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Formative research involves collecting data useful for the develop- Software Nvivo 10

ment and implementation of intervention programs. It can be used

to make intervention programs both culturally and geographically ap-
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propriate (2). Formative research was undertaken to explore the fa-
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ethical framework for research in developing countries by Emanuel

et al.(3).

Figure 1: Thematic analysis of perceptions of the FBCT model

Results

Formative research identified areas of support and concern regarding the FBCT intervention. Following Emanuel and colleagues these can be
clustered according to eight key ethical benchmarks: collaborative partnerships, social value, scientific validity, favourable risk/benefit ratio,
informed consent, independent review, fair selection of participants, and on-going respect for participants. Some of these concerns are

identified below.

Respondents reported potential positive outcomes of the intervention including enabling families to access a service at home rather than a

clinic (risk-benefit ratio) and improved opportunities for disclosure (social value) which could lead to support within the family.

KBecause when | go to the clinic, | go alone. Get test% m helps because it makes them feel free because they are at m
alone. Leave the kids at home. But if | do it in front of homes and they know everybody... because | think by the time the
the kids, they will realise it is the right thing to do”. CS, health care givers encourage disclosure between themselves as a
female, 31 family they will support each other; unlike when a family member go

\ / %sﬁng at the clinic or the store”. KI, male, 24 /

Concerns that adolescents will be coerced to test for HIV relates to informed consent, and fears of disclosing to family members and the

broader community relate to risk-benefit considerations.

{nother challenge the families on their own have, maybe

I , , , “The challenges that you might face along the way be-
you will find that aunt is talkative, and would gossip because

S , cause you will find that a person used to go for virginity
the family is big, maybe family members do not get along

, , testing and now she doesn’t but she’s now being tested
well so this aunt will take the news from one to another and

o , , , ., for HIV...she will be scared to test because she knows
you will find them insulting each other in the streets live”.

that she’s now sexually active. And for a parent, it won’t

wale, 24 / | 7
be a problem to say test my child”. KI, male, 35

Respondents raised concerns about confidentiality of their HIV results which relates to the principle of on-going respect for participants.

%Maybe the negative thing that | could highlight with using Community Health Workers is that they know the family\
and then the issue of trust and confidentiality. You see. Then maybe | think the negative thing about them is that it
would be someone from the community who will also work within that community. | don’t think that would be a good

idea even those people in that family, they will not trust him or her. They will not be able to be open and disclose to

\them”. KI, female, 36 /

This data was used to refine the intervention and address stakeholders” concerns by engaging the community, training intervention staff on
ethics, and incorporating independent consent mechanisms for adolescents that recognizes their legal right to independent testing but al-

lows opportunities for family-based testing and disclosure.

Conclusion

Formative data from the interviews with key informants and community stakeholders assisted the research team to address concerns about
confidentiality and disclosure prior to piloting the FBCT model. The data also assisted in addressing family, socio-cultural and community fac-
tors that may impact the effective delivery of a FBCT intervention.
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