Community Perspectives
Projet Ubuzima Experience

By Marie Michele UMULISA

Community Outreach & Recruitment Manager, Projet
Ubuzima



Projet Ubuzima (PU)

Microbicide trial site in Kigali, Rwanda
Focus on work with high risk women




PU Community Outreach

Main community stakeholders:

Governing Council — representatives of Ministry of
Health, National AIDS Control Program, etc.

Community Advisory Group (CAG) —
representatives from grassroots/civil society
organizations, former study participants, plus
community leaders

Community Mobilizers (CM) — come from
communities where high risk women are recruited
and are high risk women themselves




Role of CAG

Promote HIV prevention and HIV prevention research
Encourage and facilitate civil society and community
participation in PU activities

Link PU to relevant civil society organizations
Provide input in PU protocols, procedures, and
documents

Help PU select CMs and study populations

Help PU to manage expectations (e.g. around future
access to microbicides)

Help PU to disseminate important information (e.g.
around microbicide trial results)




Role of CMs

~acilitate recruitment and retention of study
narticipants

Participate in community meetings related to
studies

Answer questions of (potential) study
participants

Keep study team informed about community
concerns and suggestions




Information Exchange




Challenges with CAG & CMs

They cannot always fulfill their roles
appropriately due to lack of relevant
knowledge

After a while, CAG & CMs may no longer
be perceived as independent but as part
of study team




Training Is Essential!

CAG members & CMs were trained in:
Clinical research and microbicide trials
Good Clinical Practice (GCP)
Research ethics
Various aspects of HIV/AIDS
STls and family planning




Challenges Related to Training

Lack of qualified trainers in-country on
some topics (e.g. research methodology)

Communities themselves also need
training — much work still needs to be

done!

Socio-cultural factors: taboos,
misconceptions




Issues Brought Up by Community

Good access to male condoms within studies
but inadequate supply in community

Good access to female condoms within
studies but no access in community

Lively debate on male circumcision: no
consensus in community on whether male
circumcision should be offered

A few high risk women have asked the study
team for assistance to leave sex work (limited
services available in community and all are
faith-based)




Way Forward

Ongoing training of CAG members & CMs
Rotate CAG members?
Improve community engagement,
understanding and participation in research
Develop innovative strategies
Educate on the importance of research
Contact other national and international
groups trying to achieve this, and exchange
best practices




Questions?




