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Disclosure

I am a member of three Community Advisory Boards 
(CAB).

I am a consultant in community engagement and GPP for 
AVAC.



We are not so different

NGO and community members want HIV research.

We want HIV research that are scientifically sound and ethical.

We want HIV research that are useful and relevant to the needs 
of people living with HIV/AIDS, HIV vulnerable people and 
community members.

We want HIV research that are accessible, scalable and 
sustainable. 

And we want to be engaged, involved in HIV research to ensure 
all of the above. 



Same same but different

We share similar values with researchers, trial sponsors and supporters, 
and ethicists. But

• Our experiences and perceptions are not always similar to 
researchers’.

• Our interpretations and priorities may be different.

• Participation in a study:

• Ethics boards = voluntary acts

• Participants = income-generating opportunity, enhanced access 
to health service, special services



Echo from the past

Different standard of care and use of placebo: PMTC trials

Standard of HIV prevention for injecting drug users: 
tenofovir PrEP study

Planned PrEP trials in Cambodia and Cameroon

Lack or afterthought or tokenistic community engagement in 
HIV vaccine trials



Effects
Distrust of researchers, scientists

Perception of disrespectful from both sides

Perception of being exploited

Lingering tension between researchers and NGOs

Apprehensive relationship between researcher, NGOs, CAB, 
and community members

Paternalistic attitude towards CAB and community members

Asymmetry relationship (researcher-community)



Values in research ethics

(from “Ethical considerations of HIV cure research”, CUREiculum,  AVAC)

Scientific validity

Social value

Scalability

Fair participant selection

Favorable risk/benefit ratio

Informed consent, confidentiality, privacy

Community engagement

Independent review



Selected values

Social value

Is the research likely to advance research capability of 
the institute and its local partners, lead to health system 
improvement and long-term research collaboration?

Can the research provide an important benefit to the 
society?

Scalability 

Can the end products of the research be implemented on 
a large scale to those who need it?



Selected values

Informed consent

Are potential participants empowered to freely decide 
whether to participate in the research based on their 
comprehension of the research?

Are researchers responsible for translating research into 
accessible layman terms?

Are there initiatives to improve research literacy of 
affected community and potential trial participants?



Selected values

Community engagement

Are communities impacted by the research meaningfully involved at 
all stages of the research?

Does the research take into consideration the health-related needs 
of the affected community and response to the needs accordingly?

Independent review

Is the research accountable for scientific and ethical evaluation by 
independent third parties including NGOs?

Will the research team disseminate results of the research and 
relevant data to the public in timely manner? 



Parting note: participation in research
Beware of romanticization voluntariness

Altruism is fleeting and difficult to validate.

Sensitive to people’s motivation, intrinsic or extrinsic, for participating in the research

Participation in the research is an income-generating opportunity.

"For some participants, research participation was based on whatever studies 
were recruiting rather than the research topic.”*

For some, it is better health service that a trial provides.

For some, it is a strategy to counter stigma; for some, it is a strategy to improve their 
social capital; and for other, it is identity affirmation. 

*From “We’re giving you something so we get something in return”: Perspectives on research participation 

and compensation among people living with HIV who use drugs. Alexandra B. Collins and co.



REVISED DECLARATION OF 
GENEVA

Move respect the 
patient autonomy to 
the beginning of the 
pledge to emphasis 
its importance



Thank you for the 
opportunity

Thank you for the 
opportunity


