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What i1s CHIWQOS?
-

e The Canadian HIV Women's Sexual and Reproductive
Health Cohort Study

e Aim to recruit 1,250 women living with HIV from BC, ON
and QC (n=350 in BC) and follow prospectively

e 4 co-Principal Investigators, 3 provincial coordinators, 29+
co-investigators, 25+ collaborators

e Strong and active community partnership
e Funded by CIHR in 2011
e Starting cohort recruitment in May 2013
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Research Goals
]

Among women living with
HIV, to assess:

—-Barriers to and facilitators
of women-centred
HIV/AIDS services use

~The impact of such
patterns of use on sexual,
reproductive, emotional,
and women’s health
outcomes

Carter AJ et al. JIAS 2012

Involving women
in pfanning, delivery
and evaluation of
services

Facilitating
communication
and interaction
among peers

Providing self-
determination

"\ opportunities

. v Providing tailored
programming for
women

Creating an
atmosphere of
safety, respect
and acceptance

Conducting
gendered
HIV/AIDS
research

Facilitating
meaningful access
to care through

social & supportive

Providing
gender-, culture-
and HIV-

sensitive training,

acilitating access
* to women-specific
and culturally-

sensitive
formation

Meeting women
“where they are”

Providing
multidisciplinary
integration and
coordination of an
array of services

Considering family
as the unit of
intervention

Impact of women-centred HIV/AIDS services:

General health status, women’s health status, sexuality and sexual health
status, reproductive health status, mental health status, addiction issues, co-
infection issues, quality of life, health care quality and satisfaction,
reproductive choices, contraceptive choices, body image, stigma, and
treatmentissues (e.g., adherence, disease progression, etc.).

Informed by a Social Determinants of Women's Health Theoretical Framework

g O of ‘s health
R Settu ot —_ A framework for women-

centred HIV/AIDS services

~—— Determinants of women’s health

{ = "pillars of women-centred HIV/AIDS services



CHIWOS Guiding Frameworks

Critical
Feminism

Community- ‘ Anti-Oppression,
Based Intersectionality,
Research ‘ and Social

“ Justice
Social

Determinants of
Health
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GIPA and
MIWA



What we envisioned women-centred

Community-based research might look like....




What women-centred CBR sometimes
feels like for all of us involved....




Some differences between Community Based
Research and Traditional Academic Research*

To provide the community
with the tools and information
necessary to enact change

What is the purpose
of the research?

To contribute to the body of
knowledge on a given topic

Who is the research | The local community and the : .
The academic community

intended to serve? academic community
Whose knowledge Both community members :
: Academic experts
counts? and academic experts
Who controls the Community members and
Researcher
research process? the researcher

«(University of Michigan Edward Ginsberg Center for Community Service and Learning,

http://quod.lib.umich.edu/m/mijcsl) CH IWQS

«*Thank you to Saara Greene and Mona Loutfy



Operationalizing CBR & MIWA
through study team structures

-
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Operationalizing CBR & MIWA
through study team leadership

Peer Research Associates (PRAS)

- Hired as study partners to:
e Guide the study
e Inform the survey design
e Facilitate focus groups

e Administer surveys

- Advocates for the study among peers
and in the community




(Some) Challenges of CBR
S

e Inequities in CBR stakeholder relationships
- E.g., community partner contributions as ‘volunteers’ vs. salaried research staff

e Negotiating and valuing diversity in stakeholder needs,
Incentives, and priorities

e Funding

- E.g., $1.19M across 5 years across 3 provinces across multiple provincial
stakeholders/sites = not enough funding.

e System barriers: Finance, Accounting, HR, Income Assistance
- How to hire PRAs without jeopardizing current disability benefits?

e Time! CHINCJS

- CBRrequires TIME. Lots of meetings. Lots of emails. Lots of talking.



Facilitators of CBR...

CHIWOS Aboriginal Advisory Board — Positive Aboriginal Women (CAAB-PAW)



Questions for Discussion

From your own perspective, what are the key
challenges to engaging in effective, respectful, and
valuable community-based research?

And what actions can we take towards addressing
these challenges in a sustainable way?
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Thank youl!
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