CHIWOS STEERING COMMITTEE

Bienvenue ! Welcome !

October 24t 2016
BC: 10:30-12:00 PDT

SK: 11:30-13:00 CST

MB: 12:30- 14:00 CDT

ON & QC: 13:30-15:00 EDT

Teleconference

Etude sur la santé sexuelle et reproductive
des femmes vivant avec le VIH au Canada

Canadian HIV Women’s Sexual and
Reproductive Health Cohort Study
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CHIWOS - en francgais et anglais

<
e CHIWOS is officially a bilingual study.

® During national meetings, English will be spoken.

e 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.

CHI\WQS
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Welcome and introducing new
provinces
S
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Agenda
>

1. Wave 1 updates & Wave 2 ongoing
(Facilitated by Mona Loutfy)

2. CHIWOS in MB and SK: Updates
(Facilitated by Adina Lasker and Paulette Poitras)

2. Knowledge Translation and Exchange
(Facilitated by Mona Loutfy)

3. PRA perspectives on doing peer-to-peer research
(Facilitated by Tracey Conway)

4. Wave 3: survey changes and follow-up begins in January 2017
(Facilitated by Angela Kaida)

5. Grants
(Facilitated by Mona Loutfy)

6. Other items and questions

(Facilitated by Mona Loutfy) CH IW ; .)S



1. Brief overview of CHIWOS and ongoing
Wave two

» A Canadian longitudinal community-
based research study Baseline

> Enrolled 1,425 women living with HIV
from BC (356), ON (713) & QC (3506)

at baseline

£

> Peer-administered survey

> Two 18 month follow-up planned

(wave 2 and wave 3)

> Study goals: To assess the patterns of |

use of women-centred HIV care, &
the impact on sexual, reproductive,

mental & women’s health outcomes CHIWQS



1. Brief overview of CHIWOS and ongoing
Wave two

CHIWOS is led by:

More than 40 Peer Research Associates
(PRAs) from BC, ON & QC

- 3 NMT PRA Representatives

- 3 KTE PRA Representatives



Cohort Profile

Demographic Characteristics

Total N

Median Age (IQR)
Gender identity
Woman
Trans woman/Two-spirit/Queer/Male&Female
Sexual orientation
Heterosexual
LBQQ2S
Ethnicity
Indigenous — First Nations, Métis or Inuit
Caucasian
African/Caribbean/Black
Other*
Ever incarcerated

Injection drug use history

Clinical Characteristics

HCV co-infection

HBYV co-infection

Median years living with HIV

Received HIV medical care in last year

Currently taking ART

1 Indetecrtahle viral load (calf-ranort)#

1425

1425

1420

1425

1425

1399

1418

1408

1377

1423

1418

1240

N=1425

43(36-51)

96%

4%

87%

13%

22%
41%
29%
7%
37%

31%

32%
8%
11(6-17)
94%
83%

770/

British
Ontario | Quebec p-value
Columbia

N=356 N=713 N=356

%

44(37-51) 41(34-49) 46(38-53) <0.001

96% 95% 96% 0.824
4% 5% 4%
83% 87% 92% <0.001
17% 13% 8%
45% 21% 2% <0.001
39% 39% 47%
8% 32% 46%
8% 8% 5%
62% 29% 28% <0.001
63% 19% 23% <0.001
56% 21% 29% <0.001
13% 5% 10% <0.001
12(7-18)  10(5-15) 13(8-18) <0.001
98% 90% 96% <0.001
89% 75% 92% <0.001
QN0/4 7104 Q70/ <0 NON1



Cohort profile Atnational level

Median years living
with HIV:
11 years (6-17)

.

ici Indigenous-
Other Eth“lClty First Nation-
2o Métis

22%

ACB

community
29%

Gender identity

O

mWoman Cis-
gender

Trans
woman/Two-
spirit/Queer/Male
&Female

Clinical characteristics
9 0

8 0

7 Y]

Received Currently  Undetectable
HIV medical taking ART viral load
care in last (self-report)

year




Wave 2 updates

ui, c'est peut-étre le
DS pour yotre suivi!

® [aunched in July 2015
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e Multiple retention of pts activities

e To date, 1130 follow-up interviews (Oct.
18th, 20106)

® 79% of retention to date (Oct. 18%, 2016)
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Wave 2 updates Date: Oct. 18, 2016

Number of Completed Interview
1,400

Total= ® ™=
1.200 o
—— ON
1.000 - o
EY
= 800
=
é ON =566/713
S 600 -
N QC = 299/356
200 — : V. Sashdlatal s I T R A 4 L 2 e s 2
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69 20-OCT-2016 6 1130 265 566 299 .



Wave 2 updates

Hard-to-Reach/Retain participants

-Women who are under-housed

-Women who use substances

-Women not in care

-Women with limited means of communication

-Young women

-Professional women




CHIWOS in MB: Updates

e Research Coordinator hired (Jan/16)
e Ethics approval granted (Mar/16)

e \Working group solidified: includes Pls, U of M
researchers, reps from community based
organizations, 4 peers

Fidet s



CHIWOS in MB: Updates

MANITOBA HIV REPORT 2015
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CHIWOS in MB: Updates

< 0 00000000000000]
e Presentation at CAHR (May/2016)
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CHIWOS in MB: Updates

e Environmental Scan conducted (May-

Aug/2016). “Where do Indigenous women living
with HIV get their needs met in Manitoba?”

e Currently developing processes, questions,
and guide for sharing circles/focus groups,
In collaboration with SK

CHIWQS



CHIWOS in SK: Updates
-

Environmental Scan

Regina interviewed 12
organizations, Saskatoon
Interviewed 12 organizations &
Prince Albert interviewed 7
organizations

Will present to Steering
Committee on October 215t 2016
& get feedback

Presentation of the Environmental
scan to different target audiences
such as Tribal Councils included
In Scan and other community
events brought forward from the
Steering Committee

Regina & Area

Although there are many services, resources and
supports that are offered to HIV + women in the City
of Regina, there is a lack of partnership between the
Community Partners & Provincial Health Regions.
The conversations are happening but isn’t as
progressive as other Municipal communities
throughout the Province.

There is a growing concern from community
partners about the lack of cultural sensitivity of HIV
+ individuals that receive treatment & care from
Provincial Health Regions that needs to be
addressed in an effective and efficient timely
manner.

Within the Community Partnerships there is a
collective understanding of respect, understanding,
compassion, and care of HIV + Individuals that
access their care and oftentimes they rely on each
other for resources. They help and support
individuals by meeting them where they are at
without judgment or discrimination. This is a positive
note and a lot can be learned from this model of

CHIWCIS



Continued Updates for SK

Saskatoon & Area

Although there are many services,
resources and supports that are offered to
HIV + women in the area of Saskatoon,
there is a better partnership between the
Community Partners & Provincial Health
Regions.

Within the Community Partnerships &
Provincial Health Regions there is a
collective understanding of respect,
understanding, compassion, and care of the
HIV + Individuals that access their care and
often times they rely on each other for
resources. They help and support
individuals by meeting them where they are
at without judgments or discrimination. This
Is a positive note and a lot can be learned
from this model of care.

Prince Albert & Area

Although there are not many services, resources
and supports that are offered to HIV + women in the
area of Prince Albert there is a respectful
partnership between the Community Partners &
Provincial Health Regions.

Within the Community Partnerships & Provincial
Health Regions there is a collective understanding
of respect, understanding, compassion, and care of
the HIV + Individuals that access their care and
often times they rely on each other for resources.
They help and support individuals by meeting them
where they are at without judgments or
discrimination. This is a positive note and a lot can
be learned from this model of care.

Despite being a smaller community of services,
resources, and supports for HIV + individuals, the
community pulls together and does amazing work
with what little they have. This is reputable and
should be looked at in expansion to funding needed
in the Northern communities they serve.

CHIWCIS



Next Steps In Saskatchewan
-

e Present Environmental Scan to Steering Committee

e Present Environmental Scan to Community Partners &
Tribal Councils

e Begin Focus Groups/Sharing Circles in each community
(Regina, Saskatoon & Prince Albert)

e Begin Process of Posting positions for PRA in each
community (Regina, Saskatoon & Prince Albert)

CHIWQS



Saskatchewan Steering Committee

Donna Lerat

Carrie Bourassa Janet Carriere Jackie Eaton Jean Goerzen

Mona Loufty




Knowledge Translation & Exchange (KTE)

Published papers 2015-2016
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Knowledge Translation & Exchange (KTE)
<

Knowledge Translation and Exchange Working Group

> Meet every two months

» Contribute to the CHIWOS KTE Work Plan and strategize, plan and
oversee different kinds of KTE activities including:
» Push KTE: Outgoing knowledge from CHIWOS to end users
> Pull KTE: Incoming knowledge that informs CHIWOS research activities and
decision-making

» Composed of various academic and ASO stakeholders

» Three PRAs represent each province, including
Tracey Conway as committee chair.




Other KTE activities

YV V VYV Y V V

Blogs (e.g. Huffington Post)
Webinars

Humans of CHIWOS
campaign

Social media

ASO presentations

ASO events

Provincial Newsletters

Many PRA led!

and many many more!!!

Women-specific HIV/AIDS services: Identifying
and defining components of holistic service
delivery for women living with HIV/AIDS

APublication Fact Sheet by the Canadian HIV Worne

What is the study about?

+ More and more women are living with
cultural and economic inequities.
Studies suggest that women face sevey
experience sub-optimal treatment out}
Given these concerns, there are calls f

Study Objective: We undertook this st
and to identify and define

“After reviewing the lterature, it emerged that resp)
‘programming for women than being women-speci)

How was the study cond
+ Aliterature search was conducted usi

To be reviewed, articles had to featurq]

In total, 84 articles were retrieved and}

Our research was grounded in a Social
emphasizes the relationship between

What did the study find?
‘The study found at least 12 key eleme:
Elements included, for example: provi
a female provider; prioritizing a safe,

childcare, food, and other social suppe
active participati their care; bein
with HIV in the design and delivery of

Implications for policy:

+ A women-centred approach to HIV car
needs of women living with HIV and ir§

« The 12 key elements of women-centrd
providers to improve health care prog]
Further research is needed to better u
centred HIV care on health outcomes.

"Women's experienc

Medical
understand 1

axXpH

is also assessing

and

tured

To address the need for more kn

Women's Coliege Research Institute, initiated the largest ever pan-C:

nic, which focusés on care for peoy

Dr. Loutfy is leading a study that amms to better understand how women use women.centre

completed the interview.administered survey Th
vomen from ethno-cultural and

al and Reproductive Health Cohorttudy (CHIWOS)

Breaking the glass ceilin,

A Publicaion Fact Sheet b the Canadian HIV We xualan

ncreasing the Meaningful
Involvement of Women Living with HIV/AIDS (MIWA)
in the design and delivery of HIV/AIDS services

oductive Health Cohrt Study (CHIWOS)

“There needs 0 be more
Jor people o those who
I o of sl 0 o)

What is this study about? !
+ The Meaningful Involvement of Women Living with HIV/AIDS (MIWA) is a
centred HIV care, yet little is known about transforming MIWA from principle t

tensions of M

1y Objective: i
delivery of HIV/AIDS services, from the perspective of women living with HI!

How was this study conducted?
« Four focus groups were conducted with 28 women living with HIV in three urb:
(Vancouver, Victoria, and Prince George) between August and October 2011.
« Focus groups were facilitated by trained Peer Research Associates, lasted 2-3 h{
recorded, and transcribed word-for-word.
« Transcripts were analyzed using thematic analysis (where emerging themes we
compared across transcripts), peer debriefing, and investigator triangulation.

What did this study find?

« Women described engaging as peer workers within their care communities, hi

emotional, social, and capacity-build
However, several tensions emerged as their role shifted from service user to sel
i ) Being required s remaining clients or becol
(2) Being positioned unequally as providers who are good enough to volunteer}
for paid work. (3) Serving as a resource for organizations but without equal o
Confronti ional atitudes that esp yet fail to full
women's capacity to contribute in practice. (5) Needing transparency around hi
with HIV working in organizations while balancing the need to protect HIV stat{
Overall, “his glass ceiling” limited women from rising as peer leaders in their c
serving to compromise women's access to care and overall health.

1

th HIV are unique,” says Dr. Loutty, who is also a phy:
th HIV in inner city Toronto. “Our re:

s and use whal

2 leam to inform po

achieve optimal health and well-being *

Working in collaboration with research teams in Ontano, Quebec, British Columbia and most recently Saskatchewan and Manitot

HIV ¢

ethno.racial groups to ensure that the full range

re in those provine

vomen's heal

Q CHIWOSresearch

Iy

Women are stron
know that. #CH

wiadge about the health issues and care needs of this population, Dr. Mona Loutfy, scientist at
dian national research collaboration focused on this issue

cian and the research director at the Maple Leal
rch collaboration’s goal is 10 better
3s and services that can help women lving with HIV in Canada

s. The study

& impact of these services on health outcomes. The project is into its fifth year, and over 1,400 women have
leam has made speaific efforts 1o include harder-to.reach, vulnerable populations

issues and exp

es are

s researchers 1o

COMMUNITY-BASED RESEARCH: SUPPORTING WOMEN LIVING
WITH HIV

Women represent one of the fastest growing demographics at risk for HIV, with one in five individuals living with
HIV in Canada being women. Despite this shift, there is limited research focusing specifically on the health of
women living with the condition.

Dr. Mooa Loutly




KTE- Accessing CHIWOS data?
<

Data Project and Request Form

CHIWCIS st e

>30 data analyses currently underway

Consult your provincial coordinator T

Date of request:
Name:

«Consult: www.chiwos.ca under: CHIWOS o 50

Province the request comes from:
%2 X British Columbia [ ontario [ Québec [ saskatchewan [ Manitoba
Study/CHIWOSdocuments 2o

Instructions:

Please complete an electronic copy of this form and submit to your Provincial Coordinator.

Please review the ‘CHIWOS pF ATA C¥' of this document before beginning.
For most sections below you only have to write one or two sentences. If you have any questions,
please contact your Provincial Coordinator.

1

“Thanks to data Analysis Team at the
Epidemiology and Population Health
program at the BC-C{E
CAN®C
‘CHIWOS and CANOC " gsssiee CHIW ( ?S

. EQUIPE IRSC DE RECHERCHE SUR LES
database linkage underway s e

COHORTES OBSERVATIONNELLES (CANOC)


http://www.chiwos.ca/

Knowledge Translation & Exchange (KTE)
Stay tuned !

www.chiwos.ca P SR
gifacebook.com/CHIW0S
(twitter.com/CHIWO0Sresearch
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Tis past yeur matad an iporst CHINOS
milestone. On May 1%, 2015, we reached
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our team of Peer Research Associates for their

Increditle dedication many
-based and AIDS Service Organization Francals
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We are at an exciting time in the ke of our study. With
we

o Sisns

study recrutment now . we are the
baseline data and are eager 10 begin sharing these toam L 1o R- Patirce, Claudeti. Kayl.

important findings. In June 2015, we launched our 18- Alie, Valerie, Kath. and Melsnie.

month follow-up survey (Wave 2)! Please help ETUDE CHIWO! £QUIPE  NOUVELLE E£SSOURCE EZ-NO!

=
get the word out 10 participants 1o connect with our team 10 schedule their folow-up Visit. We were aiso
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In this newsietler we share some highlights of the past year, brag about the successes and
‘accomplishments of our leam members, and provide information about what 10 expect in the months
ahead. We've also included some statistics from our baseline survey, which offer a snapshot of our
CHIWOS BC community of paricipants.
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beloved Project Coordinator, Allie Carter, has decided 10 pursue her PhO at SFU and will be leaving her
‘coordinator . she wil continue 10 be invoived in CHIWOS as a student and a research

In prisons. community-based research,
mmmmmaamsmsummuhgmmmncmmmwm We are trilled that
g Sally to our tearm!

We look forward to our continued collaboration and wish you all the best for the year ahead!
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Angela Kaida evee
Assistant Professor, Faculty of Health Sciences, Simon Fraser Uriversity g ‘




PRA perspectives on peer-to-peer research

PRA Representatives on the National Management Team

> Challenges, rewards, and lessons learned in wave 2 (retention of participants)

CHI\WQS






Wave 3 - Participant Follow-up
<

Wave 3- Starting January, 2017
» 18 month follow-up with

part1c1pants eSurvey revision by the national
CHIWOS community.

: Spring 2016
» Updated survey version i
Process:
. . . . *Wave 3 survey building
> Revisions incorporated ongoing | esurvey programming
. 2016
feedback from PRAs, participant
surveys, CABs from the Wave 2 ~Closure of Wave 2
eSurvey translation
SUWCY, etC. Fall 2016 *Beginning of piloting

» Teams worked on specific survey

. eWave 3 training for PRAs
sections eCommunity Advisory Board

\\Hatic- 2okl | eLaunch of Wave 3!

» Revisions done in English, will
translate final version to French




Wave 3 — overview and new priority topics !

The survey includes the same 10 sections with some new

priorities

> Section 1: Demographics and Social Determinants of
Health

> Section 2: Medical and Disease information

» New priorities: Aging, Side effects and Medical knowledge on CHIWQS

CHIWOS Wave 3 Questionnaire
Version August 25 2016

Prior to interview:

Please confirm parfcpants date of birth 33 reporied in fie paricipant

> Section 3: Health Care and Support Service utilization ey ——

» New priorities: Access to health care for women in remote areas,
healing and holistic health; s s s

SECTION 2 MEDICAL AND HIV DISEASE is

SECTION 3: HEALTH CARE AND SUPPORT SERVICE. 26

SECTION &: AND HEALT H RELATE D QUALITY OF LIEE 20

> Section 4: Emotional wellbeing and Health related
Quality of Life

> New priorities: Post-traumatic stress, social isolation/support;




Wave 3 — overview and new priority topics !

> Section 5: Women’s Reproductive Health

» New priorities: Disclosure and criminalization

> Section 6: Stigma and Discrimination

> New priorities: Enacted stigma, racism, sexism scales

> Section 7: Substance use

» New priorities: Stigma and IDU, harm reduction services

> Section 8: Violence and Abuse

> Section 9: Women’s Sexual Health

> New priorities : sexual violence, sexual activities, satisfaction
and concerns about sexuality.

> Section 10: Resiliency

CHIWOS Wave 3 Questionnaire
Version August 25 2016

Flease confem parbtzants date of birh 33 reporid in Te CaricDant
database.

| Dais ofiLast
e T

Table of Contents
SECTION 1: DEMOGRAPHICS AN D SOCIAL TS OF HEALTH 2
SECTION 2° MEDICAL AND HIV DISEASE INFO! is

N 3: HEALTH AN PPORT SERVICE UTILIZATION 26
SECTION 4: EMOTIONAL WELLBEING AND HE ALT H RELATE D QUALITY OF LIFE 40
SECTION 5: WOMEN'S REPRODUCTIVE HEALTH 46
SECTION 6 STIGMA AND DISCRIMINATION 67

N7 TAN 70
SECTION B: VIOLENCE AMD ABUSE 75
SECTION 5: WOMEN'S SEXUAL HEALTH B4
SECTION 10 R 57




New Grant Funding- CHIWOS renewal
<

Renewal grant — CIHR

. - \}‘e 000
> 1st place in the CIHR competition ! P~ S
W E— m

>5 years renewed (March 2016-2021) " .
9o\

CIHR renewal grant will allow:
».aunch of CHIWOS wave 1 and 2 in SK and MB
»Have a third (wave 3) follow-up in BC, ON, QC

»Body mapping

CHIWQS



New Grant Funding in 2015-2016
<

BC:

-CIHR Knowledge Synthesis Grant, Normalizing sex and intimacy: A knowledge synthesis and translation
grant to promote healthy sexuality and intimate relationships among women living with HIV  ($50,000)

-CIHR Planning and Dissemination Grant, Canadian HIV Women's Sexual and Reproductive Health
Cohort Study: Peer Research Associate (PRA)-led Knowledge Translation and Exchange (KTE) Strategy
($15,000)

ON:
-CIHR, CBR Catalyst Grant, PRA-led KTE Initiative ($33,000)
-AFP, Innovation Funds, PRA-led KTE Initiative ($21,590.82)

QC:
Réseau Sida/Mi FRSQ, Knowledge Translation -ACFAS($2,500)
Réseau Sida/Mi FRSQ, Co-designing care: engaging patients and providers to improve primary care for

women living with HIV in Quebec. Ph.D project- Nadia O’Brien ($30,000) CH IW Q S



Trainee Funding & Awards in 2015-2016
S

CIHR-CAHR Doctoral Research Award (2015-2018), Allison Carter

7 ——

CAHR New Investigator Award (2015), Sophie Patterson R e
CTN Post Doctoral Fellowship (2015-2016), Nisha Andany =, —
9 N\

Social Science and Humanities Research Council (SSHRC) 2016 Doctoral Award, Ashley
Lacombe-Duncan

Dr. Robert Remis Scholarship in Public Health and Epidemiology, 2016, awarded by the
CAHR, Ashley Lacombe-Duncan

Lupina Junior Doctoral Fellowship, Munk School of Global Affairs, Comparative Program

on Health and Society, Ashley Lacombe-Duncan



Future Grant Funding- Overview

S
Applying for CIHR Foundation Grant (2016/17)

The Foundation Grant program is designed to contribute to a sustainable foundation of health research
leaders, by providing long-term support of innovative, high-impact programs of research.

Programs of research are expected to include integrated, thematically-linked research, knowledge
translation and mentoring/training components.

The Foundation Grant program will:

e support a broad base of research leaders across career stages, areas, and disciplines relevant to
health;

e develop and maintain Canadian capacity in research and other health-related fields;
e provide research leaders with the flexibility to pursue new, innovative lines of inquiry;
e contribute to the creation and use of health-related knowledge through a wide range of research and/or

knowledge translation activities, including any relevant collaboration. Q



Questions and Comments?
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Thank you!
<

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

BC Coordinator info will be available shortly

604-806-8615 or 1-855-506-8615 (toll-free), kangela(@sfu.ca (Dre. Kaida’s email)
Paulette Poitras (SK)

(306)331-5822, ppoitras@firstnationsuniversity.ca

Adina Lakser (MB)

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

Logan Kennedy (ON)

416-351-3800 x 2784, logan.kennedy@wchospital.ca

Karene Proulx-Boucher (QC)

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

waw.chiwos.ca ﬂfacebook.com/CHIWOS |' | tw1ttercom/CHIWOSresearcCI I I ij(; S
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