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Research Report

Women account for approximately 24% of people living 
with HIV (PLHIV) in the United States, and 19% of new 
infections (Centers for Disease Control and Prevention 
[CDC], 2018a). African American women continue to be dis-
proportionately affected by HIV, and account for the largest 
proportion of women infected with HIV in the United States 
(61%; CDC, 2018a). Women may also face unique chal-
lenges that increase their risk of acquiring HIV including low 
perceived risk of HIV infection (U.S. Department of Health 
and Human Services [USDHHS] Office on Women’s Health, 
2018b), low perceived power in relationships and fear of 
rejection that may decrease self-protection (Berenson et al., 
2015), and barriers to regular screening for HIV infection 
such as poverty, stigma, and fear of discrimination (CDC, 
2018a).

Social Capital, HIV, and Substance Use

Substance use among women living with HIV (WLHIV) is a 
major public health concern that is both an independent and 
aggravating risk factor for HIV transmission (CDC, 2018b). 
Although fewer women than men use drugs, women are 
more likely to experience detrimental health effects from 
drug use, and may become addicted to substances more 

quickly (National Institute on Drug Abuse, 2016; USDHHS 
Office on Women’s Health, 2018a). Compared with men, 
women may have unique reasons for initiating drug use, 
including the use of substances to lose weight, to cope with 
anxiety and exhaustion, and to deal with higher rates of 
chronic pain that has been treated with prescription drugs 
(National Institute on Drug Abuse, 2016; USDHHS Office 
on Women’s Health, 2018a). In one study, 37% of WLHIV 
had substance-use problems, which was significantly higher 
than men (30.2%, p < .001). Substance use increases the risk 
of HIV infection while diminishing the ability of PLHIV to 
adhere to their medications and self-manage their illness 
(USDHHS, 2018; Zhang et al., 2018). However, few investi-
gations have examined substance use among WLHIV. Illicit 
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substance use negatively affects HIV self-management tasks, 
including HIV medication adherence and initiation and 
retention in HIV primary care (Lake et al., 2017; Vidot, 
Lerner, & Gonzalez, 2017). Recently, data from the Women’s 
Interagency HIV Study reinforced that women who use illicit 
substances encounter suboptimal medication adherence, 
despite simplification of HIV drug regimens (Zhang et al., 
2018).

Social capital is the aggregation of potential resources, 
linked to a durable network of relationships of mutual 
acquaintance or recognition. While debated (Derose & 
Varda, 2009; Lochner, Kawachi, & Kennedy, 1999), compo-
nents of social capital include reciprocity, trust, safety, social 
agency, social networks, value of life, and employment con-
nections (Onyx & Bullen, 2000). Research on social capital 
and HIV has predominantly focused on preventing HIV 
transmission with increased social capital being associated 
with decreased HIV transmission (Campbell, Williams, & 
Gilgen, 2002). High social capital was the strongest predic-
tor of HIV self-management in WLHIV and specifically on 
HIV medication adherence (Phillips et al., 2013; Webel, 
Phillips, et al., 2012).

Social capital has also been negatively associated with 
substance use among youth (McPherson et al., 2013; 
Winstanley et al., 2008) and African Americans (Green, 
Doherty, Reisinger, Chilcoat, & Ensminger, 2010). 
Discrimination was associated with illicit drug use in 
African American women, and aspects of social capital pro-
tected women against its effects (Stevens-Watkins, Perry, 
Harp, & Oser, 2012). However, in rural Appalachia, illicit 
drug use was associated with greater social capital (Jonas, 
Young, Oser, Leukefeld, & Havens, 2012), highlighting the 
need to carefully assess social capital and its relationship to 
substance use behaviors. Given that most examinations of 
social capital among PLHIV are quantitative and cross- 
sectional, there is a need to gather more qualitative and 
mixed methods data to better understand its relationship to 
health outcomes (Ransome et al., 2018).

Purpose

The purpose of our concurrent mixed methods pilot study 
was to examine whether and how social capital influences 
HIV self-management (measured by HIV medication adher-
ence and the HIV self-management scale) and substance use 
patterns over time among WLHIV by converging both quan-
titative and qualitative interview data.

Method

Design

We conducted a 6-month, mixed methods longitudinal study 
with 29 WLHIV who were either current or previous illicit 
substance users. The use of a concurrent mixed methods lon-
gitudional design was necessary because while numerous 

studies document a relationship between social capital and 
HIV health outcomes (Ransome et al., 2018), little is known 
about how the dimensions of social capital are developed and 
used to improve those outcomes over time. Integrating con-
current qualitative and quantitative data to examine social 
capital in this population will allow a more in-depth under-
standing of how social capital influences HIV self-manage-
ment and substance use patterns among WLHIV. Social 
capital cannot be fully captured by psychometric scales, but 
by integrating qualitative data with quantitive measures, we 
can more comprehensively describe its dimensions.

Sample

To be included in this study, eligible participants had to be (a) 
biologically female at birth, (b) adult (aged ≥ 18 years), (c) 
diagnosed with HIV (either with an HIV+ ELISA with con-
firmatory Western blot or positive HIV-1 RNA level, based 
on chart review), and (d) currently prescribed HIV antiretro-
viral therapy medication. Potential participants were 
excluded if they were either unable to understand spoken 
English or if they had plans to move out of the area in the 
next 12 months. This descriptive study was designed as a 
pilot study to examine whether and how social capital influ-
ences HIV self-management in this population, and if a rela-
tionship was observed, we planned to conduct future, fully 
powered studies to examine these relationships across mul-
tiple sites. As such, our anticipated sample size was approxi-
mately 40 WLHIV at a single site.

Procedures

Potential subjects were from an existing HIV-research regis-
try of approximately 300 adults living with HIV in Northeast 
Ohio. All registry participants had contacted the study team 
about previous research opportunities and had given written 
consent to be included in the registry. All women in the reg-
istry were sent an institutional review board (IRB)-approved 
letter explaining the study and asking them to contact the 
study team via telephone if they were interested in participat-
ing. Those who responded were screened via telephone for 
illicit drug use using the Drug Abuse Screening Test-10 
(DAST; Yudko, Lozhkina, & Fouts, 2007). Subjects scoring 
> 1 were included in the current illicit drug use strata, and 
those scoring a 0 were included in the not using illicit drugs 
strata. If we found out during the qualitative interview that 
the participant has used illicit substances within the past 12 
months, she was given a DAST score > 1 regardless of the 
screening form or the surveys. If a woman met eligibility 
criteria, she was scheduled for a research visit. At the first 
research visit, a research assistant explained the study and 
obtained written informed consent. Next, she completed a 
battery of surveys in REDCap and an open-ended social cap-
ital interview. Interviews were guided by a semistructured 
interview guide and audio-recorded. Quantitative surveys 
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were completed prior to interviews to introduce the concepts 
that were to be discussed and to standardize the data collec-
tion. At the conclusion of the visit, participants were com-
pensated with $20 cash for their time and travel. Data were 
collected between July 2015 and June 2016. All procedures 
were approved by the Institutional Review Board at the 
Medical Center.

Data collection measures. To quantitatively describe how 
social capital influences HIV self-management and sub-
stance use patterns over time among WLHIV, we assessed 
the following variables, based on the literature described ear-
lier: social capital, HIV self-management, substance use, and 
potential confounding variables. Participants completed 
study assessments at baseline and then approximately 3 and 
6 months later.

Social capital was measured using the 36-item Social 
Capital Scale. This widely used and psychometrically vali-
dated instrument generates a total social capital score and 
measures eight subscales, including participation in the local 
community, social agency, feelings of trust and safety, neigh-
borhood connections, friends and family connections, toler-
ance of diversity, value of life, and workplace connections 
(Onyx & Bullen, 2000; Webel, Phillips, et al., 2012). 
Participants rated each item on a 1-to-4 Likert-type scale. 
Higher mean scores indicate more social capital. Cronbach’s 
alpha reliability for the social capital scale in adults living 
with HIV is 0.88 (Webel, Phillips, et al., 2012).

We examined two aspects of HIV self-management, HIV 
medication adherence and a global measure of HIV self-
management. HIV antiretroviral medication adherence was 
assessed with a 30-day adherence visual analog scale (Lu 
et al., 2008; Walsh, Mandalia, & Gazzard, 2002). To measure 
HIV self-management more globally, participants also com-
pleted the 20-item HIV Self-Management Scale, which gen-
erates a total score from items measured on a 0-to-3 scale and 
measures three domains of HIV self-management (daily 
health practices including physical activity, diet, and so on; 
social support; and managing HIV as a chronic disease). This 
scale has been previously examined and was found to be psy-
chometrically valid for use among WLHIV (Webel, Asher, 
et al., 2012).

Substance use was assessed with the valid and reliable 
11-item self-report Drug Use Disorders Identification Test 
(DUDIT) developed to screen individuals for drug problems 
(Voluse, Sobell, Dum, Sobell, & Simco, 2012). Total scores 
range from 0 to 44, with higher scores being suggestive of a 
more severe drug use problem.

Descriptive and potential confounding variables included 
demographic and medical characteristics, traumatic events, 
and experiences of discrimination, and were selected based 
on previous literature reviewed earlier. Demographic charac-
teristics were self-reported and included race, education level, 
family composition, employment, sexuality, and housing sta-
tus. Medical characteristics, abstracted from the participant’s 

electronic medical record, included year diagnosed with HIV, 
current CD4+ T cell count, HIV viral load, HIV medication 
history, and retention in HIV primary care. Recent traumatic 
events were assessed with the 20-item List of Threatening 
Experiences Scale, which lists the experience of traumatic 
events (e.g., injury, death of a relative, loss of a job or hous-
ing, rejected because she had HIV) in the past month. Each of 
these 20 items are summed, and higher scores indicate more 
traumatic experiences (Corless et al., 2013). Experiences with 
discrimination were assessed with the widely used and valid 
nine-item Everyday Discrimination Scale (Krieger, Smith, 
Naishadham, Hartman, & Barbeau, 2005; Taylor, Karmack, 
& Shiffman, 2004). Participants noted how often (never to 
almost every day) they experienced acts of discrimination. 
All items are summed (range of 0-45), and higher scores indi-
cate more discrimination.

To qualitatively describe how social capital influenced 
HIV self-management and substance use patterns, we devel-
oped a semistructured qualitative interview guide based on 
existing literature to guide in-person interviews. Prior to 
using it with participants, experts in substance use and 
women and in WLHIV assessed the interview guide for clar-
ity, relevance, and appropriateness. The baseline interview 
guide initially focused on early substance use, current health 
practices, past and current social networks, and social capital 
dimensions (e.g., trust, reciprocity, community resources, 
community resilience). After several interviews, based on 
new themes spontaneously emerging from the interviews, it 
was revised to include more probes related to how trust influ-
ences health behaviors and the specific role of faith and its 
influence on health behaviors. In other words, in the first few 
interviews, WLHIV discussed the role of trust and faith on 
their health behaviors, and we deemed it so important that we 
wanted to give all respondents a chance to discuss these top-
ics. The 3- and 6-month interview guides were shorter and 
focused on changes in life situations, health practices, social 
capital, substance use, and resilience that were observed in 
their quantitative measures. These guides were designed to 
help us understand any changes in our variables of interest 
and how they influenced self-management behaviors.

Data Analysis

Data analysis of the qualitative and quantitative data 
occurred at the same time, but were not integrated until 
both types of data were analyzed. In analyzing the quantita-
tive data, we first assessed the distribution of all quantita-
tive variables (demographic and medical characteristics, 
social capital scores, HIV self-management and substance 
use behaviors, and potential confounding variables). We 
summarized baseline characteristics by using means, stan-
dard deviations, medians, interquartile ranges, and counts 
and percentages of women by substance use group (current 
or previous substance user), depending on the variable’s 
distribution. We used GEEs with an identity link function 
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and an unstructured correlation structure to describe how 
social capital and substance use influences HIV self- 
management across the three time points. Separate models 
were fit for each HIV self-management outcome. In addi-
tion to the effect of social capital and substance use, we 
examined independent effects of age, discrimination, and 
traumatic events by adding these covariates to GEE mod-
els. All statistical analyses were conducted using Stata 14.0 
(College Station, Texas) with p values < .05 considered 
statistically significant.

Qualitative data were managed using the qualitative data 
analysis program Dedoose and was analyzed by the research 
team using qualitative description methodology (Neergaard, 
Olesen, Andersen, & Sondergaard, 2009; Sandelowski, 
2000, 2010). Data were transcribed and examined by two 
research team members (C.S. and A.W.) who coded the data 
using the constant comparative method, identifying patterns 
and themes (Corbin & Strauss, 2008; Curry, Nembhard, & 
Bradley, 2009). These team members met regularly during 
coding to discuss consistencies and inconsistencies in the 
data. A priori codes related to social capital, substance use, 
and self-management based on our literature review were 
initially applied, and then inductive codes were applied. 
Transcripts were revisited in a series of iterative steps (C.S. 
and A.W.) to confirm coding classification and that theoreti-
cal saturation was reached. Variations on the themes and 
negative cases were identified to help understand the full 
range of data within codes. A final codebook of themes, 
definitions, and exemplar codes was created to aid analysis. 
Data were coded and analyzed using Dedoose version 8.0.42 
(SocioCultural Research Consultants, 2016). Study proce-
dures are presented consistent with the Good Reporting of a 
Mixed Methods Study (GRAMMS) standards (O’Cathain, 
Murphy, & Nicholl, 2008).

Results

WLHIV (n = 29) were enrolled, 22 completed the 3-month 
assessment, and 19 completed the 6-month assessment (66% 
retention). On average, participants were 50.9 (± 6.9) years 
old, African American (n = 27, 93%), single or divorced  
(n = 23, 79%), and unemployed or disabled (n = 20, 69%). 
They had been living with HIV approximately 16 (± 6.8) 
years, had been on HIV antiretroviral therapy for 15 (±5.1) 
years, had an average CD4+ T cell count of 1,020 (614) 
mm3, and were virally suppressed (n = 28, 95%). There were 
no demographic, HIV, or medical characteristic differences 
between WLHIV currently using illicit substances and those 
who previously used illicit substances (Table 1).

Participants reported moderate social capital scores at 
baseline (2.71 ± 0.46), with no differences between WLHIV 
who currently use illicit substances and those who previ-
ously used illicit substances (p = .32). Women experienced 
approximately three traumatic events in the past month and 
low levels of discrimination. Women who previously used 

illicit substances had better daily HIV self-management, 
compared with those who currently use illicit substances 
(53.4 vs. 45.3, p = .005). There were no differences in HIV 
medication adherence between groups (Table 2).

Substance use negatively affected daily HIV self-manage-
ment (p = .01) but did not significantly reduce HIV medica-
tion adherence (p = .19), controlling for age, traumatic 
events, and discrimination over time. A higher social capital 
score was associated with better HIV self-management and 
HIV medication adherence, perhaps offsetting the negative 
effects of substance use over time (Tables 3 and 4).

To understand how social capital exerted this positive 
effect, qualitative data were searched for codes related to 
social capital or its dimensions. Several key interrelated 
themes emerged, including trust, community, and value of 
self.

Trust Is Powerful, But Scarce, and Has to Be 
Earned

An overarching theme was the power of trust to improve 
self-management, which was summed up by one woman as 
follows: If “ladies or addicts . . . that could have someone 
they could trust . . . confide in whatever is on their mind or 
what they are going through . . . I think the alcohol and the 
drugs would be gone.” While this indicates that trust is a 
powerful tool, it also reveals just how scarce trust is among 
this population. Who WLHIV trusted varied and included 
themselves, their family and friends (including faith leaders), 
and even their health care workers. One woman said, “I trust 
myself, my best friend, and my son.” WLHIV recognized the 
importance of trusting relationships and some started most 
relationships with a presumptive trust, but described trust as 
a two-way street. For example, one woman said, “I don’t 
have a distrust with too many people. Basically I’ll give you 
a first chance . . . I’ll give you a chance. If you mess up that 
chance . . . there’s no trust there.” For another participant, 
“[My friends] are indeed trustworthy but I don’t trust them 
with my deepest, innermost because they are not trained 
counselors and psychiatrists . . . When I’m talking about 
what has my head messed up, I need real answers and real 
solutions.” One participant explicitly described trust in her 
health care workers. She said,

When it comes to my medical team. I have an HIV doctor, a 
cancer doctor, and an Ob/GYN. I trust these ladies wholeheartedly 
when it comes to my well-being. I do. Not only are they good 
with the medical part, they’re good dealing with me and my 
psychological issues and you know can keep me calm and make 
me understand why, when, how, and what.

There was variation in perceptions of trust in relation to self-
management behavior. Some women viewed trust as a posi-
tive influence or a mechanism to take better care of 
themselves.
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Trust-knowing that I can go to them and share anything with 
them without them convicting me is good, or they let me see 
when I’m wrong or when something is going they can look at 
me and tell me “you ain’t looking good, something on your 
mind?” That right there is security within itself?

One women described how she will “allow my son, if he sees 
me messing up or doing something I shouldn’t be doing . . . 
to say something to me. But if you don’t know the situation . 
. . and you’re not in my circle, don’t say nothing.” A few 
participants did not think trust influenced their health behav-
iors, particularly trust in others. One WLHIV said, “I take 
care of myself, I don’t care if nobody trusts me or if I don’t 
trust anybody else. I will still take care of myself.”

A Woman’s Community Influences Trust, Which 
in Turn Can Affect Self-Management

Foundational to trust was the women’s communities and how 
the community could support or damage that trust. Many 
described their community as neighborly, “My neighborhood 
is a community, a family community. [There are] a lot of ani-
mals, people stay to themselves but say ‘hi, how you doing?’ 
We’re neighborly.” The community offered tangible resources 
(e.g., hot meals, fresh produce) to help women take care of 
their health needs. “I go to community meals once a month 
and see the same people there each time.”

Less tangible but equally important was how community 
comes together and transmits information that helps WLHIV 

Table 1. Demographic Characteristics of Participants.

Current Substance User (n = 16) Previous Substance User (n = 13)

p Valuea Frequency (%) Frequency (%)

Race
 African American 15 (94%) 12 (92%) .70
 Latina 1 (6%)  
Marital status
 Married or domestic Partnership 1 (6%) 3(23%) .29
 Single 6 (38%) 7 (54%)  
 Separated 1 (6%) 1 (8%)  
 Divorced 8 (50%) 2 (15%)  
Education .32
 11th grade or less 7 (44%) 6 (50%)  
 High school diploma 2 (13%) 3 (25%)  
 Some COLLEGE 4 (25%) 0  
 Two or more years of college 3 (18%) 3 (25%)  
Employment status
 Working now 0 0  
 Temporarily laid off, sick leave, or 

maternity leave
0 2  

 Looking for work, unemployed 2 1  
 Retired 1 0  
 Disabled 11 6  
 Keeping house 1 3  
 Student 1 0  
 Other 0 1  
Permanent housing 15 (94%) 12 (92%) 1.0
Sexual identity .74
 Homosexual 1 (6%) 1 (8%)  
 Bisexual 2 (12%) 0  
 Heterosexual 13 (81%) 12 (92%)  
Substances used at least twice in the past month
 Cannabis 4 (25%) 1 (8%)  
 Cocaine/crack 4 (25%) 0  
 Sleeping pills 4 (25%) 5 (39%)  
 Pain pills (pain relievers) 8 (50%) 8 (62%)  
 Tobacco 10 (63%) 9 (69%)  

aDifferences between substance use group calculated using Fisher’s Exact Test.
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recover from their addictions. When describing a vigil held 
by her community to commemorate a tragedy, one woman 
said, “When you riding down the street and see a telephone 
pole with teddy bears, signs, and balloons, it makes you think 
. . . it [reminds] me of the things I was doing in the past, 
drugs and stuff.” By helping confer a sense of identity, the 
provision of resources, and ultimately value, a woman’s 
community can influence her trust, which can affect her self-
management behavior.

But some WLHIV reported detrimental aspects of her 
community, including safety, noise, and recently moving into 

a new neighborhood. For example, a WLHIV was hesitant to 
access her community resources because of perceived safety 
threats. “There is a community center but I don’t go there. 
I’m terrified because it’s a lot of guys who just hang out . . . 
.” Others did not feel the community helped improve health 
behaviors and described unhealthy community norms. “[To 
deal with hard times], my community gets high.” In these 
cases, community was still influential but in a way that did 
not promote healthy behaviors.

A Strong Value of Self Facilitates Engagement  
in Self-Management Behavior

The belief that a WLHIV had value was also critical for 
engaging in self-management behavior. As one woman 
described, “First you have got to believe in yourself. You 
have to believe that just because you have a disease, that 
you’re worth living. You’re worth something and try to live . 
. . . You have to find a way to take the good things about 
yourself and try to make them better.” And “Feeling valued 
motivates me to do better things for myself today.” However, 
it was not always easy for WLHIV who use(d) illicit sub-
stances to believe they had value.

If you apply for a job and are honest and tell them “I used to do 
drugs,” they’ll discriminate you on that because every drug 
addict, they get stereotyped as a thief, a liar, which all of us is, 
but when you go to clean up your life, that’s what keep so many 
people down.

Despite prejudice, the communities WLHIV belonged to 
were able to convey a woman’s worth through providing 
resources. One illustrative example was when a local com-
munity helped a woman find value by educating her chil-
dren. As she described,

What I love about my neighborhood is the schooling. The 
community helped detect my son’s ADHD and when I moved 
here they [screened him] and contacted me and let me know, and 
then they moved him to another school that might help him. They 
don’t give up on the childrens. They childrens is their future.

Table 2. Participant Baseline Measures.

Range and Orientation

Current Substance 
User

Previous 
Substance User

p Value M (SD) M (SD)

Social Capital Scale 1-4; Higher is more Social Capital 2.63 (±0.50) 2.8 (±0.40) .323
HIV Self-Management Scale 20-60; Higher is more Self-Management 45.3 (±8.3) 53.4 (±4.9) .005
Life Events Check List 0-20; Higher is more traumatic events 3.0 (±2.3) 3.7 (±4.1) .527
Everyday Discrimination Scale 0-45; Higher is frequent discrimination 10.8 (±7.6) 6.5 (±6.8) .147
Three-Day HIV Medication Adherence 0-100; Higher is more medication 

adherence
94.1 (±18.2) 97.8 (±6.9) .485

Monthly HIV Medication Adherence 0-100; Higher is more medication 
adherence

92 .4 (±16.9) 98.9 (±4.2) .195

Table 3. Social Capital and Substance Use Are Associated With 
HIV Self-Management Over Time (n = 28).

β SE p [95% CI]

Current 
substance use

–6.30 2.18 .00* [–10.58, –2.02]

Social capital 5.73 2.05 .01* [1.72, 9.75]
Traumatic 
events

1.00 0.41 .02* [0.19, 1.81]

Discrimination –0.96 0.14 .48 [–0.36, 0.18]
Age (years) –0.16 0.15 .28 [–0.46, 0.14]
Wald χ2 28.43 <.01  

Note. CI = confidence interval.
*Statistically significant at .05 p value.

Table 4. Social Capital and Substance Use Are Associated With 
HIV Medication Adherence Over Time (n = 29).

β SE p [95% CI]

Current 
substance use

–4.79 3.62 .19 [–11.88, 2.31]

Social capital 9.08 3.74 .02* [1.75, 16.41]
Traumatic events 0.52 0.59 .38 [0.65, 1.68]
Age (years) –0.04 0.27 .89 [–0.56, 0.49]
Wald χ2 8.74 .07  

Note. Adherence in the past 4 weeks. CI = confidence interval.
*Statistically significant at .05 p value.
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However, the benefits of social capital and the ability to 
access these resources can be inhibited by substance use. 
When providing advice on how to recover from addiction, 
one woman described it as the need to “Change people 
friends, and everything.” Starting over can help remove trig-
gers for addiction, but rebuilding a social network that pro-
vides critical dimensions of social capital can be 
all-consuming. So that while community, and the social capi-
tal built up through engagement with that community, has 
many benefits that help WLHIV engage in healthy behav-
iors, for WLHIV who are recovering from addiction or trying 
to abstain from substance use, the loss of the “substance use 
community” can also be difficult.

Discussion

In our mixed methods study examining the influence of 
social capital on HIV self-management among WLHIV, we 
observed that social capital is important for self-manage-
ment, and we were able to integrate new qualitative data on 
how social capital does this. Social capital has consistently 
been linked to improved health outcomes among adults liv-
ing with HIV, but what has been missing from the literature 
is how it does that. Our quantitative data are consistent with 
this literature and clearly demonstrate that better social capi-
tal is associated with better self-management in WLHIV. Yet 
by qualitatively examining the components of social capital 
in-depth, we describe how three key components of social 
capital can improve HIV self-management in this popula-
tion–trust as a powerful yet scarce resource, a WLHIV’s 
community directly influences that trust, and having a strong 
value of self. Each of these components required that WLHIV 
actively and positively engage with their social network. 
However, for women trying to overcome a substance addic-
tion, this can be particularly challenging since aspects of her 
social network can trigger substance use either directly or via 
social capital mechanisms we describe. Furthermore, being 
identified as a current or former substance user may fracture 
existing social networks or prevent WLHIV from being more 
connected to their community, which could influence their 
access to certain types of social capital. Our qualitative data 
suggest that rebuilding a strong social network, one that 
enhances trust in others and in oneself, increases engagement 
with her community, and ultimately helps a WLHIV believe 
in her value as a person.

Our data also provide insight into how nurses can help 
enhance social capital in this population, including having 
members of the health care team spend the time necessary to 
earn and keep the trust of WLHIV. Our quantitative data sug-
gest that such efforts may help to improve HIV self-manage-
ment behavior in this population. Recently, investigators 
described the importance of building trust in HIV care and 
engagement over time (Dawson-Rose et al., 2016; Wood 
et al., 2018). Our data support those findings and highlight 
that the long-term trust-building process is critical for those 

living with chronic HIV infection, and perhaps this process 
may be even more critical among highly vulnerable popula-
tions. However, our qualitative data also reveal other ways to 
improve social capital, and obtain the benefits derived from 
it, that are more challenging to implement. We saw clear evi-
dence that physical community can improve a WLHIV’s 
health behaviors. Whether offering tangible goods, informa-
tion, kindness, or effective use of the school infrastructure, 
our participants derived much-needed resources from their 
community, which led to an increased sense of value. This 
increased sense of value motivated WLHIV to engage in 
HIV self-management behaviors to help improve their 
health. These data suggest that continuing to advocate for 
policies and resources to connect neighbors to one another 
and emphasizing our similarities can help improve the health 
of WLHIV.

We also found quantitative evidence that WLHIV face 
challenges to engaging in HIV self-management that may 
be influenced by recent traumatic events. While this is con-
sistent with other studies that highlight that levels of trauma 
exposure influence HIV outcomes, lifetime trauma is also 
ubiquitous in this population. In high-resource settings, 
such as ours, trauma and interpersonal violence are esti-
mated to be experienced by 68% to 95% of WLHIV (Sales, 
Swartzendruber, & Phillips, 2016). Recognizing the influ-
ence of trauma on poor health outcomes in WLHIV and 
recognizing that trauma can be successfully treated, clini-
cians and advocates are adopting trauma-informed care 
models for HIV care. Trauma-informed care models empha-
size that both the clinician’s and the individual’s recogni-
tion of and response to trauma and create an environment 
that is safe and empowering for WLHIV (Machtinger, 
Cuca, Khanna, Rose, & Kimberg, 2015). Our quantitative 
and qualitative data suggest that promoting social capital 
both within the clinic setting and in the community may 
temper the negative impact of trauma and provide previ-
ously untapped avenues for addressing substance use with 
WLHIV.

However, we also found differences between our findings 
and existing literature. A key difference is that we did not find 
diminished HIV medication adherence between current and 
previous substance users. Substance use is considered one of 
the main barriers to achieving higher rates of viral suppres-
sion when an HIV diagnosis is established (CDC, 2016). The 
use of different substances in individuals with HIV is associ-
ated with lower antiretroviral therapy adherence (D’Souza 
et al., 2012; Rosen et al., 2013; Vidot et al., 2017), increased 
missed clinic visits (Kipp et al., 2017; Lake et al., 2017), and 
decreased knowledge of HIV status (Bruce et al., 2015). This 
previous research suggests that fundamental resources such 
as money, time, and energy will mainly be used to acquire and 
use substances with little attention directed to self-care. While 
we observed a relationship between substance use and global 
HIV self-management, we did not observe a relationship 
between substance use and HIV medication adherence. There 
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are several possible explanations for this. First, the field of 
HIV has done a phenomenal job of teaching all PLHIV of the 
primary need to take HIV medications every day. As the med-
ications have improved and many PLHIV are taking one HIV 
medication once a day, it has gotten easier to adhere to these 
medications. So despite many WLHIV facing personal and 
structural barriers to HIV medication adherence, the impor-
tance of adherence coupled with simplified regimens may 
help them overcome these barriers. In addition, our sample of 
volunteer participants is small, and though we saw a negative 
effect of substance use on HIV medication adherence, our 
study may have been underpowered to detect a statistically 
significance effect.

In addition to our small sample size, there are several 
other limitations that should be considered. First, all WLHIV 
were recruited from a single site in the Midwestern United 
States. The demographics (older, African American) and 
substance use patterns of our sample limit generalizability of 
our findings. We also did not use member checking to help 
enhance the rigor of our findings. However, we tried to over-
come these limitations by employing several strategies 
including triangulating both qualitative and quantitative 
data, having prolonged engagement between the community 
of WLHIV and research team, and having multiple team 
members engaged in our data integration. Integration of 
quantitative data with our rich qualitative data led to new 
insights into how social capital can be fostered among 
WLHIV and how it can be used to overcome challenges 
faced by them. This would not have been possible without 
data integration.

In conclusion, social capital was associated with better HIV 
self-management and HIV medication adherence over time, 
perhaps offsetting the negative effects of substance use. Social 
capital increased trust, fostering a strong sense of community, 
and helped WLHIV feel valued. These findings enhance under-
standing of how nurses can support WLHIV who are addicted 
to illicit substances and to help them maintain sobriety and 
improve their HIV self-management.
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