Proportions based on total sample (N=341), and total women
(N=103) and men (N=233).

Provided Care in the Past Five Years N(y)=75, Currently Providing
Care N(y)=29, Reason Caregiving Had Ended N=47

3.1a: Caregiving Experience with Family of
Origin Members in Past Five Years (Percent)

Length of Episode Among Current Caregivers (Years)

Total Women Men
M SD M SD M SD
8.4 10 9.8 11.9 68 7.7

Note: N indicates the total number of individuals who answered
each question.

Current Caregivers N=29

M=Mean, SD=Standard Deviation (For a definition of mean and
standard deviation see Appendix)

Table 3.2: Characteristics of Family of Origin
Care Recipients (Percent)

Relationship to Caregiver Total Women Men
Mother 63 62 62
Father 21 19 24
Son 4 5 3
Sister 3 3 3
Brother 4 3 5
Aunt 1 3 0
Female relative (unspecified) 1 3 0
Other relative (unspecified) 3 3 3

Gender of Care Recipient

Male 30 28 32

Female 70 72 68

Sexual Orientation of
Care Recipient*

Lesbian or gay 3 3 3
Heterosexual 95 92 97
Bisexual 0 0 0
Transgender 0 0 0
Do not know 3 5 0

Note: N indicates the total number of individuals who answered
each question.

Relationship to Caregiver N=75, Gender of Care Recipient N=74,
Sexual Orientation of Care Recipient N=74

*p < .05 (ANOVA and Chi-Square Tests of Significance; For a defi-
nition of statistical significance see Appendix)

LIVING ARRANGEMENTS

In many situations reported in the literature on caregiving, the person receiving care

and the caregiver live together. This household arrangement reflects the important role

spouses play in caregiving, but is also found among children who move in with an elder-

ly parent, or, more commonly, invite a parent to move in with them. However, families

are increasingly providing care for an elderly member who desires to continue to live in
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his or her own home and maintain a large measure of independence. This trend was
reflected in this survey. Only 27% of the family of origin care recipients lived in the
same residence as their LGBT caregivers. Of the remainder, 30% were currently living
alone and another 49% had lived alone but moved in with the caregiving recipient dur-
ing the course of the caregiving episode. Of these later older persons 24% moved in
with other family members, 16% with a nonrelated person, and 35% were in institu-
tions or other long term care facilities.

Thus family of origin care recipients not living with caregivers either lived alone
(35%), in nursing homes or other institutions (25%), or with other family members
(24%). An additional group (16%) lived with people to whom they were not related
(see Table 3.2a). These statistics are striking. A substantial number of care recipients
still lived alone, or had lived by themselves at one time during the caregiving episode.
And a large number who transitioned from living alone to living with other family
members did not move in with their caregiver. One key difference between the family
of origin caregivers in this sample and many other samples of caregivers is that rela-
tively few of those providing care lived with those receiving care (Neal et al., 1997).
Such living arrangements do not imply that the caregivers in this study were not close
to their care recipients, or that they were not deeply involved in caregiving. But they
do have implications for the types of care being provided, as well as the amount of time
spent providing care.

3.2a: Characteristics of Family of Origin Care

Table 3.2b: Characteristics of Family of

Recipients (Percent) Origin Care Recipients

Recipient Living Age of Care Recipient at Start of Episode (Years)

with Caregiver Total Women Men Total Women Men
Yes 27 35 17 M SD M SD M SD
No 73 65 83 739 179 73.0 184 747 17.6

If no, currently living with:

standard deviation see Appendix)

Partner/significant other 2 0 4
Husband 2 5 0
Mother 2 5 0
Sister 4 9 0
Neighbor 2 0 4
Other nonrelative 4 5 4
Alone 35 18 50
Alone, then with other family 14 18 7
Alone, then with other nonkin 10 5 14
Alone, then institutionalized 26 36 18

Note: N indicates the total number of individuals who answered
each question.

Recipient Living with Caregiver N=74

M=Mean, SD=Standard Deviation (For a definition of mean and
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REASONS FOR REQUIRING CARE

Respondents were presented with a list of common reasons that people require care.
They were asked to indicate all of those applicable to the family of origin care recipi-
ent for whom they were responsible (see Table 3.3). The two main causes that emerged
were physical illness (50%) and frailty due to age (42%). Nineteen percent of respon-
dents reported that their care recipients required care due to disabilities like vision loss
or stroke. Thirty-five percent mentioned Alzheimer’s disease or dementia as a major
reason for providing care, while 10% indicated their care recipients suffered from men-
tal illness. A smaller group (11%) were providing care in response to a specific acci-
dent. These responses were very much in line with the principal reasons older people
generally require care. Eighty-one percent of those being cared for were hospitalized
during the course of the caregiving episode, a further indication of the level of frailty
and disability of the care recipients.

3.3: Reasons Family of Origin Members
Needed Care (Percent)

Reasons Recipient

Needed Care Total Women Men
HIV/AIDS 1 0 3
Physical illness 50 49 53
Disability 19 27 11
Mental illness 10 16 3
Alzheimer's disease/dementia 35 35 36
Frailty due to old age 42 38 44
Accident 11 11 11
Other reason 10 5 14
Care recipient was

hospitalized (y) 81 85 79

Note: (y) indicates that percentages listed represent those individ-
uals who answered “yes” to the question.

TYPES OF ASSISTANCE

In order to determine what kind of caregiving survey respondents provided, and with
what frequency, they were presented with a list of 15 types of assistance commonly pro-
vided by caregivers, and asked to rate their level of participation in each. Although the
majority of the respondents did not live with the care recipient, the level of involve-
ment was extremely high. The types of assistance provided can be grouped into the fol-
lowing five categories (see Tables 3.4-3.4c):

®  Emotional support. Between 84% and 90% of the family of origin caregivers indi-
cated they always provided emotional support, including visiting and telephoning,
and very few respondents said they did not provide such help at all. As is the case
for most caregivers, LGBT caregivers play a crucial role in providing emotional sup-
port and companionship to family members for whom they provide care.
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®  Advice and decision-making. After emotional support, providing advice and assis-
tance in making decisions, whether financial or with respect to medical care, is the
most frequently mentioned form of assistance. Seventy-seven percent of respon-
dents always provided such assistance, and another 15% sometimes gave decision-
making advice; only 6% were not involved in decision-making at all.

e Acting as a liaison with other family members. Another important role assumed by the
family of origin caregivers was keeping in touch with other family members regard-
ing such things as prognosis, level of morbidity, and the level of morale of the care
recipient. Seventy-two percent of the respondents said they always played this role,
and another 27% indicated that they were sometimes or occasionally involved in
this way. Only 10% acted as liaisons with other family members only occasionally,
and nearly no one indicated that they did not perform this function at all.

e Cuase management. Insuring that the care recipient is getting help from medical and
social service professionals, as well as dealing with those professionals, are tasks that
often fall to a caregiver. Sixty-nine percent of family of origin caregivers indicated
that they always or often dealt with medical providers, and 63% had been involved
in making arrangements for medical care, relatively large numbers that make sense
given the relatively high educational level of this sample and their likely ability to
deal with bureaucracies in their own lives. In their capacity as case managers, 60%
were always involved in money management for the care recipient, although only

3.4: Types of Assistance and Level of 3.4a: Types of Assistance and Level of
Involvement in Caregiving to Family of Involvement in Caregiving to Family of
Origin Members (Percent) Origin Members (Percent)

Personal Care Household Management Total Women Men
and Mobility Total Women Men Shopping/laundry

Personal care Not provided 20 24 17
Not provided 38 28 47 Only occasionally 20 16 22
Only occasionally 29 36 22 Sometimes 16 14 19
Sometimes 11 6 17 Always or often 43 46 42
Always or often 22 31 14 Cooking

Mobility Not provided 34 32 33
Not provided 15 16 14 Only occasionally 19 8 31
Only occasionally 29 24 31 Sometimes 20 24 17
Sometimes 23 22 26 Always or often 27 35 19
Always or often 33 38 29 Cleaning house

Transportation Not provided 37 35 39
Not provided 17 19 16 Only occasionally 14 19 8
Only occasionally 19 19 16 Sometimes 14 5 22
Sometimes 25 25 26 Always or often 37 41 31
Always or often 39 38 42 Note: N indicates the total number of individuals who answered
Note: N indicates the total number of individuals who answered each question.

each question. Shopping/laundry N=74, Cooking N=74, Cleaning house N=74

Personal care N=73, Mobility N=73, Transportation N=64
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3.4b: Types of Assistance and Level of
Involvement in Caregiving to Family of
Origin Members (Percent)

Case Management

Assistance Total Women Men
Assist with health care providers

Not provided 1 3 0
Only occasionally 12 5 19
Sometimes 18 11 22
Always or often 69 81 58
Arrange for medical care

Not provided 10 3 15
Only occasionally 10 5 15
Sometimes 17 19 15
Always or often 63 73 55
Contact family and friends

Not provided 1 0 3
Only occasionally 10 8 9
Sometimes 17 16 18
Always or often 72 76 70
Medical Care

Provide medical care

Not provided 59 51 66
Only occasionally 22 29 16
Sometimes 9 6 13
Always or often 10 14 6
Received training for

medical/personal care (y) 25 25 24
Who trained medical/personal care?
Partner/significant other 0 0 0
Physician/specialist 8 0 25
Nurse 67 75 50
Home health aid 25 25 25

Note: (y) indicates that percentages listed represent those individ-
uals who answered “yes” to the question. N indicates the total
number of individuals who answered each question. When the N
is followed by (y), this indicates the total number of individuals
who answered “yes” to that question.

Assist with health care providers N=74, Arrange for medical care
N=71, Contact family and friends N=71, Provide medical care
N=68, Received training for medical/personal care N(y)=12, Who
trained medical/personal care? N=12

3.4c: Types of Assistance and Level of
Involvement in Caregiving to Family of
Origin Members (Percent)

Emotional Support

and Advice Total Women Men
Emotional support

Not provided 1 3 0
Only occasionally 1 3 0
Sometimes 13 8 16
Always or often 84 87 84
Visiting or telephoning

Not provided 1 3 0
Only occasionally 0 0 0
Sometimes 8 12 5
Always or often 90 85 95
Advice or decision making

Not provided 4 5 3
Only occasionally 4 0 8
Sometimes 15 8 19
Always or often 77 87 69

Financial Help and Management

Financial help

Not provided 31 28 34
Only occasionally 10 6 14
Sometimes 19 17 20
Always or often 40 50 31
Managing money

Not provided 18 14 22
Only occasionally 11 11 11
Sometimes 11 14 6
Always or often 60 60 61

Note: N indicates the total number of individuals who answered

each question.

Emotional support N=75, Visiting or telephoning N=72, Advice or
decision making N=74, Financial help N=72, Managing money N=72
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40% always provided financial assistance. Another 20% were sometimes involved
in providing financial help, but 40% did not provide, or only occasionally provid-
ed, monetary assistance.

®  Household management and hands-on assistance. The final group of items in the list
involved hands-on assistance, including meal preparation, housework, personal
care, and assistance with transportation. Respondents were significantly less
involved in these ways. The proportion either always or sometimes performing such
tasks ranged from a low of 19% (assistance with medical care) to a high of 64%
(providing transportation). The tasks most frequently performed were shopping
and laundry, followed by housework and preparing meals. But the number of
respondents performing each task always, often, or sometimes was not high—usu-
ally less than half of the sample.

The lower proportion of respondents involved in personal care and housekeeping is not
surprising, since most caregivers did not live with those family of origin members for
whom they provided care. These caregivers were, however, clearly involved in making
sure that the care recipient received the appropriate level of care, and they played an
important role in insuring that the appropriate care was provided.

There were few significant differences in the proportion of men and women undertak-
ing the variety of tasks discussed above. However, there are three trends worth noting.
Women indicated that they prepared meals, provided personal care, and dealt with
nurses or other health care providers at higher levels than those reported by male care-
givers. This trend is borne out by other caregiving studies, and is in keeping with rather
traditional ideas about caregiving gender roles.

MOST IMPORTANT TYPE OF ASSISTANCE

Survey respondents were asked what kinds of assistance they provided (see Tables

3.4-3.4c) Among LGBT elders caring for members of their family of origin, providing

emotional support and insuring that their family members received

the care they n‘eed were of paramou.nt 1mportance., and encompassed Among LGBT elders
a large proportion of the care provided. A plurality (40%) felt that

. . o ‘ caring for members of
providing emotional support and companionship was the most impor-

their family of origin,
providing emotional
support and insuring

tant way in which they helped. Thirty-nine percent of the family of
origin caregivers listed case management as most important. A small-
er proportion of caregivers believed that household or personal care
assistance was the most important way they helped, in line with the that their family
lower number of respondents providing such assistance at all. members received the
care they need were of

Given that most family of origin caregivers did not live with the care .
paramount importance.

recipient, it is not surprising that others cleaned and provided per-
sonal assistance with greater frequency. Although there was no differ-
ence between men and women in their appraisal of the ways in which they provided
help, women were more likely to participate in caregiving tasks involving traditional
female roles than men.
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CAREGIVER TRAINING

Providing personal and medical care for frail and disabled elderly people can require a high
level of skill and expertise. As previously noted, the provision of such care was not com-
mon among caregivers for family of origin members. Among those providing such care,
only 26% indicated receiving any training for medical or personal care tasks (see Table
3.4b). Such training was overwhelmingly provided by visiting nurses (68%) or home
health care aides (25%). Only 8% involved in providing such training were physicians.

CAREGIVER STRESS

The literature on caregiving is replete with evidence that providing care on a regular
basis can both induce stress and feelings of burden, and can interfere with other aspects
of the caregiver’s life. Accordingly, this survey contained questions designed to shed
light on how caregiving affected the LGBT respondents in the study.

TIME SPENT PROVIDING CARE

The amount of time spent providing care is clearly a key factor in the stress and burden
experienced by caregivers. Respondents indicated that they spent considerable time
caregiving, underscoring the degree of responsibility and involvement in caring for
their family of origin members (see Tables 3.5 and 3.5a). Almost half of all family of
origin caregivers were involved in caregiving on a daily basis, while nearly another
quarter of respondents were involved several times a week. Thus, almost three quarters
of family of origin caregivers were involved in providing care at least once per week.
Another 25% indicated that they were involved several times per month, and a small
minority (4%) were involved only once per month or less.

Not only were the vast majority of family of origin caregivers frequently involved in
caregiving, but also the typical number of hours per week spent on caregiving was con-
siderable. Ranging from 1 to 168 hours, family of origin caregivers provided an average
of 29 hours of care weekly. There were no significant differences between men and
women with regard to the amount of time spent caregiving.

HELP FROM OTHERS

The amount of help a caregiver receives from family and community-based providers is
generally related to the level of stress that comes with caregiving, and persons receiv-
ing little or no help are most at risk for stress-related problems. Among the family of
origin caregivers, 77% received assistance from others, while 23% received no help (see
Table 3.5). Respondents were asked about who else helped to provide care on a regular
basis. The responses ranged from relatives, neighbors, friends, and partners, to nurses,
home health care aides, and community-based organizations that are part of the formal
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3.5: Frequency of Caregiving and Contextual 3.5a: Frequency of Caregiving and Contextual

Issues for Family of Origin Members (Percent) Issues for Family of Origin Members

Frequency of Number of Caregiving Hours Per Week

Care Provision Total Women Men Total Women Men

Every day 47 58 34 M SD M SD M SD

Several times per week 24 17 31 290 352 343 374 236 326
X M=Mean, SD=Standard Deviation (For a definition of mean and

Several times per month 25 19 31 standard deviation see Appendix)

Once a month or less 4 6 3

Someone Else Helped
with Caregiving (y) 77 73 81

Level of Care Involvement

Respondent was sole provider 37 40 35
Respondent provided most care 30 26 32
Respondent shared caring equally 23 23 24
Respondent did less than others 10 11 8
Difficulty with

Family/Friends (y) 33 40 27

Different Family Expectations of Caregiver
Due to Sexual Orientation

They expect more 34 34 35
They expect less 4 3 6
Makes no difference 61 63 59

Note: (y) indicates that percentages listed represent those individ-
uals who answered “yes” to the question. N indicates the total
number of individuals who answered each question. When the N
is followed by (y), this indicates the total number of individuals
who answered “yes” to that question.

Frequency of Care Provision N=72, Someone Else Helped with
Caregiving N(y)=58, Level of Care Involvement N=73, Difficulty
with Family/Friends N(y)=24, Different Family Expectations of
Caregiver Due to Sexual Orientation N=70

health care service system. The majority of persons who regularly provided additional
help were siblings, parents, and other relatives. A sizable group was identified as friends,
neighbors, other unrelated people, and partners, suggesting that the family of origin
caregivers received support and assistance from other members of their social networks.
Only a small group received regular assistance from visiting nurses or home health care
aides, underscoring the importance of the informal caregiving system in providing assis-
tance to frail, elderly people.

Having sole responsibility for caregiving can be a serious source of stress for caregivers.
Over one-third of family of origin caregivers (37%) indicated that they were the sole
person providing care, while another 30% said they were providing most of the care.
Thus, over two-thirds were the primary caregiver—a further indication of the risk for
stress to which these caregivers were exposed. Another 23% were sharing the care
equally with others. Only 10% indicated that they did less than others, which may be
an indication of situations in which formal, long-term care agencies were involved in
providing assistance.
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RELATIONSHIPS WITH OTHERS

Another potential source of stress for caregivers is found in their relationships with
other family members, and with medical and social service providers. A caregiver’s
stress level can be exacerbated if such relationships are strained, or if the caregiver is
not accepted as the person responsible for managing care.

Respondents were therefore asked a series of questions about their A si gniﬁcant minority
relationships with family members and health care providers aimed at (34%) indicated that
eliciting the extent and nature of such conflicts where they existed. their families expected
Respondents were also asked if their own sexual orientation was a fac- more of them because
tor in such conflicts. they were LGBT.

A significant minority of family of origin caregivers (33%) reported

experiencing difficulties with some of the care recipient’s friends or relatives (see Table
3.5). When asked with whom, siblings were mentioned most frequently, followed by
friends and other people to whom the care receiver was not related. In one case, a care
recipient’s partner was specifically mentioned, although it is likely that other friends
and unrelated people may have been the partners of caregivers as well. In only one case
was another relative (an aunt) listed as the person with whom the caregiver experi-
enced conflict.

Having difficulties with siblings over caregiving responsibilities is not uncommon in
families involved in the care of a frail or elderly person. But it was possible that in the
case of LGBT caregivers, sexual orientation might become an additional source of fric-
tion. In focus groups held prior to the study, some participants suggested that because
many LGBT people are childless and therefore have fewer explicit family responsibili-
ties, more is expected of them when it comes to caregiving than of their heterosexual
siblings. Sixty-one percent of family of origin caregivers felt their sexual orientation
had no bearing on expectations of their caregiving responsibilities. A significant minor-
ity (34%), however, indicated that their families expected more of them because they
were LGBT, while 4% felt that less was expected of them because they were LGBT.

LEGAL ISSUES

Caregivers sometimes face problems with the formal health and social services systems
because they do not have legal authority to make important medical or financial deci-
sions. The respondents caring for members of their family of origin overwhelmingly
indicated that there was someone with legal authority to make medical decisions
involving care (81%). Of these, 57% said it was they who had that authority. Another
15% said they shared responsibility with another person, and just over a quarter (28%)
said that someone else was responsible (see Table 3.6). If someone else had legal author-
ity in health matters, that other person was almost always another family of origin
member, usually a sibling (68%) or the spouse of the care recipient (16%). In three
cases, an unrelated person was the designated person; and in one case a physician had
legal authority to make them.

Given the amount of time and effort being spent by the family of origin caregivers, and
the fact that many carried the majority of caregiving responsibilities, it was heartening
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3.6: Medical Authority and Legal Issues for
Family of Origin Members (Percent)

Total Women Men
Someone Had Authority
for Medical Decisions (y) 81 78 83
Who Had Medical Authority?
Respondent 57 59 57
Someone else 28 28 30
Shared with family 15 14 13
Someone Had Authority
for Legal Decisions (y) 74 64 83
Who Had Legal Authority?
Respondent 59 65 55
Someone else 26 22 31
Shared with someone unrelated 15 13 14

Note: (y) indicates that percentages listed represent those individ-
uals who answered “yes” to the question. N indicates the total
number of individuals who answered each question. When the N
is followed by (y), this indicates the total number of individuals
who answered “yes” to that question.

Someone Had Authority for Medical Decisions N(y)=60, Who Had
Medical Authority? N=60, Someone Had Authority for Legal
Decisions N(y)=53, Who Had Legal Authority? N=53

to find that so many had been designated to make health care-related decisions for their

care recipient. Only 19% of family of origin caregivers said there was no one with such

legal authority over medical decisions.

Most of the family of origin care recipients had also designated some-
one to make legal decisions for them. Fifty-nine percent of the fami-
ly of origin caregivers said that they were that person, and another
15% indicated that they shared the authority with their family. About
one-quarter indicated that legal decisions were in someone else’s
hands, usually a sibling. These findings regarding legal authority mir-
ror those on health care decision making, suggesting that most LGBT
family of origin caregivers had both caregiving responsibilities and
legal authority for the family members for whom they provided care.

Most LGBT family of
origin caregivers had
both caregiving
responsibilities and legal
authority for the family
members for whom they
provided care.

CAREGIVERS' PERSONAL LIVES

The stress and feelings of burden experienced by caregivers are directly related to the

impact caregiving has on their personal lives. To determine how they were most affect-

ed by caregiving, respondents were presented with a series of statements about their

lives and asked to indicate which they had experienced (see Table 3.7). One group of

statements involved the impact of caregiving on social relationships and personal time.

Another concerned its impact on work, health, family relationships, and finances. The

final group involved disclosures about sexual orientation.
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3.7: Burden and Strain Experienced by Family of Origin
Caregivers (Percent, in rank order)

Caregiving Burdens (y) Total Women Men
1. Places limits on social life 65 70 60
2. Had to take time off work* 56 70 43
3. Don't have enough time for myself 51 57 46
4. Difficulty with other care providers 44 51 38
5. Worry about cost of care 39 38 41
6. Problems with family members 36 38 35
7. Lack of privacy 35 38 30
8. Health suffers 29 30 30
9. Requires my constant attention 23 27 19
10. Strained relationship with my partner** 23 38 8
11. Forced me to conceal sexual orientation** 13 24 3
12. Forced me to come out 3 5 0

Note: (y) indicates that percentages listed represent those individuals who answered
“yes” to the question.

*p < .05, *p < .01 (ANOVA and Chi-Square Tests of Significance; For a definition of sta-
tistical significance see Appendix)

Caregiving most heavily affected the family of origin caregivers’ personal lives and their
freedom to do what they desired. Sixty-five percent indicated that caregiving limited
their social lives, and 55% that they did not have enough time for themselves. Thirty-
five percent felt caregiving interfered with their privacy. These findings are very much
in line with the other research on caregivers, and underscore the need for intermittent
respites from caregiving responsibilities.

Most respondents had not yet reached retirement age, and were still employed. As a
result, many experienced conflicts between work and caregiving to their family of origin
members. Fifty-six percent had to take time off from work because of caregiving respon-
sibilities. Women were more significantly affected in this way (70%) than men (43%).

Their role as case managers was also an important source of stress. Forty-four percent of
respondents reported conflicts with medical or social service providers, including the
unavailability of doctors, difficulty getting medical prognosis or guidance on providing
care, and problems obtaining home health care or domestic help. Respondents were asked
to identify the people with whom they had such difficulties; they cited physicians and spe-
cialists most frequently, followed closely by home health care aides and the staff of health
care facilities. Nurses, social workers and insurance providers were cited to a lesser extent.

From the data collected, it is impossible to infer to what extent difficulties with med-
ical personnel involved homophobia or a refusal to accept the LGBT caregiver as the
spokesperson for the patient. Problems with home health care aides, including tardiness
and refusing to do certain tasks, often come up in studies of caregiving for the frail
elderly, and in this study, home health care aides were cited almost as often as physi-
cians as a source of conflict and stress. Social workers were less frequently mentioned
as sources of difficulty than medical professionals or health care facility staffers. They
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may have been, as a group, more sensitive to needs of the care recipients and their care-
givers, although it is possible the caregivers did not have as much contact with social
workers as with other health care providers.

One-third of the family of origin caregivers indicated they had problems with family
members during the course of providing care. Given that nearly all of them acted as a
liaison with family members, that number seems to be disproportionately high.

Caregivers of the disabled or frail elderly often indicate that the rigors of providing assis-
tance affects their health, but only 30% of the family of choice caregivers indicated that
their health had suffered due to caregiving. Because these caregivers were less involved in
household or personal care than with providing emotional support and

case management, the stress associated with caregiving may not have While only 3% of
manifested in physical health problems as often, particularly given the respondents reported
relatively young age of many of the caregivers in the study. that being a caregiver
Women were significantly more likely than men to report that care- forced them to come out
giving strained their relationship with a partner (38% and 8%, respec- of the closet, 13% said
tively) and that caregiving forced them to conceal their sexual orien- that being a caregiver
tation (24% and 3%, respectively). It is not clear why gender differ- forced them to conceal
ences emerged in these areas. While only 3% of respondents reported their sexual orientation.

that being a caregiver forced them to come out of the closet, 13% of
both male and female family of origin caregivers said that being a caregiver forced them
to conceal their sexual orientation. Though not a major problem for the LGBT care-

Table 3.7a: Burden and Strain Experienced by 3.7b: Burden and Strain Experienced by

Family of Origin Caregivers (Percent) Family of Origin Caregivers (Percent)

How Much Spent on Extent of Overall Strain

Caregiving Per Week? Total Women Men in Caregiving Role Total Women Men

Less than $50 53 49 57 Emotional

$50 to $100 31 37 24 Little or none 4 5 3

$100 to $500 17 14 19 Some strain 14 8 19

$500 or more 0 0 0 Moderate strain 22 27 17

Note: N indicates the total number of individuals who answered A lot/a great deal 61 59 61

each question. Physical

How Much Spent on Caregiving Per Week? N=72 Little or none 36 33 36
Some strain 18 19 17
Moderate strain 27 19 36
A lot/a great deal 19 28 12
Financial
Little or none 43 34 49
Some strain 16 20 14
Moderate strain 26 26 27
A lot/a great deal 16 20 11

Note: N indicates the total number of individuals who answered

each question.

Emotional N=74, Physical N=73, Financial N=73
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givers in this sample, this issue may have resonance in other LGBT communities, and
should be examined further with other LGBT populations.

MONEY SPENT ON CAREGIVING

Concerns about the costs of providing care were cited by 39% of the caregivers, a statistic
related to how much the caregivers spent on caregiving each week (See Table 3.7a). About
half (52%) of the caregivers spent less than $50 per week. Thirty-two percent spent between
$50 and $100 per week, while 16% spent between $100 and $500. (These expenses may not
have been solely medical, and could include household help and other incidentals.)

STRESS LEVEL

To verify the level of strain and burden caregivers experienced, family of origin care-
givers were asked indicate its impact on them in three areas: emotional, physical, and
financial (see Table 3.7b). Although most indicated that they spent money each week
on caregiving, and a small proportion spent considerable amounts, 43% indicated feel-
ing little or no financial strain. Another 42% noted feeling some or moderate financial
strain, while only a small proportion (16%) felt considerable financial strain. This dis-
tribution is not surprising given the relatively high income of many of the respondents,
and that over half spent less than $50 per week on caregiving.

A somewhat smaller proportion (36%) indicated experiencing little or no physical
strain. A more substantial group (45%) experienced moderate physical strain, while
only 19% indicated feeling considerable physical strain. It would

appear that respondents felt somewhat more physical strain than Over half of the family
financial strain in their caregiver roles. of origin caregivers
It is in the arena of emotional strain, however, that the real toll for (61%) indicated that
the family of origin caregivers is greatest. Only 4% said they experi- they felt considerable
enced little or no strain. Thirty-five percent reported some or moder- levels of emotional strain.

ate emotional strain. But over half of the family of origin caregivers,

the largest group by far (61%), indicated that they felt considerable levels of emotion-
al strain. This finding is not inconsistent with other research on caregivers. Among the
family of origin caregivers in this study, there were, however, somewhat lower levels of
physical strain than what is often reported.

REASONS FOR PROVIDING CARE

Despite the stress and burdens experienced by caregivers, taking care of a frail family
member is widespread in most cultures. In a national study on caregiving, the Kaiser
Family Foundation found that one in four adults is an informal caregiver and that as
the American population ages, it is likely that families will take on an even greater
caregiving responsibility in order to keep loved ones in the community. People provide
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care for many reasons. The family of origin caregivers in this study

were given a list of common reasons and asked to indicate which of

Providing care to a

them explained why they had become a caregiver (see Table 3.8). family of origin member
The most commonly cited reasons were that the care recipient deserved en hanced personal
to be cared for (89%), that caregiving allowed the person to remain at feellngs of purpose,
home (64%), and that being a caregiver was part of the individual’s self-worth, and social
nature (64%). These responses suggest that nurturing was an important responsibility.

component of caregiving for the caregivers, as was recognition that they

had a responsibility to make it possible for someone close to them to remain at home, a

nearly universal desire among older people, including those who are ill or frail. Fulfilling

family obligations and using the opportunity to become closer to their families of origin

were also major incentives for providing care. Forty-four percent indicated that their fam-

ily expected them to be the caregiver, 35% felt there was no one else to provide the care,

and 18% indicated that providing care enabled them to become closer to their family.

3.8: Reasons for Providing Care Among

Family of Origin Caregivers (Percent)

3.9: Formal Organizations Used by Family of
Origin Caregivers (Percent)

Sense of Responsibility (y) Total Women Men Long-Term Care (y) Total Women Men
Care recipient deserved care 89 92 87 Visiting nurse service* 40 >4 27
It was respondent’s Home health care agency 43 46 41
responsibility 79 76 81 Emotional/Psychological
Family expected me Support (y)
to provide care 44 46 43 Support groups* 17 27 8
To avoid feelings Therapy 21 22 22
of guilt/regret 25 22 27 Clergy 23 30 16
Avoidance of Institutionalization (y) Community-Based Services (y)
Care recl;ipient able Senior LGBT organization 1 3 0
fo stay home . o4 70 €0 Other LGBT organization 1 3 0
No one Ielse was available 35 27 43 Senior center 6 ” >
Persor;a Reas:ns (’y) Informational Assistance (y)
Eart: relslp(/)n ent's nature 64 70 >7 Phone information line* 11 19 3
motionally

spiritually nurturing 31 30 30 In’:‘ernet 21 22 19
Provided respondent Other (y) 24 i 30
sense of purpose 28 27 30 Difficulties with Formal

Service Providers (y) 41 44 38
Made respondent Note: (y) indicates that t listed t those individ

ote: (y) Indicates that percentages listed represen ose Indivia-

a better person 23 16 30 uals who answered “yes” to the question. N indicates the total
Became closer to number of individuals who answered each question. When the N
respondent’s family 19 16 22 is followed by (y), this indicates the total number of individuals

Note: (y) indicates that percentages listed represent those individ-
uals who answered “yes” to the question. N indicates the total
number of individuals who answered each question. When the N
is followed by (y), this indicates the total number of individuals

who answered “yes” to that question.

Sense of Responsibility N(y)=178, Avoidance of Institutionalization

N(y)=99, Personal Reasons N(y)=165

who answered “yes” to that question.

Long-Term Care N(y)=62, Emotional/Psychological Support
N(y)=46, Community-Based Services N(y)=14, Informational
Assistance N(y)=41, Other N(y)=18, Difficulties with Formal Service
Providers N(y)=30

*p < .05 (ANOVA and Chi-Square Tests of Significance; For a defi-
nition of statistical significance see Appendix)
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A smaller proportion responded in terms of fulfilling their personal needs. Thirty-one
percent agreed that being a caregiver nurtured them spiritually or emotionally; 28%
said being a caregiver provided them with a sense of purpose; 25% became a caregiver
to avoid feelings of guilt or regret; and 23% agreed that caregiving makes them a bet-
ter person. Taken in combination with the fact that almost three-quarters of the fami-
ly of origin caregivers felt that caregiving was part of their nature, these responses sug-
gest that providing care to a family of origin member enhanced personal feelings of pur-
pose, self-worth, and social responsibility.

COMMUNITY RESOURCES

Although older people are mainly cared for by family, partners, close friends and neigh-
bors, formal community-based agencies can often make a difference in the level of stress
experienced by the caregiver, and even make it possible for frail elders to remain in their
homes. LGBT people have sometimes resisted turning to formal providers that are not
part of the LGBT community. Would having to care for a sick or frail
family of origin member mitigate such hesitancy? To find out, survey

Only 1% of respondents
reported using the
services of an agency
serving LGBT seniors, or

respondents were asked whether they had sought assistance from sup-
port groups, individual or group therapy, information phone lines for
caregivers, the Internet, a religious or spiritual leader, LGBT organiza-
tions, home health care agencies, or senior centers. As Table 3.9 indi-

cates, respondents’ reliance on community services or organizations the LGBT Communlty '_n
was minimal. Less than half of the 75 family of origin caregivers had general, a trend that is
turned to even one of the organizations on the list. Only visiting nurse somewhat disturbing.

services and home health care agencies were accessed in a significant

number of cases (40% and 43%, respectively). Since most of the caregivers did not reside
with care recipients and sizeable proportions of the care recipients had lived at home for
some time during the caregiving episode, reliance on such agencies is not surprising.

The caregivers’ need for personal support was evident by their involvement in support
groups (18%), individual therapy (22%), and counseling with a religious or spiritual
leader (23%), suggesting a need for personal support among caregivers. Yet, few people
accessed any other service or organization during the caregiving experience, even those
based in the LGBT community. Only 1% of respondents reported using the services of
an agency serving LGBT seniors, or the LGBT community in general, a trend that is
somewhat disturbing. This contrasts with 21% who turned to the Internet for informa-
tion on caregiving, and 11% who used a phone information line for caregivers.

These findings suggest that most LGBT people caring for a member of their family of
origin go it alone, and depend on other family members, partners and friends to provide
support and assistance when needed. Only when the pressures of caregiving become
more than their informal systems can accommodate do they turn to formal communi-
ty organizations, primarily for nursing and home care assistance.
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4. Caregiving
for Families
of Choice

Of the 341 respondents in the study, 24% reported having provided care to a person
who was not related by blood in the previous five years. Most of these care recipients

were same-sex partners or close friends. In the caregiving literature, such care recipients
are known as members of one’s “family of choice.” Men were somewhat more likely to
report being a caregiver for a family of choice member (27%) than women (20%).
Thirty percent of these caregivers were providing care to this unrelated individual at
the time of the survey, comprising 8% of the total sample (see Table 4.1). Of those con-
temporaneously providing care, the caregiving episode ranged from six months to 34
years; on average, its duration was 8.3 years (see Table 4.1a).

Of the 69% who reported that the caregiving episode had ended, the vast majority
(85%) said it was because the care recipient had died. Nine percent had stopped because
the person no longer needed care, and 5% reported that someone else had assumed care-
giving responsibilities. No family of choice caregiver stopped caregiving because it had
become too difficult. (Three percent stopped providing care for some other reason.)

CHARACTERISTICS OF CARE RECIPIENTS

In 54% of the reported caregiving episodes, the person receiving care
was the partner or “significant other” of the LGBT caregiver. Male
friends were the second most commonly reported relationship to the

In 54% of the reported
caregiving episodes, the

caregiver (30%), followed by female friends (5%), and men (7%) or person receiving care
women (3%) whose relationship to the caregiver was not specified was the partner or
(see Table 4.2). Significant gender differences emerged regarding the “significant other" of
relationships between caregivers and care recipients. While men and the LGBT caregiver.

women were about as likely to care for a significant other or partner,
male caregivers were more likely to be involved with male rather than female friends
(35% and 2%, respectively). For women, the difference was not as sharp: 15% were car-
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4.1: Caregiving Experience with Family of
Choice Members in Past Five Years (Percent)

Total Women Men
Provided Care in
Past Five Years (y)* 24 19 27
Currently Providing Care (y) 31 24 33
Reason Caregiving had Ended
Death or institutionalized 85 88 83
Person no longer
needed care 9 6 10
Someone else
responsible for care 5 6 5
Caregiving became
too difficult 0 0 0
Other reason 3 6 2

Note: (y) indicates that percentages listed represent those individ-
uals who answered “yes” to the question. N indicates the total
number of individuals who answered each question. When the N
is followed by (y), this indicates the total number of individuals
who answered “yes” to that question.

Family of choice caregivers N=83; women N=21; men N=62.
Some totals do not equal 100% due to multiple response cate-
gories and the exclusion of transgender individuals from gender
comparisons because of the small number of them in the study
(N=4).

2 Proportions based on total sample (N=341), and total women
(N=103) and men (N=233).

Provided Care in Past Five Years N(y)=83, Currently Providing Care
N(y)=25, Reason Caregiving had Ended N=60

4.1a: Caregiving Experience with Family of
Choice Members in Past Five Years

Length of Episode Among Current Caregivers (years)

Total Women Men
M SD M SD M SD
83 84 78 5.0 84 9.0

M=Mean, SD=Standard Deviation (For a definition of mean and
standard deviation see Appendix)

4.2: Characteristics of Family of Choice Care
Recipients (Percent)

Relationship to Caregiver* Total Women Men
Partners/significant other 54 60 53
Female friend 5 15 2
Male friend 30 10 35
Female unspecified relationship 3 5 2
Male unspecified relationship 7 5 8
Other unrelated person 1 5 0

Gender of Care
Recipient***

Male 75 15 94
Female 25 85 7

Sexual Orientation of
Care Recipient*

Lesbian or gay 84 65 20
Heterosexual 11 25 7
Bisexual 5 10 3
Transgender 0 0 0
Recipient Living with Caregiver

Yes 45 70 51
No 37 30 49
If no, with:

Partner/significant other 6 0 8
Male friend 3 0 4
Female friend 0 0 0
Neighbor 3 0 4
Alone 78 100 72
Alone, then with

other family member 3 0 4
Alone, then with

other unrelated person 6 0 8

Note: N indicates the total number of individuals who answered
each question.

Relationship to Caregiver N=81, Gender of Care Recipient N=83,
Sexual Orientation of Care Recipient N=83, Recipient Living with
Caregiver N=82

*p < .05, **p < .001 (Chi-Square Tests of Significance; For a defin-
ition of statistical significance see Appendix)

4.2a: Characteristics of Family of Choice Care
Recipients

Age of Care Recipient at Start of Episode

Total Women Men
M SD M SD M SD
55.0 15.7 58.1 14.9 541 16.0

M=Mean, SD=Standard Deviation (For a definition of mean and
standard deviation see Appendix)
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ing for female friends, and 10% for male friends. Nearly half of all caregivers (46%) pro-
vided care to someone in addition to the individual they reported on in the survey.
Usually this person was a partner, significant other, or friend.

Given the greater proportion of male to female respondents and the relationship of care-
givers to care recipients described above, it is not surprising that 75% of care recipients
were men, while only 25% were women. None of the family of choice

caregivers in the sample reported providing care to a transgender person. Eighty-four percent of
Older LGBT caregivers were significantly more likely to provide care to the care recipients were
someone of the same gender. Among women, 85% provided care to lesbian or gay, and 5%
another woman, while 94% of men provided care to another man. were bisexual. A small
On average, male and female care recipients were 55 at the beginning but sizable minority were
of the caregiving episode. Although family of choice caregivers tend- heterosexual (11%).

ed to care for their peers, there was a significant difference in the age

of the care recipient as a factor of the age of the caregiver. The average age of the care
recipients of caregivers 70 years and older was 70. But the average care recipient of
caregivers 60 to 69 years of age was 53 years old. The average care recipient of 50 to 59
year-old caregivers was 52 years of age (see Table 4.2a).

Eighty-four percent of the care recipients were lesbian or gay, and 5% were bisexual. A
small but sizable minority of family of choice care recipients were heterosexual (11%).
Women were more likely to provide care to a heterosexual or bisexual, and less likely
to provide care to a person who was gay or lesbian, than men. Women’s care recipients
were 25% heterosexual, 10% bisexual, and 65% gay or lesbian. Men’s care recipients
were 7% heterosexual, 3% bisexual, and 90% gay or lesbian.

LIVING ARRANGEMENTS

In 55% of cases, the caregiver and care recipient lived in the same household. Of the
remaining 45%, more than three-quarters (78%) lived alone. Others had lived alone
and then moved in with someone unrelated to them during the course of their illness.
At the time of the interview, 85% of family of choice care recipients had died or been
institutionalized.

REASONS FOR REQUIRING CARE

More than four in five care recipients in this group (83%) had seri-

ous illnesses requiring hospitalization. The most frequently cited rea- Women were twice as

sons for needing cared were HIV/AIDS (41%) and other physical ill- likely to report providing
ness (36%), followed by disability (19%), mental illness (8%) and care because of general
dementia (7%). An additional 8% reported that the care recipient physical illness, while
was frail due to old age, and 2% needed care as the result of an acci- men were five times as
dent. Seven-percent reported other reasons (see Table 4.3). likely to report providing

care because of HIV/AIDS.

There were significant associations between the reason a care recipi-
ent required care and the gender of the family of choice caregiver.
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4.3: Hospitalization, Reasons Family of
Choice Members Needed Care (Percent)

Total Women Men

Care Recipient was
Hospitalized * 83 85 82

Reasons Recipient
Needed Care *

HIV/AIDS* ** 41 10 50
Physical illness* * 36 60 29
Disability 19 30 16
Mental illness 8 5 10
Alzheimer's disease/dementia 7 0 10
Frailty due to old age 8 5 10
Accident 2 5 2
Other reason 7 5 8

Note:N indicates the total number of individuals who answered
each question.

Care Recipient was Hospitalized N=66

*p < .05, *p < .01, **p < .001 (Chi-Square Tests of Significance;
For a definition of statistical significance see Appendix A)

4.4: Types of Assistance and Level of
Involvement in Caregiving to Family of
Choice Members (Percent)

Personal Care and

Mobility Total Women Men
Personal care**

Not provided 31 5 40
Only occasionally 27 27 28
Sometimes 13 32 7
Always or often 29 37 25
Mobility

Not provided 20 5 26
Only occasionally 14 5 17
Sometimes 28 35 26
Always or often 38 55 31
Transportation*

Not provided 15 24 25
Only occasionally 16 0 16
Sometimes 20 6 28
Always or often 48 71 32

Note: N indicates the total number of individuals who answered
each question.

Personal Care N=77, Mobility N=79, Transportation N=75

*p < .05, *p < .01, (Chi-Square Tests of Significance; For a defini-
tion of statistical significance see Appendix A)

Female caregivers were twice as likely to report providing care because of general phys-

ical illness than males (60% and 29%, respectively), while men were five times as like-

ly as women to report providing care because of HIV/AIDS (50% and 10%, respec-

tively). Caregivers 60 to 69 years of age and 70 years or more were two and three times

more likely to report caring for someone because of a disability (31% and 19%, respec-

tively), than caregivers 50 to 59 years of age (8%).

TYPES OF ASSISTANCE

Family of choice caregiving was assessed in the same manner as family of origin care-

givers. In order to determine what kind of caregiving survey respondents provided, and

with what frequency, they were presented with a list of 15 types of assistance common-

ly provided by caregivers, and asked to rate their level of participation in each as

M« M«

“always or often,” “sometimes,

only occasionally,” or “not provided”. The types of

assistance can be grouped into the following four categories (see Tables 4.4—4.4b):

®  Emotional support. Nearly all family of choice caregivers (93%) said they provided

emotional support to the care recipient always or often. The remainder provided

this type of support at least some of the time. Eighty-three percent always or often

visited or telephoned, and another 9% did so sometimes.
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Appendix

STATISTICAL SIGNIFICANCE

In this study, tests of significance were performed on survey data to determine whether
or not differences between groups or categories of study participants (i.e. male vs.
female participants) simply occurred by chance. The Chi-Square test of significance is
most frequently reported in this study. It is used when researchers want to see if statis-
tically significant differences exist between the observed or actual frequencies and the
expected or hypothesized frequencies of variables presented in a table. The ANOVA
(Analysis of Variance) test of significance is used to see if statistically significant dif-
ferences exist between the mean or average scores of two or more groups on one or more
survey variables.

To report the extent of any statistically significant differences, statistical procedures
and “cut-off” points widely accepted in social science research were used. If the rela-
tionship was likely to happen by chance less than five times out of 100, one asterisk (*)
was included next to the result. If the relationship was likely to happen by chance less
than one time out of 100, two asterisks (**) were included next to the result. If the rela-
tionship was likely to happen by chance less than one time out of 1000, three asterisks
(***) were included next to the result. In social science research, such outcomes are
often referred to as “significant at the p<.05 level,” “significant at the p<.01 level,” and
“ significant at the p<.001 level,” respectively.

MEAN (M) & STANDARD DEVIATION (SD)

In social science research, “mean” simply refers to the average of a given set of values.
“Standard deviation” is a more complex statistic that shows the spread or dispersion of
values in a given set of values. It is a measure of the average amount the values in a
given set deviate from the mean. The more widely these values are spread out, the larg-
er the standard deviation.
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Y bestsellers

Education
Policy

ISSUES AFFECTING
LESBIAN, GAY, BISEXUAL,
AND TRANSGENDER YOUTH

by Jason Cianciotto and Sean Cahill

Education Policy provides a comprehen-
sive overview of social science research
on the extent and impact of harassment
and violence against LGBT students, as
well as the public policy interventions
that support LGBT students and make
schools safer. It includes the first in-
depth analysis of how President Bush's
No Child Left Behind Act affects LGBT
students, profiles eight students who
stood up to anti-LGBT abuse, and artic-
ulates an agenda for future research and
policy analysis. (November 2003; 168 pp.;
$20.00; www.thetaskforce.org/library/)

Family
Policy

ISSUES AFFECTING GAY, LESBIAN,
BISEXUAL AND TRANSGENDER FAMILIES

By Sean Cahill, Mitra Ellen and Sarah
Tobias. Groundbreaking in its breadth
and depth, this report examines family
policy as it relates to GLBT people and
their loved ones. It provides information
useful to those advancing supportive leg-
islation and policy, particularly at the
state and local levels. Covers partner
recognition; antigay adoption and foster
policies; youth and elder issues; health
care and end-of-life concerns; and the
impact of welfare reform and the faith-
based initiative. (December 2002; 216
pp-; $20.00; www.ngltf.org/library/)

Transitioning
our Shelters

A GUIDE FOR MAKING
HOMELESS SHELTERS SAFE
FOR TRANSGENDER PEOPLE

by Lisa Mottet and John M. Ohle

The problem of unsafe shelters for trans-
gender people is pervasive. Transitioning our
Shelters is a guide designed for shelters that
want to provide safe shelter for transgender
people but are not sure how to do so. A
joint publication of the Task Force and the
National Coalition for the Homeless, the
Guide provides many answers to concerns
about safety and privacy for transgender
residents based on successes at real shelters
across the country, the bulk of which are
addressed without monetary expenditures.
(January 2004; 168 pp.;

$20.00; www.thetaskforce.org/library/)

Say it Loud
and I’mI,m BlaCk
Proud

BLACK PRIDE SURVEY 2000

This largest-ever study of Black GLBT
people is the result of a two-year col-
laboration between nine Black GLBT
Pride organizations, the NGLTF Policy
Institute, and five African-American
researchers: Juan Battle, Cathy J.
Cohen, Dorian Warren, Gerard
Fergerson, and Suzette Audam. The
survey of nearly 2,700 respondents doc-
uments significant and often surprising
demographics, experiences, and policy
priorities of Black GLBT people.
(March 2002; 86 pp.; $10.00;
www.ngltf.org/library/)

Campus
Climate

FOR GAY, LESBIAN, BISEXUAL,
AND TRANSGENDER PEOPLE:
A NATIONAL PERSPECTIVE

This report, by Susan R. Rankin, details
the experiences of GLBT people at 14
colleges and universities across the
country. Based on a survey of nearly
1700 students, faculty, and staff, Campus
Climate documents anti-GLBT bias and
harassment, along with levels of institu-
tional support for GLBT people. It high-
lights differences in experiences between
various identity groups and concludes
with recommendations for creating an
inclusive and supportive environment
for GLBT people. (May 2003; 70 pp.;
$10.00; www.ngltf.org/library/)

Transgender

Equality

A HANDBOOK FOR ACTIVISTS
AND POLICYMAKERS

A handbook providing activists and
policymakers with the tools they need
to pass transgender-inclusive nondis-
crimination and anti-violence legisla-
tion. Written by Paisley Currah and
Shannon Minter, with an introduction
by Jamison Green. This handbook is an
invaluable resource guide providing
model legislative language, talking
points, responses to frequently asked
questions, and a comprehensive
resource listing. (June 2000; 96 pp.;
$10.00; www.ngltf.org/library/)




OTHER NGLTF PUBLICATIONS
The 2000 Census and Same-Sex Households

In 2000, the U.S. Census allowed same-sex couples living together to identify themselves as “unmarried partners.” This national data set offers a rich trove of
information on members of our community, easily accessible on-line. Maps show concentrations of same-sex households in all 50 states and a dozen major cities.

(October 2002; 162 pp.; $20.00; www.ngltf.org/library/)

Leaving Our Children Behind

WELFARE REFORM AND THE GAY, LESBIAN, BISEXUAL, AND TRANSGENDER COMMUNITY

This report, by Sean Cahill and Kenneth T. Jones, describes the reactionary agenda of senior policymakers in the Bush administration to change social service provi-
sion in the United States. Examines welfare reform and the impact of marriage and fatherhood initiatives, abstinence-only-until-marriage education, and the faith-
based initiative on the GLBT community. (December 2001; 112 pp.; $10.00 www.ngltf.org/library/)

Social Discrimination and Health

THE CASE OF LATINO GAY MEN AND HIV RISK

This report, by renowned AIDS researchers Rafael Diaz and George Ayala, documents the correlations among homophobia, racism, poverty, and HIV risk, and has
significant implications for prevention strategies. Although Latinos were the subject of this case study, the findings are relevant to other communities of color and
marginalized groups. Available in English and Spanish. (July 2001; SOLD OUT; download at www.ngltf.org/library/)

Outing Age
PUBLIC POLICY ISSUES AFFECTING GAY, LESBIAN, BISEXUAL AND TRANSGENDER ELDERS

This groundbreaking report reviews social science literature and explains what we do and do not know about the demographics of GLBT elders. Outing Age outlines
major public policy issues facing GLBT seniors—including federal aging programs, disability, long-term care and caregiving, nursing homes, and Social Security—and
presents recommendations for advocacy to move public policy toward equal treatment of this population. (Nov. 2000; SOLD OUT; download at www.ngltf.org/library/)

Out and Voting

THE GAY, LESBIAN AND BISEXUAL VOTE IN CONGRESSIONAL ELECTIONS, 1990-1998

An in-depth profile of the gay, lesbian, and bisexual voting bloc and the first-ever analysis of the impact of this emerging constituency in national congressional
elections. By Dr. Robert Bailey of the Rutgers University School of Public Policy and Administration. Among the report’s findings: out GLB voters comprise roughly
5% of the national electorate, and 8.8% of voters in cities of 500,000 or more. (January 2000; 54 pp.; $10.00; www.ngltf.org/library/)

Domestic Partnership Organizing Manual

This manual, by Policy Institute Research Fellow Sally Kohn, provides comprehensive information on what domestic partnership benefits are, why employers should
adopt these benefits, and how employees and citizens organize effectively for policy change. Sample policies and lists of who offers domestic partnership benefits are
included. (May 1999; 140 pp.; $10.00; www.ngltf.org/library/)

FOR A MORE COMPLETE AND UPDATED LIST OF PUBLICATIONS, VISIT OUR WEBSITE AT WWW.NGLTF.ORG

PUBLICATIONS ORDER FORM

PUBLICATION NAME QUANTITY |TOTAL PAGES| UNIT COST |TOTAL COST

POSTAGE & HANDLING  $2 FOR ORDERS TOTALLING UNDER 20PP; $3 FOR ORDERS 20-100PP;
$4 FOR ORDERS 100-200PP; $6 FOR ORDERS OVER 200PP

We should mail publications to: TOTAL ORDER($

Name
Address City/State/Zip
Phone E-mail

To order NGLTF publications by check or money order, make checks payable to NGLTF and return with this order form to:
NGLTF/Publications ¢ 1325 Massachusetts Avenue NW, Suite 600 ¢ Washington, DC 20005

To charge your order to ~ Visa Mastercard Amex Discover (circle one) we require a minimum order of $15.
Signature Name
Card# Expiration Date

If ordering by credit card, you may fax this form to NGLTF at 202.393.2241, order by phone at 202.393.5177, or email ngltf@ngltf.org.
PRICES ARE CURRENT AS OF MAY 2003. PUBLICATIONS WILL BE SENT OUT UPON RECEIPT OF PAYMENT. PLEASE ALLOW 3-5 WEEKS FOR DELIVERY.



