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HIV & Sexual Health

Within the United States, relative HIV prevalence is 
higher among marginalized groups of people including 
people of color, men who have sex with other men, and 
those who engage in other stigmatized behaviors, such as 
injection drug use and commercial sex work (Centers for 
Disease Control and Prevention, 2013a; Pellowski, 
Kalichman, Matthew, & Adler, 2013). The problems that 
many HIV-positive people experience both contribute to 
an increased risk of initial HIV infection and reflect infec-
tion sequelae. For instance, HIV-positive people are more 
likely to experience mental health problems, stigmatiza-
tion, and economic insecurity, which in and of themselves 
are risk factors for HIV infection (Aral, Adimora, & 
Fenton, 2008).

African Americans, in particular, are over-represented 
in HIV incidence and prevalence statistics. They make up 
nearly half (44%) of all new diagnoses each year, and 
account for 80% of the total living with HIV in the United 
States (Centers for Disease Control and Prevention, 
2013b). African American men have diagnosis rates 10 
times higher than White men; African American women 
have rates 25 times higher than White women. The result 
of these disparities is that African Americans are much 
more likely to be personally affected by HIV (i.e., either 

be infected or know someone who is infected). Despite 
this current hyperendemic, however, we know very  
little about how social support functions within these 
contexts.

HIV, like other chronic and life-threatening illnesses, 
can be conceptualized as a “shared illness” given the 
myriad ways in which it affects others within an individ-
ual’s close social network (McDaniel, Hepworth, & 
Doherty, 2003). Indeed, one’s ability to cope with chronic 
illness is often predicated on family members’ mobiliza-
tion in relation to it (Mahoney, Weber, Bien, & Saba, 
2014). Likewise, in the case of stigmatizing chronic con-
ditions like HIV, family members might experience the 
additional burden of “courtesy stigma” (i.e., stigma expe-
rienced by associates of those who are infected with the 
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Abstract
A key source of resiliency within HIV-affected African American communities is informal social support. Data from 
dyadic conversations and focus groups were used to address the following research question: What are HIV-positive 
African Americans’ social support experiences within their informal social networks in response to HIV-related 
problems? Circumstances that exacerbated HIV-related problems included others’ fear of contagion, reticence to be 
involved, judgment and rejection, and disregard for privacy. Support from HIV-negative others buffered the impact of 
problems when others communicate interest, take the initiative to help, or make a long-term investment in their success. 
Support from other HIV-positive persons was helpful given the shared connection because of HIV, the opportunity 
to commiserate about what is mutually understood, and the fight for mutual survival. Based on these findings, we offer 
suggestions for future research and social network interventions aimed at bolstering connections between HIV-
positive peers, reducing stigma, and improving family support.
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virus; Goffman, 1963) and, perhaps as a result, report 
avoidant and intrusive thoughts attributable to the disease 
(Wight, Beals, Miller-Martinez, Murphy, & Aneschensel, 
2007). Of course, sometimes “shared illness” is a literal 
phenomenon, such as when individuals within the same 
informal social network share a sexually transmitted 
infection diagnosis, which, like HIV, is more common in 
hypersegregated communities (Adimora & Schoenbach, 
2005; Biello et al., 2012).

A key source of resiliency within many African 
American communities is informal support, or support 
resources that are perceived to be available and/or pro-
vided by nonprofessional (unpaid) individuals and often 
by family, romantic partners, or friends (Brashers, Neidig, 
& Goldsmith, 2004; Cohen, Gottlieb, & Underwood, 
2000; Hoy-Ellis & Fredriksen-Goldsen, 2007; London, 
LeBlanc, & Aneshensel, 1998; Mitchell, Robinson, 
Nguyen, Smith, & Knowlton, 2015; Wrubel & Folkman, 
1997).HIV-positive people benefit from perceiving the 
presence of both structural and functional support such 
that both the presence of supportive networks and the var-
ied ways in which support is conveyed buffer the effects 
of HIV-related problems (Ashton et al., 2005; Serovich, 
Kimberly, Mosack, & Lewis, 2001). Functional informal 
social support manifests itself as tangible or instrumental 
support (e.g., help with picking up prescriptions, provid-
ing rides to health care appointments), as emotional 
“expressions of caring” (Holt-Lunstad & Uchino, 2015, 
p. 185; for example, providing encouragement in the face 
of declining health status), as informational support (e.g., 
helping the patient understand health care directives), and 
as belonging or esteem support (e.g., underscoring the 
intrinsic value an HIV-positive person has; Cohen & 
Wills, 1985; Holt-Lunstad & Uchino, 2015). Among 
HIV-infected individuals, such support has been associ-
ated with improved mental health outcomes (Gonzalez 
et al., 2004; Savetsky, Sullivan, Clarke, Stein & Samet, 
2001; Serovich et al., 2001; Simoni, Pantalone, Plummer, 
& Huang, 2007), enacting more health promoting behav-
iors (Gielen, McDonnell, Wu, O’Campo, & Faden, 2001) 
including improved treatment adherence (Ammassari 
et al., 2002; Gonzalez et al., 2004; Koenig et al., 2008; 
Nachega et al., 2006; Simoni et al., 2007), and ultimately, 
experiencing slower disease progression and increased 
survival (Ironson & Hayward, 2008).

To that end, shared illness within African Americans 
communities disproportionally affected by HIV creates a 
need to better understand how support is given and received 
among members of these communities. Unfortunately, 
there has been very little published research on the impact 
social network support has on the lives of HIV-positive 
African Americans (Edwards, 2006; Hough, Magnan, 
Templin, & Gadelrab, 2005; Kemp Henderson, 2011), 
although social support has been shown to buffer health-
related and racism stressors (Bowleg et al., 2013; Simoni 

& Ng, 2000). Our preliminary work suggests that many 
HIV-positive African Americans want informal support-
ers to be involved in their health care decision making 
(Mosack & Petroll, 2009). Participants described how 
such involvement would improve the quality of their rela-
tionships and their family systems’ shift toward improved 
health behavior decision making; how supporters’ 
involvement in the health care context in particular would 
facilitate the flow of medical communication both 
between and among health care providers, patients, and 
informal caregivers; and ultimately, how such involve-
ment would lead to improved treatment outcomes.

Despite growing scholarship on the benefits of infor-
mal social support, there remains a dearth of information 
on how HIV-related support functions within African 
American social networks in general and among HIV-
infected (seroconcordant) African American dyads in 
particular. This gap in the literature is concerning given 
the hyperendemic within African American communities 
and the subsequent likelihood that HIV-positive African 
Americans are supported by or are supporting other HIV-
positive individuals. We believe a better understanding of 
the problems and the nature of informal social support 
provided in response to those problems HIV-positive 
African Americans experience in contemporary United 
States is critical to develop effective and culturally rele-
vant support interventions.

For the current study, we have focused on how social 
support is proffered and received within HIV-infected 
(seroconcordant) African American dyads and within 
broader African American communities in response to 
HIV-related problems. To that end, we used both dyadic 
conversation and focus group data from HIV-positive 
persons to examine the following research question:

What are HIV-positive African Americans’ social sup-
port experiences within their informal social networks 
in response to HIV-related problems?

By focusing on HIV-positive individuals who had close 
personal relationships with other HIV-positive individu-
als, we were able to examine support that HIV-positive 
individuals desired from and provided to each other, as 
well as support desired and received from their broader 
social networks. Based on our findings and situated 
within the context of the current literature, we consider 
relevant social network intervention opportunities.

Method

Samples

Data from two related samples were used for this study. One 
sample consisted of individuals who were members of HIV-
positive (seroconcordant) dyads. Thirty-three HIV-positive 
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African American individuals (i.e., “index participants”) 
and 33 HIV-positive adults whom the index participants 
designated as important support persons (e.g., friends, 
partners, or family members; that is, “informal support-
ers”) participated in the dyadic portion of the HIV 
Communication Study. Of the 66 participants, 47 (71.2%) 
were male, and 19 (28.8%) were female. They ranged in 
age from 22 to 66 years (M = 44.18 years, SD = 10.0 
years). Most participants lived at or below the poverty 
level, with 50 participants (75.8%) reporting an income 
of less than US$1,000 per month. On average, 13.53 
years had elapsed since participants had been diagnosed 
with HIV (SD = 7.53). Related to disease progression, 18 
participants (27.3%) were living with an AIDS diagnosis, 
while the remaining 48 participants (72.7%) were HIV-
positive but had not been diagnosed with AIDS.

There were three types of dyads in terms of gender, 
with 19 (57.6%) male/male dyads, nine (27.3%) male/
female dyads, and five (15.2%) female/female dyads. 
Dyad members related to each other in various ways. The 
majority of participants reported being in platonic rela-
tionships: 21 (63.6%) dyads were friends and 2 (6.1%) 
dyads were family members. The remaining dyads were 
romantically involved: 8 (24.2%) dyads were same-sex 
couples, and 2 (6.1%) dyads were heterosexual couples.

The second sample consisted of a subsample of those 
who participated in the dyadic portion of the HIV 
Communication Study. That is to say, from among the 
original group of participants, we recruited 14 volunteers 
to participate in two focus groups. Focus group partici-
pants were divided into two gender-concordant focus 
groups with seven participants each. A total of 6 to 12 
participants per focus group is recommended as ideal, as 
is same-gender composition when discussing sensitive 
topics (Krueger & Casey, 2015).

Recruitment Procedures

Institutional review board approval was obtained for all 
aspects of the HIV Communication Study. Participants 
were recruited from outpatient clinics, community health 
centers, and community-based agencies providing HIV-
related services in Milwaukee, Wisconsin, and Columbus, 
Ohio. Recruitment methods included fliers and handbills, 
medical and social service provider word-of-mouth, and 
snowball sampling. Interested volunteers were invited to 
call the study telephone line to receive more information 
and to be screened for inclusion in the study. Volunteers 
who identified one individual who would be an appropriate 
“informal supporter” for the study and who met other eligi-
bility requirements were instructed to have the intended 
informal supporter call the same number to be screened.

Specific inclusion criteria for index participants were 
aged 18 or older, African American, HIV diagnosis, 

currently prescribed antiretrovirals, and able to identify 
and successfully recruit an adult informal supporter who 
was also HIV-positive, aware of the participant’s HIV sta-
tus, and who had already discussed HIV and/or HIV med-
ications with the index participant. Inclusion criteria for 
“informal supporters” included aged 18 or older, HIV 
diagnosis, and self-identification as an informal supporter 
for the HIV-positive index participant. Exclusion criteria 
were solitary individuals without supporters who other-
wise met inclusion criteria, serodiscordant dyads, and 
dyads not conversant in English. Specific exclusion crite-
ria pertaining to type of relationship were dyads in which 
there was evidence that the represented relationship was 
either not a legitimate one or not intimate enough (i.e., 
members of the dyad did not have regular contact), or 
dyads whose members reported relational violence. 
Potential dyad members were screened separately to 
determine whether the dyad was eligible for participa-
tion, and dyads who met eligibility criteria were then 
invited to participate.

Focus group participants were recruited from among 
those who had participated in the dyadic portion of the 
HIV Communication Study. After the dyadic portion of 
the study had concluded, trained research assistants were 
asked to review videotape of the dyads and to nominate 
all individuals who would make good candidates for 
focus groups (i.e., those who were engaged in the process 
and highly verbal) and who had given prior consent to be 
recontacted. We made attempts to contact this subset of 
individuals and convened the focus groups once suffi-
cient numbers of participants for each group agreed to 
participate. To ensure that focus group members could 
speak freely about their experiences of giving and receiv-
ing HIV-related support, only one member of any HIV-
positive dyad was allowed to be involved in the same 
focus group.

Data Collection

Upon meeting at a university-sponsored community-
based research center, signed informed consent was 
obtained. During this one-time visit, dyad members indi-
vidually completed an electronic self-report survey con-
sisting of demographics, and measures of treatment 
adherence, adherence self-efficacy, problem-solving 
styles, social support, depression, and anxiety. To under-
stand how social support interactions work within HIV-
seroconcordant dyads, we then asked participants to join 
in an observed and video-recorded problem-focused con-
versation with each other. Each member of the dyad was 
instructed to consider problems that he or she might have 
with HIV about which she or he would like to talk to her 
or his partner. If the individual had difficulty thinking of a 
topic, a list of commonly experienced problems including 
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discrimination or prejudice, coping with one’s own ill-
ness, trying to hide one’s own HIV status, getting the 
emotional support one needed, and so on, was included 
on the paper instructions provided to the participant. Each 
member of the dyad was given 10 minutes to discuss her 
or his HIV-related problem or problems while the other 
member was asked to listen and respond naturally. 
Following the completion of the 20-minute conversation, 
they each completed a brief questionnaire evaluating the 
task and their partner’s communication. Participants were 
each paid US$30 for their time following the completion 
of the study appointment. In addition, child care, bus fare, 
and refreshments were available to participants.

To better understand how social support interactions 
work within the broader community and to evaluate 
needs and resources beyond that which is endemic within 
seroconcordant dyadic relationships, we also convened 
two focus groups. The reciprocality of collective interac-
tion, wherein participants react to and build on the experi-
ences, interpretations, and evaluations of other members, 
is a strength of focus groups and can add to the breadth 
and depth of discussion beyond what is possible in dyadic 
conversations (Stevens, 1996). After obtaining signed 
informed consent, participants engaged in a group discus-
sion of 2-hour duration led by one of the PhD-prepared 
investigators and moderated by one of the PhD student 
research assistants at the same research center. A semi-
structured interview guide was used to facilitate dialogue 
about social support resources they desired and received. 
Examples of questions that guided the discussion include 
the following: In relation to living with HIV, what kinds 
of help do you need most from the important people in 
your life? How do you let them know what help you need 
from them? In relation to living with HIV, what kinds of 
help are most difficult to get from the important people in 
your life? What makes it so difficult to get this kind of 
help? Questions were designed to elicit information about 
social support in general, which inevitably included sup-
port from other HIV-positive persons as well as support 
from HIV-negative others. Focus group participants were 
paid US$25 for their time.

Data Management and Analysis

Dyadic and focus group data were recorded via audio/
video and audio recording, respectively. Verbatim tran-
scripts of the audio recorded during these data collection 
episodes comprise the data used for this analysis. The 
memo and search capacities of QSR International’s 
NVivo8 qualitative data management software (QSR 
International Pty Ltd., 2010) assisted us in managing data.

The dyadic study and the focus group study had 
slightly different foci. For the dyadic study, we were 
interested in understanding how HIV-positive persons 

within close relationships with other HIV-positive per-
sons provided and received support. Each member of the 
dyad was asked to identify and discuss an HIV-related 
problem so that we could code the data (i.e., conduct a 
micro-analysis) of the behavioral manifestations of social 
support within those relationships. Invariably, discussions 
about problems elicited stories about social support and 
rejection—not only from dyadic partners but also from 
important others within participants’ social networks. In 
contrast to the dyadic conversations, focus group data 
were used to understand perceptions of social support 
more broadly (i.e., not necessarily at the dyadic level and 
not necessarily among seroconcordant social networks). 
Within the context of those discussions, participants iden-
tified a range of helpful and unhelpful behaviors among 
those in their social networks. In this way, the data from 
both sampling frames were complementary.

We initiated our analysis by identifying problems that 
participants explicitly identified having in relation to 
their diagnosis using content analysis (Elo & Kyngäs, 
2008). Next, we located all conversation and discussion 
pertaining to social support and parsed it into social sup-
port stories, which could then be subjected to narrative 
analysis (Riessman, 2008; Stevens & Hildebrandt, 2009). 
We operationalized a social support story as the relating 
of events and interpretations about an episode of seeking 
support for an HIV-related problem. These social support 
stories became our units of analysis. For each story, we 
coded events that occurred and the meaning those events 
had for the storyteller, as well as persons involved, tim-
ing, and resolution of each social support episode to 
describe the nature of stress-buffering actions or social 
support failures.

We worked systematically with the stories, first, doing 
a within-case analysis for each participant in which we 
closely examined all the social support stories he or she 
related. Then, we did an across-case analysis, searching 
for similarities and differences among participants in the 
social support stories they told. We constructed qualitative 
matrices plotting story elements across the sample, com-
paring each participant’s social support experiences with 
every other participant’s social support experiences. We 
identified patterns of successful social support seeking 
and not-so-successful social support seeking. Furthermore, 
we identified patterns in the caliber of social support 
depending on the HIV-status identity of would-be sup-
porters and their behavioral responses. Finally, we gave 
these patterns thematic names and descriptions, and 
selected exemplar data excerpts to illustrate the themes.

This series of data analytic steps was accomplished 
using a team approach with waves of independent analy-
ses alternating with consensus building sessions in which 
research team members discussed findings and plotted 
next analytic steps. Throughout the analysis, we made a 

 by guest on August 10, 2016qhr.sagepub.comDownloaded from 

http://qhr.sagepub.com/


Mosack et al. 1499

concerted effort to ensure trustworthiness by establishing 
the credibility, transferability, dependability, and conform-
ability of the findings (Lincoln & Guba, 1985; Patton, 
2001).

Results

The social support stories made clear that seeking support 
for HIV-related problems was not always successful in 
relieving participants’ burdens. Rather, participants nega-
tively evaluated many social support episodes they experi-
enced, while positively evaluating others. The HIV-related 
problems participants sought support for included stigma, 
HIV-status disclosure, physical symptoms, negative emo-
tional states, HIV treatment difficulties, misuse of drugs 
and alcohol, and economic constraints ranging from keep-
ing a roof over their heads to getting health care when they 
needed it.

We found that it was not the type of problem that dif-
ferentiated successful from not-so-successful ventures in 
seeking social support, however. What differentiated the 
negative from the positive social support stories was the 
HIV status of the person the participant sought support 
from, and the would-be supporter’s behavioral response. 
The negative or not-so-successful social support episodes 
were with members of their support networks, often 
immediate or extended family who did not have HIV and 
who exhibited fear of contagion, reticence to be involved, 
judgment and rejection, and/or disregard for privacy. 
Interactions with these individuals seemed to exacerbate 
the problems for which participants were seeking sup-
port. However, many HIV-negative family and friends 
responded to requests for assistance and support in ways 
that participants found helpful. When HIV-negative peo-
ple in their lives communicate interest, take the initiative 
to help, or make a long-term investment, participants felt 
supported. Stories about seeking social support from 
partners, friends, or family members who were HIV-
positive were uniformly positive for this sample. 
Participants explained that close personal relationships 
with other HIV-positive individuals allowed them to 
share a unique connection because of HIV, commiserate 
about what is mutually understood, and fight for mutual 
survival. When these actions were possible within rela-
tionships, the social support received was interpreted by 
participants as buffering HIV-related problems.

Circumstances Within Informal Support 
Networks That Exacerbate HIV-Related 
Problems

The desire for support from the people around them was 
strong. These HIV-positive African Americans turned to 
their mothers and fathers, brothers and sisters, aunts and 

uncles, cousins, and friends when HIV troubles came into 
their lives. According to their accounts, close relation-
ships with immediate and extended family members and 
friends were integral to their daily lives. Within these 
tight-knit kin networks, it was normally expected one 
could share trials and tribulations, and expect support and 
assistance in return. HIV tested these bonds, however. 
Approaching HIV-negative individuals in their social net-
works, hoping for support and understanding about the 
problems of HIV, was tricky business. These HIV-positive 
African Americans were often wary, and frequently dis-
appointed. If they perceived a fear of contagion, reticence 
to be involved, judgment and rejection, and/or disregard 
for privacy, it made their difficulties feel even more 
burdensome.

Fear of contagion. Successful social support episodes did 
not occur when those participants turned to for under-
standing and assistance were afraid of the HIV. Accord-
ing to participants, HIV/AIDS was often a terrifying 
condition for HIV-negative family members and friends 
to comprehend, and many demonstrated their fear by 
staying away: “When my family first found out I was 
HIV-positive, they didn’t want me around. They didn’t 
want to talk to me.” Another intoned, “I was in the hospi-
tal being pronounced with AIDS, and my family didn’t 
come see me.”

Some family members feared catching it themselves, 
so they acted to protect themselves, their children, and 
their homes. Participants were kept from physical  
contact, displaced from the family dinner table, and 
cleaned up after, all contributing to participants’ shame 
and isolation:

My brother had a new baby. I kissed the baby on the cheek. 
And everybody was just looking at me, like the baby was 
going to drop dead from me kissing her. That really bothered 
me. So then I feel uncomfortable. I feel I gotta be always 
watching what I do. I tell myself they’ll learn—eventually 
they’ll get it. But, when you can’t embrace your own nieces 
and nephews, it hurts.

Stories abounded about the fear of contagion and how it 
interfered with socially supportive interactions. Here is 
an example related to the use of dishes.

My family didn’t want me touching nothing in their house. 
My sister threw plates away, forks, knives, pots, anything I 
touched. So how is that supposed to make me feel? You all 
acting like I’m just a walking spreadable disease.

Another fear related to the sharing of toilet facilities: “My 
grandmother would sanitize everything behind me. I was 
in her bathroom—she was sanitizing. That brought on my 
stigma issues. It hurts to this day. It made me stronger, but 
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it was very damaging.” This kind of behavior was univer-
sally interpreted as shaming rather than supportive, 
regardless of family members’ intentions:

Ignorant stuff—I go over there to my family and they go 
wash behind me. It really offends me. I want them to embrace 
me, have my back. We should be able to just be there with 
each other and no offense.

Reticence to be involved. Reticence on the part of family 
members was also a barrier to social support. If partici-
pants were met with silence, reserve, or restraint when 
what they desired was an active and loving champion 
who would be there for them in dealing with HIV, their 
needs for support went unmet:

My biggest problem is dealing with family members whom 
I have seen change for the worst. Their whole attitude toward 
me has changed. Since they know about my so-called 
disease, the whole way they look at me, the way they talk to 
me—the closeness is gone. My grandmother, my older 
brother, my cousins—they don’t connect with me anymore.

If family members were reticent when it came to learn-
ing about HIV or seeking out information about the prob-
lems people living with HIV face, participants felt 
discounted and pushed away: “There are certain family 
members who refuse to get educated. They don’t under-
stand. They don’t want to understand. I’ve been HIV-
positive a long time and they haven’t even learned 
anything about it.” Many stories featured members of 
support networks who did not seize opportunities to 
become informed and skilled in talking about HIV, even 
after many years: “With the HIV, the T-cells go up  
and down, and my family never wants to sit down and 
discuss it.”

Although some family members were accepting, their 
apparent nonchalance about the disease frustrated a par-
ticipant who told us,

My family, they just want to know that I’m okay, and that’s 
it. It bothers me they don’t want to talk about HIV and what’s 
going on with me. They don’t ask about it. They are not 
curious about it. There are many avenues to find out 
information about HIV. When people are really curious and 
concerned about HIV—they can find out all about it.

Judgment and rejection. Judgment and rejection were par-
ticularly painful responses from family and friends. If 
participants felt chastised by family members when what 
they were seeking was acceptance or assistance, it left 
them feeling rejected and unheard. One participant spoke 
about the brusque rebuff he received from his brother in 
the period immediately following his HIV diagnosis. As 
he described the hurtful episode, he juxtaposed what 
actually happened with what he wished had happened:

My older brother, whom I told about having HIV, he said, “I 
knew it. I knew it was going to happen.” Instead of saying to 
me: “Are you ok?” “Do you need my support?” “You want to 
talk?” I’ll never forget it—he tells me, “I knew it,” in a very 
arrogant way. No hug or compassion or advice or blessings.

This participant went on to say that being open and trust-
ing had been his way of relating to his family and that 
being frank about his HIV was his way of seeking their 
support: “It is my life. It is about the things I’ve been 
through. I’ve never hid anything before. I felt like—why 
should I hide something this important from them? I 
expected support. I got the opposite.”

Participants longed to be able to talk with family about 
their experiences living with HIV. Perhaps because it was 
painful to hear about, family members were not always 
open to these candid conversations:

My Mom already ain’t really coping with me being gay. Me 
putting HIV on top of that hurt made it even harder for her. 
When I told her that I might have HIV, she said, “Don’t say 
*** nothing to me.” She said it with the cuss word.

Sometimes the rebuff was harsher, creating a schism that 
was thereafter difficult to mend:

My brother told me, “You must be a whore. You must be a 
whore, because how else would you get HIV?” And, this is 
my big brother. That is why I don’t talk to my family about 
nothing that goes on with me. Nothing.

Disregard for privacy. Another issue that stood in the way 
of feeling supported by members of one’s social network 
was casual disclosure of an individual’s HIV diagnosis 
without his or her explicit permission. If family members 
told other family members, neighbors, associates, or 
friends that their brother, cousin, niece, or son had HIV/
AIDS; whether the action was meant to be hurtful or not, 
it was interpreted as a foreclosure of their prerogative:

Whenever I meet somebody, my cousin or my auntie blurt 
out that I’m HIV-positive. Don’t even give me the chance to 
do that on my own. And, that really pisses me off. They take 
that privilege away from me. It’s basically up to me if I want 
to share my status with somebody.

Revelations of such highly personal information were 
perceived as betrayals of trust: “With HIV, I don’t trust 
nobody. I got my brother and them telling people. My god-
mother, my cousin, stabbing me in my back, telling every-
one I know that I got HIV.” It was not an uncommon story 
that an individual shared his or her diagnosis with a single 
individual, only to find that the information spread without 
the participant’s consent: “When I got HIV, I didn’t tell 
nobody but one person in my family. And, that one person 
told everybody. How am I supposed to trust them?”

 by guest on August 10, 2016qhr.sagepub.comDownloaded from 

http://qhr.sagepub.com/


Mosack et al. 1501

If there had been disappointments in seeking social 
support from family and friends, participants had to work 
very hard to try again or reach out to others. As one par-
ticipant described,

Trying to cope with my family has been hard. Over the years 
I have tried to put myself in their shoes and understand why 
they think the way they do about HIV. I don’t feel they have 
ever been as concerned about me as they should be. I wish 
they could be a little more closer to my situation, help me 
deal with what I am facing. But I put it behind me. Now, it is 
okay when I talk with them. I just bring up other things and 
leave the HIV stuff alone.

Approaches HIV-Negative Others Take That 
Buffer the Impact of HIV-Related Problems

In closely examining the social support stories, there were 
some that described positive responses from family and 
friends who were HIV-negative. Participants felt supported 
when important people in their lives communicated inter-
est, took initiative to help, or made a long-term investment.

Communicating interest. Participants described how impor-
tant it was for family and friends to demonstrate interest in 
their lives and health status. When participants perceived 
that the HIV-negative people around them were concerned 
about their welfare and willing to assist them, it kept them 
from losing courage. It was heartening to experience social 
support that endured despite an HIV diagnosis:

Problems with my HIV—my family understands. They 
sympathize. They ask what I’m going through with my HIV. 
They want to know the answers so they can be educated on 
it. At family get-togethers I tell them, “You want to know 
something? Ask, and I’ll tell you.” They got open ears, and 
their minds open up because they see me as me—still being 
who I was before having a disease.

Participants talked about how important it was to nur-
ture the interest of people in their lives. They did so 
through incremental disclosure and education as this 
excerpt suggests:

For family members, you let them know how much you want 
them to know. If you wanna let them know about your T-cells 
so they can say every once in a while, “How your T-cells 
doing?” That’s information you can give them. Maybe you 
want them to remind you of certain things like taking your 
meds. You let them in how far you want to let them in.

Another explained that “you got to teach your family how 
to love you. And, you have to be careful not to offend 
while you’re trying to help them know more about you.” 
A third participant enumerated on that theme: “You have 
to explain things to them. I had to tell my sister about this 

thing called the viral load. If you don’t explain, you can’t 
talk with them about it.”

Taking initiative to help. When members of their social net-
works took the initiative to assist them or provide care to 
them, the social support offered was even more valued. 
For instance, one participant described the initiative his 
mother displayed: “When my mom found out I had HIV, 
she took the bull by the horns. She made sure I got a doc-
tor and a caseworker right away.” The actions family 
members took on their behalf were sometimes dramatic, 
as these excerpts suggest:

When I became ill—I had gotten so sick to the point that I 
became delusional and I tried to commit suicide—my 
mother sent my three brothers to Atlanta, where I had moved 
to. She told them not to come home without her baby. When 
I got back here, I had no T-cells. I had wasted down to about 
120 pounds. I had opportunistic infections. So, I was bad.

There was the situation where I had a wound, and the nurse 
came out to the house to show someone how to take care of 
me with the blood and all. Everybody in my family stepped 
up and said, “I’ll do it, whatever it is. Just train me.”

Families who demonstrated such initiative were 
described as “the most loving and supportive families 
that you can imagine.”

Making a long-term investment. Social support over the 
long term was demonstrated when members of their 
informal networks invested time and effort toward their 
well-being—not just at the time of HIV diagnosis but on 
an everyday basis:

My family is always calling and checking to see if I’m okay, 
making sure I’m taking my medicine. We’re all getting 
closer. We’re trying to get together and make sure everything 
and everybody is doing okay. We dealing with each other, 
not just me having HIV.

For others, the investment they wanted HIV-negative fam-
ily to make was exquisitely specific: “If something was to 
happen, like if HIV was to take me out, I need to know 
from my family—will you support my kids like I would?” 
For others, family investment in their well-being could be 
relatively minimal but still be seen as supportive: “The 
support was there for me from my family members. They 
kinda swept the HIV under the rug, but they still treated 
me like I’m a human being. I’m happy with that.”

HIV-Positive Others Are Uniquely Equipped to 
Provide Desired Support

Participants described in detail the importance of the 
social support they found in their relationships with other 
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people living with HIV. They drew sustenance from these 
relationships when they were dealing with HIV-related 
problems. They considered these relationships special 
and differentiated them from relationships with HIV-
negative individuals. In examining the stories they told 
about the positive interactions they had with partners, 
family, or friends who were also HIV-positive, we found 
three patterns: having a shared connection because of 
HIV, commiserating about what is mutually understood, 
and fighting for mutual survival.

Having a shared connection because of HIV. Participants 
spoke about a sense of connection they could achieve 
with other HIV-positive individuals dear to them that was 
not possible with HIV-negative members of their infor-
mal support networks. The connection made them feel 
like, “Someone I know and love is there in my corner 100 
percent.” Confidence to deal with negative emotional 
states and physical symptoms was enhanced with encour-
agement from others who were also going through the 
travails of HIV/AIDS:

Feelings and emotions can spring on you with this HIV. I can 
talk to you (dyad partner) about these things that I can’t talk 
to my family about—stuff that’s deep. When I get off the 
phone with you, I don’t feel like I throwed my whole life out 
there for the world to see.

Here, two different participants talk with their HIV-
positive dyad partners about how their unique connection 
because of sharing HIV supports them:

Before I met you, I was going through stress, a lot of stress. 
And, my cancer occurred. I asked God to give me a person 
the size of my family, who was outside my family, who 
would understand my situation. You came and supported me 
in every way that was needed. I wouldn’t trade you for 
nothing in the world.

If it wouldn’t have been for you, I would have had a lot of 
trouble dealing with this. My family doesn’t understand. 
But, you know when I am down and out. You pull me up all 
the time. Right now my level [CD4 count] done dropped 
down. It is the first time my level ever been below 200. They 
say I got AIDS now. That really scares me. Nobody else 
helping but you and me.

Further evidence about how relationships among HIV-
positive African Americans can bridge the gap when fam-
ilies are unprepared or unable to render support was 
provided by statements about the centrality of relation-
ships with other HIV-positive individuals:

Being shunned by all these family people, it has made our 
relationship stronger. We only got each other, so we gotta 
take care of each other. We don’t let it dampen our spirits.

After 5 years in the HIV support group for African American 
women, I finally grew an extra set of family where we are so 
happy to see each other, and see how we’re all doing.

A certain frankness existed between companions who 
were both HIV-positive. As participants described it, their 
communication with one another was more likely to be 
unambiguous and uncensored when it came to HIV-
related problems: “They have a lot of complications that we 
dealt with already and came through them—pneumonia, 
congestive heart failure, shingles. We know through 
experience. We know if we don’t do what’s necessary, we 
know the consequences.”

Commiserating about what is mutually understood. Identifi-
cation and mutual understanding distinguished the sup-
port from HIV-positive significant others. They could 
commiserate, as these excerpts indicate:

My ex-wife, she got HIV. And me and her can conversate 
about it. My sisters, they like, “You need to let her go.” They 
don’t even know what me and her situation is. Me and her 
can talk about stuff that I couldn’t even think about talking 
about with them—about my sickness and stuff.

Friends that I was close with that had HIV as well, we could 
discuss with each other what was going on. If I went to a 
doctor’s appointment, I told them about it. We would ask 
each other, “What’s going on with your blood work?” “Have 
your side effects from the medicine gone away?” “Have you 
been missing any of your pills?” That’s what I wish my 
family was like. But they’re not.

Participants were adamant that having another person 
in their close circle who shared the diagnosis of HIV was 
a real necessity, saying “I need somebody to talk to who 
is HIV-positive” and “You got to find somebody with 
HIV where you can get that off your chest. Or it will drive 
you crazy.” They wanted someone to relate to who was 
going through similar difficulties. The solidarity created 
in such circumstances was of tremendous value:

Don’t it feel good just to know that you got somebody in 
your life who has HIV, too? That you won’t have to see this 
through by yourself? I love that I have someone in my life 
that’s knowing what I’m going through.

Another participant concurred: “I was at 145 pounds. I 
dropped all the way to 114. I’ve never been that small in 
my life. These kind of changes, you want people around 
you who understand what that’s like because they been 
through it.”

In the following excerpt, commiseration about what is 
mutually understood between two people living with HIV 
was contrasted with trying to talk with HIV-negative fam-
ily about HIV-related problems:
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When I go to my family, they feel bad for me. And, I don’t 
want that pity. I want them to talk to me about how I’m 
feeling today, and then try to lighten my day. When I talk to 
you (HIV-positive partner), you talk to me about it and try to 
see if there’s a way that we can come to common ground on 
how my day can get better. Us positive people, we enlighten 
each other and make each other feel like it’s going to be okay.

The bonds they felt with other HIV-positive individuals 
included a trust level that could not be assumed with HIV-
negative people: “Talking to somebody else that is  
positive—that information is between you and them. When 
I talk to people that are HIV, I know, ‘It’s between us.’”

Engaging in a fight for mutual survival. Participants 
described how HIV-positive supporters recognized sur-
vival needs in each other and did not hesitate to help:

There’s people who got HIV, too, that have been supportive to 
me in a lot of ways. They provided me with a place to stay 
when I couldn’t do it for myself. They fed me. They clothed 
me. If I needed a cigarette, bus fare to make it to and from 
school, whatever the situation—they helped me. Had it not 
been for their support, and their concern, and their sharing how 
they felt about how I was doing, I don’t know what would have 
happened to me. I can never finish saying thank you.

Participants, perhaps because they are members of 
HIV-seroconcordant dyads, referenced the protective 
nature of their mutually supportive relationships, as this 
exchange demonstrates:

Partner (P) 1: We’re both recovering addicts. We know how 
if we use, we lose.

P2: Yeah. Pretty much.

P1: I lay down and get sleep at night. I eat and take my food. 
I stay away from people that’s using or selling. I’m sorta 
living a normal life.

P2: And, we have to continue to support that to help us stay 
clean. We have to continue that for the rest of our lives. As 
long as it’s working, I’m gonna keep doing it.

P1: We sure will.

This notion of fighting for mutual survival was even pres-
ent when one was healthier than the other:

P1: Basically, all we gotta do now that you’re undetectable 
is just keep taking that medication that we need.

P2: About me being undetectable, there ain’t no bad issue 
you feel because you’re not undetectable?

P1: No, I don’t feel bad about it. I’m happy because you’re 
getting more stronger and more healthier. That way you can 
help me if I’m not strong or healthy.

Discussion

To summarize our main findings, in response to HIV-
related problems, participants felt supported when HIV-
negative friends and family communicate interest, take 
the initiative to help, and make an investment in their 
lives long term. Likewise, the type of social support avail-
able in close relationships with other HIV-positive people 
was critical to their coping with problems associated with 
HIV. Whether the close relationships with other HIV-
positive persons represented platonic friendships or 
ongoing or previous romantic partnerships, the basic ele-
ments between them were the same: sharing a unique 
connection because of HIV, commiserating about what is 
mutually understood, and fighting for mutual survival. 
The stories these HIV-positive participants told about the 
social support they offered one another suggest there is 
tremendous strength and capacity in such relationships 
that might be mined to assist HIV-positive African 
Americans to cope with seemingly intractable problems 
(e.g., high risk behaviors that have consequences for sec-
ondary transmission, under-utilization of the health care 
system, poor treatment adherence). The circumstances in 
social networks that tend to exacerbate HIV-related prob-
lems—fear of contagion, reticence to be involved, judg-
ment and rejection, or disregard for the privacy of 
HIV-status information—offer concrete targets for edu-
cating and role-modeling at the family level.

Although others have examined the relationship 
between informal social support and positive health out-
comes among HIV-positive people, the unique contribu-
tions we make are threefold. First, findings from our 
study of African Americans living with HIV in two 
Midwestern cities underscore the importance of informal 
support networks and the centrality of family itself in 
responding to HIV-related problems. Second, they pro-
vide preliminary evidence that HIV-positive others within 
one’s informal support network are uniquely equipped to 
provide support that even well-intentioned HIV-negative 
informal supporters may not be. Third, they broaden the 
focus on romantic partners for dyadic support to include 
other members of one’s social network. We will address 
each of these contributions in turn and then discuss the 
implications our study has to address gaps in the current 
literature, particularly as it relates to the development of 
culturally informed support interventions.

Central Role Family Plays in Responding to 
HIV-Related Problems

It is typical and well-intentioned for HIV researchers and 
interventionists to expand the definition of family from a 
reliance on families of origin, which are so defined based 
upon biological or legal ties, to encompass individuals 
from people’s “families of choice.” This nomenclature, 
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which was originally coined by lesbian, gay, bisexual, 
and transgender (LGBT) scholars (e.g., Weeks, Heaphy, 
& Donovan, 2001), was adopted by HIV activists given 
the recognition that people with HIV were often not get-
ting the support that families traditionally provide in the 
face of life-threatening illness. A lack of family support 
within the earliest years of the epidemic, in particular, 
was likely a consequence of LGBT stigma, HIV stigma, 
or both (Mosack, Abbott, Singer, Weeks, & Rohena, 
2005). Although families of choice play key roles in sup-
port, our findings serve as a reminder of the importance 
and centrality of families of origin among African 
Americans living with HIV. Notably, those who expressed 
support from HIV-negative family members described it 
as central to their coping with HIV. Moreover, partici-
pants described not only the value of family support  
but also the ways in which family support was most  
helpful—through communicating their concerns and 
interest about HIV and the participants’ health status, by 
making offers to help (especially when the participant 
was ill), and by investing in their lives and in the lives of 
their families. The benefits of family support were clearly 
communicated and, given the frequently expressed diffi-
culties that were also reported in managing family rela-
tionships, the need remains to broaden understanding and 
empathy among HIV-affected families.

Unfortunately, stigma, and specifically that derived from 
the fear of contagion, is likely a key barrier to such under-
standing and empathy. At least among our participants’ 
families, there remain serious concerns about HIV conta-
gion that have not been substantiated by empirical evidence. 
Indeed, HIV misinformation and stigma abound some three 
decades since HIV was first identified (Adrien, Beaulieu, 
Leaune, Perron, & Dassa, 2013; Herek, Capitanio, & 
Widaman, 2002; Herek & Glunt, 1988; Lentine et al., 
2000). Of course, such stigma appears to serve as a barrier 
to informal support, particularly from HIV-negative family 
members (Audet, McGowan, Wallston, & Kipp, 2013). 
Again, until HIV-negative family members become better 
informed, there is a real need for interventions that work to 
improve people’s understanding of the disease and compas-
sion toward those afflicted with it.

HIV-Positive Informal Supporters Are Uniquely 
Equipped to Provide Support

The findings from our study extend the conceptualization 
of social support by suggesting that there is something 
particularly helpful about support that comes from other 
HIV-positive persons. Others have documented the ben-
efits of peer support among HIV-infected individuals. For 
instance, Simoni and colleagues (2007) found that HIV-
positive persons who participated in a peer-led adherence 

support intervention reported not only better adherence 
but also lower depressive symptomatology at follow-up, 
even after controlling for baseline adherence. Likewise, 
Chang et al. (2015) were able to demonstrate improved 
health care engagement among care-naïve participants 
who had had individual peer support compared with those 
in a control condition. Such studies make evident the 
impact peer support can have on behavioral outcomes in 
the context of shared illness. Participants in our study lent 
insight into why peers might be uniquely situated to pro-
vide beneficial support. A key experience participants 
described was feeling intimately connected because of 
HIV, which speaks to the importance of “belonging sup-
port” (Holt-Lunstad & Uchino, 2015). Being able to have 
frank discussions about their own problems (e.g., drug-
using behaviors, medication non-adherence, risky sexual 
involvement) was clearly beneficial to them. Indeed, they 
described using the relationship as a vehicle to cope with 
the physical and psychological consequences of the infec-
tion. Accounts of feeling judged or coerced from HIV-
positive supporters were noticeably absent. To that end, 
more efforts need to be made to mobilize willing HIV-
positive persons to help others also living with HIV.

Moving Beyond the Focus on Romantic 
Partners for Dyadic Support

Traditionally, social support within HIV-affected dyads is 
viewed through the lens of romantic and especially pri-
mary partners (Johnson et al., 2012; Knowlton et al., 
2011; Remien, Wagner, Dolezal, & Carballo-Dieguez, 
2003; Wrubel & Folkman, 1997). Given the intimate 
nature of such relationships, partners clearly have an 
important role in providing day-to-day support, such as 
reminding one’s partner to take a medication, running 
errands to pick up prescriptions, and accompanying the 
partner to a health care appointment (Wrubel, Stumbo, & 
Johnson, 2008). It stands to reason, then, that support pro-
vided by romantic partners is qualitatively different than 
support provided by non-romantic important others. 
Unfortunately, there is a dearth of research being con-
ducted on HIV-positive informal supporters who are not 
romantic partners. Furthermore, although support pro-
vided by romantic partners is important and generally 
predictive of both positive physical and mental health 
outcomes, not everyone can count on a stable, primary 
partnership nor can we presume that one’s primary part-
ner is necessarily the most helpful source of support 
(Knowlton et al., 2011). Given the varied and sometimes 
extensive needs that HIV-positive persons can have, it 
would be useful to know both the type and degree of sup-
port that other HIV-positive people who are not in sero-
concordant romantic relationships provide.
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Limitations

Because we enrolled only those African American adults 
who could identify a significant support person who was 
also HIV-positive, it follows that these dyads would con-
tribute information about how important their support 
was to one another. We cannot conclude, then, that all 
African Americans living with HIV have or desire such 
relationships, or that they would derive the same caliber 
of social support if they did. Furthermore, we presume 
that people who were recruited through an AIDS service 
organization and who chose to participate in a study of 
social support in the context of HIV might differ from 
people in the general population of HIV-positive persons 
related to service access and connections with other HIV-
positive persons. Again, we must assume that those who 
are less connected socially or who do not benefit from 
being involved in mutually supportive HIV concordant 
relationships would have either not been aware of the 
study or might have been less inclined to participate. What 
we can take from these findings is a clearer understanding 
of the mutual social support that might be possible in rela-
tionships between HIV-positive individuals rather than 
what is necessarily typical. Finally, although we enrolled 
patients with HIV, some of whom had progressed to AIDS, 
we did not set out to examine differences in problems 
experienced and social support needs based on AIDS sta-
tus. We recommend that researchers examine differences 
in problems experienced and social support needs for 
patients with and without a diagnosis of AIDS to gain a 
richer understanding of the complexities of social support 
within the disease continuum of HIV/AIDS.

Despite these limitations, this study represents an inno-
vative approach to examining support experiences from 
the perspective of HIV-positive African American persons. 
Using methods to analyze observational data of problem-
focused conversations between members of HIV-positive 
dyads and data from HIV-positive focus groups, we elic-
ited themes related to family and friend support, barriers to 
support, and the unique role HIV-positive others play in 
coping with HIV and its concomitant problems.

Directions for Social-Network-Based 
Interventions

These findings offer some guidance in conceptualizing 
interventions to improve individual, relational, and com-
munity responses to HIV diagnosis. For instance, we recom-
mend the development of interventions that facilitate 
friendships and mentoring relationships among HIV-positive 
African Americans. For example, given the success some 
interventionists have had with using patient navigators (i.e., 
support staff who fulfill various roles such as accompanying 
patients to medical appointments or helping people locate 

appropriate social services; see Higa, Marks, Crepaz, Liau, 
& Lyles, 2012, for a review), researchers should use this 
patient navigation model but pair newly diagnosed individu-
als with seasoned individuals who have experience coping 
with the daily dilemmas of living with HIV. Such an 
approach will not be without its difficulties, however, given 
that HIV-positive people can be brought together but rela-
tionships ultimately grow organically regardless of initial 
intervention. Furthermore, given the reality of HIV-related 
stigma, there are real risks associated with becoming a part 
of an HIV-positive network within a community that is 
already confronted by prejudice based on race and, in some 
cases, gender identity and sexual orientation.

Both positive and negative accounts underscore to us 
how pivotal family relations can be for African Americans 
living with HIV like those in this study, and suggest an 
avenue for intervention at the family social network level 
to assist African Americans in coping with HIV-related 
problems such as HIV-status disclosure, physical symp-
toms and negative emotional states, HIV treatment adher-
ence difficulties, misuse of drugs and alcohol, and 
economic constraints. Therefore, we recommend there be 
greater effort to engage families of those newly diagnosed 
with HIV. Such interventions should be geared at model-
ing or teaching HIV-negative supporters how to show 
interest, initiative, and investment in the HIV-positive per-
son. Likewise, we recommend that interventions be 
designed to educate about HIV and its transmission and to 
elicit forgiveness for negative reactions such as fear of 
contagion, reticence to become involved, or worse, rejec-
tion, judgment, and unwarranted HIV disclosures. Based 
on these findings and the social support literature, we are 
hopeful about the feasibility and potential positive out-
comes of interventions in African American communities 
aimed at bolstering connections between HIV-positive 
people, improving family support within social networks 
of individuals living with HIV, and reducing stigma stem-
ming from ignorance and fear about HIV.
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