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HIV/AIDS Caregiving:
Predictors of Well-Being and Distress

Karen I. Fredriksen-Goldsen

SUMMARY. HIV/AIDS continues to be a serious public health issue.
As HIV changes from an acute disease to a more chronic illness, it places
increased responsibility on family caregivers to provide on-going assis-
tance. Based on a conceptual model of caregiving resilience, this study
found high variation in caregiving outcomes with many caregivers dem-
onstrating high levels of well-being despite adverse life circumstances.
Factors that contributed significantly to caregiver well-being included
income, caregiver health, discrimination, multiple loss, dispositional
optimism and self-empowerment. These findings suggest that HIV/AIDS
and caregiving entail more than stress and distress and that future re-
search needs to consider caregiving within the context of a historically
disadvantaged community, resilience of informal caregivers, and risk
and protective factors at the personal, cultural and community levels.
Such information is necessary to design community-based interventions
to support informal caregivers and persons living with HIV/AIDS.
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INTRODUCTION

HIV/AIDS continues to be a serious public health problem on both
national and international levels. The number of people living with HIV
in the world today has increased to approximately 38 million people
(UNAIDS, 2004). In the U.S. gay and bisexual men still constitute one
of the groups with the highest rate of AIDS, although there are signifi-
cant changes in prevalence rates as increasing numbers of persons are
exposed through intravenous drug use and heterosexual contact (Centers
for Disease Control and Prevention, 2003). Among the nearly 300,000
adult and adolescent (thirteen or older) U.S. males living with AIDS,
approximately 58% are men who have sex with men, 8% are men who
have sex with men and are also injection drug users, 23% are injection-
drug users only, and 10% are exposed through heterosexual contact
(Centers for Disease Control and Prevention, 2003).

Given medical advances, such as antiretroviral therapies (ART), the
nature and progression of HIV in the U.S. has changed dramatically from
an acute to a more chronic condition. Recent public health data demon-
strate a slowing of declines in new AIDS cases, continued declines in
AIDS-related deaths, and increases in the numbers of persons living with
AIDS (Center for Disease Control and Prevention, 2003). Concomitantly,
there has been a shift from hospital-based care to more extensive use of
community and home-based assistance. These changes have placed added
responsibility on informal caregivers to provide ongoing assistance to
people living with HIV/AIDS.

To date, the vast majority of caregiving research has examined the
experiences of family caregivers providing assistance to older adults
with other chronic conditions, with more limited attention to HIV/AIDS-
related caregiving. HIV/AIDS care is unique in several respects, includ-
ing the prevalence of care for younger care recipients and younger care-
givers (Nimmons, 2002; Sipes, 1998; Turner & Catania, 1997), the risk
of HIV/AIDS among stigmatized groups, and the caregiver’s potential
self-identification with the disease (Sipes, 2002; Wight, 2000; Wight,
2002).

54 CAREGIVING WITH PRIDE

D
ow

nl
oa

de
d 

by
 [

U
ni

ve
rs

ity
 o

f 
W

as
hi

ng
to

n 
L

ib
ra

ri
es

] 
at

 1
3:

59
 0

6 
M

ar
ch

 2
01

2 



Caregiver distress has been described as the secondary epidemic
associated with the HIV/AIDS crisis (Rait, 1991). Caregiving has been
found to adversely affect the psychological well-being of informal care-
givers (Pearlin et al., 1994; Irving, Bor, & Catalan, 1995; Tolliver, 2001)
and to result in the restriction of opportunities for personal, social and
economic development (Callery, 2000; Clipp et al., 1995; Turner et al.,
1994). Informal caregivers to persons with HIV/AIDS report experi-
encing problems with economic burden as a result of their care respon-
sibilities (Raveis & Siegel, 1991; Wight, 2000).

Stress and coping theory has been extensively utilized in caregiving
research and the primary focus has been on how stress results in distress
(Sipes, 2002; Wight, 2002). Yet, HIV/AIDS caregivers also report salu-
tary consequences associated with the provision of care (Callery, 2000)
and their ability to create meaning out of adverse life circumstances
(Folkman et al., 1994b; Poindexter, 2001; Tolliver, 2001). HIV/AIDS
caregivers have reported a sense of personal growth resulting from their
care responsibilities as well as the enhancement of intimacy between
the caregiver and care recipient (Clipp et al., 1995; Cowles & Rodgers,
1994; Folkman et al., 1994b; Poindexter, 2001; Tolliver, 2001).

While positive gains from HIV/AIDS caregiving have been explored,
research has not adequately examined the predictors of caregiver well-
being or the relationship between positive and negative outcomes and
the possibility that physical and psychological well-being can co-exist
with distress produced by high or moderately high adverse life circum-
stances. This study is designed to address these gaps and address the
following research questions: In this study what are the background
characteristics and care responsibilities of informal caregivers assisting
gay men living with HIV/AIDS? What background characteristics and
risk and protective factors predict caregiver distress and well-being?
Such information is central to developing effective culturally appropri-
ate interventions to support informal caregivers and persons living with
HIV/AIDS.

CONCEPTUAL FRAMEWORK

By relying on stress and coping models, the primary focus in care-
giving research has been on how individual characteristics and coping
processes interact with stress and result in burden and distress. Resilience
as a conceptual framework is relevant to understanding how families’
capabilities can buffer them from the disruptions of excessive demands
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(Walsh, 1996, 1998, 2002). For example, the Resiliency Model of Family
Stress, Adjustment and Adaptation (McCubbin & McCubbin, 1993) has
been applied when families face chronic strain and heavy demands
within the family system, e.g., family care of children with physical dis-
abilities (Robinson, 1997), chronic illness (Garwick, Koohrman, Titus,
Wolman & Blum, 1999; Svavarsdottir, McCubbin & Kane, 2000), and
mental illness (Rungreangkulkij & Gillis, 2000) as well as the care of
adults with mental retardation (Lustig, 1999) and HIV/AIDS (Fredriksen-
Goldsen, 2003; Thompson, 1999).

Resilience is defined here as the behavioral patterns, functional com-
petence and cultural capacities that individuals, families and communi-
ties utilize under adverse circumstances, and the ability to integrate
adversity as a catalyst for growth and development. As noted by Ryff,
Keyes, and Hughes (2003), some individuals are resilient because of ad-
versity, not despite adversity. Thus, a conceptual model of caregiving
resilience is applicable for examining caregiving processes and out-
comes within historically disadvantaged communities, such as among
gay men living with HIV/AIDS and their informal caregivers. Four
factors are salient: (1) Background characteristics; (2) Risk factors;
(3) Protective factors; and, (4) Caregiving outcomes. The conceptual
framework is illustrated in Figure 1 and described below.

56 CAREGIVING WITH PRIDE

FIGURE 1. The Caregiving Resilience Model
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Background characteristics: Individual background factors influence
how people manage adversity and risk within the context of their fam-
ily, community and culture. Theoretically relevant background charac-
teristics of HIV/AIDS caregivers–e.g., age, gender, ethnicity, income
and education–are expected to impact caregiving outcomes. To date,
relatively little is known about how the background characteristics of
HIV/AIDS caregivers impact risk and protective factors and variations
in caregiving outcomes, especially caregiver well-being.

Risk factors: This study examined the outcomes experienced by HIV/AIDS
caregivers and their exposure to risk (Patterson, 2002). Risk factors
incorporate the adversity (suffering, affliction or misfortune [Gove,
1993]) in people’s lives, including those related to caregiving as well as
those impacting historically disadvantaged communities. The following
components of caregiving risk were examined: (1) health condition of the
care recipient and caregiver, (2) functional and cognitive impairment
levels of the care recipient, (3) hours of care provided, (4) caregiving
strain, and (5) conflict in the caregiver’s social network. In addition,
risk factors associated with living within historically disadvantaged
communities will also be examined, including (6) discrimination and
(7) multiple loss. Risk factors are predicted to impact caregiver out-
comes, with increased risk resulting in increased levels of distress and
decreased levels of well-being. In the general caregiving literature rela-
tively little is known about how potential risk factors impacting histori-
cally disadvantaged communities (such as discrimination and multiple
loss) may influence caregiving outcomes.

Protective factors: Caregivers are active in the process of adapting and
integrating their experiences when providing care. Protective factors
emerge within individual, familial, cultural, and community contexts and
are the capacities that are utilized to buffer risk. In this study several
protective factors have been identified, which may serve a protective
function for caregivers within historically disadvantaged communities,
including caregiver optimism, spiritual orientation, empowerment and
social support. It is hypothesized that these protective factors will be
associated with decreased caregiver distress and increased well-being.

Caregiving outcomes: HIV/AIDS caregiving has repeatedly been found
to be significantly associated with increased levels of caregiver burden
and distress (Callery, 2000; Turner & Catania, 1997; Wight, 2000, 2002;
Wight, LeBlanc & Aneshenesel, 1998). To date, less is known about
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caregiver well-being. In most previous research well-being is defined by
the absence or lower levels of other types of psychological distress. The
lack of conceptual clarity between caregiving distress and well-being
likely underlies the inadequate attention to variations in caregiving
outcomes. In this study we will examine both caregiver distress and
well-being.

METHODS

Sample

The data used in this analysis is drawn from a larger study of 154 pairs
of informal HIV/AIDS caregivers and their care recipients living in a
large urban area. A caregiver is defined as a partner or other family
member, friend or neighbor who provides unpaid assistance, such as
personal care, providing or arranging housekeeping or transportation,
assisting with financial matters or providing emotional support, to a
self-identified gay man living with a confirmed AIDS diagnosis.

The caregivers were recruited using multiple sources and contacted
via announcements regarding the study at various health, human service
and community based organizations as well as in community based
newspapers and newsletters (e.g., HIV/AIDS-related health clinics and
support groups, buddy programs serving people with HIV/AIDS, and
community based churches and social groups). Recruiting from a num-
ber of sites minimized biases as compared to relying on a sample drawn
solely from health clinics.

Face to face interviews were conducted by graduate students in the
social and behavioral sciences with experience working with HIV/AIDS
populations. The interviews lasted 60-90 minutes, and the caregivers
and their care recipients were interviewed in separate rooms, but simul-
taneously to insure that members of the dyad did not influence each
other’s responses. The interviews were conducted at a time and location
of the caregiver and care recipient’s choice, provided that privacy could be
insured. Each caregiver and care recipient received a $20.00 honorar-
ium for participating in the interview. The data collected were entered
on standardized forms as well as notes on the interview protocol. Confi-
dentiality was maintained throughout all phases of data gathering and
analysis.

Caregivers of gay men with HIV/AIDS are the primary focus of this
study for two reasons. First, gay men constitute one of the groups with
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the highest rate of HIV/AIDS in the U.S. Second, the risk and protective
factors impacting these caregivers may differ from other groups given
the stigmatized nature of HIV/AIDS care and same-sex sexual contact.

Measures

In addition to the socio-demographic and background variables in-
cluded in the model (such as age, income, gender, ethnicity and educa-
tion), the other theoretically relevant variables were operationalized as
follows:

Risk factors: Care recipient health status was measured by the Physical
Self Maintenance Scale (PSMS), Instrumental Activities of Daily Liv-
ing Scale (IADL), and the Neuropsychiatric HIV Rating Scale (NARS).
The Physical Self Maintenance Scale (PSMS; Lawton & Brody, 1969)
is a widely validated measure with high reliability which assesses self-care
ability in six areas: toileting, feeding, dressing, grooming, ambulating,
and bathing (Cronbach’s alpha reliability coefficient = 0.67). The Instru-
mental Activities of Daily Living Scale (IADL; Lawton & Brody, 1969),
an 8-item scale, measures ability in relation to telephoning, shopping,
food preparation, housekeeping, laundering, use of transportation, use
of medicine, and financial matters (Cronbach’s alpha reliability coeffi-
cient = 0.80). In terms of validity, both the PSMS and IADL scales have
been found to be highly correlated with other measures of functional and
instrumental health and behavioral and adjustment ratings (Lawton &
Brody, 1969). The Neuropsychiatric HIV Rating Scale (NARS;
Boccellari & Dilley, 1992) is a widely used standardized measure that
taps patient functional status across six cognitive and behavioral dimen-
sions. The measure has high reliability and validity (inter-rater reliability
is 95% to 96%). Construct validity of the scale has been established and it
has been found to be an effective tool at correctly classifying HIV/AIDS
patients with various cognitive and behavioral problems (Cronbach’s
alpha reliability coefficient = 0.77) (Boccellari & Dilley, 1992).

Hours of caregiving assistance provided was measured through the
total number of hours of informal caregiving assistance provided per
week. In addition, caregivers were asked what type of assistance they
provided such as cooking, transportation, bathing feeding, toileting, ad-
ministering medications, and coordinating care (Fredriksen-Goldsen &
Scharlach, 2001). Caregiver health status was measured by a widely
used single-item, 1 = poor to 4 = excellent (Maddox & Douglass, 1973).
Caregiving strain was based on four questions regarding the degree of
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physical, financial or emotional and overall strain caregivers experi-
enced due to their caregiving responsibilities. The items were scored on
a four-point Likert scale (1 = none at all to 4 = a great deal). The mean
was obtained for the 4 items (Cronbach’s alpha reliability coefficient =
0.85) (Fredriksen-Goldsen & Scharlach, 2001). Conflict was measured
through 7 items that assessed the degree of conflict in the caregiver’s so-
cial network and the mean was obtained for the 7 items (Cronbach’s alpha
reliability coefficient = 0.71) (O’Brien, Wortman, Kessler & Joseph,
1993). Multiple loss experienced by caregivers was measured through a
single-item asking how many people the caregiver had lost through
death in the previous five years and the total number was summed.
Based on questions from the National Work Study questionnaire, dis-
crimination was measured by two questions regarding how often the re-
spondent felt discriminated against on the basis of HIV/AIDS and sexual
orientation. The questions were scored on a four-point Likert scale and
mean was obtained for the two items (1 = rarely or none of the time to 4 =
most or all of the time).

Protective factors: Caregiver optimism was assessed using the Revised
Life Orientation Test (LOT-R), a 10 item measure examining the extent
to which respondents are optimistic about their futures and expect the
best in times of uncertainty (4-point Likert scale, strongly agreed to
strongly disagree) (Carver, 1985) (Cronbach’s alpha reliability coeffi-
cient = 0.70). A six-item empowerment scale was constructed by adapt-
ing an earlier empowerment measure (Gutierrez, Oh, & Gilmore, 2000)
to insure relevance for caregivers of people with HIV/AIDS. The mea-
sure included questions regarding the extent to respondents felt able to
accomplish their personal goals, lived according to their own personal
values, and felt strong and capable (Cronbach’s alpha reliability coeffi-
cient = 0.64). Spiritual orientation was based upon 3-items assessing
the extent to which respondents found new faith, discovered what was
important in life and prayed as a result of the difficulties in their lives
(Cronbach’s alpha reliability coefficient = 0.68). Caregiver informal
social support was measured by the perceived availability of support
through 7 items regarding the availability of someone if the respondent
was upset and wanted to talk, had an important personal problem, needed
someone to provide care if confined to a bed, needed to borrow money
or get a ride to the doctor, needed guidance or needed advice in making
a decision (Cronbach’s alpha reliability coefficient = 0.85) (O’Brien,
Wortman, Kessler & Joseph, 1993).
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Outcome measures: Psychological well-being was measured by the In-
dex of Well-Being Scale (IWB) (Campbell et al., 1976). This scale con-
sists of two parts, general affect and life satisfaction, measured by 9 items
on a 7-point Likert scale (Cronbach’s alpha reliability coefficient =
0.69). Caregiving distress experienced by the caregiver was assessed by
asking respondents to rate separately the extent to which they currently
experienced physical, financial, or emotional strain as a result of their
family-care responsibilities. The items were scored on a four-point
Likert Scale (1 = none at all to 4 = a great deal). The Cronbach’s alpha
reliability coefficient = 0.89.

Data Analysis

In order to examine the relationship between the variables in the study,
several methods were utilized. First, distributions on all variables were
examined to identify statistical outliers and to help inform scaling deci-
sions and the choice of analytic techniques. Proportions (if indicated),
means, and standard deviations were computed for each variable. De-
scriptive statistics for the outcome variables and other explanatory factors
are provided in Table 1.

As part of the multivariate analysis, all bivariate relationships were
assessed for multicollinearity. Separate analyses were performed for the
two outcome variables: psychological well-being and distress. Step-wise
multiple regression models were estimated to examine the impact of
background characteristics and risk and protective factors in relation to
each of the outcome variables. Background characteristics were entered
first followed by risk and protective factors. For the purposes of the re-
gressions, dummy variables were created for gender (0 = female, 1 = male)
and ethnicity (0 = White, 1 = Nonwhite), and the remaining variables
were treated as continuous. In this paper only the data obtained from the
caregivers were included in the analyses.

FINDINGS

Background Characteristics

The caregivers ranged in age from 19-74 years old, with an average
age of 43 years. Sixty-nine percent of the caregivers were Caucasian,
9% African American, 7% Hispanic, 5% Asian or Pacific Islander, 1%
Native American, 3% other, and 6% of mixed race. Nearly four-fifths of
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the caregivers were male (79%) and one-fifth were female. Eighty-two
percent of the caregivers self-identified as gay or lesbian.

The caregivers were most likely to have household incomes under
$20,000 (39%), followed by 31% with incomes between $20,000-
$39,999. Three percent had not completed high school, 19% had a high
school diploma, 45% had some college and 33% had a college or ad-
vanced degree. Fifty-four percent of the informal caregivers were cur-
rently employed. More than half of the caregivers (59%) were married
or partnered.

Caregiving Responsibilities

Examples of the types of caregiving assistance provided included
running errands, housekeeping, cooking (more than three-quarters);
assisting with home maintenance, transportation, providing financial
support (more than 50%); and, personal care such as assisting with eating,

62 CAREGIVING WITH PRIDE

TABLE 1. Descriptive Statistics for Caregiver Psychological Well-Being and
Distress, and Selected Explanatory Factors

Variables Mean SD Range

Cronbach Alpha
Reliability
Coefficient

Outcomes
Well-being 6.51 1.93 .50-10.00 .69
Distress 1.84 .63 0.00-4.00 .89

Risk factors
CR ADL 2.57 .29 1.85-3.26 .67
CR IADL .37 .42 0.00-2.00 .80
CR Cognitive Impairment .73 .74 0.00-2.67 .77
CG Health Status 2.07 .56 1.17-4.00 .64
Hours of Care 4.85 1.58 2.00-7.00 NA
CG strain 2.16 .75 0.00-4.00 .85
Conflict 2.72 .90 1.00-5.00 .71
Discrimination 1.66 .53 1.00-3.00 NA
Multiple Loss 7.46 14.48 0-150 NA

Protective factors
Optimism 2.53 .31 1.83-4.00 .70
Spirituality 1.47 .86 0.00-3.00 .68
Empowerment 3.02 .42 2.17-4.00 .64
Social Support 4.17 .78 1.57-5.00 .85
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bathing and administering medications (one-fifth). Over ninety percent
were providing emotional support and 35% were arranging outside help.
Twenty-one percent of the informal caregivers were providing 2 to 3
hours of assistance, 19% were providing 5-9 hours, 28% were providing
10-19 hours, and 32% were providing 20 or more hours of care per week.

When asked to indicate their relationship to the care recipient, 42%
indicated it was their partner or spouse, 40% friend, 10% biological family
member (such as parent, child or other relative), and 8% were neighbors
or some other relationship. Four-fifths of the caregivers in this study were
primary caregivers, with 34% being the only informal caregiver provid-
ing assistance. More than 60% said it would be helpful to receive more
assistance with their care responsibilities.

The majority of caregivers in this study were caring for moderately
impaired care recipients, with more than 70% of the care recipients hav-
ing been hospitalized due to an HIV-related condition. In terms of multi-
ple loss, during the past 5 years, 25% of the caregivers had lost one person
through death, 36% had lost 2-5 persons, 17% 5-9 persons, and 22% had
lost 10 or more persons.

Caregiving responsibilities impacted the physical, financial and emo-
tional well-being of the majority of the caregivers. Physical strain due to
caregiving was reported by 64% of the caregivers; emotional strain was
reported by 86% and financial strain by 58%. Despite the difficulties
they faced in their lives, more than 70% of the caregivers were moder-
ately to highly satisfied with their lives. Thirty-three percent of the care-
givers caring for persons with high levels of disability and poor health
reported high levels of psychological well-being.

Predictors of Distress and Well-Being

Step-wise multiple regression analyses were performed to examine
the contribution to the outcome variables self-reported by caregiver of
well-being and distress made by the background characteristics and risk
and protective factors, as shown in Table 2. Background characteristics
entered into the regression for psychological well-being and distress in-
cluded age, income, race, gender, and education. Risk factors included
the health status and ADL/IADL and cognitive impairment levels of the
persons with HIV/AIDS, health status of the caregiver, hours of assis-
tance provided, caregiver strain, conflict, discrimination, and multiple
loss. Protective factors entered into the model included optimism, spiritual
orientation, self-empowerment, and social support.
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The model predicted 50% of the variance in caregiver distress. Signifi-
cant predictors of distress included being female, higher levels of ADL/
IADL impairment in the care recipient, higher levels of strain experi-
enced by the caregiver, providing more hours of assistance, and lower
levels of caregiver empowerment. The model predicted 32% of the vari-
ance in psychological well-being. Factors that contributed significantly

64 CAREGIVING WITH PRIDE

TABLE 2. Stepwise Multiple Regressions of Caregiver Well-Being and Distress,
on Demographic and Background Characteristics, and Risk and Protective Fac-
tors (Standardized Betas)

Factor Well-being Distress

Background characteristics
Gender .07 –.13*
Ethnicity .13 .07
Age .01 .04
Education –.03 .04
Income .17* –.03

R .02 .01

Risk factors
CR ADL .10 .20**
CR IADL –.01 .19**
CR Cognitive Impairment .04 –.11
CG Health Status –.35*** .06
Hours of Assistance –.11 .16*
Caregiving Strain –.12 .46***
Conflict .01 .08
Discrimination –.17* .09
Multiple Loss –.17* .01

R2 .26 .47

Protective factors
CG Optimism .15* .02
Spiritual Orientation –.09 –.06
Empowerment .21* –.16*
Social Support .08 –.11

R2 .32 .50

R2 (Total) .32 .50

* p < .05
** p < .01

*** p < .001
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to well-being included higher income, greater caregiver health, higher
levels of caregiver optimism and self-empowerment, and lower levels
of discrimination and multiple loss.

DISCUSSION

This study provides important new information concerning several
understudied aspects of HIV/AIDS caregiving including more fully under-
standing the variations in outcomes, as well as the differing types of risk
and protective factors that are salient in predicting distress and well-being.
In this study there was high variation in caregiving outcomes with many
caregivers demonstrating high levels of psychological well-being despite
adverse life circumstances such as the poor health of the person living
with HIV/AIDS.

Traditional stress and coping paradigms have long dominated care-
giving research, highlighting the extent of distress associated with
caregiving. The levels of caregiver distress in this study and its predic-
tors mirror those found in previous caregiving research, with significant
factors including the characteristics of the caregiver, care recipient, and
the caregiving situation, such as the patient’s health status and functional
impairment (Irving et al., 1995; Siegel, Ravies & Krauss, 1991) and the
extent of care provided (Miller & Montgomery, 1987).

Overall, the majority of caregiving studies in the general caregiving
literature suggest that informal care for a relative with disabilities results
in negative consequences for the caregiver and their families (Owens,
2001; Polen & Green, 2001). Caregiving is repeatedly associated with
decreased psychological health among caregivers, including increased
levels of caregiver burden, role strain and depression (Polen & Green,
2001; Berg-Weger, Rubio & Tebb, 2000; Hans & Haley, 1999).

Although HIV/AIDS caregiving has repeatedly been found to be asso-
ciated with increased levels of distress (Callery, 2000; Turner & Catania,
1997; Wight, 2000, 2002; Wight, LeBlanc & Aneshenesel, 1998), less is
known about caregiver well-being. As noted earlier, caregiver well-being
is most often operationalized as lower levels or the absence of distress
(Yates, Tennstedt & Bei-Hung Chang, 1999; George & Gwyther, 1986).
The limited conceptual clarification between caregiver distress and
well-being hinders the understanding of antecedents that lead to care-
giver well-being and other positive outcomes. In this study differing
types of antecedents were predictive of distress and well-being, sug-
gesting that the two concepts need to be treated as conceptually distinct.
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Caregiver income and health status, discrimination, multiple loss, dis-
positional optimism, and empowerment emerged as significant variables
predicting well-being in this study.

Many of these factors have been largely neglected in the general
caregiving research yet they may be particularly salient within histori-
cally disadvantaged communities. For example, caregivers with lower
incomes and poor health have been found to experience higher care de-
mands and to have fewer resources to meet their caregiving responsibil-
ities (Fredriksen-Goldsen & Scharlach, 2001). Because of their history
of marginalization and invisibility, lesbians and gay men may encounter
specific obstacles in receiving and providing care, such as multiple loss,
discrimination in health and long-term care settings, limited access to
formal service, and lack of legal protection for their loved ones.

Many of the caregivers in this study experienced high levels of loss
due to death, which was associated with lower levels of well-being. The
rate of HIV/AIDS related deaths has been catastrophic in the gay and
lesbian community. Many of these losses have been nonnormative in
terms of age given that the disease has affected many persons with
HIV/AIDS and their caregivers early in life. While rituals have been
established in the gay community as a result of the HIV/AIDS epidemic,
many still perceive a lack of support for grief and bereavement in the
community (Richard, Wrubel, & Folkman, 2000; Simmons, 1999).

Despite more than twenty years of HIV/AIDS-related public health
education, HIV/AIDS continues to be a stigmatizing health condition,
and discrimination against people with HIV/AIDS continues. In one
survey nearly 20% (18.7%) of the respondents agreed with the following
statement: “People who get AIDS through sex or drug use have gotten
what they deserve.” One fourth also reported misinformed opinions on
HIV transmission (Centers for Disease Control and Preventions, 2002b).
Many HIV-related caregivers report feeling discouraged by the level of
discrimination they encounter (Poindexter, 2001), and it is an important
factor that must be considered as it impacts their well-being and overall
caregiving experience.

Both optimism and empowerment emerge as significant protective
factors positively associated with caregiver well-being. Optimism and
self-empowerment may play important roles in how positive meaning is
created through the caregiving experience (Land & Long, 2000), as well
as how caregivers balance the costs of providing care with personal
rewards. Among African Americans caring for family members living
with HIV/AIDS many reported they were empowered to actively fight
against HIV/AIDS as a result of their caregiving responsibilities
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(Tolliver, 2001). In their fight against HIV/AIDS, they learned to resist
stigma associated with HIV/AIDS and not accept images that marginalized
them or negated what was happening to their family members (Boyle,
Hodnicki & Ferrell, 1999).

The majority of caregivers in this study were gay men and lesbians
providing care to partners and friends. It has been suggested that part-
ners and friends are more likely than biological family members to pro-
vide care due to the stigmatized nature of HIV/AIDS (Kadushin, 1996)
and the informal extended family networks that exist within the gay and
lesbian community (Fredriksen-Goldsen, 2003). It continues to be im-
portant to use a broad definition of family that is based on commitment
when developing interventions and policies to support caregivers and
those living with HIV/AIDS.

In this study, men far outnumbered women as caregivers, a finding
consistent with HIV/AIDS care, but inconsistent with the general care-
giving literature as well the popular notion that women have primary
caregiving responsibilities. Similar to the findings in the general caregiving
literature, being female in this study was associated with higher levels
of distress. While the experiences of male caregivers have largely gone
unrecognized in caregiving services and research, male caregivers have
reported difficulty in being recognized as caregivers and acquiring sup-
port for their care responsibilities (Kramer & Thompson, 2002). Given
the high prevalence of male caregivers and the extent of care being pro-
vided within the context of same sex couples, HIV/AIDS care provides
a unique opportunity to further explore differences in the care experience
as they intersect with both gender and gender roles.

There continues to be a need for interventions designed to assist family
members caring for those living with HIV/AIDS (Stajduhar & Davies,
1998). The findings from this study suggest that rather than solely orga-
nize caregiving interventions toward the reduction of distress, it may be
important to tailor such programs to increase caregiver well-being as
well. Interventions aimed at nurturing optimism among informal care-
givers, designing methods to empower them to resist the stigma they face
as well as finding new ways to be responsive to the discrimination and
multiple losses they encounter may provide important tools for increas-
ing caregiver well-being. Helping caregivers find a balance between the
role that HIV/AIDS plays in their own personal lives as well as getting
involved in HIV related issues outside of the immediate caregiving situ-
ation may foster a personal sense of empowerment and help establish a
larger meaning to the caregiving experience (Carlisle, 2000). Treating
caregiving as a multidimensional construct that includes both positive
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and negative outcomes is critical to developing interventions that seek
to decrease risk and increase their capacities as caregivers.

Contrary to the findings in the general caregiving literature (Chang,
Noonan, Tennstedt, 1998; Kelly et al., 1993; Lackner et al., 1993; Magana,
1999; Shafran, 2001; Tolliver, 2001), religious orientation and social
support were not associated with caregiver distress or well-being in this
study. Items utilized to measure religious or spiritual orientation constructs
may need to be modified to increase their applicability to these caregivers
given the history of marginalization within many religious and faith com-
munities. Furthermore, the variation in social support among these care-
givers may be limited given the extent of death and loss experienced by
the majority of them. Additional measures of both spirituality and social
support need to be further examined to assess their role within these
communities.

While the findings from this study suggest that well-being and dis-
tress are conceptually distinct, more research with larger sample sizes is
needed to further explore and model the relationship between dis-
tress and well-being as well as the role of risk and protective factors. This
study is exploratory in nature and the findings are not necessarily reflec-
tive of caregivers in general, nor can the findings be generalized beyond
the specific sample. While the resilience model used in this research more
clearly addresses caregiver well-being than has previous HIV/AIDS
studies, it does not account for a substantial portion of the variance in
the outcome variables. Additional research is needed to examine and
specify the components of well-being as well as to explore the impact of
additional individual, cultural and community-level variables that may
serve a protective function for caregivers assisting gay men with
HIV/AIDS. Longitudinal studies are also necessary to begin examining
resilience as a developmental process as well as to explore the impact of
caregiving over the life course.

CONCLUSION

HIV/AIDS continues to be a serious public health issue, and the find-
ings from this study indicate that caregiving entails more than distress
and that future research needs to consider the well-being and resilience
of informal caregivers. Our understanding of the caregiving process is
enhanced by treating caregiving as a multidimensional construct that
includes both positive and negative outcomes. Studying an historically
disadvantaged group, such as gay men living with HIV/AIDS and their

68 CAREGIVING WITH PRIDE

D
ow

nl
oa

de
d 

by
 [

U
ni

ve
rs

ity
 o

f 
W

as
hi

ng
to

n 
L

ib
ra

ri
es

] 
at

 1
3:

59
 0

6 
M

ar
ch

 2
01

2 



caregivers, can expand our knowledge about the diversity of caregiving
needs and types of effective supports. The development of a community-
based system of care depends on finding effective ways to help care-
givers confront the adversity they face, and supporting and enhancing
their strengths. The resilience of caregivers needs to be recognized and in-
tegrated into the design of innovative, culturally appropriate interventions
that support both informal caregivers and persons living with HIV/AIDS.
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