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Mitigating HIV burden among Black youth requires true community
engagement. This brief report identifies challenges, strategies, and lessons learned
from transitioning our three-phased, community—engageg HIV prevention
project with Black youth to a remote format during COVID-19. The project
involved (1) building a community-academic partnership on youth sexual health,
(2) participatory youth workshops, and (3) youth surveys and interviews about
HIV prevention. Feedback from community-academic partnership, pile sorting
themes, and preliminary qualitative analyses guided this report. Challenges
included a disruption to in-person engagement while strategies included relying
heavily on pre-existing partnerships to recruit youth for interviews. We learned
that pre-existing community engagement was essential for completin% phase three
remotely. More education is needed to support Pre-Exposure Prophylaxis (PrEP)
awareness for HIV prevention and there is a need to address structural barriers to
healthcare engagement such as community violence and mental illness.
Community-engaged HIV research focused on youth can adapt if anchored in
community relationships. Future studies must work to more fully center youth’s
voices and address the structural issues that may inhibit them from engaging in
HIV prevention.

Introduction

The HIV epidemic disproportionately affects Black youth (ages 13-24),
particularly those in the southern United States (U.S.). Youth account for 22%
of new HIV infections in the U.S. and over half of these cases are among Black
youth (The Centers for Disease Control and Prevention, 2014). In addition,
despite making up 37% of the U.S. population, about 45% of people with an
HIV diagnosis live in the southern U.S., and Black youth bear the burden of
new infections in the region (The Centers for Disease Control and Prevention,
2014, 2016). The disproportionate impact on Black youth is rooted in
disparities in social and structural determinants of health (Bowleg, 2020). For
example, socioeconomic status and racism are fundamental causes of health
inequities that have structured the course of the HIV epidemic (Kahana et
al., 2016). Structural determinants of health also adversely impact retention
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in HIV prevention and care among youth (Kahana et al., 2016). There is a
critical need to understand HIV risk among Black youth in the U.S. South to
ensure that HIV prevention interventions are relevant and applicable to this
population.

Pre-Exposure Prophylaxis (PrEP) is a daily pill that reduces the risk of HIV
infection in people at high risk via sexual transmission by over 90% and has
been approved for youth since 2018. While it is a promising approach to
HIV prevention, uptake among youth—particularly Black youth—has been
low due to a lack of awareness, accurate knowledge, assumptions about PrEP,
perceived lack of risk, and structural factors (e.g., stigma, racism, lack of
medical access and health insurance) (Eaton et al., 2015; Tanner et al., 2020).
To understand the reasons for low PrEP uptake and develop strategies to
increase the use of PrEP, it is critical to engage Black youth in the research
process. In 2018, we began a community-engaged research project on PrEP
interest and uptake among Black youth in Durham, North Carolina (NC), a
city that is nearly 40% Black and has the sixth-highest rate of reported HIV
infection in NC (Adams et al., n.d.).

The COVID-19 pandemic began in 2020 and its impact on Black
communities has followed a similar storyline to other health conditions, such
as HIV, that disproportionately affect Black communities (Bowleg, 2020). For
example, Black individuals have been disproportionately hospitalized for and
died from COVID-19 with Black individuals dying at 1.4 times the rate of
White individuals (Price-Haywood et al., 2020). The disproportionate impacts
of COVID-19 on Black communities stem from the same structural
determinants of health (e.g., socioeconomic status, racism) that have shaped
the course of the HIV epidemic (Bowleg, 2020). This results in communities
with high proportions of people of color living in poverty, crowded housing,
and high levels of racialized economic segregation experiencing high burdens
of COVID-19 cases and deaths (Parolin, 2021). Given the disproportionate
impact of both HIV and COVID-19 on Black communities, it is critical that
HIV prevention and PrEP care remain in place during the COVID-19
pandemic. However, the HIV prevention continuum, including PrEP, has
been disrupted, with disproportionate impacts patterned by structural
determinants of health (Qiao et al., 2021). These disruptions are compounded
for Black individuals, who already experienced more disruptions to PrEP care
before the COVID-19 pandemic than others (Rowe et al., 2022), and for
youth, for whom typical barriers to care (e.g., financial burdens) are heightened
(Stephenson et al., 2021). The COVID-19 pandemic has disproportionately
affected Black youth beyond physical health and healthcare access. Black youth
are more likely than their White counterparts to experience poverty and food
insecurity, to have had parents lose their jobs, and to be exposed to distance
learning and school closures during the pandemic (Parolin, 2021).

Given the focus of our work on HIV prevention with Black youth, the
far-reaching effects of the COVID-19 pandemic on this community, and
COVID-19 restrictions on in-person meetings, we adapted our community-
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engaged research approaches accordingly (e.g., from an in-person to virtual
format). In this report, we identify the lessons learned from continuing our
community-engaged HIV prevention project with Black youth, transitioning
it to a remote setting, and pivoting to more broadly think about structural
determinants of health during the COVID-19 pandemic.

Methods
Background on Community Partnerships

Project IFE (’'m Fully Empowered) was a community-academic partnership
focused on long-term HIV prevention among Black women in Durham
Housing Authority (DHA) communities in Durham, NC (Rimmler et al,,
2022). A key finding from Project IFE’s formative research with DHA
residents was the need to reach youth in the community. The project discussed
here was developed in response to this community concern and provided an
opportunity for a group of locally-based researchers (including
epidemiologists, a clinical psychologist, behavioral scientists, and experts in
community engagement) to conduct community-engaged research focused on
HIV prevention among youth. Our three-part project involved: 1) building
an Adolescent Health Working Group (AHWG) to engage local stakeholders
focused on youth sexual health; 2) conducting participatory youth workshops
to understand youth perspectives; and 3) conducting surveys and interviews
with youth about PrEP awareness.

The Process of Pivoting

The pandemic affected our three-part project in different ways. The majority
of Parts 1 and 2 occurred prior to the COVID-19 pandemic, whereas Part
3 occurred during the COVID-19 pandemic. The AHWG, comprised of
stakeholders from the DHA, LGBTQ advocacy groups, adolescent healthcare
providers, community-based organizations and non-profit groups, faith
leaders, Departments of Public Health, as well as parents and adolescents, met
six times to provide critical stakeholder input and guidance to the project.
The pandemic necessitated that our final two AHWG meetings be conducted
remotely. For Phase 2, we were able to hold three participatory youth
workshops using the Youth Generating and Organizing (GO)! methodology
prior to the pandemic which is described elsewhere (Stacy et al., 2018). Phase 3
took place fully remotely and our team added questions on COVID-19 in the
context of this adaptation.

This report discusses the overall process of transitioning our project during
COVID-19. This process was shaped by feedback from the AHWG at the
beginning of the COVID-19 pandemic through meetings notes and a running
list of topics recommended by the AHWG members at each meeting. Our
research team iteratively conducted pile sorting to organize the key themes
from our AHWG feedback and subsequently revise the project (Yeh et al.,
2014). Preliminary analyses from Part 3 qualitative interviews focused on
COVID-19’s effect on youth also shaped this process.
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Figure 1. Challenges, strategies, and lessons learned from conducting community-based research on HIV prevention with

youth during COVID-19

Results (Figure 1)
Challenges

When the COVID-19 pandemic began, all in-person activities were halted.
As all three parts of the project were intended to be held in person and relied on
in-person community engagement, there was no clear immediate path forward.
For example, the Phase 3 survey and interviews had not started prior to
COVID-19 and were held entirely virtually. We began outreach in June of 2020
through Facebook advertisements and e-mailing local community listservs to
reach as wide a population of youth and their parents as possible. Between
June and September of 2020, we recruited only 17% of our sample target
through Facebook and listserv recruitment, as these were not platforms youth
themselves were regularly using. Furthermore, it was clear that the COVID-19
pandemic was having a negative impact on youth involved in the AHWG
and on those participating in the participatory youth workshops via increased
isolation and virtual school.

Strategies

To address the halting of in-person meetings, Phase 1’s final two of six
AHWG meetings were held on a virtual platform—Zoom—and guided the
remaining study activities. No AHWG members expressed concern with
pivoting to a virtual format and we were able to meet individuals individually
in outdoor spaces to provide them with payment. Some AHWG members
struggled with digital accessibility but we were able to follow-up individually
with these individuals. Based on feedback from these virtual meetings, AHWG
members felt comfortable expressing their thoughts in a virtual format, felt
training youth in research would amplify youth voices, and that an e-newsletter
could maintain community engagement while in-person gatherings were
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restricted. We used feedback from this evaluation form in real-time to structure
the remaining aspects of our project and in our decision to continue this piece
of the project virtually.

The last Phase 2 participatory youth workshop session was not held virtually
due to the sensitivity of talking about youth sexual health and youth’s privacy,
and the collaborative and interactive format of the participatory workshops
was not conducive to a virtual environment. In September 2020, we pivoted
to relying on Phase 1 AHWG community members (e.g., youth and faith
community leaders) to recruit and complete enrollment targets for surveys
and interviews. Using this strategy, we reached 87% of recruitment goals for
interviews and surveys within 3 months. The interview guides were created
at the beginning of the COVID-19 pandemic and multiple questions and
prompts were added to broadly contextualize the impact of COVID-19 on
Black youth in the community broadly (e.g., what is your daily life like during
COVID-19). More specifically, we asked how COVID-19 intersected with
HIV prevention efforts and behaviors that would put youth at risk for
acquiring HIV. Interviews with youth highlighted the need to address
structural barriers to healthcare engagement for HIV (e.g., community
violence, mental illness), particularly during the COVID-19 pandemic. While
the youth were grateful for time with family, they described “quarantine
depression” due to COVID-mandated virtual schooling, physical distancing,
and overwhelming racial injustices portrayed in media.

Discussion: Lessons Learned

The current study reports on a community-engaged project on HIV
prevention among Black youth that was adapted in the context of the
COVID-19 pandemic. The impact COVID-19 was having on Black youth in
Durham, NC, required us to consider how social and structural determinants
of health affect intersecting concerns like COVID-19, HIV risk, and HIV
prevention. Through pivoting our project to be remote, discussing with
AHWG members and youth about what aspects of the project would be
appropriate to continue, and using their feedback in real-time, we developed
a more holistic understanding of what was taking place in youths’ lives that
affected HIV prevention and health and well-being more broadly. This process
points to the importance of addressing structural determinants of health and
addressing overlapping health concerns when conducting community-engaged
work. It is incumbent that future studies work to more fully center youth’s
voices and address the structural issues that may inhibit them from engaging in
HIV prevention.

To address HIV prevention during 2020 among Black youth, one central
lesson learned was that it was necessary to also acknowledge COVID-19 and
its profound impact on Black communities. Community-engaged research
provided us with the process to expand our research and to ensure our research
was meaningful and attentive to the community’s needs. Community
engagement prior to the pandemic was also essential for completing our
research goals during the pandemic and provided a platform for feedback to be
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flexible in the goals of the original research plan. For example, some parts of
our data collection were paused due to youths’ levels of comfort with sharing
virtually. At the same time, our qualitative research expanded to explore
youths’ daily lives and stressors related to COVID, which also affected their
ability to engage in preventative health measures.

Limitations

Due to the COVID-19 pandemic quickly altering the course of our research,
we were unable to solicit specific feedback on certain aspects of the project.
For example, while AHWG members said that they wanted to continue with a
virtual platform, we did not ask about the content of the virtual meetings (e.g.,
using breakout rooms). We believe that more specific feedback would have
been particularly helpful in retaining youth in our AHWG. Additionally, this
project was focused in Durham, NC, and youths’ experiences in other regions
and in more rural areas are likely widely varied. Therefore, factors that may
have been relevant in adapting our research may be less generalizable in other
settings. Relatedly, this project did not specifically focus on youth experiencing
the greatest disparities, who may have had different experiences, and whose
lives may have been impacted differently by the COVID-19 pandemic.

Conclusions

Through this process, our research team learned that the following were
critical components to this engaged research: 1) actively listening to and
responding to community feedback by creating an e-newsletter, halting
portions of the project that would be particularly sensitive to conduct in a
virtual format, and relying on Phase 1 AHWG community members for
recruitment; 2) continuing to be in the community during COVID-19 via
virtual Zoom meetings and one-on-one outdoor meetups; 3) centering youth’s
voices by regularly checking in with youth to ensure data collection strategies
were appropriate for capturing their perspectives and applying to additional
funding to conduct youth-focused training for participatory research; and 4)
acknowledging community needs beyond HIV prevention by incorporating
COVID-19-specific questions and structural barriers to care into surveys.
Importantly, having established community engagement was essential for
completing our research goals during the COVID-19 pandemic. It is
incumbent that we continue to assess the impact of COVID-19 in partnership
with this community and that we understand the trajectory of the HIV
epidemic within this context.
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