
Bienvenue ! Welcome !  
 

April 11, 2019 
BC: 10:30 AM –12:00 PM PDT 

SK: 11:30 AM –1:00 PM CST 

MB: 12:30 PM –2:00 PM CDT 

ON & QC: 1:30-3:00 PM EDT 

Teleconference 

LAST CHIWOS STEERING  
 

COMMITTEE MEETING 



Agenda 

Facilitated by  

1 Welcome  Mona Loutfy 

2 Acknowledgement of the Land & Opening Prayer  Valerie Nicholson 

3 Presentation of the team  Mona Loutfy 

4 CHIWOS overview and updates  Angela Kaïda and Allyson Ion 

5 Prairies updates  Adina Lasker and Sebastien Lefebvre 

6 Knowledge Translation and Exchange   Mona Loutfy,  Melanie Lee, Yasmeen Persad, 

Annette Fraleigh, and Angela Kaida 

7 Next steps Mona Loutfy 

8 Closing words  Valerie Nicholson 



CHIWOS would like to acknowledge all of the 

traditional territories on which we have gathered. 

Photo by V. Nicholson 



CHIWOS – Bilingual policy 

 CHIWOS is officially a bilingual study.  
 

 During national meetings, English will be spoken. 
 

 However, if a Francophone Team member has a question 
or doesn’t  understand something, they are encouraged to 
stop the meeting and to ask in French. 
 

 The answer will be given in French and English. 
 

 All final central documents will be translated into French; 
working drafts will remain in English until finalized. 
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In memoriam 

We honour and remember the 70 women living with HIV  

who participated in CHIWOS from across Canada who have passed away. 

In memory of Marisol Desbiens 
CHIWOS PRA, friend, and valued colleague 

As of March 21st, 2019 

 



Presentation of the team:  
Meet the Principal Investigators ! 

Sharon Bruce, MB 

Saara Greene, ON 



Presentation of the team:  
Meet the Coordinators! 

Karène P-Boucher, QC 

Rebecca Gormley, BC 

Nicole Akan, SK 

Adina Lasker, MB 

Mina Kazemi, ON 

Angela Underhill, ON 



Presentation of the team:  
Meet the Peer Research Associates !  

HUGE thank you to our 

dedicated team! 

British Columbia 
 

Melanie Lee – NMT community rep 

Claudette Cardinal  

Valerie Nicholson 

Rebeccah Parry 

Margarite Sanchez 

Christina Tom 

Kath Webster 

 

Quebec 
 

8 PRAs in Quebec who 

wish to remain 

anonymous 

 

Ontario 
 

 

Fatimatou Barry  

Kerrigan Beaver 

Breklyn Bertozzi 

Lynne Cioppa 

Jasmine Cotnam 

Annette Fraleigh 

Claudine Gasingirwa 

Brenda Gagnier  

Tracey Conway  

Shaz Islam 

Gladys Kwaramba 

Stephanie Smith 

Mary Ndung’u 

Medys Kihembo 

+ 4 PRAs in Ontario who wish to  

remain anonymous 



Presentation of the team: 
Meet our Sampling, Recruitment, Data Management Team ! 

Huge thank you to: 

 

Paul Sereda, Nada Gataric, Gerardo Mondragon, 

Julia Zhu, Jason Trigg, Jenny Li, Clara Wang, Becky 

Gormley (coordinator), Angela Kaida (Chair) 



Presentation of the team:  
Meet the students ! 

Nisha Andany, BSc., MD 

University of Toronto, Dep. Medicine 

(Division of Infectious Diseases), 

Toronto, Ontario. 

CHIWOS Supervisor: Dr. Loutfy 

Nadia O’Brien, PhD Candidate 

McGill University, Family Medicine 

Montreal, Québec 

CHIWOS Supervisor: Dr. de 

Pokomandy 

Anne Wagner, Postdoctoral fellow 

Ryerson University, Department of 

psychology 

Toronto, Ontario 

CHIWOS Supervisor: Dr. Monson 

Denise Jaworsky, PhD Candidate 

University of Toronto, Institute of Health 

Policy, Management & Evaluation 

Toronto, Ontario 

CHIWOS Supervisor: Dr. Loutfy 

Lashanda Skerritt, MD/PhD 

Candidate 

McGill University, Family Medicine 

Montreal, Québec 

CHIWOS Supervisors: Dr. de 

Pokomandy & Dr. Kaida 

Mostafa Shokoohi, PhD Candidate 

University of Western Ontario 

London, Ontario 

CHIWOS Supervisor: Dr. Bauer 

Angela Underhill, PhD Candidate 

University of Guelph, Family relations & 

Human Development 

Guelph, Ontario 

CHIWOS Supervisor: Dr. Loutfy 

Rosa Balleny, BSc Student 

SFU, Faculty of Health Science 

Burnaby, British-Colombia 

CHIWOS Supervisor: Dr. Kaïda 

Nkirote Waiganjo, BSW Student 

University of British-Columbia, School of 

Social Work 

Vancouver, British-Colombia 

CHIWOS Supervisor: Dr. Kaïda 

Amy Lai, MSc student 

SFU, Faculty of Health Science 

Burnaby, British-Colombia 

CHIWOS Supervisor: Dr. Kaïda 

Roula Hawa, Postdoctoral Fellow 

Women’s College research Institute 

Toronto, Ontario 

CHIWOS Supervisor: Dr. Loutfy 

Ying Wang, PhD student 

University of Toronto, School of Social 

Work 

Toronto, Ontario 

CHIWOS Supervisor: Dr. Logie 

Siobhan Churchill, MSc Student 

University of Western Ontario, 

Epidemiology & Biostatistics 

London, Ontario 

CHIWOS Supervisor: Dr. Bauer 

Angela Cescon, MPH, MD Student 

Northern Ontario School of Medicine 

Sudbury, Ontario 

CHIWOS Supervisor: Dr. Loutfy 

Priscilla Medeiros, Postdoctoral Fellow 

Women’s College research Institute 

Toronto, Ontario 

CHIWOS Supervisor: Dr. Loutfy 

Sarah Watt, MPH student 

SFU, Faculty of Health Science 

Burnaby, British-Colombia 

CHIWOS Supervisor: Dr. Kaïda 

Sarah Spencer, MPH student 

SFU, Faculty of Health Science 

Burnaby, British-Colombia 

CHIWOS Supervisor: Dr. Kaïda 



Congratulations to the CHIWOS 
graduates! 

Nadine Kronfli, MPH, MD, FRCP(C)  

CTN Postdoctoral 

CHIWOS Supervisor: Dr. Loutfy 

Ama Kyeremeh, MPH 

SFU, Faculty of Health Sciences 

Burnaby, British-Columbia 

CHIWOS Supervisor: Dr. Kaïda 

Sophie Patterson, Ph.D 

SFU, Faculty of Health Sciences 

Burnaby, British-Columbia 

CHIWOS Supervisor: Dr. Kaïda 

Kate Salters, Ph.D 

SFU, Faculty of Health Sciences 

Burnaby, British-Columbia 

CHIWOS Supervisor: Dr. Kaïda & Hogg 

Claudette Cardinal  

CDI College, Foundations in Social 

Services, Vancouver, British-Columbia 

Emily Heer, MPH 

McGill University, Public Health 

Montreal, Quebec 

CHIWOS Supervisor: Dr. de Pokomandy 

Marya Jaleel, MPH 

University of British-Columbia, School of 

Population and Public Health 

Vancouver, British-Columbia 

CHIWOS Supervisor: Dr. Kaïda 

Allison Carter, Ph.D 

SFU, Faculty of Health Sciences 

Burnaby, British-Columbia 

CHIWOS Supervisor: Dr. Kaïda, Hogg, 

Greene, Money 

Ashley Lacombe-Duncan, Ph.D 

University of Toronto, Factor-Inwentash 

Faculty of Social Work 

Toronto, Ontario 

CHIWOS Supervisor: Dr. Newman & Logie 

Marilyn Fortin-Hughes, MSc 

UQAM, Sexology 

Montreal, Quebec 

CHIWOS Supervisor: Dr. de Pokomandy & 

Otis 



CAHR Red Ribbon Award 2018 

Valerie Nicholson 



CAHR-CANFAR Excellence in Research 

Awards 

Community-Based Research: The 33 peer research 

associates of the Canadian HIV Women's Sexual and 

Reproductive Health Cohort Study (CHIWOS) 



Once upon a time .... CHIWOS 
A brief overview of the study story and updates 



 
 
 
 
 
 
 
 
 
 
 
 
 

Canadian HIV WOmen’s Sexual and Reproductive 
Health Cohort Study (CHIWOS) 

 

A group of researchers, clinicians, women 
living with HIV, community advocates, and 
other stakeholders came together to create a 
dedicated research and advocacy team: 
CHIWOS 

 

“Nothing About Us Without Us” 

 

CHIWOS is driven by, with, and for women 
living with HIV: resisting stigma to celebrate 
the lives of women, and to advance the 
health and well-being of women living wit HIV  
across Canada through the exploration of 
women-centred HIV care. 



Women-specific HIV/AIDS Services 
(Literature review, Carter et al. 2013) 

 
 
 
 
Carter AJ et al. (2013) Women-specific HIV/AIDS 
services: identifying and defining the components of 
holistic service delivery for women living with 
HIV/AIDS. Journal of the International AIDS Society 
16:17433. 



CHIWOS Formative Phase: Envisioning 
Women-Centred HIV Care in Canada  

First, we needed to understand how women living with HIV understand 
and envision women-centred HIV care. 

 

Women living with HIV co-facilitated 11 focus groups with 77 women 
living with HIV, across British Columbia, Ontario, Quebec. 

Focus group training Preparing for the focus group in 
Northern British Columbia, Canada 

National team meeting 



Envisioning Women-Centred HIV Care: 
Perspectives from women living with HIV in Canada 



CHIWOS Survey Phase: 
Multi-site, Longitudinal Cohort of women with HIV 

Building off of the vision of women-centred care from the focus groups, we launched 
the longitudinal quantitative survey phase of CHIWOS in August 2013 (CHIWOS Phase 
2). 
 
Women living with HIV from diverse backgrounds were hired and trained in research 
methods as Peer Research Associates. 
 PEER-TO-PEER 

CONNECTIONS 



“It’s about the questions that you ask” 

Women living with HIV co-designed and piloted the survey 
questions, to help ensure that CHIWOS was asking the right 
questions in the right way. 
 



CHIWOS Survey Phase : Wave 1 
Launch 



CHIWOS Survey Phase:  
Building a Multi-site, Longitudinal Cohort of women with HIV 

Study goals: to assess the barriers & facilitators of 
women-centred HIV care, & the impact of such 
use on sexual, reproductive, mental & women’s 
health outcomes. 

CHIWOS enrolled 1,422 self identified women 
living with HIV (cis and trans inclusive, ≥ 16 years) 
across British Columbia (356), Ontario (713), and 
Quebec (353) using non-random, purposive 
sampling to ensure that we captured the diversity 
of women living with HIV in Canada, especially 
women who are typically underserved. 

Fig 1 : Current and upcoming CHIWOS sites 

with target and actual recruitment numbers. 



CHIWOS highlights the diversity of  
women living with HIV in Canada 

Leadership from women living with HIV in the recruitment process was essential to 
ensure that our cohort represented the diversity of women living with HIV in Canada 
 
 

84% have a highschool 

education or higher 

73% have been living 

with HIV for 6+ years 

30% of participants are ACB 

and 22% are Indigenous 



3 waves of data collection 

 Methods: Peer-administered online survey  

 

 Baseline (Wave 1; 2013-2015): 1,422 women 

  

 18-month (Wave 2; 2015-2017): 1,252 women followed-up 

 

 36-month (Wave 3; 2017-2018): 1,151 women followed-up 

 

 Total of 3,825 completed surveys !  



Recruitment and Retention  
between CHIWOS Wave 1, Wave 2, & Wave 3 

Final Retention between CHIWOS Wave 1, Wave 2, & Wave 3

Final numbers provided Dec 3rd, 2018; NOTE: 3 participants not included in W1 data cut completed Wave 2 – shown in purple.

Prov. Enrolled 
at 

Baseline 
(Wave 1):

August  
27th,

2013-May 
1st 2015

Wave 2: June 23rd, 2015-January 31st, 2017 Wave 3: February 1st 2017, - September 16th 2018

BC 356 299 31 7 7 12 337 246 60 0 14 18 (246/337) 
73%

300* 31 7 7 12 338* 247* 60 0 14 18 (247 / 338)
73%

ON 713 632 54 9 8 10 695 605 56 10 12 13 (605/695)
87%

634* 54 9 8 10 697* 605 57 11 12 13 (605 / 697)
87%

QC 353 321 14 8 6 4 343 300 23 0 19 4 (300/343) 
87%

National 1,422 1252 99 24 21 26 1375 1151 139 10 45 35 1151/1375
84% 

1255* 99 24 21 26 1378* 1152* 140* 11* 45 35 (1152/1378)
84%
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Mortality in CHIWOS 

 

Province 

 

Enrolled at 

Baseline 

(Wave 1): 

August 27th 

2013-May 1st 

2015 

 

 

# of deaths 

between 

Wave 1 and 

Wave 2 

# of deaths 

between 

Wave 2 and 

Wave 3 

Total # of 

deaths 

between  

Baseline to 

Wave 3 

# of deaths 

after Wave 3  

as of  

March 21st, 

2019 

 

British 

Columbia 

356 12 18 30 (8.4%) 4 

Ontario 713 10 13 23 (3.2%) 5 

Quebec 353 4 4 8 (2.3%) 0 

National 1,422 26 35 61 (4.3%) 9 



Mortality incidence (up to May 1st, 2018) 

Figure 1. Age-standardized mortality ratio comparing CHIWOS to the general 
female Canadian population (2011, age 15+ yrs) 
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Kaida et al, IAS 2018 



The Women of CHIWOS are Resilient 



Canadian Association of HIV Research 
(CAHR 2017): Data Transfer Ceremony  

In a ceremony at the CAHR Conference (2017), CHIWOS transferred the ownership of 
Indigenous Peoples’ data to the Institute of Aboriginal Peoples Health (IAPH) in compliance 
with OCAP principles*.        

 

*OCAP= 

Ownership, 

Control, Access, 

Possession 

 

 

 



CHIWOS Body Mapping 

 Lead by Saara Greene (McMaster 

University) 

 

 

 

 

 An art therapy process adapted to 

research during which women are 

asked to express their stories, 

strengths and challenges artistically. 

 

 Body Mapping is also use to 

express life experience and engage 

in a process of self-healing 

 

 

 Objective: Explore health needs and 

experiences as a woman living with 

HIV with a focus on women-

centered care 



CHIWOS Body Mapping 

 CHIWOS team received training in June 2018 

 5 retreat-style workshop in total across Canada 

ON: Oct. 2018, Feb. 2019; QC: Nov. 2018; SK: May 2019; BC: Fall2019; MB: training in April 2019 



Prairies updates 

 Saskatchewan and Manitoba joined CHIWOS in 

2015 

 Indigenized arts-based events  

 Learn about the perspectives and priorities of 

women with HIV 



CHIWOS PAW Updates: Saskatchewan 
- Complete thematic data analysis of photovoice using CCDAP by March 29, 2019. 

- Complete 1st body-mapping session in Regina, SK by May 2019. 

  

-As agreed, we will be using the Body Mapping Facilitator’s guide as an outline for 
our body mapping session; however, we will be using the guidance of Elder Betty 
in the ways of practicing body mapping in a way that is culturally safe for our 
Indigenous Women participants.  

 



CHIWOS PAW Updates: Manitoba 

• Body Mapping Facilitator Training: 

April 15-17 
• Saara and Jasmine in Winnipeg 

• Training for Indigenous women 

living with HIV, Knowledge Keeper, 

CHIWOS staff, community co-

investigator to facilitate body 

mapping workshops with service 

providers and decision makers 

• Currently recruiting women and 

event planning 

• Upcoming: Facilitator Training Step 

2 and Body Mapping session with 

service providers 

 

 

 



Other Activities 

• Knowledge translation and dissemination activities around 

the quilt and operating from a decolonizing lens 

• Developing a paper discussing inviting spirit into research 

• Poster Presentation at CAHR: Women living the good life: 

Reflections on Conducting Research from a Decolonizing 

Lens  



Knowledge translation 



Disseminating our findings through 
publications and presentations 

The CHIWOS team continues to advocate for the advancement of the rights and health 
of women living with HIV across Canada. CHIWOS has 36 publications (11 in 2018!), 
and numerous conference and community presentations to date (Apr 2nd, 2019). 



Disseminating our findings with 
women and community 

 Lay summaries 

 Factsheets 

 Infographic sheets 



The CHIWOS team is active on social media platforms, such as Facebook and Twitter;   

 

Engagement on social media and with 
traditional media 

As well as through various newspaper and media outlets; 

 



BC KTE: some highlights  





www.TransWomenHIVResearch.com 



OUR CONFERENCE  
Would you attend 

another conference 
on trans women and 

HIV? 

YES! 



Canadian Webinar Series on Sexual and Reproductive 
Health and Rights of Women Living with HIV  

46 

CHIWOS partnered with five leading women and 
HIV organizations, to develop and host a multi-
phase Canadian webinar series on the sexual and 
reproductive health and rights of women living 
with HIV based on WHO guideline, covering:  

 Trauma and violence-aware care; 
 Supporting Safer HIV Disclosure;  
 Reproductive Health, Rights, and Justice; 
 Resilience, Self-Efficacy, and Peer Support  

 
Webinar Registrants Attendees Total Views* 

Trauma and Violence-Aware Care  209 106 514 

Supporting Safer HIV Disclosure  190 76 169 

Reproductive Health, Rights, and Justice  170 79 291 

Resilience, Self-Efficacy, and Peer Support  256 100 182 

Total across the webinar series  825 361 1,156 



www.lifeandlovewithhiv.ca/ 





The Year(s) Ahead … CHIWOS  in Action 
Phase 

 Conduct Body Mapping 

 Analyze our data! 

 Focus on KTE  KTA 

 Finalize CHIWOS Women-centred HIV Care (WCHC) 

model and toolkit, informed by our findings 

 Focus group in BC and ON seek women’s input on the 

WCHC toolkit  

 Pursue linked research studies related to #UequalsU for 

women 

 Engage with policy makers, funders, and other decision-

makers  for CHIWOS findings to impact policy and 

programming 

 

 

 



Accessing CHIWOS data?  

Data Project and Request Form   

40 data analyses currently underway 

•Consult your provincial coordinator  

•Consult: www.chiwos.ca under: CHIWOS 

Study/CHIWOSdocuments” 

 

•Thank you to the CHIWOS Sampling, Recruitment, 

and Data Management (SRDM) committee and the 

team at the Epidemiology and Population Health 

program at the BC-CfE  

 

 

 

Wave 3 data now 

available ! 
 

http://www.chiwos.ca/


Questions and Comments? 



Thank you! 

 

 

For more information about CHIWOS, please contact: 
Rebecca Gormley (BC) 

604-558-6686 or 1-855-506-8615 option 1 (toll-free), rgormley@cfenet.ubc.ca  

Nikole Akan (SK) 

306.584.4464, nicole.akan@usask.ca 

Adina Lakser (MB) 

(204) 789-3245, Adina.Lakser@umanitoba.ca 

Mina Kazemi (ON) 

416-351-3800 x 2784, mina.kazemi@wchospital.ca   

Karène Proulx-Boucher (QC) 

514-934-1934 x 32146, chiwos.quebec@gmail.com 

twitter.com/CHIWOSresearch facebook.com/CHIWOS www.chiwos.ca 
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Thank you 


