
Over the past year and a half, we have had the great pleasure and honour of collaborating with 
partners from across BC and Canada to lay the groundwork for our study. One of our proudest 
achievements has been the relationships we’ve begun to build. From clinicians, service 
providers, HIV-positive women, to researchers, we have been committed to connecting with 
diverse voices in our community and have sincerely enjoyed and valued all of these 
partnerships. 
 

Another important achievement that we feel has given us a strong foundation has been helping 
our team build and share their skills and experiences. Our provincial CBR and PRA training 
event, national Aboriginal Research Training Workshop, and social media engagement are just 
a few of the ways we’ve helped encourage capacity building among our partners (ourselves 
included!). 
 

Laying the groundwork for success would also not have been possible without all of our 
formative work to inform and develop our main study questionnaire. While the process was long 
and had its challenges, thanks to the efforts of many of you we have produced a survey that we 
feel proud to bring to our community.  
 

In this newsletter, we are excited to share more about these and other initiatives from the past 
year as well as highlight upcoming activities to look out for in your communities around BC. 
 

We've been very busy since you last heard from us, and we hope you are as excited as we are 
about re-connecting and building on the successes we have achieved so far. 
 

Happy reading, and hope to see you at our next Community Advisory Board meeting! 
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In April 2011, we officially 
launched CHIWOS, a multi-site, 
community-based, longitudinal 
research study focused on the 
health and well-being of women 
living with HIV in Canada. The  
primary goal of CHIWOS is to 
assess the barriers and facilita-
tors of women-centred HIV ser-
vice use and the impact of such 
patterns of use on sexual, re-
productive, mental, and 
women’s health outcomes 
among women living with HIV. 
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The CHIWOS BC team hosted members of our national team in Vancouver 
in March 2012. L to R: Shari Margolese, Valerie Nicholson, Stephanie Raw-
son, Ali Palmer, Angela Cescon, Mona Loutfy, Allison Carter, Angela Kaida. 



The growing proportion of women among those 
living with HIV in Canada has evoked calls for 
women-centred HIV services that are tailored to 
women’s unique needs. In response, CHIWOS 
was initiated to determine whether and how 
women-centred practices could lead to better 
health outcomes. Prior to assessing these 
relationships, however, we needed to know: What 
does “women-centred care” actually mean? 
 

We’ve spent the last year engaged in formative 
research activities to answer this question. First, 
we conducted a literature review to explore the 
concept and defining characteristics of a women-
centred approach to care. This review was 
presented at CAHR 2012 and AIDS 2012 and has 
been submitted for publication. Second, we 
conducted an environmental scan of services for  
women living with HV in BC, which highlighted the 
great diversity of services that may be considered 
‘women-centred’. Third, we conducted 11 focus 
groups (4 in BC) with HIV-positive women to 
understand how they defined women-centred 
care. As one woman explained, providers of such 
care are “interested in those aspects that make 
you a whole person”. Collectively, this work led to 
the following operational definition: 

1. Key Updates  

1.1 Women-centred care: What does it mean for women living with HIV? 

“Women-centred care (WCC) supports women 
living with HIV to achieve the best health and well
-being as defined by women. This type of care 
recognizes, respects, and addresses women’s 
unique health and social concerns, and recog-
nizes that they are connected. Because this care 
is driven by women’s diverse experiences, WCC 
is flexible and takes the different needs of women 
into consideration”. 

We have used this definition to develop a scale 
to measure use of WCC in the CHIWOS survey. 

CHIWOS team members taking a training break at Harbour 
Green Park in Vancouver on Aug 25th 2011. L to R: Stepha-
nie Rawson, Valerie Nicholson, Kecia Larkin, Shari Margo-
lese, Aranka Anema, Allison Carter, Saara Greene. 

1.2 Increasing the meaningful involvement of Aboriginal women in CHIWOS 

The CAAB-PAW has been very active in their 
first year! They hosted and led an incredible Abo-
riginal Research Training Workshop for CHIWOS 
team members at the CTN meetings in Montreal 
in April 2012. 
 

In June 2012, the CAAB-PAW was awarded a 
CIHR planning grant entitled, “CHIWOS - Expan-
sion into a Pan-Canadian Study with Positive 
Aboriginal Women”. This grant funded a 2-day 
meeting in September 2012 where colleagues 
discussed opportunities to involve more PAW in 
CHIWOS and to better address issues important 
to the PAW community. 
 

Through these initiatives, CAAB-PAW is commit-
ted to improving Aboriginal women’s, mental, 
sexual, and reproductive health services, so that 
they better target and support PAW. 
 

For more info on the CAAB-PAW, please connect 
with Anita Benoit at: anita.benoit@wchospital.ca. 

  

Women represent nearly 50 per cent of Aboriginal 
people living with HIV in Canada, compared to 20 
per cent in the non-Aboriginal population. Yet few 
studies focus on the issues and concerns of Abo-
riginal women in the context of HIV. 
 

In response, CHIWOS team members from across 
Canada formed the "CHIWOS Aboriginal Advisory 
Board (CAAB): Prioritizing the Health Needs of 
Positive Aboriginal Women (PAW)", known as 
CAAB-PAW. 

CHIWOS colleagues at the Aboriginal training workshop during 
the CTN 2012 meetings in Montreal, April 17-18, 2012. Back, L 
to R: Tracey Prentice, Gladys Kwaramba, Morning Star, Cindy 
Lou Brisebois, Allison Carter, Lynn Thompson, Stephanie 
Smith, Valerie Nicholson, Nadia O’Brien, Angela Kaida, Kira 
Abelsohn, Renee Mashing. Front, L to R: Mona Loutfy, Anita 
Benoit, Janice Dayle, Wanda Whitebird, Kerrigan Beaver, 
Haoua Inoua, Sherri Pooyak. 

Congratulations  

CAAB-PAW!  



We have had the great pleasure to attend several 

conferences over the past year. We were thrilled 

to first introduce our study locally, to community-

based organizations, people living with HIV, 

academic partners and other stakeholders in the 

province at PAN’s one-day workshop entitled 

Looking Forward, Standing Together: A Provincial 

Strategy for Community-Based Research in BC 

(Sept 13, 2011). We then had the pleasure of 

sharing our work at HIV conferences nationally 

and internationally—here, we presented our 

formative research on ’women-centred HIV care’ 

and our learning experiences on the ‘meaningful 

involvement of women living with HIV’ (MIWA) in 

our study (citations below). 
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2. Recent Conference Presentations 

CHIWOS colleagues presenting at CAHR 2012 in Montreal. 
April 19-22, 2012. L to R: Doris Peltier, Nadia O’Brien, Saara 
Greene, and Allison Carter. 

 

3.  Loutfy M, Nicholson V. Increasing the Meaningful   

Participation   of    Women  and  their Communi-

ties in Research: A Multi-Voice Dialogue. Invited 

oral presentation at “Gathering of Spirits: Canadian 
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tional AIDS Conference (AIDS 2012), Washington 

DC, July 22-27, 2012.  
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AIDS Conference (AIDS 2012), Washington DC, 
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1.3 Developing the CHIWOS Survey - Collaboration in action 

The CHIWOS survey development process is truly  
an example of collaboration in action. Each survey 
section was developed by a team of topical ex-
perts with professional and lived experience. 
There were 24 national CHIWOS survey devel-
opment working groups, each comprised of a 
mix of researchers, service providers, policy-
makers, advocates, and women living with HIV. 
Nearly 50 people contributed to the survey, each 
bringing experience, expertise, and passion to the 
survey development process. 
 

Developing our survey in this way had its chal-
lenges, including the length of time required for a 
truly collaborative process, the ever-expanding 
survey length, and the need to balance diversity in 
regional and stakeholder priorities, to name a few! 
But, this process also had its successes, including 
the creation of an inclusive survey instrument that 
captures and prioritizes the diversity of needs and 
health outcomes for women living with HIV. 

We are sincerely grateful to everyone who took 
part in developing the survey. Your input has 
been invalu-
able. Thank 
you for your 
time and 
dedication to 
this process 
and stayed 
tuned for 
future sur-
vey updates! 

Now that we have a solid draft, we are reviewing 
our survey with the three provincial CABs and 
piloting it with additional women living with HIV. 
The surveys will be administered by Peer Re-
search Associates (PRAs) using online data col-
lection. We are very excited to move to these 
stages of the survey development process. 



For more information, please contact Angela Kaida (kangela@sfu.ca) or  
Allison Carter (allison_carter@sfu.ca) or connect with us online. 

4. What’s coming down the pipeline? 

With our formative research activities wrapping 
up, we are now switching gears to focus on the 
main phase of the CHIWOS study - to recruit, en-
roll, and survey 1,250 women living with HIV 
across Canada (including 350 women in BC). 
Here’s what you can expect in terms of ‘next 
steps’ for the coming year: 

 

1. Our 2nd CHIWOS British Columbia Commu-
nity Advisory Board (CAB) meeting will be 
held on Thursday October 11th, 2012 from 
9:00am-12:00pm at SFU Harbour Centre. This 
will be an important opportunity for CAB mem-
bers to review and discuss the CHIWOS ques-
tionnaire. We hope to see many of you there!  

2. Watch out for our up-coming community presen-
tations! We’re excited to be working with PAN to 
deliver two CHIWOS webinars in Fall 2012. 
The first webinar will be a presentation of our 
Profile of Women and HIV in BC. The second 
webinar will highlight the results of our focus 
groups with women living with HIV regarding 
their definitions of women-centred care. Stay 
tuned for more info!  

3. We’ve already begun brainstorming with many 
of our CAB members about what sampling and 
recruitment of study participants will look like for 

each region in BC. Over the next few months, 
we’ll be making in-person visits to many 
sites across BC to discuss these tailored 
plans with our partners in more detail. We’ll be 
in touch soon about this and look forward to 
getting your feedback. 

 

5. In February-March 2013, we’ll begin hiring 
and training our team of BC Peer Research 
Associates (PRAs) for the province. Closer to 
the date, we’ll be in touch with our CAB mem-
bers again to share the job description and 
form a hiring committee. If you know any 
women living with HIV who are interested and 
would be great for the job, please encourage 
them to apply when the time comes! 

 

6. Begin enrollment! (May 2013) 

3. Kudos  

This section of our newsletter will be used to high-
light successes and accomplishments of members 
of our BC CHIWOS team. In this edition, we are  
celebrating the work of Valerie Nicholson! 
 

Valerie joined the CHIWOS team as a Peer Re-
search Associate (PRA) to conduct focus groups  
during our formative phase. Since those early 
days, Val has become an integral member of our 
core team, participating on several working 
groups, developing, editing, and piloting sections 
of the survey, and presenting at CAHR 2012 and 
AIDS 2012 (the latter of which she was awarded a 
full scholarship to attend!). She now serves as the 
National Community Representative on the CHI-
WOS National Management Team and as the co-
Chair for the CHIWOS BC Community Advisory 
Board (CAB). 

 
Valerie Nicholson and her 
grand-daughter, Bailey, en-
joying the balloons and fes-
tivities after finishing  the 
AIDS Walk for Life Vancouver 
2011 on September 19, 2011 
near the beautiful Sunset 
Beach in Vancouver, British 
Columbia. 

“The CHIWOS team encourages the heart.  
I have grown immensely with this team.  

Today I am a Powerful, Passionate, Positive,  
Proud member of CHIWOS.” 

-Valerie Nicholson 

Valerie, congrats on all your  successes and 
thank you for all your contributions to CHIWOS 
and to the HIV movement in general! 


