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Historically, the model for community involvement in research has been

CABs (Community Advisory Board).

This model has limits because
•Set up by researchers themselves, it is not independ , 
•members are not in a position to raise critical isssues about the research, 
Most CAB’s members can’t read and analyze protocol… 

Background
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•Most CAB’s members can’t read and analyze protocol… 

Another model of community involvement in research ethics appeared, more 
independant and with highly skilled members , well informed about ethics
principle but with violent strategies to adress issues : « activist ».

Today another form of community involvement is rising. This model is put in 
place by civil societies organisations themselves .       
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Why all those changes ?Why all those changes ?

Lack of confidence in research institution
Lack of structure to interact freely with research
teams;
Lack of legal system to regulate research
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Violation of ethics principles by some research
teams (despite approval by national authorities); 
Need for appropriate representative organisation,  
aware of ethical principles, to defend the rights
and interests of target group in research
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In 1999 REDS was created in Cameroon. One of his major program is ethics and 
research

focus on the protection of those who participate in biomedical research in 
Cameroun through activities such as:

-reviewing protocol
-promoting ethical principles
-sensitization of potentiel participants for them to be aware of their
rights before, during and after the research.
-advocacy to make sure that research takes into account participant’s
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-advocacy to make sure that research takes into account participant’s
needs and respect ethical priciple.

In 2005, REDS set up an Interassociative Working group (GTIA) after an 
important mobilization effort targeting other civil society organisation 
this working group carried out activities such as:

-effective and appropriate ethical review;
-Ensuring that sloppy and unethical reserach do not pass through
--helping researchers and research egencies optimize their protocol.



AidsImpact Conference 2009       (22AidsImpact Conference 2009       (22--25th September 2009)25th September 2009)

-In Burkina-Faso this model is reproduced by Kasabati
and we hope that GTIE will be a success also. 

-In Senegal there is another model: 

A resource center, within a research site, wants to 
improve and harmonize ethical review and practises
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improve and harmonize ethical review and practises

by involving community organizations, plwas and 
participants in research, and « Mediators ». 
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African civil society organisations engaged in the fight against
HIV/AIDS can affect the course of HIV/AIDS research in Africa;

African’s civil society organisations are respected by research
teams when those organisations are aware of ethical principle , 
well trained, and can help them enhance their own practises.

Lessons learnedLessons learned

African’s civil society organisations can freely interact with
research teams. 

The Cameroon and Burkinabe’s experiences shows that GTIA 
and GTIE are an efficient way to mobilize human resources in 
communities,  to produce good quality of review,  reduce
duplication of effort. 
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Some research agency are still reluctant to send their research protocols
to the working group : GTIA works with many agencies and some fear for 
the confidentiality of their protocols. 

It is now a challenge for all these working groups 

Challenges

to convince researchers and agencies of their capacity to be neutral

While protecting their autonomy.

Interassociative working groups must constantly affirm their credibility !
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. Independancy is key

. Credibility is a challenge for both researchers and 
communities
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