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HIV prevention and Youth
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Adolescents and young adults (13-24 years-old) account for 22% of new HIV 

infections in the United States (US) with 55% of these cases occurring among 

Black or African American youth.1

Despite making up 37% of the US population, about 45% of people with an HIV 

diagnosis live in the southern US.2

North Carolina (NC) had rate of 15.6 new HIV diagnoses per 100,000 population in 

2019 with 43% of cases in those ages 20-29.3

Pre-exposure prophylaxis (PrEP) is now available for youth ages 12 and older who 

weigh at least 35 kg. Nearly 80% of youth who could benefit from PrEP do not 

receive prescriptions.2

Black youth in particular are less likely to know about PrEP or have positive 

attitudes towards it.3

1Centers for Disease Control. HIV Among Youth. https://www.cdc.gov/hiv/group/age/youth/index.html. Accessed February 1, 2018.
2Centers for Disease Control. Trends in U.S. HIV diagnoses, 2005-2014 HIV diagnoses, 2005-2014. 

https://www.cdc.gov/nchhstp/newsroom/docs/factsheets/hiv-data-trends-fact-sheet-508.pdf. Published 2016. Accessed February 4, 2018.
3North Carolina HIV/STD/Hepatitis Surveillance Unit. 2019 North Carolina HIV Surveillance Report. Raleigh, North Carolina; 2020. 

https://epi.dph.ncdhhs.gov/cd/stds/figures/hiv19rpt_11302020.pdf

https://1.bp.blogspot.com/-

9o9hel6NEH4/VP9tW9cd60I/AAAAAAAAAkw/3SiIcbR88EA

/s1600/PFY-PrEP_English_2015.png



Center ing Youth Voices in  HIV Prevention
Research on HIV prevention among youth often results in programs and 

policies created without their input. We aimed to involve youth throughout the 

research process by:
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1. Establishing a 20-person working group of adults and 

adolescent stakeholders to jointly develop a research 

agenda about PrEP and HIV risk in young people.

2. Using participatory Youth Gather and Organize (Youth 

GO) workshops to learn about adolescent perspectives 

and identify priorities for research and intervention on 

multi-level factors influencing HIV risk and PrEP access 

and uptake.

3. Conducting 87 quantitative and 13 qualitative interviews 

with Black adolescents and young adults in Durham on 

their PrEP awareness and attitudes.

https://en.wikipedia.org/wiki/Utterance
https://creativecommons.org/licenses/by-sa/3.0/


Study 1: Adolescent Health Working 
Group (AHWG)



Study 1:  Adolescent Health Working Group (AHWG)

▪ AHWG was formed from a previously funded project focused on older African American women living 

with HIV (Project ‘I Feel Empowered [IFE]’)

– The main directive given by participants was that more HIV prevention resources for youth are 

needed, and many of those partners joined our group*

▪ 6 AHWG meetings were held

– Meetings on critical issues related to HIV risk and PrEP access and awareness 

– The last two were virtual and conducted during the beginning of the COVID-19 pandemic

– The research team processed meeting notes, debriefed challenges, recorded ‘a running list of 

topics,’ and identified informational needs and awareness



Using feedback to improve the structure of the group in real time

Study 1:  Youth Perspect ives on the AHWG

Youth (ages 17-24 years-
old) felt that the AHWG was 
“dominated by adult 
voices” 

Younger team members co-
facilitated subsequent meetings

What We Heard What We Did

Established a suggestions box for 
anonymous feedback

Recruited additional youth as 
members of the groupAcademic AHWG members 

needing the cultural 
humility for youth to have 
the space to tell their story Academic team members sought 

funding for additional youth training 
and youth focused research
Made sure that meetings were at 
convenient times and locations for 
youth

Need for youth leadership 
in the larger project



Continuing to invest in the group and community

Study 1:  Going forward

Researchers and studies 
“come and go”

Training interested youth in research 
and dissemination

What We Heard What We’re Doing

Identifying other ways to stay engaged 
during and after the study and being 
transparent with participants (e.g., 
newsletter, publication)

Professional development 
for youth is important



Study 1: Continued Engagement of Partners in Dissemination



o Youth-only spaces and youth-led activities 
must be at the center of study activities

o Youth must be involved in the entire 
process, from grant writing to study results 
writing and dissemination even if this is very 
challenging

o PrEP awareness must be increased via 
larger conversations and tailoring 
messages to youth and their trusted adults

o Being responsive to community needs 
beyond the study goals was a necessary 
part of the process and should always be 
expected

Study 1:  Lessons Learned and Conclusions

Handouts shared with Adolescent Health Working Group created 

from informational needs identified



Study 2: Youth Gather and Organize 
(Youth GO) 

Reference: Stacy, S. T., et al. 2015 

Afterschool Matters, 28, 34–43



Study 2: Youth GO Development

Rapid research & 
evaluation processes

(McNall & Foster-Fishman, 2007)

Builds off existing 
approaches

(Foster-Fishman, Nowell, Deacon, 

Nievar, & McCann, 2005; Vaughn, 

Jacquez, Zhao, & Lang, 2011)

Youth as partners
(Wong, Zimmerman, & Parker, 

2010; Zeldin, Christens, & Powers, 

2013)

Youth engage in data 
analysis

(Jacquez, Vaughn, & Wagner, 2013)



Study 2: Youth GO Process

Climate 
Setting

Generating

Organizing

Selecting

Debrief & 
Discussion



Study 2: Youth GO Overview

3 workshops, ~2-4 hours each

o Workshop 1 focused on sexual health in general

o participants aged 18-24 (N=5)

o Workshops 2 and 3 were PrEP focused

▪ one with participants ages 13-17 (N=6) 

▪ one with participants ages 18-24 years (N=7)

o Workshop 4 was cancelled due to COVID-19

Used situated-Information, Motivation, Behavioral skills (sIMB) 

model to organize prompts and responses



Study 2: Generating Youth GO Workshop Prompts

• “Who do you talk to about sex,” “What do you talk about?”

Workshop 1 prompt

• “What have you heard about HIV?” and “Where do you get information about 
HIV?”

• Asked participants to reflect on medications that they’ve had to take every day 

• “What has made it easier/ harder to take medications and to keep taking them?”. 

• Given an overview of PrEP and asked to hypothetically think about taking 
PrEP

• “What concerns do you have about taking a pill every day to prevent HIV?”  

• “What could make it easier to take PrEP?”

Workshops 2 and 3 prompts



Youth GO

Generating                         Organizing



Selecting

Themes Information Personal Barriers

Sub Themes
Health and 

Physical

Access 

Barriers

Secondary 

Recommendations
Go to Class

Personal 

Benefits

Physical and 

Sensory 

Barriers

Non-Curable 

Sex

Participant 

Responses 

to Prompts

Online, public 

health service 

building, books 

and brochures

Cost can 

impact 

insurance

Google, asking doctor, 

asking mom

I heard about 

HIV in school 

and still hear 

about it on 

TV

I believe the 

facts you have. 

HIV will be 

enough just to 

make you want 

to keep taking it

Pill is too big
You can get it 

thru sex

You can go to the 

doctor to ask 

about HIV

Medications/vit

amins are 

expensive; 

proven 

effectiveness; 

Review from peoples In school
Wanting to get 

better
The taste

HIV is 

something you 

can catch from 

sex

You can ask your 

doctor info/health 

dept

Celebrity influence
Health 

classes

you have to 

keep taking it to 

help health-

wise

Got harder 

because I got 

tired of smelling 

pills

HIV is a 

sexually 

transmitted 

disease, also it 

is non-curable



Debrief & Discussion

Participants completed an evaluation and discussed the process

Documentation: Facilitators took photos of the categories and 

themes that came out of each group 

Each session was recorded and transcribed 

Facilitators created two documents following each workshop. 
1. Summary of key themes and categories that emerged from the workshops 

2. Reflections from facilitators on how to improve the process of implementing 

the Youth Go workshop. 



Study Paper



Information  
Knowledge about HIV was lower in the younger group 
than the older age group, but awareness of PrEP was 
low overall 

Both groups stated that comprehensive sexual health 
education was needed. 

Younger participants were more likely to rely on parents 
and family for information

Older participants were hesitant to get information from 
family and more likely to ask doctors

Study 2: Youth GO findings by sIMB constructs



Study 2: Youth GO findings by sIMB constructs

Motivation Both groups were motivated by side effects, efficacy of the 
medication and social norms 

Behavior

Both age groups were concerned about pill size, taste, and 
smell but said setting a reminder to take pills would be useful

The older age group also mentioned cost, and confidentiality 
as barriers to care; one  individual in this group also 
mentioned mental health



Study 2: Youth GO Implementation Lessons Learned

• Over 90% of participants reported that they were willing to attend another session. 

• What went well: “it went smoothly”, “sharing and open,” “open communication,” 

“everything,” “it was fun instead of awkward.”

• Some participants knew each other and organized into cliques

• A strong interest in more general sex education

• Limited awareness of PrEP for HIV prevention

• Three to four hours was too long to hold attention span 



Study 3: Exploring PrEP awareness and 
attitudes among Black youth



Study 3: Survey Construction and Iteration

Study team created 

the draft survey 

(domains: HIV/PrEP 

awareness and 

attitudes, 

sociodemographics)

AHWG 

feedback 

Round 1

Study 

team 

revisions

AHWG 

feedback 

Round 2

Study team 

finalized 

and IRB 

approval



Study 3: Participant Recruitment

June 2020 – September 2020

• Facebook ads

17% sample recruited

September 2020 – December 2020

• AHWG input (e.g., youth, faith 

community leaders), listservs

87% sample recruited





Have you heard of the once daily pill to prevent HIV called PrEP (Pre-
Exposure Prophylaxis)? It also goes by the name Truvada or Descovy?

55% 46%
61%

45% 54%
39%

0%

20%

40%

60%

80%

100%

Full sample Ages 13-17 Ages 18-24

Yes No



If I were taking PrEP, people would look at me …

0%

20%

40%

60%

Full sample Ages 13-17 Ages 18-24

More positively More negatively The same



Would you be willing to tell people that you were taking PrEP?

0%

20%

40%

60%

Full sample Ages 13-17 Ages 18-24

Yes, but only my sexual partners Yes, but only my close friends

Yes, anyone who asked me No

Decline to answer



Would you take a pill once a daily, every day so that you don’t get HIV?

0%

20%

40%

60%

Full sample Ages 13-17 Ages 18-24
Yes No Not sure



Would you take a shot every 6 to 8 weeks so that you don’t get HIV?

0%

20%

40%

60%

Full sample Ages 13-17 Ages 18-24
Yes No Not sure



Study 3: Analysis underway and lessons learned

▪ Currently looking at bivariate associations with 

survey data (small sample size)

▪ Main findings

▪ Qualitative data analysis is starting up

▪ Timeline for these components should have been 

considered in original study planning and 

incentivizing with community members

–Particularly for youth who are interested in research



Dissemination and Lessons Learned



Scientific Contributions

▪ Maragh-Bass A.C., LeMasters K., Sanders T., Harding C., Dearing 

A., Purcell R., Mitchell J.T., Stoner MCD., Bhushan N., Walker M., 

Riggins L., Golin C., Pettifor A., Lightfoot A. Lessons Learned in 

Centering Youth Voices in HIV Prevention: The Adolescent Health 

Working Group. Progress in Community Partnerships: Research, 

Education, and Action. 2021. [in press]

▪ Stoner MCD, Bhushan NL, Maragh-Bass AC, Mitchell JT, Riggins L., 

Walker M, LeMasters K, Reese B, Dearing A, Debnam S, Golin C, 

Lightfoot AF, Pettifor A. Using participatory methods to assess PrEP

interest and uptake among young people living in the Southeastern 

US: a mixed methods assessment. AIDS Behav. 2021. 

May;26(5):1672-1683.

▪ LeMasters K, Maragh-Bass A, Stoner M, Bhushan N, Mitchell JT, 

Riggins L, Lightfoot A. Lessons learned from conducting community-

based research on HIV prevention with youth during COVID-19. 

(Under review)

Papers Presentations
▪ Maragh-Bass AC, Stoner M., Mitchell JT, Riggins L., LeMasters K., 

Bhushan N.L., Walker M., Debnam S.L., Lightfoot A., Pettifor A., Golin C. 

Amplifying Youth Voices in HIV Prevention: Lessons Learned from a 

Community-Based Adolescent Health Project in Durham, NC. 4th HIV 

Research for Prevention conference, Virtual, 27-28 January and 3-4 

February 2021.

▪ Maragh-Bass A.C, Mitchell J.T., Stoner MC., LeMasters K., Bhushan N.L., 

Riggins, , Walker M., Debnam S.L., Pettifor A., Golin C., Lightfoot A. A. 

Promoting Equity in HIV Prevention Among Youth in Durham, NC. Oral 

presentation at the Inaugural Paul A. Godley Health Equity Symposium at 

UNC, Chapel Hill, NC. 2020.

▪ Stoner, M., Mitchell, J. T., Maragh-Bass, A., Bhushan, N., Lightfoot, A., 

Riggins, L., LeMasters, K., Ritchwood, T., Pettifor, Sikkema, K., & Golin, C. 

A community-based approach to understanding PrEP care in adolescents. 

Poster presented at the annual conference for the American Public Health 

Association, Philadelphia, PA.  October 2019.

▪ A Community-Based Approach to Understanding PrEP Care in Adolescents: Youth Engagement” (2019 to date; PI LeMasters). NC TraCS. 

Voucher #SE1912.

▪ PrEP Communication Among Adolescents in North Carolina (2019 to date; PI Bhushan). NC TraCS Voucher #2KR1201902.

Grants



Dissemination Lessons Learned

▪ The process has been slowed due to the pandemic

– Specifically, engaging youth in analysis has been hard 

▪ IRB considerations, payment challenges, differences across institutions*

– Incentivizing our AHWG’s time to be involved was not in our project 

scope 

▪ Should be in future projects, any of which are community facing

▪ Incentives are not just monetary

▪ Dissemination has (and should have!) included other avenues 

like:

– Partner presentations

– Community meetings

– AHWG newsletters

– Inviting AHWG members to join other projects

– Supporting partner organizations in their events



Questions and comments?

We also have questions for the group:

1. What successes have you had in conducting youth-engaged community-based 

participatory research? Challenges?

2. What have been ways that you have ‘pivoted’ since the pandemic to remain engaged with 

the community?

3. Our group worked across multiple institutions and community partners. How have others 

navigated these relationships? Specifically, as multiple principal investigators?

4. Have others experienced challenges with participant payment, especially since the 

pandemic?



Thank you! We acknowledge the amazing support of:

• Partners at the Durham Housing 

Authority

• Members of the Adolescent Health 

Working Group

• Participants in the study 

• Linda Riggins, our coordinator

• Funding was provided by the Duke 

and UNC CFARs (UNC CFAR P30 

AI50410; Duke CFAR P30 AI064518)

• No conflicts of interest
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• UNC and Duke collaborators: 

• Carol Golin, Audrey Pettifor, 

Alexandra Lightfoot, Amy Corneli, 

Kate LeMasters, Nivedita 

Bhushan, Maleka Walker, 

Summer Debnam, Tiarney 

Ritchwood, Felicia Browne

• UNC CFAR Leadership:

• Cathy Emrick and Kate 

MacQueen
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