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ÅSet out to engage people with lived experience in 

the planning and development of a community-based 

participatory research study that would explore the 

HIV risk environment in Ottawa and come up with 

solutions to combat the high rates of HIV and drug 

overdose among consumers 

ÅWorking in partnership with the                                   

Drug User Advocacy League 

 

. 



ÅGrowing recognition of the need to more 

meaningfully involve community members 

and organizational partners, alongside 

academics in research 

ÅGIPA/MIPA 

ÅOCAP 

ÅNothing About Us, Without Us 

ÅThis approach has the potential to       

build greater trust and respect between 

researchers and communities 

ÅResearch findings can be applied      

directly to develop interventions    

specifically tailored to meet community 

needs 

 
 



ÅCommunity Forum held March 2012  

ÅAdvertised through posters in                       

 community organizations, universities,              

 libraries, social networking sites and                    

 word of mouth 

ÅDiscussed drug use and community concerns  in 

Ottawa, with a focus on identifying potential 

problems and solutions 

ÅParticipants interested in getting more involved 

completed applications 

Å43 people applied, 33 were interviewed 

 

. 



ÅFrom the interviews, 11 people were selected for the      

 committee 

Å8 people with lived experience with drug use and 

3 allies 

ÅConsideration paid to gender, ethnicity, age, 

drug use, HIV status, sexual identity, 

experience with sex work, and francophone and 

Aboriginal identities to ensure diversity and 

representation 

ÅEx-officio invited from DUAL, AIDS Committee of 

Ottawa (ACO) and Prostitutes of Ottawa/Gatineau: 

Work, Educate and Resist (POWER) 

. 



ÅCAC met for 10 two-hour meetings from May-

September 2012 to develop a quantitative survey 

tool and design the PROUD Study 

ÅCommittee members received honoraria for their 

work on the project 

ÅThe committee selected nine research areas of 

priority 

ÅDrug use; harm reduction; health and mental 

health; stigma; income and education; violence 

and suicide; housing and homelessness; 

lifestyle and migration; and law 

 

 

. 



Å Working groups of 2-3 members developed survey 

questions based on the themes that they were most 

interested in 

ÅInvolved numerous stages of 

editing by the committee and 

research team 

ÅSurvey drafts were repeatedly 

shared with the committee, who 

provided input on wording, the 

order and flow of questions, and 

the length of the survey 

ÅDiscussions frequently continued 

outside of meetings 

. 



ÅAttempted to come to a consensus through group 

discussion 

ÅDebate on whether to include some questions 

on pregnancy, suicide 

ÅLengthy discussions on appropriateness of 

some of the questions and subthemes (i.e., 

too sensitive? purpose?) 

ÅIn certain cases, final decision postponed 

until after piloting 



ÅSurvey draft shared with external researchers 

and community partners for feedback 

ÅTraining week held in September 

ÅFocus on research ethics, confidentiality and 

privacy, survey administration, and role of peer 

researchers 

ÅPlan to pilot November 2012  

ÅWill include 2 phases of piloting 

Å 20 participants will provide detailed 

feedback on survey in each phase 

Å2nd phase will test use of ipads 

ÅPlan to start recruiting in early 2013 



ÅThis project provides a new opportunity to engage 

people who use drugs and key stakeholders in 

community-based HIV research 

ÅBy involving people with lived experience in every 

stage of survey development, academic and 

community partners are establishing an innovative 

framework that will inform all elements of this 

research project, while fostering community 

engagement and ownership 
 



ÅThis CBPR process will contribute to knowledge of 

successful approaches to the meaningful 

engagement and self-determination of people who 

use drugs and are most impacted by HIV infection 
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