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Background:

Stigma continues to undermine the health and quality of life of people living with HIV.
Reducing stigma experienced within health care is a core priority to address to
achieve HIV elimination goals. However, making complaints about stigma in health
care through formal mechanisms can be very challenging for individuals. This project
examined the acceptability of a proposed complaints process for HIV stigma that
would place control of the process within the HIV community sector.

Methods:

Focus group discussions were conducted with people living with HIV (24
participants) and community-based advocates working in the HIV sector (12
participants) in Australia. Participants were asked to comment on plans for the
proposed community-controlled complaints portal. Data were examined in relation to
the theoretical framework of acceptability.

Results:

Participant were broadly supportive of the proposed portal and their perceptions of
ethicality (whether the intervention is “morally good or correct”) permeated their
assessment of all aspects of the proposed portal design and operations. For
example, getting input from outside of the “HIV bubble” to understand the
perceptions of communities who may not be “flourishing” with HIV was considered
an inherent ethical responsibility in portal design. Promoting the portal was seen to
rest on careful consideration of who will “own” the portal and resultant data.
Participants from HIV organisations indicated the potential usefulness of the portal in
“lightening our load” in advocating for people experiencing stigma. People living with
HIV saw the benefits in a public facing aspect of the portal and in the sharing of
positive experiences (not only complaints) to build community connection.

Conclusion:

Ongoing support is needed to manage the impacts of HIV stigma. Support for a
community-controlled stigma portal from the HIV sector and people living with HIV
was contingent on a careful and multifaceted understanding of its myriad ethical
implications.
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