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Introduction

In the are of ethics research, education represents a huge
need especially for research participants

Communication/education is essential and can take a
number of shapes

Several partners of the Informed Consent Program worked
on this topic: NHVMAS, KASABATI, REDS, CRCF, CHIGATA




Why Educate?

« To rectify the information imbalance between researchers
and participants

To improve participants overall understanding

To encourage participation in research

To enable participants make choices

To understand participants’ experiences




Educate about what?

The essential building blocks of research (basic ethical
principles, kinds of research...)

Topics relevant to potential participation in research (free
and informed consent)

Research results

Participants’ experiences in research




How to reach participants? (1)

Directly

e Through organizing meetings with participants:

— Surveying women who have participated in microbicide trials in
Nigeria (NHVMAS)

— A community survey on the modalities and conditions of
participation of women in trials, particularly in the context of
PMTCT programs (CHIGATA)

Presenting the results to participants after a microbicide trial with a
product like lemon juice in Nigeria (NHVMAS)

Individual and collective educational sessions when

renewing/reviewing consent in a cohort (CRCF)




How to reach participants? (2)

Indirectly

Creating and disseminating posters and informational brochures
(KASABATI, NHVMAS, CHIGATA, REDS)

Posting a blog on line « ETHIKasabati » (KASABATI) or a forum
(NHVMAS)

Organizing training seminars with clinicians/investigators to help
them better share information with participants (REDS)




Understanding research by those who have
experienced it...

e And if participants told us what research is ....

— The example of the story of women who participated in the
PMTCT trials in Cote d’Ivoire (CHIGATA)

« And if we talked to each other....

— The example of round tables organized by women who
participatedin microbicide trials in Nigeria (NHVMAS)

— The example of group sessions with the participants of a

cohorte and the members of the cohort study (CRCF)




Conclusion

e Working on education (creating resources): a way to begin
the dialogue

e Education which works in two directions:
researchers/participants, who share a mutual need to
understand each other

Sharing experiences, what are these experiences:
privileged space to understand research, to understand

each other

= Research, a construction built by everyone




Opening the debate....

Understanding participants experiences:

Is research ready to adapt to their
realities and modify its practices?




lorsque vous efes stivis par un médecin ou lorsque vous etes hos

1) Toute personne est libre de choisir I'établissement de santé quila prendl&

encharge ;

2) Les établissements de santé garantissent la qualité de l'accuel, des
fraitements et des soins ;

3) L'information donnée aul patient doit étre accessible et loyale ;

4) Un acte médical ne peut éfre pratiqué qu'avec le consentement libre et
éclairé du patient ;

5) Un consentement spécifique est prévu pour certains actes ;

6) Une recherche biomédicale ne peut étre réalisée sans que la personne
ait donné son consentement aprés avoir été specifiquement informeée sur
les bénéfices attendus, les contraintes et les risques prévisibles ;

7) La personne hospitalisée peut, & tout moment, quitter I'établissement ;

8) La personne hospitalisee est traitée avec égards ;

9) Le respect de la vie privée, est garanti 2 toute personne ;

10) La personne hospitalisée (ou ses représentants légaux) bénéficie d'un

acces direct aux informations de santé a concemant ;

11) La personne hospitalisée exprime ses observations sur les soins &t sur

laccuel,

Pour toute information complémentaire :
Association KASABAT|

04 B Ba68 Cuagadougou 04/
Tél.:00226503525 27 (702571 56/ 7633 T8 68
E-mail :ass0_kesabatidiyahoofr
http://ethikasabati.blogdever.com
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