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Abstract

HIV has reached epidemic proportions among African Americans in the USA but certain urban
contexts appear to experience a disproportionate disease burden. Geographic information systems
mapping in Philadelphia, indicates increased HIV incidence and prevalence in predominantly
Black census tracts, with drastic differences across adjacent communities. What factors shape
these geographic HIV disparities among Black Philadelphians? This descriptive qualitative study
was designed to refine and validate a conceptual model developed to better understand multi-level
determinants of HIV-related risk among Black Philadelphians. We used an expanded ecological
approach to elicit reflective perceptions among administrators, direct service providers, and
community members about individual, social, and structural factors that interact to protect against
or increase the risk for acquiring HIV within their community. Gender equity, social capital, and
positive cultural mores (e.g., monogamy, abstinence) were seen as the main protective factors.
Historical negative contributory influences of racial residential segregation, poverty, and
incarceration were the most salient risk factors. This study was a critical next step toward initiating
theory-based, multi-level community-based HIV prevention initiatives.
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Background

In the USA, new HIV infections have stabilised around 50,000 reported cases each year,
however, disease burden remains pervasively disproportionate (Centers for Disease Control
and Prevention (CDC) 2015a; amfAR 2014). Black Americans account for nearly half of all
new HIV infections (44%), despite representing only 15.2% of the total US population.
Estimates indicate that one in 16 Black men and one in 32 Black women will be diagnosed
with HIV at some point in their lifetimes (CDC 2015b).
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Prevention efforts aimed only at the individual level have fallen short of reducing
disproportionate disease burden among Blacks (de Wit et al. 2011, & Crewe, 2011). Larger
social and structural issues may put some individuals at increased risk for contracting HIV
(Adimora and Schoenbach 2012; Friedman, Cooper, and Osborne 2009; Rhodes et al. 2005),
including neighbourhood condition, imbalanced male-female sex ratios, and gender-based
violence and discrimination (Hodder et al. 2013; Kelly-Hanku et al. 2015; Kerr et al. 2015;
Adimora et al. 2014; Blankenship and Smoyer 2013; Dean and Fenton 2010). This
highlights an urgency to move beyond individual-level approaches to multi-level designs to
address the epidemic (Auerbach, Parkhurst, and Caceres 2011).

The local Philadelphia epidemic continues to have a profound impact on the city’s overall
health. In 2014, Black Philadelphians represented 68% of all newly diagnosed HIV cases,
73% of newly diagnosed AIDS cases, and 64% of all prevalent HIV and AIDS cases
(Philadelphia Department of Public Health (PDPH) 2015). The prevalence rate among Black
men who have sex with men exceeded 30,000 per 100,000, and these rates are steadily
increasing (PDPH 2015). Additional disparities are noted among Black people who identify
as transgender (male-to-female or female-to-male) versus those who identify as male or
female (70% and 83.3% versus 59.9% and 72.6% respectively; PDPH 2015). Nationwide,
marginalised individuals of multiple minority statuses (e.g., racial/ethnic and sexual minority
status) bear the brunt of poorer HIV-related outcomes (Brennan et al. 2012; Garcia et al.
2016).

Higher incidence and prevalence of HIV in Black communities may partially explain
disparate rates of HIV and AIDS (CDC 2015b). An individual’s geographical context may in
fact mediate his/her risk of acquiring HIV (Nunn et al. 2014; Brawner 2014). Beyond racial
composition, social and structural conditions in neighbourhoods (e.g., crime, vacant parcels)
are associated with increased HIV prevalence (Brawner et al. 2015; Bowleg et al. 2014;
Raymond et al. 2014). Social research suggest both social and economic environments
influence sexual behaviours which can, in turn, influence risk for HIV (Gillespie, Kadiyala,
and Greener 2007; Parker, Easton, and Klein 2000). Structural determinants (e.g., economic
inequalities) are also important in understanding the transmission and prevention of HIV
(Hardee et al. 2014; Sumartojo 2000). Examining individual, social and structural
determinants of HIV transmission is critical for designing evidence-informed, multi-level,
complex models of HIV prevention. We hypothesise that identifying and addressing these
broader multi-level concerns within neighbourhoods will improve outcomes among residents
(Lewis et al. 2016).

When developing conceptual models, which are crucial to intervention development,
qualitative research helps to engage community partners to check researcher assumptions
(Maxwell 2012). We aimed to explore service administrators’, direct service providers’ and
community members’ perceptions of individual, social, and structural factors that interact to
protect against or increase Black Philadelphians’ risk for acquiring HIV. Our intent in
engaging multiple stakeholders in the discussion was to refine and validate a conceptual
model, developed by the lead author (BB), to better understand multi-level influences on
HIV risk among Black Philadelphians. This expanded ecological model was based on our
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previous research with the same population, as well as a review of relevant
literature(Brawner 2014); see Figure 1.

Methods

Design and Sample

In our ongoing immersion in the local HIV prevention landscape, we have engaged Black
Philadelphians in iterative conversations and elicitation research for more than a decade.
This extensive community engagement, and knowledge of relevant literature, guided a
researcher-developed model of the multi-level determinants of HIV risk among Black
Philadelphians. We examined our conceptualisations through member-checking and group
model building activities. This included monthly meetings with an adult community
advisory board to provide feedback on the investigators’ interpretations. Member-checking
in the form of verification of data with the engaged group, is key to establishing the validity
and trustworthiness of the data (Creswell and Miller 2000; Clark and Creswell 2011). Group
model building is a specific participatory method used to involve stakeholders in the model
development process (Schensul, Schensul, and LeCompte 2012; Hovmand et al. 2012).

In this paper, we report on a novel approach that served as both a member-checking and
group model building activity. We held a focused conversation with 10 stakeholders (three
administrators, three direct HIV/AIDS service providers and four community members) on
individual, social, and structural factors related to Philadelphia’s high HIV rates. Although
group heterogeneity reduced the sample size for each stakeholder type, we believed it was
important to elicit their voices and perspectives in conversation with each other to explore
similarities and differences (e.g., administrator versus direct service providers). Combining
multiple stakeholders in one group also enabled us to see how well the group member’s
varied perceptions reflected the researcher-developed model. Approval was obtained from
the Institutional Review Board at the University of Pennsylvania. Data were collected in
January 2012 via a group discussion in a private conference room at the University.

One, 3-hour focus group discussion was held with stakeholders aged 18 and above. In focus
group methodology, the “trade-off between number of focus groups and the thickness of the
description [is] an acceptable explanation for (a limited) sample size” (Carlsen and Glenton
2011, 10). We sought a sample with representation from the most experienced and
knowledgeable stakeholders (Hovmand, Nelson, and Carson 2012). For us, this meant
engaging a diverse array of leaders and community residents in an area highly affected by
HIV. Participants were recruited through flyers, emails, word of mouth and street intercepts.
They were eligible if they were aged 18 or older and lived, worked and/or had a vested
interest in the Philadelphia census tract with the highest HIV and AIDS rates in the city,
identified using publicly available data from AACO (PDPH 2008). The study design
restricted the group to 10 participants, and we sought to have near equal numbers per
stakeholder type. While administrators and direct service providers might hold similar views
on the topic, both groups work in the HIV field; thus we expected some overlap in their
responses. Because we wanted as much diversity from the community as possible, given the
limitations of the study design and budget, we allocated the 10t slot to the community
category. The selected census tract has a total population of 6,983 (97.2% Black), of whom
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65.5% have at least a high school diploma or GED, and 36.5% live below the US federal
poverty level (U.S. Census Bureau 2000). Exclusion criteria were below 18 years of age, or
a cognitive or psychiatric condition prohibiting a participant’s ability to complete the study
procedures, as determined by trained research assistants during screening. Participants
received $50 cash for their participation.

Measures and Procedures

After consenting, participants completed a 5-minute sociodemographic questionnaire (e.g.,
age, income). A trained facilitator conducted one 3-hour focused group discussion. The
facilitator followed a semi-structured focus group script, with items derived from the
conceptual framework. Participants were asked to consider how individual, social, and
structural factors related to Philadelphia’s high HIV rates, as risk or protective factors.
Individual-level factors were defined as “past experiences, current situations or daily
occurrences that are part of a person’s life at any given moment in time”(e.g., gender
socialisation; Brawner 2014). Can you tell us some things that are unique to Black
Philadelphians compared to other racial or ethnic groups? Social-level factors were defined
as “things that are socially or culturally accepted, relationships and connections that Black
Philadelphians have with other people, and values and beliefs in Black society” (e.g., social
capital; Brawner 2014). What are some things that are socially or culturally accepted in the
Black Philadelphia community? Structural-level factors were defined as “things that have
happened over time, and/or continue to happen, which shape the environment people live in
and the things they see and experience on a daily basis” (e.g., institutionalised
discrimination; Brawner 2014). Can you tell us any connections you see between the
neighbourhoods many Black Philadelphians live in and HIV/AIDS?

The researcher-developed model was not shown to the participants so as to obtain their
uninfluenced views. We employed free listing to identify participants’ salient ideas regarding
factors at each level (Colucci 2007). The research staff wrote the participants’ responses on
easel paper. These responses were posted around the room while the facilitator moderated
the discussion. As stakeholders identified factors, they were asked to determine whether the
factor was an HIV transmission risk or protective factor, and to brainstorm solutions to
factors identified at each level. This process was repeated until the individual, social and
structural levels were all discussed.

Data Analysis

The focus group discussion was audio-recorded and transcribed verbatim. This information
was supplemented with notes taken by research staff during the discussion. The research
team used a combined deductive and inductive coding methodology (Bradley, Curry, and
Devers 2007) finalised by the lead and second authors. For deductive coding, a priori codes
were created based on the conceptual model. For inductive coding, emergent codes were
created from the participant narratives. Two trained independent coders conducted the
analyses using NVivo 10 software. Discrepancies between the coders were resolved in team
meetings, with final decisions made by the lead author. Analysis began with descriptive and
interpretive coding, and then advanced as the researchers compared emerging thematic
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categories to the raw data. Descriptive statistics were calculated for the sociodemographic
questionnaire using SPSS 21.

All ten participants self-identified as African American; nine were women, there was only
one man. The average age was 31.3 (range 19-50 years). All participants had a high school
diploma or general educational development (GED) certificate; three had completed
postgraduate work. Only one participant was unemployed. Four participants reported an
annual household income less than $40,000. Three received public assistance.

Several themes emerged from the data (see Figure 2). The four individual-level themes were:
HIV/AIDS is a severe but manageable disease; there is enduring perception of low risk in
the Black community despite disproportionate disease burden; pervasive stigma may prevent
an HIV-positive person’s desire/responsibility to disclose; and marriage does not guarantee
monogamy. The five social-level themes were: social mobility and immigration/emigration;
geographically and socially constrained sexual networks; sexual silence in religious circles;
pervasive homophobia; and decline in historically protective Black cultural mores, such as
abstinence and monogamy. The five structural-level themes were: negative consequences of
poverty; hyper-incarceration of Black men fuels HIV transmission; gross absence of
appropriate required/resources; racial residential segregation and mistreatment; and
unintended negative consequences of laws and policies. The responses to the free listing
activity are presented in Table 1 (see online appendix). The quotes below are presented
verbatim except where otherwise noted.

Individual-level Factors

Disease severe, but manageable—HIV/AIDS was viewed as a “deadly,” “incurable”
disease, “primarily affecting people of colour”. All participants, however, agreed that “it’s
[also] a manageable condition, just like any other chronic condition, people can live with it if
they manage it appropriately.” They described HIV/AIDS as a condition that does not have
to be fatal, but will be without proper self-care (e.g., medication adherence).

Enduring Low Risk Perception—The group identified large U.S. cities (e.g.,
Philadelphia), Africa and nursing homes as places that come to mind when they think about
HIV/AIDS. They noted, “It’s affecting a lot more people than we think” and “it’s getting a
lot [younger] nowadays”. One participant was shocked to discover that HIV rates were high
in certain areas; “...you would think it would be...in the gay communities or more so
downtown...” They all believed that Blacks in the USA and other countries are
disproportionately affected. While the participants acknowledged increased risk for HIV
among Blacks, the majority believed that most members of the Black community perceive
HIV risk as low. As one participant noted:

“...You hear many stats and it might be related to men who have sex with men so
many times people who are not men who have sex with men think, ‘oh I’m not at
risk, that only happens to those people’, and I think that plays a big part of people
not taking the precautions to protect themselves.”
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For these reasons, the group believed that many Black Philadelphians who need to be tested
for HIV do not get tested. Without being tested, people will not know their HIV status, and
without knowing their status, they won’t know that they are potentially transmitting the virus
to others. Several administrators and service providers discussed the implications of “high
viral load”,

“cause if you have a high viral load that means it’s a lot of virus in your body and
it’s a lot of virus in your body that’s going to be easier for you to transmit it if
you’re having sex with somebody...”

Stigma Preempts Disclosure—Many participants believed that a person’s HIV status is
only his or her “business”. As one stated, “I don’t think they should have to publicly tell
people or anything like that, or be treated or looked at any differently.” The ramifications of
disclosure were perceived to be severe not only with sexual partners, but also employers,
neighbours, etc. Some, however, thought that disclosure was important and almost
mandatory: “A lot of people don’t be honest with themselves like to say, ‘oh | got AIDS’,
you know, let somebody know that I have AIDS whether I’m going to have sex with them or
not.”

Marriage does not Guarantee Monogamy—Although marriage can be a protective
factor, “false” perception of low risk among married people was seen as a risk factor.
Participants noted that although monogamy is presumed in marriage, spouses can be
exposed to risk when one or both partners “steps outside of the marriage”. “[Marriage]
doesn’t mean you’re in a monogamous relationship.” One female participant recounted an
experience with HIV testing:

“you know you think you’re married and you think you’re in this type of
relationship and you don’t have to worry about these things...[the HIV tester] kind
of called me to the carpet...and was like ‘it doesn’t matter who you are having
unprotected sex with’.”

Most participants felt that cultural and societal norms do not promote or encourage HIV
testing in marriage because of the assumption that both partners are HIV negative and
monogamous.

Social Factors

Social Mobility and Immigration/Emigration—Social mobility and immigration/
emigration were discussed as contributors to the rapid spread of HIV. Participants thought
that HIV was selective, affecting specific populations such as people living in poverty or
immigrants from countries with high HIV rates. “Looking at the population of African
Americans and the population of like West African immigrants... knowing that those are the
people that the disease is affecting so rapidly and [they are] growing so rapidly here.” This
sentiment placed the blame for infection on already-infected immigrants. At the same time,
they believed that accessible public transportation eases interaction across neighbourhoods
which facilitates HIV transmission from high to low prevalence neighbourhoods: “So you
can be living...where HIV rates may not necessarily be high, but you get on the [bus] and
35, 45 minutes you are smack dab in [a high prevalence area]”.
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Geographically and Socially Constrained Sexual Networks—The group reported
that geographic and social constraints can increase HIV risk (e.g., choosing sexual partners
only from certain neighbourhoods or racial/ethnic groups with elevated HIV prevalence):

“...if you’re in a community where there’s a lot of HIV that increases your chances
of coming in contact with someone HIV-positive. So it’s not necessarily that I have
to go out and sleep with 5, 10 guys in that neighbourhood it might be that one guy
because there are a lot of people that have HIV, that increases my chances of
coming in contact with that one person that’s positive.”

They also discussed the growing acceptance of interracial relationships in the Black
community, and the perceived risks that other groups face when this happens. One
participant shared a conversation she had with a White friend who “only dates Black men”:

“...keep in mind that now you are a Black woman when it comes to race and your
risks for HIV...I mean on the outside you look White, on the inside its been Black
men all up and through there.”

She described how with elevated HIV rates in the Black community, any woman, Black or
otherwise, faces the same risks. When structural factors constrain choice of partner to those
in spaces and networks where HIV is prevalent, partners are more likely to be exposed to
infection.

Sexual Silence in Religious Circles—Religion was noted to be either a protective or
risk factor. The dividing line for risk/protection was whether religious tenets supported
people and/or instilled shame, and whether or not religious leaders were forthcoming with
sexual health information:

“...we have a strong religious community in Philadelphia that may allow for social
support for folks that are HIVV-positive but also...you do not have folks that feel like
they can talk...about their actual sexual activity. So, I’m going to church, I’m not
actually sharing with the deaconess that I’m getting it in [having sex frequently]...
which means | might not be getting accurate information about HIV transmission.”

The group gave several accounts of Philadelphia churches that are actively combating HIV/
AIDS, and supporting HIV-positive people. Overall, however, the sentiment was that the
Black church was still not doing enough around the local epidemic. Moreover, silence about
sex and HIV in religious circles and within families, was seen as a driving undercurrent.
Participants noted that despite this silence, congregants are still engaging in risk behaviours:

“my grandmother was an evangelist and my grandfather was a pastor, so there was
no sex education...’[we’ll] have that conversation with you when you are an adult
and when you could possibly be getting a husband’, and then, meanwhile, you been
getting it in.”

Pervasive Homophobia—The group noted that over time more people have become
“more accepting of it” (homosexuality), but “the LGBTQ population” is still marginalised
and stigmatised. They stated that same sex sexual partnerships are becoming more prevalent
and “getting...younger and younger”. The “down low” and men who have sex with men
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were seen as major contributors to the epidemic among Blacks. The overarching belief was
that cultural norms and taboos about same sex relationships were further marginalising and
isolating those at increased risk. More culturally unacceptable behaviours (e.g., men having
anal sex with other men) were being driven underground, thus contributing to risk in Black
populations.

Declines in Historically Protective Black Cultural Mores—Black cultural mores—
caring neighbourhoods, respect for one another, and abstinence until marriage—incited the
liveliest discussion among participants. Particularly around the decline in values that were
historically protective of HIV (e.g., mutual monogamy). Lack of social cohesion and/or
concern for others was also reflected: “It ain’t in my house so | ain’t worried about it”. The
group discussed how “children out of wedlock™ and single parenting has become the norm
and acceptable and that new values are inconsistent with marriage and long-term committed
partnerships. Multiple sexual partners and promiscuity were reported to be promoted and
encouraged, particularly through peer expectations and media outlets.

“... *agirl will give you her body before she give you her name.” | strongly believe
that ‘cuz so many girls nowadays don’t even know the boy last name, you don’t
even know his real name ‘cuz they call him his street name.”

Norms around educational attainment, and contradictory cultural affirmations were also
explored. They described that when someone goes to college the narrative is “oh you think
you’re smarter than everybody,” but when someone gets home from prison “it’s block
parties, barbeques”. Further, the desire for “street cred” (credibility usually attained through
illegal activity) was seen as a risk factor. Drug culture was perceived to be endorsed and
accepted because “they making more money hustling than going to work”. The negative
consequences of social media were also discussed, particularly as youth use it as a means to
join together to do “bad things” (e.g., fighting).

Structural Factors

Negative Consequences of Poverty—Poverty was seen as a primary structural
determinant of HIV transmission, and participants described their perceptions of
Philadelphia’s economic viability: “Philadelphia is the most impoverished city out of the 10
largest”. The group described the connection between poverty and social injustices, and the
effect these factors have on one’s health:

“... wherever you see poverty, low education, and low socioeconomic status and
you know unemployment, and public housing, you know the trends of any disease
are going to follow that...HIV...heart disease...diabetes.”

The ramifications of poverty on access to quality care were also discussed and the
participants noted that many people in the Black community are uninsured or underinsured.

Hyper-incarceration of Black Men—The institutionalisation of HIV in the prison
system was seen as a prominent cause of elevated HIV rates among Black Philadelphians:
“The prison in particular... ya know a lot of our folks are being shipped to the streets from
the prison system with HIV infection and subsequently coming back to the community.”
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They also discussed risks associated with having unprotected sex with partners who may
have acquired HIV while incarcerated after their release, especially in the absence of
conversations regarding fidelity and HIV testing: “And when he come home you don’t use
protection cause he been in jail, you know where he was at all that time...But you don’t
know what he been doing...And he don’t know what you been doing.” One participant also
recounted the historical influences of the prison system on Philadelphia’s current HIV rates:

“... we had that influx of crack/cocaine...So a lot of things happened in the 80s that
exacerbated the HIV/AIDS rates and made HIV one of those conditions that is
embedded in prisons, nationally...HIV became an institutionalised condition from
that point forward.”

Gross Absence of Resources—The group dialogued about how Black neighbourhoods
have an abundance of bars, liquor stores and welfare offices, but lack relevant resources such
as health centres and supermarkets: “No kind of, you know, organisations that provide
service or information....No kind of help, no kind of resources.” The effect of school budget
cuts, including strained resources, on the type of education youth receive about sex and HIV
was also noted. The historical and intergenerational repercussions of these economic
downturns were highlighted, particularly connecting limited education to teenage
pregnancies:

“...a lot of the parents had these kids at 13, 14, 15 years old. They didn’t get that
far in their education...So now we have people that don’t have these values trying
to instill these values and you don’t really know how to do that”.

They also noted that in more affluent areas of the city, organisations were present and
provided people with incentives (e.g., food, condoms) while the most heavily affected areas
were HIV resource deserts. As one participant described, “you ain’t going to hear none of
that, ain’t nobody giving out nothing [related to HIV]. If anything you got the girl on the
corner that’s ready to take you to a house [for sex trade]...”

Racial Residential Segregation and Mistreatment—The participants talked about
the negative effects of racial residential segregation and gentrification in displacing Blacks
from their neighbourhoods: “You have White people moving into these Black
neighbourhoods, and pushing the Black people out”. The group had mixed opinions on
whether racial residential segregation was a positive or negative factor. Some people thought
it was beneficial because Black people are “comfortable around other Black people”, while
others believed it was the lingering effect of unjust policies. They highlighted, however, that
these factors concentrate Blacks into more impoverished areas where HIV is more
concentrated. Unfinished construction projects, unfixed potholes and burned down homes
that are not restored (which are widely prevalent in some Philadelphia communities) were
seen as problematic. “So it’s like their secluding the people in those neighbourhoods when
they don’t finish those projects.” Dilapidated environments were believed to cause people
not to care about their neighborhoods or themselves. Drastic differences were also noted
across neighbouring blocks, “you know you can go 4 blocks one way and be in the straight
hood.” The way Black people are mistreated and profiled was also expressed:
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“... they was racial profiling...You can’t catch that last train cuz they was
guaranteed to stop you. ‘Where you coming from, who are you wit, why’?, and ya
bags be searched...certain people are just not going to be ok wit it wherever you
live or they just don’t feel like it’s ok for African Americans to live there...”It’s ok
that they’re [White people] starting trouble, because you’re African American,’...”

This sustained mistreatment is internalised, resultantly shaping how people view themselves
and engage in self-care behaviours.

Unintended Negative Consequences of Laws and Policies

Participants discussed the unintended negative consequences of universal testing and
entitlements for HIV-positive people. Universal testing without counselling was believed to
bypass counselling, leading to continued risk behaviours in the absence of risk-reduction
education. Entitlements were perceived as having a “welfare” effect such that some HIV-
positive people who could work would choose not to since it was optional. “So at some point
in the 90s it became fashionable to be HIV-positive and get housing and financial
entitlements.” Another participant remarked that “people always find a way to loop the
system”, suggesting that people might not take preventive measures because if they acquired
HIV they would not have to work.

Strengths, Solutions and Strategies for Intervention

Despite the daunting list of concerns, the group discussed strengths, as well as possible
solutions to the identified risk factors (see Table 1). They believed that with appropriate
resources and investment, factors such as unemployment and poverty could be changed. The
following were listed as solutions that could be implemented to address HIV among Black
Philadelphians: creation of job opportunities, building up of neighbourhoods and community
cohesion, development of additional cente=res (including for substance abuse and mental
health treatment), improvement of after school programmes, promotion of gender equity (to
reduce homophobia and stigmatisation), encouragement of parental support with youth,
advocacy of comprehensive sexual health education, and promotion of cultural norms
congruent with abstinence and/or mutual monogamy.

Participants acknowledged that these changes “won’t be overnight,” but unanimously agreed
that we would have to start somewhere. They also talked about the importance of holding
“celebrities” accountable to giving back to the community saying, “they take all our money
but can’t educate us...” They talked about the powerful social influence celebrities possess
that can be harnessed to address concerns in the Black community, including HIV/AIDS:

“When they [celebrities] wanted Obama in the election they made it clear...But
now, as far as AIDS, get all those same people involved...to say ‘it’s not ok, if you
are having [sex] there’s ways to protect yourself from [HIV]’...”

“..."l just got tested and I’'m hoping that my results are negative’...that’s what |
need them all to say.”

The importance of capitalising on free resources such libraries, health centres and
community-based organisations that could sponsor different events was also discussed. They
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suggested that sponsors offer free HIV testing instead of giving out t-shirts, and talk about
their own testing experiences. Social media, word of mouth, media campaigns and
advertisements with discounts to restaurants were identified as effective means to share
information about HIV prevention.

Discussion

The findings from this study uncover key stakeholders’ perceptions of intersectional
influences of individual, social, and structural factors on increased risk for or protection
against HIV. Unique to this study, we incorporated a mix of perceptions among
administrators, direct service providers and community members as to how these multi-level
factors distinctively influence HIV risk among Black Philadelphians. Bringing them together
elucidated shared perspectives, reinforced orientation to community change, and provided
better understanding of community dynamics. From the group narrative, the effects of
neighbourhood disadvantage and disinvestment on health and social outcomes were evident.
The findings support the fact that “place matters” in relation to individual and population
health (LaVeist, Gaskin, and Richard 2011; Massey 2013).

Place-based approaches to understanding disparate HIV and AIDS rates within racial/ethnic
minority communities seek to understand stakeholders’ perceptions and beliefs about how
fundamental structural and social factors such as incarceration, employment, education,
poverty, housing, and transportation influence disparate HIV and AIDS rates within the
community (Dauria et al. 2015). These structural and social factors cannot be ignored but
must be addressed from multi-level perspectives such as engaging affected communities and
associated political bodies (Auerbach, Parkhurst, and Caceres 2011; Blackstock et al. 2015);
including immigrants who face unique structural and cultural barriers to care (Foley 2005).
We argue that this should begin with convening a diverse profile of community stakeholders,
who live, work, play, learn and have a vested interest in highly affected areas.

Similar to other studies, our findings highlight the role of Black cultural mores in HIV and
AIDS (Tobias 2001). Participants described the decline of positive aspects of Black culture
such as social accountability and reciprocity as contributory to HIV risk. Moreover,
discoveries of enduring low risk perception coupled with poorly attributed risk (e.g.,
focusing on men who have sex with men while ignoring infidelity in married couples) have
significant implications for HIV prevention messaging and risk reduction. Community-based
approaches can tap into these historical sources of strength, in culturally meaningful ways to
foster positive cultural norms and promote sexual health in Black communities. While not
elicited from our data, specific emphasis on social-structural interventions for women and
girls (e.g., creating gender-equitable relationships, decreasing violence among women) is
also crucial to ending the AIDS epidemic as a public health threat (Hardee et al. 2014).

Acknowledging community stakeholders’ perceptions, attitudes, beliefs, and
recommendations provides an essential guide for developing multi-level, community-based
HIV prevention strategies that are responsive and sensitive to the prioritized communities
(Prather et al. 2012; Smedley 2014; Cummins et al. 2007). Our findings extend the literature
and strongly point to the need to develop a four-prong strategic approach to addressing
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disproportionate HIV burden in communities. First, we should galvanise invested
stakeholders and elucidate strategies to address the local HIV and AIDS endemics (Walcott
et al. 2016). Those at the margins (e.g., multiple minority statuses, lower income) must be
included in these processes (Auerbach, Parkhurst, and Caceres 2011). Second, we need to
understand and address stigma/pervasive myths to bolster HIV and AIDS awareness and
informed sexual decision-making. This includes intervening against generalised homophobia
(Garcia et al. 2016), Black men’s ideology that they cannot decline sex (Bowleg et al. 2011)
and the normativity of infidelity by Black women (Bowleg, Lucas, and Tschann 2004).
Third, we need an intergenerational approach, with the engagement of families (Adimora
and Schoenbach 2012), as well as key community institutions such as Black churches
(Stewart 2015). Last and most important is to understand how the intersectionality and lived
experience of racism, gender-based discrimination and stigma influence HIV and AIDS
disparities (Smedley 2014; Bowleg 2013; Bowleg et al. 2013), particularly among those who
experience multiple forms of marginalisation. Safe spaces are needed for social support and
stigma reduction, as well as for HIV testing and treatment (Garcia et al. 2015). Gender
differences, including masculine ideologies that promote concurrent sexual partnerships and
HIV risk behaviours among older Black women, should also be considered (Bowleg et al.
2011; Smith and Larson 2015).

Of theoretical and methodological interest, the way we used the focus group discussion in an
attempt to validate and/or modify our existing model was extremely beneficial. Overall,
participants’ perceptions of the individual, social, and structural factors coincided with the
researcher developed model. A comparison of Figure 1 with Table 1 shows that participants
confirmed all of the factors already identified in the researcher-developed model. They did,
however, ascribe some of the factors to different levels or use different terminology. Further,
they identified additional factors that the investigators had not considered. Factors that could
not be integrated easily because of poor conceptual fit, such as interracial relationships, have
been incorporated into ongoing studies to honor their input. The invaluable exercise helped
us consider programming directions, as well as build relationships with new stakeholders.

Most HIV research rests on researcher driven models. A community-based approach ensures
that community stakeholders have a stake in sharing their understanding of the problem and
helping to devise solutions to it (Prather et al. 2012; Schensul, Schensul, and LeCompte
2012; Schensul, Berg, and Nair 2013). Many important HIV prevention studies focus on the
individuals affected by the problem and the circumstances in their lives that make it difficult
to protect themselves and others (Fleming et al. 2014; DiCarlo et al. 2014). Fewer, however,
ask stakeholders from different sectors of the community their views on the structural
determinants of HIV or help them make connections between social and structural factors,
and individual behaviours (Walcott et al. 2016). Since they were not shown the conceptual
model, participants were unaware of specific factors that the researchers included on each
model level, and generated ideas on their own. This emergent community-based
participatory research methodology offers a new approach to model testing and validation,
and the simultaneous creation of supportive infrastructure and collaboration in multi-level
intervention design.
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The limitations of this study must be acknowledged. The small, heterogeneous convenience
sample of 10 participants and focused geographic location limits the generalisability of the
findings. With only three or four participants per stakeholder type, we cannot presume that
these data represent the voices of all administrators, direct services providers or community
members in the study area. Focus groups are also shaped by participants, their experiences
and the multiple social contexts that affect their lives. Mixing multiple stakeholders in one
group may have fostered problematic silences of speech (Hollander 2004). However, all
group members contributed to the discussion and none of the topics, though sensitive,
seemed to impair participants’ expression of their opinions. Further, the intent was to elicit
information from a diverse group of Philadelphia’s stakeholders. Hearing their collective
voice provided data that may not have otherwise been obtained (Hovmand, Nelson, and
Carson 2012). The insight gained from the discussion was rich and contributes new
information about this topic to the literature. Future studies are needed with larger samples,
and mixed methods approaches, as well as a broader sampling of geographic locations.

In addition to individual risk behaviours, HIV rates are fuelled by social and structural
factors that contribute to health inequities. Community-level approaches to HIV prevention
may be most effective when they address the impact of multi-level influences on the
epidemic, and when they involve stakeholders in that process. This study is a preliminary
step in that direction.
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Figure 1.
Multi-level conceptual model of HIV among Black Philadelphians
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Figure 2.
Focus group themes.
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