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PROPOSED OUTLINE

• Panobinostat + alpha-interferon HIV cure study update: Lynda Dee

• Overview of community-based research; U.S. survey results: Karine Dubé

• Perceived risks/benefits of HIV cure research: Jeff Taylor/Laurie Sylla

• MDC focus groups: Laurie Sylla

• Upcoming community based research: David Evans

• Discussion and Q&A
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PANOBINOSTAT + INTERFERON  UPDATE

COMPETING STAKEHOLDER ROLES IN RISKY CURE 
RESEARCH HEALTHY VOLUNTEERS WITH MANY SAFE & 
EFFECTIVE OPTIONS:

FOOD AND DRUG ADMINISTRATION
CLINICAL RESEARCHERS & SPONSORS
COMMUNITY ADVOCATES
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PANOBINOSTAT + INTERFERON  UPDATE

• PANOBINOSTAT (FARYDAK): HIGHLY TOXIC/RISK OF HEART 
ATTACKS

• ONLY APPROVED AS SECOND LINE THERAPY IN CANCER PATIENTS

• PANOBINOSTAT & INTERFERON

• RISK OF HEMORRAGING 

• ETHICAL IN HEALTHY PATIENTS?

• PROCEED EXPEDITIOUSLY?



PANOBINOSTAT + INTERFERON  UPDATE

• COMPROMISE REACHED BY RESEACHERS AND THE FDA

• Stress echocardiograms to r/o clinically unsuspected cardio 
issues

o Standard stress test 

• Single, one week course of panobinostat +/-IFN

o Three of four courses spaced four weeks apart



PANOBINOSTAT + INTERFERON  UPDATE

• COMPROMISE REACHED BY RESEACHERS AND THE FDA

o 20 mg dose, the approved dose

• Cohort 1: n=8, 5 mg (6 with INF and 2 without INF)

• Cohort 2: n=8, 10 mg (6 with INF and 2 without INF)

• Cohort 3: n=15, 15 mg (10 with INF and 5 without INF)

o 20 mg after the FDA reviews data from all three 
cohorts

• PROTOCOL UPDATE

o No safety issues to date: Proceeding to Cohort 2



PANOBINOSTAT + INTERFERON  UPDATE

• THANKS

oFDA

oDAN KURITZKES

oRICHARD JEFFERYS
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INTEGRATING THE BIOMEDICAL AND SOCIAL

SCIENCES AGENDA AROUND HIV CURE

Grossman CI et al. Towards a Multi-Disciplinary HIV Cure Research. Integrating Social Science with 
Biomedical Research Trends in Microbiology 2016 





QUALITATIVE DATA ANALYSIS

• KEY INFORMANT INTERVIEWS (N = 36):
 12 persons living with HIV (PLWHIV) (≥ 18 years old; 7 males, 5 females; from 

survey subset)

 11 clinician-researchers (8 academic centers in the United States; various HIV 
cure research  modalities)

 13 policy-makers/bioethicists/regulators of HIV cure research (from different 
agencies)

• FOCUS GROUPS (N = 11):
 4 in Seattle area (Laurie Sylla): women, LT survivors, Latino gay men, young 

adults

 2 in Los Angeles (David Evans): women and mixed

 2 in San Diego/Palm Springs (Jeff Taylor): women and older MSM

 3 in North Carolina (Karine Dubé): 2 mixed (mostly African-Americans); 1 
couple





MDC FOCUS GROUPS

Laurie Sylla
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• Helping find a cure (soc 4-14X)

• Feel good contributing to cure research (ind. 3-6X)

• Helping others with HIV in future (soc 4-5.5X)

• Free lab work (ind 3-5.5X)

MDC FOCUS GROUPS

MOST IMPORTANT PERCEIVED BENEFITS



FACTORS AFFECTING WILLINGNESS

FOCUS GROUP DATA

• Research Team
• Trustworthy
• Respected research 

institution
• Respectful of participants
• Culturally competent
• Multi-lingual
• Accessible 24 hours
• Tend to participant mental 

health
• See whole person
• Trauma-informed
• Non-stigmatizing

• Incentives
• Compensation
• Study procedures
• Study risks
• Childcare/transportation/food
• Inclusion/exclusion criteria
• Safety plan
• Clear, informed consent



FUTURE RESEARCH INTO COMMUNITY
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FUTURE SOCIAL SCIENCES RESEARCH
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