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Introduction 
 
Community Advisory Boards (CABs) were originally developed in conjunction with HIV 
prevention trials to address questions and conflicts between researchers and the HIV 
community about safety and the issues related to patients enrolled in vaccine trials.  Over 
the past 15 years, CABs have become standard in HIV prevention trials and are now a 
contractual requirement for grantees participating in the NIH HIV Prevention Trials 
Network (HPTN).  CAB structures vary by site and geographic location.  Also, CAB 
structures used for the HPTN can differ from CAB structures used for other types of 
clinical trials.   
 
In order to better understand the role of CABs in HIV prevention research and in other 
clinical trails the Global Alliance for TB Drug Development (TB Alliance) undertook a 
literature review and a series of interviews with researchers engaged in clinical trials in 
low income countries.   
 
Methods 
 
A literature review was conducted through a MEDLINE and Pubmed search from March 
– April 2006, using the following keywords (community advisory board, CAB, 
community participatory research, clinical trials and community engagement) and 
relevant references were then identified for further reading.  Interviews were conducted 
with organizations and investigators currently engaged in drug and vaccine trials in low 
income countries.     
 
Literature Review 
 
There are several different ways that community advisory structures have been 
developed, and the term “community” has been used to represent a broad cross section of 
stakeholders, including government officials, clinicians, researchers, religious leaders, 
policy makers, patient advocates, educators, non-governmental agency staff, local 
authority figures, individuals from infected patient populations or from a population at 
risk of infection, such as sex workers and injecting drug users, etc.   
 
As members of CABs are involved on a voluntary basis participants usually have a vested 
interest in the outcome of the clinical trial, and/or the process by which it is being 
conducted and want to ensure the safety of the enrolled participants and help educate 
themselves and rest of their constituency about the clinical trial or the disease in general.   
 



The majority of published articles on CABS describe the NIH sponsored HPTN trials.  In 
summary, these CABS were developed because people living with HIV demanded 
participation in the NIH clinical trials process.  In the early 1990s, a Community 
Constituency Group was established.  Their first policy recommendation was for NIH to 
require that all clinical trial units establish a Community Advisory Board.  From that 
point forward all grantees have been required to have CABs, and must submit their plans 
for this structure with their competitive application for sponsorship.   
 
Although NIH requires that each unit have a CAB, they do not give specific instructions 
as to how these structures should be developed.  It remains the responsibility of the 
clinical trial team, and the community in which the trial is being conducted, to develop 
this structure.  Each CAB structure is different, and defines “community” differently.  
Success of these CAB structures can be as varied as their design.   
 
Morin, SF, et al discuss experiences with CABs in low income countries and analyze the 
process of running community advisory structures in 6 research settings participating in 
the NIH sponsored HPTN trials, including sites in the United States, Thailand, Zimbabwe 
and Peru.   The article concludes that success of a community structure depends on the 
commitment of members, researchers and trial staff.   Morin suggests that those CABs 
which have developed a specific mission statement may be more successful in function 
because everyone involved has agreed upon a common goal.  Other factors contributing 
to success include payment of full time staff, support of voluntary members through 
reimbursements, defining the role and responsibilities of members, and establishing trust 
between members and research staff.  The research concluded that if the CAB function is 
not well defined, participants tend to experience frustration and confusion around the 
purpose for their involvement.   Other difficulties included:  knowledge and language 
barriers between researchers and non-researchers.   In all cases, ensuring that participants 
understood details about the disease and about the clinical trial process was critical.   
 
Strauss, et al, explain the importance of CABs in ensuring appropriate informed consent 
for study participants, based on HIV vaccine efficacy trials in the US.   The CAB, acting 
as an advocate for patient rights, can help participants to understand their right to refuse, 
and their rights to full disclosure of the risks and benefits of the research.  The CAB can 
also sometimes help to develop culturally appropriate materials used to explain the study 
to participants.     
 
Interviews 
 
Although transparency by the researchers, and community input is critical, a traditional 
NIH structured CAB may not be the most appropriate way to engage in clinical trials.  
When there is a large trial that will involve the community for a long period of time, and 
enroll a large number of patients the impact on community can be greater, and the 
community needs to be vested in the process.  In this case a community advisory 
structure is necessary to help recruit participants to generate support and establish 
community “buy-in” into the trial.  Researchers interviewed have varying approaches to 



community engagement in clinical trials.   In summary, there was consensus on a number 
of issues: 
 

• Clinical trials may be able to take advantage of community advisory structures 
already established for other research initiatives at that same site. 

 
• Although CAB structures and types of participants may differ, all are committed 

to bridging the divide between the researchers and the community affected by the 
clinical trial.  CABs are most successful when the site itself decides on the 
appropriate design for the structure.   

 
• It is important to define the role of the Community Advisory Structure.  For 

example, community advisory structures are not responsible for scientific 
decisions or ethical protection of subjects, as there are other structures in place to 
oversee these processes.  They can, however, provide input on informed consent 
and clinical trial-related printed and educational materials.  They can also provide 
input on issues of cultural sensitivity, such as appropriateness of incentives. 

 
• The structure of a CAB may change over time, even at the same site.  For 

example, for one vaccine trial, a formal CAB was set up involving public health 
program and clinic staff.  The CAB met quarterly.  This group was then expanded 
to involve participants from civil society and religious groups and after the trial 
was up and running with adequate enrollment, the group decided that a once per 
year meeting would be sufficient.  

 
• It can be difficult to sustain interest or engagement from community members, 

especially for products that are in early stages of development.  Meaningful 
engagement requires adequate funding for staffing and activities at a trial site.  It 
may also be necessary to reimburse advisory committee members for travel to 
meetings.   

 
• Although none of the community advisory groups identified included members of 

the media, in one instance, the CAB had an agreement with a local newspaper’s 
weekly column on public health.  The newspaper agreed to accept articles from 
the CAB at any time to keep the community informed about issues related to the 
trial.   

 
Most of the organization interviewees see the development of a community engagement 
structure as the responsibility of the local site coordinator, or local principal investigator, 
although the global PI may provide input, or assist with materials about the trials. 
 
Aside from the NIH guidelines for the HPTN, no written standard operating procedures 
(SOPs) for community engagement were identified, however the AIDS Vaccine 
Advocacy Coalition (AVAC), in conjunction with the Bill and Melinda Gates Foundation 
and others have been working on the development of a standard for “good participatory 
practice.” 



 
Even for one and the same trial protocol and sponsor, the approach to community 
engagement can differ by site. An international research group working on vaccine trials 
reported that in the Ugandan research site, the community advisory committee is made of 
national stakeholders, who play a public function and reach out to local communities; 
consisting of religious leaders, politicians and people living with AIDS.    In Zambia, the 
advisory committee consists of regional political and religious leaders, neighborhood 
association members, patient representatives from key non-governmental organizations, 
and policy makers involved.  Their role is to help recruit local community volunteers, 
explain and translate the research, and bring community input and concerns to the 
researchers.   For the same study in Kenya, the community advisory committee is 
localized to the slum and consists of leaders from that slum, sex workers and their clients. 
 
Moving Forward 
 
As the TB Alliance and others move forward with clinical trials in low income countries, 
it will be critical to document how communities are engaged and what lessons are 
learned.    
 
>>>>>>>>>>>>>>>>>> 
 
The TB Alliance would like to thank the following individuals and organizations for their 
assistance with gathering this information:  Mitchell Warren, Kevin Fisher (AVAC), 
Alex Menezes (IAVI), Larry Geiter, Jennifer Wooley (AERAS), Dick Chaisson 
(CREATE), Stephen Gillespie, Stefan Goldberg, Elsa Villarino (TBTC),  Melinda Moree 
(MVI), Anna Wang (MMV).  
 
>>>>>>>>>>>>>>>>>>>>>> 
 
References 

(1) AIDS Clinical Trials Unit, Beth Isreal Medical Center, New York. The Community 
Advisory Board. 2004; Available at: http://www.hivtrials-
bethisraelny.org/about/cab.html. Accessed March/27, 2006.  

(2) IAS, editor. Community Advisory Boards (CAB) in the Community Programs for 
Clinical Research on AIDS (CPCRA): mission in AIDS research. 8th International AIDS 
Conference; 1992 Jul 19-24; Amsterdam, Netherlands: International AIDS Society; 1992.  

(3) Cox LE, Rouff JR, Scendsen KH, Markowitz M, Abrams DI, The Terry Beirn 
Community Programs for Clinical Research on AIDS. Community Advisory Boards: 
Their Role in AIDS Trials. Health & Social Work 1998 Nov 1998;23(4):290-297.  

(4) Dickert N, Sugarman J. Ethical Goals of Community Consultation in Research. Am J 
Public Health 2005 July 2005;95(7):1123-1127.  

http://www.hivtrials-bethisraelny.org/about/cab.html
http://www.hivtrials-bethisraelny.org/about/cab.html


(5) HIV Prevention Trials Network (HPTN). Community Advisory Boards (CABs) 
Guidelines. 2006; Available at: 
http://www.hptn.org/community_program/cab_guidelines.htm. Accessed April, 2006.  

(6) International AIDS Vaccine Initiative (IAVI). What is a Community Advisory Board 
(CAB)? 22 April 2005; Available at: https://www.iavi.org/viewfile.cfm?fid=10784. 
Accessed April, 2006.  

(7) International AIDS Vaccine Initiative (IAVI). IAVI Report; VAX Primer: 
Understanding Community Advisory Boards. 2005; Available at: 
http://www.iavireport.org/vax/primers/vaxprimer15.asp. Accessed April, 2006.  

(8) Mariner D. Joining A Community Advisory Board. 2006; Available at: 
http://www.thebody.com/pw/volunteering.html. Accessed 10/20/2003, 2003.  

(9) IAS, editor. Enhancing community participation in HIV prevention research. 14th 
International AIDS Conference; July 7-12, 2002; Barcelona, Spain: International AIDS 
Society; 2002.  

(10) Morin SF, Maiorana A, Koester KA, Sheon NM, Richards TA. Community 
Consultation in HIV Prevention Research: A Study of Community Advisory Boards at 6 
Research Sites. J Acquir Immune Defic Syndr 2003 2003 Aug 1;33(4):513-520.  

(11) Quinn SC. Protecting Human Subjects: the Role of Community Advisory Boards. 
Am J Public Health 2004 June 2004;94(6):918-922.  

(12) Snow B. Community Advisory Boards. In: Snow B, editor. HIV Vaccine Handbook: 
Community Perspectives on Participating in Research, Advocacy and Progress. 1st ed. 
Washington, DC: AIDS Vaccine Advocacy Coalition; 1999. p. 149-153.  

(13) Sponsored by the Immuno AG Community Advisory Board. Report on a workshop 
on Community Advisory Boards. 1997 April 11-13, 1997;1:1-8.  

(14) Spradling P. TB Notes Newsletter, No. 4, 2004. 2006; Available at: 
http://www.cdc.gov/nchstp/tb/notes/TBN_4_04/Clinical_TBTC.htm.  

(15) Strauss RP, et al. The Role of Community Advisory Boards: Involving Communities 
in the Informed Consent Process. Am J Public Health 2001 December 2001;91(12):1938-
1943.  

http://www.hptn.org/community_program/cab_guidelines.htm
https://www.iavi.org/viewfile.cfm?fid=10784
http://www.iavireport.org/vax/primers/vaxprimer15.asp
http://www.thebody.com/pw/volunteering.html
http://www.cdc.gov/nchstp/tb/notes/TBN_4_04/Clinical_TBTC.htm


(16) The AIDS Clinical Trials Group (ACTG). Guidelines for Community Advisory 
Board. 2005; Available at: http://aactg.s-3.com/pub/docs/cabguide.htm. Accessed 
October, 2000.  

(17) Wakefield S. Community Advisory Boards. In: Kahn P, editor. aids vaccine 
handbook. 2nd ed. New York, NY: AIDS Vaccine Advocacy Coalition; 2005. p. 117-
122.  

 
 

http://aactg.s-3.com/pub/docs/cabguide.htm

