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L O N G - A C T I N G  I N J E C T A B L E  W O R K G R O U P  C H A R G E :

P r o v i d i n g  i n p u t  t o  t h e  C H A C  f o r  c o n s i d e r a t i o n  a n d  d e l i b e r a t i o n  o n  a d d r e s s i n g  
c u r r e n t  a n d  e m e r g i n g  i s s u e s  r e l a t e d  t o  u s e  o f  l o n g - a c t i n g  i n j e c t a b l e  P r E P  a n d  
t r e a t m e n t ,  i n c l u d i n g  i d e n t i f i c a t i o n  o f  s y s t e m  a n d  c l i n i c - l e v e l  b a r r i e r s  a n d  
o p p o r t u n i t i e s  ( i n c l u d i n g  c o s t  a n d  a c c e s s  i s s u e s )  a n d  i d e n t i f i c a t i o n  o f  b e s t  
p r a c t i c e s  a n d  p o t e n t i a l  m o d e l s  o f  c a r e .
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• Shannon Dowler, Co-Chair
• Kneeshe Parkinson, Co-Chair 
• Wendy Armstrong
• Daniel Driffin 
• Christine Markham 
• Richard Haverkate, IHS Ex-Officio
• Christopher Gordon, NIH/NIMH Ex-Officio
• Marah Condit, CDC DFO
• Shalonda Collins, HRSA DFO

Workgroup Meetings: 
May 1, July 6, August 8, September 25, 2023



S U M M A RY  O F  L E A R N I N G S
LAI PrEP:

4570 cisgender men and transgender women who have sex with 
men; CAB-LA vs oral FTC/TDF; Superiority of CAB-LA with 

66%  risk reduction of incident HIV infection

3200 (projected) cisgender women; CAB-LA vs oral FTC/TDF; 
Study stopped early with superiority of CAB-LA with 89% risk 

reduction of incident HIV infection 

LAI Treatment:
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T R E A T M E N T  
S U C C E S S ,  4 8 W K S

Satisfaction



E X T E R N A L  E X P E RT S / A D V I S O R S

Session 1: IHS
Andrew Yu, MS, BSN, RN, 
ACRN, HIV/HCV/STI 
Clinical Coordinator, 
Division of Clinical and 
Community Services, IHS
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• Competing priorities: HIV prevalence in Indian Country is much lower 
than HCV and STIs. Utilize a syndemic approach and the Indigenous 
HIV/AIDS Strategy (Indigi-HAS) to weave together HIV with HCV, STIs, 
substance use to highlight shared vulnerability factors and the importance 
of HIV testing, treatment and prevention.
• Awareness: Incorporate long-acting injectables in all syndemic-related 
trainings (Indian Country ECHO, webinars, on-site education) as a method 
of providing HIV treatment and prevention. 
• Infrastructure: Need for sufficient cold storage space to maintain the 
medications, availability of private rooms and point-of-care HIV 
antibody/antigen testing. In addition, prior to formal adoption, the IHS will 
need to increase local clinical staffing and their capacity to provide the 
added duties associated with long-acting injectable HIV medications. Also, 
Case Management personnel and time needed to conduct benefits 
investigation, provide adherence support, recall anyone who has missed 
doses, review lab results.
• Learning needs: Provide education on how to provide a ventrogluteal 
injection (uncommon injection site).
• Adding to the formulary by allowing tribes to supplement the cost of 
medication could allow certain localities to have access based on need 
without creating an overwhelming financial hardship.
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1. Harder to get this covered by commercia l payers than public payers.
Commercial payers will change criteria spontaneously which results in barriers to continuing 
care. 

Hospital based facility preclusions disadvantageous to communities.

2. Challenging facility requirements with separate refrigeration from vaccines. 

3. Injection tra ining barriers because some clinics do not allow “sales teams” 
on site and misunderstandings on those requirements.

4. Sta ffing requirements are significant due to the PA processes and 
coordination of receiving medication and administering; requires dedicated 
staff with expertise. 

5. Major issue of medications falling on Medica l Benefit (vs. Pharmacy 
Benefit)
Longer time to receive medication.

“Buy and Bill” in Medicaid benefit often not reimbursed.

Higher administrative burden.

6. Having a pharmacy led clinic or clinical pharmacist is critical for success.

7. Allow medication to be shipped to clinic from Specialty Pharmacies 
(not to patient).

8. “ Profoundly Positive” experience for people who receive LAI. 
Some people virally suppressed for the first time in their lives.

People able to “live beyond their diagnosis” with removal of daily impact of medications.

Monica Gandhi, MD, MPH, Director | UCSF-Bay Area Center for AIDS Research 
(CFAR), Professor of Medicine and Associate Chief | Division of HIV, Infectious 
Diseases, and Global Medicine, Medical Director | “Ward 86” HIV Clinic, San 
Francisco General Hospital

Ana Simonyan, PharmD, BCACP, Clinical Pharmacy Specialist, Infectious 
Diseases, Clinical Team Lead, Vanderbilt Specialty Pharmacy, Core Faculty, 
Southeast AIDS Education and Training Center, Vanderbilt University Medical 
Center

Kara Lewis, PharmD, AAHIVP, Director of Clinical Pharmacy Services, Community 
Health Center, Inc., Middletown, CT 

Jennifer Abbott, MD, WNC Community Health Services

Quintin Robinson, MD, Deputy Medical Director, AvitaCare Atlanta

Victoria Mobley, MD MPH, Medical Director, HIV/STI, Director, Field Services Unit, 
N.C. Division of Public Health

S e s s i o n  2 :  M e d i c a l / P h a r m a c y  
P r o v i d e r  E x p e r i e n c e
( A c a d e m i c ,  H e a l t h  S y s t e m ,  F Q H C ,  L o c a l  H e a l t h  
D e p a r t m e n t ,  P r i v a t e  c l i n i c ) :  

https://cfar.ucsf.edu/
https://cfar.ucsf.edu/
https://hividgm.ucsf.edu/
https://hividgm.ucsf.edu/
https://hividgm.ucsf.edu/hiv-primary-care-clinic
https://hividgm.ucsf.edu/hiv-primary-care-clinic


M I S S I N G  V O I C E S
The Voice of Lived Experience is needed to complete the arc of this workgroup.



B I G  T H I N G  1 :  M E D I C A L  V S .  P H A R M A C Y  B E N E F I T

• Most medications are traditionally covered as a pharmacy benefit.

• Because Cabenuva is administered in a clinical setting, some insurers cover 
it as a medical benefit while others cover it as a pharmacy benefit and 
some as both. 
• Creates confusion and increased burden for practices to manage dozens of 

insurance benefits with different approaches to coverage.

• Pharmacy benefits are processed in real time, are generally easier to submit, 
and drugs are listed on the formulary for transparency. 

• Medical benefits are:
Administratively more complicated and burdensome to process
Accompanied by fewer rebates
Requires more documentation to reduce the risk of denials
Reimbursement is slower and often not rendered
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B I G  T H I N G  2 : L A I  P R E P

Guidelines for LAI PrEP Creates Barrier

• Switching to LAI for PrEP requires more office visits overall than 
oral PrEP. 
Increased transportation costs. 
Missed work. 
Increased impact on staffing.

• Viral load requirements create disruptions in the care continuum. 

• Viral load requirements add significant expense to clinics. 

• Philosophical Issue
Is the theoretical risk of missing an early infection worse than the risk of 
not providing PrEP at all to a population of high-risk people? 
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B I G  T H I N G  3 :  L A I  V I R A L  S U P P R E S S I O N  
R E Q U I R E M E N T  

• FDA approval for Cabenuva®  - for those who are virologically suppressed on a stable regimen with no 
history of treatment failure

• Small studies with encouraging results for “direct to inject” or use of Cabenuva in those who are not 
virologically suppressed (VS)
UCSF Ward 86 – July 2023: 54 of 57 with viremia maintained VS (2 failures)

Mississippi – Sept 2023: 12 of 12 with viremia achieved VS

Modeling study  - July 2023: CAB-RPV + wraparound services would improve life expectancy and VS compared 
to oral therapy in viremic patients with adherence barriers.

Many anecdotal reports of success

• Philosophical Issue: With growing evidence that patients in selected 

circumstances have better outcomes with CAB-RPV, can guidelines be

updated or permissive utilization allowed?
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R E D  F L A G  T O P I C

Disparities have continued to accompany access/utilization of 
biomedical advances (e.g., PrEP); to prevent this pattern, 
implementation issues needing attention are:

Systems factors: Infrastructure issues such as availability of 
sufficient cold storage, staff training, clinical protocols 

Provider factors: Capacity to overcome 
prescribing/reimbursement barriers, competencies in care for 
racial, sexual, and gender diverse patients, and staffing 
availability for robust retention and follow-up efforts 

Patient factors: Medical mistrust, transportation, missed work, 
and other social needs
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N E X T  S T E P S

1. Request to Extend LAIWG

• To engage more people 
with lived experience to 
guide our learning, we 
request that CHAC extend 
this workgroup until the 
Spring 2024 meeting

2. Need Guidance

• Identifying PLWH for 
sharing their experience 
poses a challenge

• What are the best practices 
and/or resources for the 
workgroup(and future 
workgroups)?

3. Any Action Now?
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• Are any of the already 
flagged items deserving of 
“early intervention” while 
work group completes? 



Mobilizing & Powering Community Partnerships 
to Increase  Engagement and Health Equity: 
Challenges, Lessons, & Opportunitie s

October 25, 2023



CHAC Community Partnerships Workgroup
Roster:
● Kali Lindsey (Chair)
● Meredith Greene
● Johanne  Morne
● Marah Condit (CDC DFO)
● Shalonda Colins (HRSA DFO)

Meetings:  6/5, 7/24, 9/19, 10 /4

Scope: The  Community Partne rships Workgroup’s primary charge  is to provide  
re search to CHAC regarding best strategie s and consistent barrie rs encounte red 
in the  deve lopment, capacity, and re tention of community partne rships that 
increase  health equity by identifying and e liminating disparitie s.



Foundation: Community Partne rship and Engagement

● Community Partne rships:
○ Community partne rships are  re lationships that are  deve loped over time  and facilitate  shared decision 

making and accountability. Each partne r looks for ways to strengthen the  partne rship.  The  
marginalization and ongoing vulne rability of communitie s disproportionate ly impacted by HIV, STI and 
Hepatitis C create  a difficult power and trust dynamic to navigate  be tween government and academic 
agencies and community stakeholde rs.

● Background on Community Engagement:
○ CDC is committed to conducting meaningful, ongoing community engagement e fforts with a number of 

community partne rs to advance  health equity and EHE goals. In 2022, CDC began convening a 
number of community engagement events with community leade rs and members to discuss 
community-driven solutions to advance  HIV prevention, diagnosis, treatment, and outbreak re sponse . 
These  engagement events will continue  throughout 2023.

○ Laying the  foundation for multiple  leve ls of community involvement: both agencies frame  as continuum 
with increasing leve l of community involvement, impact, trust, communication with goal of shared 
leade rship (CDC) and “voices of community from beginning to end” in all phases of project planning 
and implementation (HRSA)  ; often discussed in EHE context e specially through listening sessions and 
events (text above  CDC) Source : CDC, HIV Community Engagement 

https://indiana-my.sharepoint.com/personal/mlgreene_iu_edu/_layouts/15/onedrive.aspx?fromShare=true&ga=1&id=%2Fpersonal%2Fmlgreene%5Fiu%5Fedu%2FDocuments%2FCHAC%20subcommittee%2FCDC%2FCommunity%20Engagement%20%5F%20HIV%20%5F%20CDC%2Epdf&parent=%2Fpersonal%2Fmlgreene%5Fiu%5Fedu%2FDocuments%2FCHAC%20subcommittee%2FCDC


Community Engagement Continuum

Source: https://www.atsdr.cdc.gov/communityengagement/community-engagement-continuum.html#print



Community Engagement Operational Framework

CBOs

State / Regional DPH/ DOHs

Federal Agencies

Grants, technical 
assistance

Smalle r grants, 
subawards

Robust context-rich 
community-specific feedback 

and data

Aggregated & 
summarized feedback 

and dataResearch/
Academia

NIH 
Grants

Smalle r grants to DPHs 
for he lp coordinating 
re search participation 

from CBOS
Source : Inte rnal Lite rature  Review, 9-1-23

https://docs.google.com/document/d/14fF4FV2IiUdFBw1IRLdUKLaWs5-jq_Nce8-w1500FkE/edit


HIV, COVID-19, 
& MPV:

Converging 
Epidemics

Climate Impacts

Housing & Food 
Insecurity

Structural Racism

Sources: Hybrid Meeting of the CDC/HRSA Advisory Committee on HIV, Viral 
Hepatitis, and STD Prevention and Treatment | April 18-19, 2023,Ending the 
HIV Epidemic in the U.S. Initiative 2021 Community Engagement Listening
Sessions

https://www.cdc.gov/faca/committees/pdfs/chachspt/chachspt-minutes-20230418-19-508.pdf
https://ryanwhite.hrsa.gov/sites/default/files/ryanwhite/resources/hrsa-ehe-exec-summary-2021.pdf
https://ryanwhite.hrsa.gov/sites/default/files/ryanwhite/resources/hrsa-ehe-exec-summary-2021.pdf


Syndemics & Community Impacts

COVID-19 Impacts
● Whethe r evaluating for cases or 

deaths, COVID-19 has impacted 
more diverse communities than 
predominantly Non-Hispanic White  
communitie s

MPV Impacts:
● 84% of MPV cases nationally were  

men who have  sex with men (MSM)
● 41% were  also HIV-positive

Sources: EHE amFAR Database , FCAA & Elton John Foundation Converging 
Epidemics: COVID-19, HIV & Inequality Community-led Lessons for Funders

https://ehe.amfar.org/inequity?_ga=2.252112463.756296515.1696872435-1189395044.1696872435
https://www.fcaaids.org/wp-content/uploads/2021/04/Converging-Epidemics-Report.-April-2021.-FINAL.pdf
https://www.fcaaids.org/wp-content/uploads/2021/04/Converging-Epidemics-Report.-April-2021.-FINAL.pdf


Epidemic of Dis/Misinformation and Stigma
Content Experts and Matters

“disinformation is polarizing public debate on topics related to COVID-19; 
amplifying hate speech; heightening the risk of conflict, violence and human 
rights violations; and threatening long-terms prospects for advancing 
democracy, human rights and social cohesion.”
- Joint statement by WHO, UN, UNICEF, UNDP, UNESCO, UNAIDS, ITU, 
UN Global Pulse, and IFRC September 23, 2020

Because HRSA HAB recognizes the value of people with lived experience and the 
ways their input and expertise contribute to the delivery of services that are tailored 
to the needs of people with HIV, this letter articulates three mechanisms that 
RWHAP recipients and subrecipients can utilize to maximize community input. 
- HAB Community Engagement Program Letter, February 28, 2023 

Monitoring the Information Environment by Person, Place, and Time
Identifying trends and patterns of misinformation, disinformation, information voids, 
perceptions, and questions of public health concern over time is critically important 
because the goal is to detect infodemics and respond quickly and effectively with 
public health action. An early warning system, for example, might detect an acute 
rise in misinformation that could be addressed through community engagement and 
targeted and tailored communications. 
- The Future of Infodemic Surveillance as Public Health Surveillance. Emerg Infect Dis. 
2022;28(13):121-128. https://doi.org/10.3201/eid2813.220696

Context Experts and Matters
“both infodemic and traditional public health surveillance systems are reliant on 
epidemiologic thinking. Critics might highlight that traditional public health 
surveillance seeks to detect disease, whereas infodemic surveillance systems 
fundamentally seek to detect ideas. However, the core concepts of person, place, and 
time are as valuable for understanding the transmission of ideas throughout a 
population as they are for disease.”
- The Future of Infodemic Surveillance as Public Health Surveillance. Emerg Infect Dis. 
2022;28(13):121-128. https://doi.org/10.3201/eid2813.220696

“There is a sense of PTSD of another epidemic. Watching the government 
response has been hard … We see some of the same things we saw in HIV 
around stigma with COVID. The disproportionate impact on Black and 
Brown people. We’re seeing the same social justice implications now.” - 
Executive Director, U.S. HIV/AIDS organization.

“These are programs that have already been stigmatized and torn apart and 
never funded appropriately. [They] became the heroes in the communities 
when the health department programs shut down. The CBOs continued to 
serve sandwiches, provide tents and safe harbors for the protesters.” - 
Executive Director, private foundation

Governments and philanthropic entities seemed to have minimal 
communication, particularly in the U.S. context, causing overlaps in funding 
in some areas, while leaving other important areas unfunded.
- FCAA & Elton John Foundation Converging Epidemics: COVID-19, HIV & 
Inequality Community-led Lessons for Funders

https://ryanwhite.hrsa.gov/sites/default/files/ryanwhite/grants/hab-community-engagment-program-letter.pdf
https://www.fcaaids.org/wp-content/uploads/2021/04/Converging-Epidemics-Report.-April-2021.-FINAL.pdf
https://www.fcaaids.org/wp-content/uploads/2021/04/Converging-Epidemics-Report.-April-2021.-FINAL.pdf


Feedback from the Community
● Lack of coordination and collaboration 

across CDC/HRSA EHE/STD/Hep partne rs 
and othe r Federal agencies led to under 
re sourcing and duplication.

● Predominate  mechanisms for input were  
listening sessions and EHE strategy 
mee tings, which cut many community-
driven ideas when shared with CDC for 
approval 

● Engagement of community partne rs by 
CDC and HRSA fe lt like  an afte rthought

Chart & Table Source: https://southernaidscoalition.org/covid-cbo-report-2021/

https://southernaidscoalition.org/covid-cbo-report-2021/


Syndemic Preparedness: The  Need to Engage  CBOs

CBOs require  re sources to invest in technology upgrades, and to provide  adequate  outreach 
to communitie s of need for current HIV and COVID-19, but also for emergency preparedness 
capacity in the  event of anothe r outbreak. Pandemic instead?

● CBOs require  financial and technical re sources that are  built to not only mee t one  emergency, but the  
potential for anothe r wave  of syndemic scenarios. Many CBOs reported not applying for additional DOH 
grant money because  they did not have  the  time  and re sources required to comple te  the  RFPs. Complicated 
grant applications can prevent grant funds from going to where  investment is most needed. 

Reality and Limitations:

● Between increased demand for outreach on multiple  diseases, reduced voluntee r support, and unce rtain 
pathways to rece iving additional re sources, these  CBOs are  frustrated and fee ling le ft behind.

Source : FCAA & Elton John AIDS Foundation Converging Epidemics: COVID-19, 
HIV & Inequality Community-led Lessons for Funders

https://www.fcaaids.org/wp-content/uploads/2021/04/Converging-Epidemics-Report.-April-2021.-FINAL.pdf
https://www.fcaaids.org/wp-content/uploads/2021/04/Converging-Epidemics-Report.-April-2021.-FINAL.pdf


Lessons Learned
● CBOs require  re sources for 

now and the  future  that reflect 
a deep understanding of the ir 
needs and leve rage  the ir 
existing asse ts

● Complex grant applications and 
opaque processes can still be  
be  barrie rs to entry

● LGBTQIA communitie s of color 
are  being left behind again 
both in re sources and in 
discourse

“As the HIV field continues to further integrate 
meaningful community engagement into programming 
and practices, it is imperative to recognize the emotional 
labor this task places on the many staff of color and 
individuals who identify as LGBTQIA+, and many other 
identities. BIPOC and those in the LGBTQIA+ community 
engage in a disproportionate amount of emotional labor 
in the workplace due to navigating the daily macro and 
microaggressions that historical and cultural norms have 
indoctrinated over time. The more public health 
communities realize and address the emotional labor 
experienced by many of these individuals, the more we 
can truly support our colleagues, partners, and the 
communities we serve.” 

- NASTAD, Re-envisioning Community Engagement: A Practical Toolkit 
to Empower HIV Prevention Efforts with Marginalized Communities

https://nastad.org/sites/default/files/2022-08/PDF-CE-Toolkit-080222.pdf
https://nastad.org/sites/default/files/2022-08/PDF-CE-Toolkit-080222.pdf


Other Hot Topics 

● High leve ls engagement:  including community partne rs (such as CBOs) in the  
grant review process to ensure  projects funded mee t needs community

● Find ways to continue  some of the  supportive  capacity building e specially tech 
support including data and leade rship deve lopment to organizations that have  
rece ived funding



Community Engagement : 
One Model of Success

Source: NIH All of Us Research Program

https://allofus.nih.gov/


The Approach: The  NIH All of Us Research Program
● One  mode l for successful and intentional Federal agency integration with CBOs can be  

seen in the  NIH All of Us Research Program, which is a precision medicine  initiative  whose  
mission is to enroll one  million Americans for more  dive rse  and informed clinical re search.
Using a social ecological approach, it heavily leve rages community engagement to build 
long standing re lationships be tween and among fede ral, local, and community 
stakeholde rs and build trust within communitie s while  maintaining a commitment to 
bidirectional re source  and information sharing.

● Effective  community engagement is achieved through a Community Partne rs Gateway 
Initiative  (CPGI) mode l. A broad range  of healthcare , multicultural, and faith-based 
organizations that represent national, regional and local-leve l reach into communitie s who 
have  been historically underrepresented in biomedical re search are  provided with funding 
and communication support to build deep and lasting re lationships within those  
communitie s that begin to repair trust. It is a sustained e ffort aimed at creating meaningful 
re lationships ahead of short-te rm enrollment goals.

Source : NIH All of Us Research Program, Community and Engagement Partne rs

https://allofus.nih.gov/funding-and-program-partners/communications-and-engagement-partners


Innovative Partnerships

CBOs

State / Regional DPH/ DOHs

Federal Agencies

Grants, technical 
assistance

Smalle r grants, 
subawards

Robust context-rich 
community-specific feedback 

and data

Aggregated & 
summarized feedback 

and dataResearch/
Academia

NIH 
Grants

Smalle r grants to DPHs 
for he lp coordinating 
re search participation 

from CBOS



Takeaways and Recap on New and Innovative Partnerships

● There  is significant opportunity to take  the  existing framework for community engagement and 
identify new innovative  partne rships that focus on longevity and sustainability in orde r to be tte r 
understand community capacity asse ts and needs, and also to improve  trust within communitie s that 
have  been historically marginalized. 

● In orde r to re tain the  richness of the  information that exists at the  CBO-leve l and create  funding 
streams that more  e ffective ly targe t CBO needs, sustained partne rships and be  built directly be tween 
CBO stakeholde rs and Federal agencies. 

● Increasing trust in biomedical re search and health programs while  also more  fully understanding the  
realitie s of communitie s on the  ground, re search institutions can build sustained re lationships with the  
communitie s they intend to se rve . 
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Thank You!

CHAC Community Partne rships Workgroup
CDC & HRSA Survey Respondents
CDC & HRSA CHAC Support Staff

CHAC Survey Respondents
Publishe rs & Researche rs Cited in this Presentation 




