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Abstract
Background—HIV/AIDS disproportionately affects minority groups in the United States,
especially in the rural southeastern states. Poverty and lack of access to HIV care, including
clinical trials, are prevalent in these areas and contribute to HIV stigma. This is the first study to
develop a conceptual model exploring the relationship between HIV stigma and the
implementation of HIV clinical trials in rural contexts to help improve participation in those trials.

Methods—We conducted focus groups with HIV service providers and community leaders, and
individual interviews with people living with HIV/AIDS in six counties in rural North Carolina.
Themes related to stigma were elicited. We classified the themes into theoretical constructs and
developed a conceptual model.

Results—HIV stigma themes were classified under the existing theoretical constructs of
perceived, experienced, vicarious, and felt normative stigma. Two additional constructs emerged:
causes of HIV stigma (e.g., low HIV knowledge and denial in the community) and consequences
of HIV stigma (e.g., confidentiality concerns in clinical trials). The conceptual model illustrates
that the causes of HIV stigma can give rise to perceived, experienced, and vicarious HIV stigma,
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and these types of stigma could lead to the consequences of HIV stigma that include felt normative
stigma.

Limitations—Understanding HIV stigma in rural counties of North Carolina may not be
generalizeable to other rural US southeastern states.

Conclusion—The conceptual model emphasizes that HIV stigma—in its many forms—is a
critical barrier to HIV clinical trial implementation in rural North Carolina.
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The epidemiology and demographics of HIV/AIDS have evolved over the last 25 years in
the United States, resulting in the highest rates of new infection among minority
populations, particularly among African American and Latino populations. In addition, there
has been a shift in new HIV/AIDS cases from large northeastern and western metropolitan
areas to the southeast, where over 43% of residents live in rural areas.1,2 The southeast
represents six southern states, including North Carolina, that are disproportionately affected
by the AIDS epidemic. In North Carolina, 68% of the total number of AIDS cases reported
in 2007 were African Americans and 8% were Latinos.3

The rise of the AIDS epidemic in southeastern rural areas may be exacerbated by poverty
and lack of access to HIV prevention and care that is more readily available in US urban
areas.1,2 Such socioeconomic conditions create an environment that can engender HIV
stigma and allow it to flourish. An extensive body of literature exists that identifies HIV
stigma as a complex sociocultural barrier that negatively affects preventive behaviors,
including condom use and HIV test-seeking behaviors; care-seeking behaviors relating to
diagnosis and compliance; quality of care for people living with HIV/AIDS (PLWHA); and
perception and treatment of PLWHA among family, friends, partners, health care providers,
and the larger community.4,5 For example, in urban areas, HIV stigma was three times more
likely to be associated with reduced access to care among low-income, HIV-infected
individuals even after controlling for sociodemographic characteristics and biomarkers for
HIV infection.6 For African Americans and Latinos living with HIV/AIDS in one of the
southeastern states, stigma and shame have been identified as themes affecting medication
adherence.7 These studies’ findings are of particular importance because lack of access, or
delayed access to care, may result in more advanced stages of HIV disease at clinical
presentation and/or increased resistance to first-line antiretroviral therapies.

While qualitative and quantitative studies have demonstrated an association between HIV
stigma and access to HIV care among racial/ethnic minority groups, little work has been
done on the impact of HIV stigma on access to clinical trials. HIV clinical trials have been,
and continue to be, a source of care for PLWHA, especially PLWHA who have no health
insurance coverage. Racial/ethnic minority groups, however—particularly African
Americans and Latinos—have been disproportionately underrepresented in HIV research
and clinical trials despite formal policies and concerted efforts on the frontline to increase
their inclusion as subjects in clinical trials.8,9 If HIV stigma is a barrier to HIV prevention
and care services in impoverished and rural minority communities, it may also affect HIV
clinical trial participation in these communities as well. Applying theory to understand the
relationship between HIV stigma and HIV clinical trial participation in rural US
communities will be useful in expanding our understanding of health disparities in HIV care
access and utilization.
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In recent years, theoretical frameworks have been posed to explore the complexity of HIV
stigma and its impact in communities. The simplest theoretical framework breaks down HIV
stigma into perceived stigma, experienced stigma, and internalized stigma.4 Perceived
stigma is how PLWHA feel that they are being negatively treated by partners, family,
friends, health care providers, and members of their community because of their HIV status.
Experienced stigma is an act of discrimination towards PLWHA that includes denial of
health care, education, or employment, or isolation from family members. Internalized
stigma is the negative self-image PLWHA may have resulting from perceived and/ or
experienced stigma.

An alternative framework assumes that HIV stigma begins at the societal level where
inequalities in social, political, and economic power enable stigmatization.5 In this
framework, HIV stigma can be manifested by labeling, negatively stereotyping, separating
PLWHA from non-infected community members based on other discredited attributes (e.g.,
being an injection drug user or a commercial sex worker), and by racism and sexism. In this
understanding, the most direct level of HIV stigma is experienced stigma, which can be acts
of discrimination by non-stigmatized individuals or acts of discrimination toward PLWHA
at the institutional level (e.g., being fired for having HIV).

Another useful theoretical framework incorporates both perceived and experienced stigma at
the individual and community levels, in addition to internalized stigma.10 Moreover, this
framework includes two new concepts of HIV stigma: felt normative stigma and vicarious
stigma. Felt normative stigma is a protective mechanism for PLWHA against experiencing
stigma (e.g., passing as a member of the non-stigmatized community). Vicarious stigma
happens when PLWHA hear stories of experienced stigma and these stories become real to
them, even though they may not have directly experienced discrimination themselves.

Our study is one element of a larger community-based project called Project EAST
(Education and Access to Services and Testing) that is examining individual, provider, and
community level factors that influence participation of rural racial/ethnic minorities in HIV/
AIDS research, and which will test the feasibility of implementing HIV/AIDS clinical trials
in local communities. The first phase of Project EAST utilized qualitative methods to obtain
preliminary data about community views of HIV/AIDS and to ascertain the feasibility of
clinical trial implementation in rural, minority communities. One mode of implementation
that was highlighted was using a mobile unit to increase rural communities’ access to
clinical trials. Issues of HIV stigma were dominant and emergent themes in this inquiry.
Thus, the purpose of the current study—using the existing theoretical constructs for HIV
stigma as a guide—was to develop a conceptual model that explored the relationship
between HIV stigma and related identified themes, and how these themes may affect the
implementation of HIV clinical trials in rural counties of North Carolina.

Methods
Sample

According to the 2000 US Census Bureau, almost 32% of the population in North Carolina
lives in what is defined as a “rural area.”11 We conducted focus groups with HIV service
providers and community leaders, and individual in-person interviews with PLWHA in six
of these predominantly rural counties in North Carolina, representing two three-county
communities. Moreover, these six counties were also selected due to their moderate HIV
prevalence, based on HIV/AIDS surveillance at the end of 2007, ranging from 0.5%-1%.3 In
qualitative methodology, sample size and power depend on purposeful selection of
participants to achieve an information-rich and heterogeneous sample that represents the
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target populations of interest;12 in our case, we were interested in sampling HIV service
providers, community leaders, and PLWHA from each of the six North Carolina counties.

To achieve data saturation,13 we conducted a total of 11 focus groups with 4–10 participants
in each focus group. The majority of these focus groups were stratified by community leader
vs. HIV service providers and by county, but the exceptions included: one focus group with
Spanish-speaking community leaders from one three-county community in which over 40%
of the PLWHA are Latinos, one combination community leader/provider focus group from
one county, and one provider focus group representing three of the counties. HIV service
providers were defined as those who provide direct care or services to PLWHA, and
community leaders were defined as those who could have an influence in engaging their
respective communities in HIV/AIDS clinical trials.

Similarly, we recruited between five to eight PLWHA study participants from each of the
six counties for a total of 35 individual PLWHA in-person interviews to achieve data
saturation. PLWHA were recruited through local HIV/AIDS case management and clinical
care programs in each of the participating counties. Inclusion criteria included self-
identifying as African American or Latino, ability to speak English or Spanish, and residing
in one of the six counties.

Data Collection
The Project EAST design, methods of recruitment, data collection, and data analysis were
approved by the University of North Carolina (UNC) Biomedical Institutional Review
Board and the UNC General Clinical Research Center on August 29, 2006.

Instrument
Separate semi-structured interview guides were developed for the focus groups and the
PLWHA interviews. For both, semi-structured interview guides consisted of parallel a priori
conceptual domains that included:

■ community and personal views about HIV/AIDS,

■ views about HIV research or HIV clinical trials,

■ views about how to bring HIV clinical trials into rural communities, and

■ views about different mechanisms (including a mobile van) to conduct HIV clinical
trials.

For the PLWHA interviews, additional, a priori conceptual domains included: disclosure
and preferences relating to participation in HIV clinical trials. Questions and probes were
developed for each of the a priori conceptual domains, and those that elicited HIV stigma or
related themes are listed in Table 1.

Recruitment
HIV service provider and community leader potential focus group participants were
recruited by a community outreach specialist from each three-county community. Each
community outreach specialist developed a master list of potential participants for the
community leader groups by identifying individuals from political, educational, grassroots,
economic, media, religious, and social welfare-related community segments. A similar
master list was comprised for service providers that included physicians, case managers,
health educators, and other clinical practitioners. Each community outreach specialist made
phone contact with a purposive sample of leaders to ensure a cross-representation across
community segments and provider types for data collection.
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Focus groups were convened at a centrally-located facility within each three-county region
and were conducted by a facilitator and notetaker. Each meeting was digitally recorded, and
each lasted an average of 90 minutes. At the beginning of a focus group, written informed
consent was obtained, followed by a question and answer discussion using the semi-
structured interview guide, and demographic information was collected from each of the
participants at the end. A financial incentive of $20 as well as a meal were provided to focus
group participants. Focus group data were collected over a period of three and a half months.

PLWHA potential participants were contacted by their case manager or the community
outreach specialist to explain the study. Each interview was digitally recorded and lasted an
average of 45 minutes. At the beginning of an interview, written informed consent was
obtained, followed by a question and answer discussion using the semi-structured interview
guide, and demographic information was collected from each of the participants at the end.
A financial incentive of $20 was given to all PLWHA participants.

Data Analysis
All focus group and PLWHA interviews were electronically transcribed into Microsoft
Word documents by a professional transcriptionist. Accuracy of the transcription was
verified by a member of the research team, and any identifying information within the
interviews was redacted to protect the confidentiality of participants. The transcribed
interviews were imported into the qualitative software program, Atlas. ti, v.5.2. The first
phase of qualitative data analysis involved identifying themes from the questions asked and
developing a codebook that reflected a thematic coding structure underlying both a priori
conceptual domains/questions and emerging conceptual domains. Separate codebooks were
developed for the focus group and PLWHA interview transcripts. Codes for each theme
were assigned to text using Atlas.ti by a pair of coders per transcript, and 100% inter-coder
reliability was established by having the coders resolve any coding differences between
them. The codebooks went through a series of iterations to produce final versions that could
be used for the interpretative phase of data analysis. Using this approach, the first phase of
the analytical process yielded discrete and systematically coded textual data.

In the second phase of data analysis, we extracted coded textual data reflecting HIV stigma
themes and categorized them under the existing theoretical constructs—perceived stigma
(from PLWHA or community), experienced stigma, internalized stigma, felt normative
stigma, and vicarious stigma—identified in the literature. Stigma-related themes that did not
fall neatly under the existing theoretical constructs were classified under “other” to denote
potential emerging themes that could be associated with HIV stigma. These data were
reviewed to identify their co-occurrences, and a conceptual framework was then developed
that explored the possible relationships between HIV stigma, its related themes, and how
these themes may affect local implementation of HIV clinical trials in rural North Carolina
communities.

Results
Sociodemographics

Tables 2 and 3 present the sociodemographics of focus group and individual interview
participants. The majority of community leader focus group participants were African
American or Latino (82.5%), female (72.5%), and had completed some college or graduate
school (92.5%). Similarly, service provider participants were primarily African American or
Latino (69.4%), female (72.2%), and had completed some college or graduate school
(94.4%). For PLWHA participants, the majority were African American (88.6%), had a high
school education or less (88.6%), were on antiretroviral therapy (88.6%), and had annual
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incomes less than $5,000 (54.3%). Related to being on antiretroviral therapy, 57% of those
interviewed were “in-care,” meaning that they had gone to their medical appointments
within the past six months.

HIV Stigma-Related Themes Grouped by Theoretical Construct and Their Co-Occurrences
Table 4 (page 118) presents the HIV stigma themes that were elicited from the interview
guide questions and our classification of these themes under existing theoretical constructs;
we included an “other” category for HIV stigma-related themes that did not fall neatly into
the existing constructs. Nine HIV stigma themes were elicited from the question, What do
people in your community think about HIV/AIDS?; five themes from, How are PLWHA
treated in the community?; five themes from, Are certain HIV-positive groups more
discriminated against than others?; three themes from, What makes it difficult to bring HIV
clinical trials into communities? (this included one related theme probing participants about
using mobile vans); three themes from, Who have you not told that you have HIV?; and three
themes from, What are your reasons for non-disclosure? We then organized each of these
themes under the existing HIV stigma theoretical constructs of perceived stigma (PS),
experienced stigma (ES), internalized stigma (IS), felt normative stigma (FNS), vicarious
stigma (VS), and other by placing an “X” under the constructs in which we felt they best fit.
Some of the stigma themes were classified under more than one construct.

Many of the themes elicited when asking about community and personal views about HIV/
AIDS were categorized as “other” given that, while they may be associated with HIV
stigma, they were not HIV stigma themes by themselves. We categorized these themes as
either causes or consequences of HIV stigma. For example, perceptions of those who are at
risk for HIV infection co-occurred with judgments of who is or is not a “sinner” (a perceived
stigma theme). Thus, perceptions of who is at risk (or of which groups get infected) could be
considered a cause for negative stereotyping associated with perceived stigma (labeling at-
risk groups or PLWHA as “sinners”). Isolation of PLWHA and local health care providers’
negative attitudes and interactions with PLWHA were both felt and experienced and, thus,
we classified these themes under perceived and experienced stigma. The theme relating to
PLWHA saying they have another disease seemed to be more related to felt normative
stigma.

More direct questions asking about HIV stigma—how PLWHA are treated or which HIV-
infected groups are discriminated against more than others—elicited HIV stigma themes that
could be classified under experienced stigma and under vicarious stigma in cases where
PLWHA participants believed that certain HIV-infected groups were stigmatized more than
others, even if that perception was not based on their own experiences.

Asking PLWHA about disclosure of their HIV status identified the extent of non-disclosure
to even close family members. These themes were classified in the “other” category since
non-disclosure among PLWHA could be a consequence of two reasons that we classified
under vicarious stigma—fear of being treated badly or the uncertainty of how others may
react to their diagnosis. The third reason PLWHA do not disclose—wanting to keep their
status confidential—was categorized into felt normative stigma.

Lastly, our questions asking about barriers to HIV clinical trial implementation in rural
communities, and about the mobile unit specifically, elicited themes that primarily co-
occurred with protecting confidentiality about their HIV status. In Table 4, we classified
these themes as “other” and felt that these themes could be a consequence of many of the
HIV stigma themes classified under the constructs of perceived, experienced, vicarious, and
felt normative stigma.
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While examples of internalized stigma probably existed in these rural communities, it is
unclear from our textual data that any of the HIV stigma or HIV stigma-related themes
should be classified as such. Therefore, we did not classify any of our HIV stigma themes
under internalized stigma.

Conceptual Model Exploring the Impact of HIV Stigma on Local Implementation of HIV
Clinical Trials

The conceptual model was developed to explore the possible relationships between HIV
stigma themes and local implementation of HIV clinical trials. In reviewing co-occurrences
between the themes from Table 4, Figure 1 was developed. The following quotes highlight
some of the co-occurrences that were demonstrated, providing some indication of the causes
of perceived HIV stigma:

[In the community, people feel] those who get HIV are the sinners and immoral,
and the bad…those who are not worthy of our attention. It is a subject that never
enters the church. The church does not know how to talk about it. It is something
we are not going to see. (Community leader focus group participant)

It’s more of ignorance than anything else and it’s just so hard to actually enlighten
people because they think that when you say the word AIDS you just sneezed on
them…So, they don’t want to hear the word. You can’t really talk about it amongst
people. (PLWHA participant)

In the first quotation, the church is highlighted as a place in the community that can
engender causes of HIV stigma—lack of education, denial that HIV is a problem, perception
of who is at risk—that, in turn, could affect perceptions about HIV, particularly about who
contracts the disease (e.g., “sinners”). The second quotation demonstrates how denial in the
community can result in PLWHA feeling isolated (i.e., not having anyone to talk to about
living with HIV/AIDS).

The next quotation is about how PLWHA can be treated, demonstrating the relationship
between causes of HIV stigma (e.g., fear of HIV transmission and lack of HIV education)
and both perceived and experienced stigma:

It’s not a community that would support it [HIV/AIDS] and by them not being fully
aware of the study of it [HIV/AIDS] they’ll shun you, they’re scared to be in your
midst. They won’t allow you into their homes and they’ll very seldom shake your
hand because lack of knowledge of it, they think ‘cause they shake your hand they
could catch it or if they hug you they could catch it. (PLWHA participant)

Moreover, asking participants about how PLWHA are treated and which HIV-infected
groups are most stigmatized, gauged the extent to which compound or layered stigma—
which can be a facet of either experienced or vicarious stigma—plays a role in rural
communities’ experiences with discrimination toward PLWHA (or those who are perceived
to be PLWHA) because of their membership or perceived membership in other
discriminated groups. The following quotation reflects the relationship between perceptions
of who is at risk (cause) and HIV-infected groups that are discriminated against
(experienced or vicarious stigma):

And he act bi-sexual. He act gay. No offense to anyone, but he really didn’t get into
how he got it but I’m thinking, you know, by [being] gay or him just being bi-sexual
would put him at risk. (PLWHA participant)

Felt normative stigma and lack of disclosure are related consequences of HIV stigma for
PLWHA in the following quotation example:
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And it was always the same story. People would rather die and cover it up [HIV/
AIDS] than to expose themselves to ridicule, ‘cause there’s nobody to actually
counsel them. (PLWHA participant)

Lack of disclosure could also be directly affected by causes of HIV stigma, such as lack of
knowledge about HIV among loved ones within the community:

My family and friends and my church family because they’re, like I said,
unknowledgeable of it [HIV/AIDS] so I keep it hid…I would let whoever know not
to bring it up around my family or whoever because they…it’s lack of knowledge of
it. (PLWHA participant)

Since the first phase of our project was to understand the feasibility of implementing HIV
clinical trials in rural communities—using either a standing clinic or mobile unit—some of
our questions focused on what may make it difficult to implement clinical trials locally. The
themes elicited from this inquiry were considered to be more reflective of the consequences
of HIV stigma and associated with non-disclosure. As an example, the following quotation
illustrates the concern over protecting confidentiality when using a mobile van to conduct
HIV clinical trials:

I guess it would be okay for people if they really didn’t mind people knowing what
was going on. ‘Cause I don’t see how, I mean to me that’s going back to
confidentiality. I mean if there’s a van parked somewhere…I could hear people
now, “what is that van for?” or “why you going to that van?” And so it’s just like
you’re opening yourself up. So me personally, I wouldn’t [go]. (PLWHA
participant)

A community leader focus group participant echoed similar issues with using a mobile van:

Once it comes in once or twice…people are going to know the van…And then if
they know oh that’s [the] AIDS [van] well…“Why is he getting in that? He must
have AIDS. Let’s go tell the neighbors.”

For some, local implementation of HIV clinical trials may not be feasible because of
potential breaches in confidentiality. When asked about their preferences of where to go to
participate in HIV clinical trials, a PLWHA participant stated:

I would prefer to go to University [A] ‘cause I wouldn’t want to participate in
nothing in my own, oh no, not in my own community, no sir…Because folks talk
so much and ohhh, I could see my name around, oh no…I would go out of town
where nobody didn’t know me…And then I wouldn’t have to worry about it being
exposed.

Not reflected in Figure 1, but important because it identifies countering strategies,
community leaders, providers, and PLWHA identified some ways in which HIV stigma
could be addressed and combated should HIV clinical trials be implemented locally in rural
communities. The following examples were elicited from a question asking about views of a
mobile van as a mechanism to conduct HIV clinical trials locally:

PLWHA: Testing. I think it [mobile van] should do blood pressure. I think it should
do a lot of other things because then that way people won’t stay focused just on
HIV…if they do other testing it would make it justified for me to walk up to the van
and get some pills from you or, or get a box from you and say I went and got
tested…And it wouldn’t mean so much exposure…

Providers: Just a fear of people finding out that van’s parked there and what it’s
here for, ‘cause it won’t take long. That’s why I said if you do it with other
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services…You could bundle the services…Like medical…or wellness screening…
You’ve got to say something different than say, ‘hey I’m the HIV bus.’

Community leaders: The community as a whole doesn’t even know what the true
purpose of that van is…You really have to camouflage…It has an ulterior motive
and you also have to have an underground mode of communications for the people
that you want to get in, to go to it…so there’s no stigma attached.

Discussion
Although the multifaceted concept of HIV stigma is not new in the field of HIV/AIDS, we
never expected the problem of HIV stigma to still be so prominent in US communities in the
21st century. Using existing theoretical constructs, we explored the types of HIV stigma
evident in rural, minority communities of North Carolina, but this is the first study to use the
guided framework to develop a conceptual model exploring HIV stigma and its potential
impact on HIV clinical trial implementation in rural communities. In general, the guided
theoretical framework was useful in classifying HIV stigma themes under the constructs of
perceived stigma, experienced stigma, vicarious stigma, and felt normative stigma. It was
not clear, however, if some of the HIV stigma themes—specifically those from PLWHA
interviews—could have been classified under internalized stigma given that their expression
in the textual data did not necessarily reflect PLWHA self-blame or their agreement with the
negative attitudes the community may have had about them. We did not consider
internalized stigma to be a problem a priori and, for this reason, did not ask PLWHA with
follow-up probes if they agreed or believed in some of the stigmatizing views reported in
their communities. This could be considered a study limitation given that it would be
important to understand the extent of internalized stigma in the community for the purposes
of targeted stigma reduction interventions at the PLWHA level.

The relationships among perceived stigma, experienced stigma, vicarious stigma, and felt
normative stigma were significant. In our conceptual model, we were hypothesizing that felt
normative stigma was more of a consequence of the other HIV constructs (perceived stigma,
experienced stigma, vicarious stigma), thus creating possible scenarios where PLWHA are
passing as persons who are not infected or have some other non-stigmatized disease (e.g., if
PLWHA have significant weight loss, they tell their community they have cancer). Felt
normative stigma also has implications for local HIV clinical trial implementation because
there is a great deal of fear among PLWHA surrounding how to protect the confidentiality of
their HIV status from the community. Using a mobile van to conduct clinical trials
engendered several concerns relating to how PLWHA, who might benefit from clinical
trials, do so without their community finding out they are HIV positive. The next stage of
this research will tackle the feasibility of mobile vans or stand-alone clinics as possible
mechanisms to conduct HIV clinical trials in rural settings.

While the existing theoretical constructs were useful to classify some of our HIV stigma
themes, we could not use this approach with all of our stigma-related themes, particularly
the themes that arose from asking the questions about community/personal views on HIV/
AIDS and the difficulties of implementing HIV clinical trials locally. For the themes elicited
from the community/personal views on HIV/AIDS, we classified the majority as causes of
HIV stigma because we felt that issues relating to lack of HIV/AIDS education, or denial
that HIV is a problem, do not represent HIV stigma examples by themselves, but have been
shown to be associated with HIV stigma.14,15 We hypothesized, however, that people not
getting HIV testing could be a consequence of HIV stigma. Similarly, lack of disclosure to
the community, family, or friends, or the issues of confidentiality relating to HIV clinical
trials participation were classified as consequences given that these themes do not, by
themselves, represent HIV stigma. It is important to address these confidentiality concerns
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as a component of any intervention that we develop since they have implications for the
willingness of PLWHA to participate in local HIV clinical trials, and broader implications
for the elimination of health care disparities in HIV care access.

Lastly, the ultimate goal in our project is to develop a mechanism (e.g., mobile van) for
conducting HIV clinical trials in local, rural communities. To overcome the issue of possible
breaches in confidentiality, both PLWHA and focus group participants advocated going to
great lengths to hide or mask clinical trials with other types of services. Thus, if we were to
take this recommendation, we could offer a combination of health care services, including
HIV clinical trials, on a mobile unit or within a stand-alone clinic, as a means to protect
confidentiality of individuals who are seeking HIV clinical trial services. The purposeful
masking of HIV services could be a potential problem from a research ethics standpoint, but
we would adhere to the principles underlying research integrity and ethics to make
implementing local HIV clinical trials a viable option.

As with all studies, this study has its limitations. While we were interested in determining if
there were racial/ethnic differences in the feasibility of conducting HIV clinical trials in
rural communities, the textual data from the Latino participants (either from one focus group
or the four individual interviews) did not suggest any relationships between HIV stigma and
HIV clinical trials. Rather, other barriers to HIV clinical participation for Latino PLWHA
were elicited that included being undocumented immigrants and separated from their
families, dual issues that generally can affect accessing health services for Latinos in the
US16 but did not co-occur with our HIV stigma themes. It is possible that, given our very
small subsets of Latino participants, we were not able to capture these data with the
interview guide questions we asked.

Another study limitation has to do with generalizeability. HIV stigma demonstrated in these
communities in rural North Carolina may be comparable to HIV stigma in other
southeastern communities, but this cannot be assumed from these findings. It does appear,
however, that HIV stigma in rural North Carolina may be higher than what is reported in US
metropolitan areas, particularly for men who have sex with men.17 Furthermore, we found
that the pervasiveness of HIV stigma is uncannily similar to that reported in China or other
relatively resource-poor countries/regions in the world.9,18–20 Future research is warranted
to apply our conceptual model to other demographically similar rural US communities, as
well as distinctly different communities in the US and other nations as a way to increase the
external validity of the HIV stigma themes identified in this study.

HIV stigma continues to be a daunting challenge in US rural communities that seek to
bridge the gap in health disparities and access to care, including making HIV clinical trials
accessible. Nevertheless, our study findings suggest that efforts to address HIV stigma in
rural US settings may be crucial if health disparities are to be addressed. The conceptual
model developed will be useful for planning, developing, and implementing HIV stigma
reduction interventions at the community and individual levels.
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Figure 1.
Exploring HIV Stigma and Its Potential Impact on Local Implementation of HIV Clinical
Trials
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Table 1

Selected Conceptual Domains and Questions/Probes in the Semi-Structured Interview Guide

Conceptual Domain Questions/Probes in Interview Guide

Community and personal views about HIV/
AIDS and PLWHA

1 What do people in your community think about HIV/AIDS?

2 How are PLWHA treated in the community?

3 Are certain HIV-positive groups more discriminated against than others?

Barriers to bringing HIV clinical trials into
rural communities

What makes it difficult to bring HIV clinical trials into communities?

Views about a mobile van What about using a mobile van in your community as a way for people who are HIV-positive to
enroll and participate in clinical trials?

Additional Questions Asked to PLWHA

Disclosure Who have you not told that you have HIV? Probe: Why didn’t you tell them?

Preferences on where to participate in HIV
clinical trials

Would it be easier or better for you to participate in an HIV clinical trial here in your community
or would you prefer to go to University, A, B, or C? Probe for rationale.
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Table 2

Sociodemographics of Focus Group Participants

Demographics Community Leaders
(n = 40)

HIV Service Providers
(n = 36)

Age Mean 43.4 (SD = 11.18) Mean 40.6 (SD = 11.28)

Race/Ethnicity

    African American 26 (65.0%) 21 (58.3%)

    Latino 7 (17.5%) 4 (11.1%)

    White 5 (12.5%) 11 (30.6%)

    Multi-Racial/Ethnic 2 (5.0%) —

Gender

    Male 11 (27.5%) 10 (27.8%)

    Female 29 (72.5%) 26 (72.2%)

Education

    HS/GED or less; other training 3 (7.5%) 2 (5.6%)

    Some or completed college 21 (52.5%) 22 (61.1%)

    Some or completed graduate school 16 (40.0%) 12 (33.3%)
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Table 3

Sociodemographics of Individual Interview Participants

Demographics PLWHA (n = 35)

Age Mean 42.9 (SD = 9.135)

Race/Ethnicity

    African American 31 (88.6%)

    Latino 4 (11.4%)

Gender

    Male 21 (60.0%)

    Female 14 (40.0%)

Marital Status

    Married/living with partner 10 (28.6%)

    Separated/divorced/widowed 12 (34.3%)

    Never married 13 (37.1%)

Education

    High school or less; technical 31 (88.6%)

    Some or completed college 4 (11.4%)

Health Insurancea

    Private 1 (2.4%)

    Public (Medicare, Medicaid, Other) 27 (65.9%)

    None 13 (31.7%)

Receiving HIV Care

    Yes 20 (57.1%)

    No 15 (42.9%)

Currently on Antiretrovirals

    Yes 31 (88.6%)

    No 3 (8.6%)

    Don’t know 1 (2.9%)

Participated in Clinical Trial

    Yes 7 (20.0%)

    No 27 (77.1%)

    Don’t know 1 (2.9%)

Household Income

    < $5K 19 (54.3%)

    ≥ $5K to $20K 11 (31.4%)

    > $20K to $40K 2 (5.7%)

    > $40K to $60K 1 (2.9%)

    Not reported 2 (5.7%)

a
Some respondents had more than one source of health insurance, making the total n for “Health Insurance” greater than the sample size of n = 35.
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