
1

The Role of the Community The Role of the Community 
in the Research Processin the Research Process

Anant BhanAnant Bhan

Community participationCommunity participation
Increasing amount of community based research Increasing amount of community based research 
and research within communitiesand research within communities
Communities can suffer research related harms Communities can suffer research related harms 
and be exploited and be exploited 
Partnership with communities helps research Partnership with communities helps research 
Increasing importance of engaging communities Increasing importance of engaging communities 
in research in research 
Becoming an ethical requirement in researchBecoming an ethical requirement in research
-- Benchmarks of clinical research: Benchmarks of clinical research: Collaborative partnership and Respect for Collaborative partnership and Respect for 
study communitiesstudy communities

ICMR guidelines: general principlesICMR guidelines: general principles
EssentialityEssentiality
Voluntariness, informed consent and community agreementVoluntariness, informed consent and community agreement
NonNon--exploitationexploitation
Privacy and exploitationPrivacy and exploitation
Precaution and risk minimizationPrecaution and risk minimization
Professional competenceProfessional competence
Accountability and transparencyAccountability and transparency
Maximization of public interest and distributive justiceMaximization of public interest and distributive justice
Institutional arrangementsInstitutional arrangements
Public domainPublic domain
Totality of responsibilityTotality of responsibility
Compliance Compliance 
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Working with communitiesWorking with communities
Is a way of applying the principles of respect, Is a way of applying the principles of respect, 
beneficence and justice beyond individuals to beneficence and justice beyond individuals to 
communities communities 
Came into focus (in the west) after the Came into focus (in the west) after the 
Belmont Report was criticized for being too Belmont Report was criticized for being too 
individual focused. individual focused. 
Initially promoted extensively in HIVInitially promoted extensively in HIV--AIDS AIDS 
research especially larger trials after activists research especially larger trials after activists 
protested about nonprotested about non--participation in decision participation in decision 
making .making .
Now extending to other forms of researchNow extending to other forms of research

Problems can arise if communities Problems can arise if communities 
not involved not involved 

Controversy around Controversy around TenofovirTenofovir prevention prevention 
trials and suspension of research (in the trials and suspension of research (in the 
region; 2004) region; 2004) 

MicrobicideMicrobicide trials which were stopped trials which were stopped 
early in South Africa (2007): allegations early in South Africa (2007): allegations 
that participants had been used as that participants had been used as 
"human guinea pigs""human guinea pigs"

Community EngagementCommunity Engagement-- definition definition 

a process of working collaboratively with a process of working collaboratively with 
and through groups of people affiliated by and through groups of people affiliated by 
geographical proximity, special interest, or geographical proximity, special interest, or 
similar situations to address issues similar situations to address issues 
affecting the wellaffecting the well--being of those peoplebeing of those people

US CDC 1997
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Community participation in researchCommunity participation in research

Tindana P et al. PLoS Med 2007 Sep  doi:10.1371/journal.pmed.0040273 

OperationalizationOperationalization of CEof CE
community outreach, including gatekeepers community outreach, including gatekeepers 
working through community educatorsworking through community educators
Hiring community members as staff Hiring community members as staff 
membersmembers
community member of the IRBcommunity member of the IRB
civil society organizationscivil society organizations
setting up of Community Advisory Groups  setting up of Community Advisory Groups  

Terminology: variationsTerminology: variations

Community Advisory Groups (Community Advisory Groups (CAGsCAGs))

Community Advisory Boards (CABs)Community Advisory Boards (CABs)

Community Research Support Groups (CRSG)Community Research Support Groups (CRSG)--
might be separate from CAG/CABmight be separate from CAG/CAB

Different from the community member on the Different from the community member on the 
IRBIRB
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TechniquesTechniques
1) INFORMING, to explain the problem, 1) INFORMING, to explain the problem, 
alternatives and opportunities alternatives and opportunities 
2) CONSULTING, to obtain feedback on analysis, 2) CONSULTING, to obtain feedback on analysis, 
alternatives and decisions alternatives and decisions 
3) INVOLVING, to work directly with the public 3) INVOLVING, to work directly with the public 
throughout the process in order to ensure that throughout the process in order to ensure that 
concerns are constantly considered concerns are constantly considered 
4) COLLABORATING & PARTNERING in each 4) COLLABORATING & PARTNERING in each 
aspect of the decision including identification of aspect of the decision including identification of 
questions and development of methods and questions and development of methods and 
5) EMPOWERING, to 5) EMPOWERING, to ““place final decisionplace final decision--
making in the hands of the publicmaking in the hands of the public”” and enable the and enable the 
community of using and benefiting from community of using and benefiting from 
outcomes. outcomes. 

from International Association for Public Participation 

Working through Civil Society Working through Civil Society 
OrganizationsOrganizations

Present extensively in developing countries Present extensively in developing countries 
including Indiaincluding India
Maintain presence on the ground and often know Maintain presence on the ground and often know 
communitiescommunities
Can have research capacity and help in advocacy Can have research capacity and help in advocacy 
and scaling upand scaling up
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Problems with implementationProblems with implementation

Often researchers and sponsors want to work Often researchers and sponsors want to work 
with communities with communities 

BUTBUT

No clear guidance about what works or not No clear guidance about what works or not 
while engaging with communities while engaging with communities 

Its important to understandIts important to understand

Communities:Communities:
-- are complexare complex
-- are not homogeneous or staticare not homogeneous or static
-- are waryare wary
-- need to be respected (could mean   need to be respected (could mean   

learning to expect no for an answer)learning to expect no for an answer)
-- often expect long term relationshipsoften expect long term relationships

Issues while considering community Issues while considering community 
participation in researchparticipation in research

1.1. a) CLARITY ABOUT GOALS &  a) CLARITY ABOUT GOALS &  
OBJECTIVES (process/outcome)OBJECTIVES (process/outcome)

b) WHO IS THE COMMUNITY (NIAID b) WHO IS THE COMMUNITY (NIAID 
Community involvement in HIVCommunity involvement in HIV--AIDS Feb AIDS Feb 
2009)2009)

2.  HAVE A PLAN: 2.  HAVE A PLAN: COMMUNITY COMMUNITY 
PARTICIPATION PLANPARTICIPATION PLAN
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3. KNOWING THE COMMUNITY (NIAID 3. KNOWING THE COMMUNITY (NIAID 
Community involvement in HIVCommunity involvement in HIV--AIDS Feb AIDS Feb 
2009)2009)

4. ROLES AND RESPONSIBILITIES 4. ROLES AND RESPONSIBILITIES 
DEVOLUTION (adapted from NIAID DEVOLUTION (adapted from NIAID 
Community involvement in HIVCommunity involvement in HIV--AIDS Feb AIDS Feb 
2009)2009)

5. OWNERSHIP5. OWNERSHIP

6.6. CONTINUED PARTICIPATION & CONTINUED PARTICIPATION & 
PRESENCEPRESENCE

7.7. EFFECTIVE & HONEST DIALOGUE, EFFECTIVE & HONEST DIALOGUE, 
TRANSPARENCYTRANSPARENCY

8. ENGAGED PROCESS BEFORE, DURING & 8. ENGAGED PROCESS BEFORE, DURING & 
AFTER RESEARCHAFTER RESEARCH

9. NEEDS EXPERTISE; AND RESOURCES 9. NEEDS EXPERTISE; AND RESOURCES 
HAVE TO BE ALLOTTED FOR THISHAVE TO BE ALLOTTED FOR THIS

10. NEEDS TIME10. NEEDS TIME

11. ENGENDERING SOCIAL CHANGE POSSIBLE 11. ENGENDERING SOCIAL CHANGE POSSIBLE 
(COULD BE CONTROVERSIAL)(COULD BE CONTROVERSIAL)

12.12. RESPECT AND TRUST RESPECT AND TRUST 

13. ABILITY TO LEVERAGE LOCAL LEADERSHIP13. ABILITY TO LEVERAGE LOCAL LEADERSHIP

14. EVOLVE ENGAGEMENT STRATEGIES WHICH 14. EVOLVE ENGAGEMENT STRATEGIES WHICH 
WORK BEST IN LOCAL CONTEXTWORK BEST IN LOCAL CONTEXT

15. NEED FOR REVIEWING STRATEGIES 15. NEED FOR REVIEWING STRATEGIES 
CONSTANTLY (M&E of PARTNERSHIP)CONSTANTLY (M&E of PARTNERSHIP)



7

16. PREPARE FOR DRAWBACKS16. PREPARE FOR DRAWBACKS
17. ADVOCACY FOR COMMUNITY NEEDS 17. ADVOCACY FOR COMMUNITY NEEDS 

AND INTERESTS (WITH AND INTERESTS (WITH 
FUNDERS/SPONSORS/GOVT. etc.)FUNDERS/SPONSORS/GOVT. etc.)

ConclusionConclusion

““TrueTrue”” partnership with communities helps in partnership with communities helps in 
carrying out ethical research.carrying out ethical research.

Set up M&E/accountability mechanismsSet up M&E/accountability mechanisms

Sustainability importantSustainability important

Enriches the research process and makes it Enriches the research process and makes it 
meaningfulmeaningful
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Thank You Thank You 

anantbhan@gmail.comanantbhan@gmail.com


