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Background Results and Discussion

Methods

Community-based researchers typically define “community” and “peer” as those affected by an issue (e.g., 
HIV).  We asked people living with HIV and those at-risk how they define the terms “community” and “peer.”

60 individuals participated in 10 focus groups.

Participants were chosen from a self-selected pool of individuals (N=1,011) who completed a previous 
survey on factors influencing HIV research participation. They represent populations most affected by the 
HIV epidemic in Ontario, based on gender,  race, sexual orientation and HIV exposure category.

hh �Separate focus groups were held for HIV-positive and HIV-negative participants, as well as for 
different ethno-racial groups (White; African, Caribbean and Black; other racialized; and Indigenous). 

hh �Focus groups were conducted at local sites (e.g., ASOs, libraries) in three Ontario cities. 

hh �Participants discussed the meaning of “community” and “peer” and community and peer involvement  
in research. 

With permission, focus groups were audiotaped and transcribed. Transcripts were then coded by pairs of 
peer research associates and study investigators and thematically summarized. 

Facilitators and Barriers to HIV-Related Health Research

Community perspectives on the meaning of “community” and “peer” were multifaceted.

“Community” was a fluid concept, with many different layers, and was perceived differently across groups. 
Some groups had difficulty expressing any sense of what a “community” was, others described it as:

hh a geographic entity (e.g., town) or place of origin (e.g., reserve) 

hh a neighbourhood or place where they socialized 

hh �a sense of (dis)connection to a multi-layered identity group (e.g., “gay world,” “Black community”) 

hh a virtual or online community 

“Communities” were viewed as complex and emanating from intersecting networks – defined by a sense of 
belonging (or disconnection) and/or inclusion (or stigmatization). 

A “peer” was understood as someone with similar life experiences or attributes (including age, gender, 
sexual orientation and experience of HIV), but could also be someone that a person felt respect for, who had 
a shared understanding of the world. Peer was also understood as someone who provided acceptance and a 
sense of safety.     

Not surprisingly, community perspectives on the meaning of “community” and “peer” in research were more 
complex than the research-based definition of those affected by an issue.

Geographic Similar Life Experiences/Attributes

Funded by:

Acceptance and Safety

What is
“Community”?

Who is
Your “Peer”?

 “[Y]ou know, we’ve lived the same way. Like,  for me,  
a peer is someone that has been in the drug world, 

 because that’s where I come from.  

Whether they’ve got HIV,  

that’s really neither here nor there...” 
HIV-positive Caucasian

“Somebody ... we support each other, 
 somebody I can get support from.  

That’s what comes to mind;  my peer to support 
 me. I can talk to them and relate  

to them. Old friends.”  

HIV-positive ACB

“I grew up everywhere  
right across Canada.  

I must have a big community.”  
HIV-positive Indigenous

Do you feel connected to the  
Aboriginal community?  No.  

Not really. No. I mean  
you see Native people out there but  

it’s not like…  HIV-negative Indigenous

“Coming here  
to the agency  

is my community.  That’s how I feel.  
I feel comfortable here because 

 I’m amongst people that are 
 in the same boat as I  

am. That’s my community.”  
HIV-negative Caucasian

“It gave me a place where I  

felt safe, and I got a partner.  
I really didn’t know if that was going  

to be part of my life again.  
The HIV community  
has been very supportive of me.”

UNIVERSITY of  TORONTO 

“My community is virtual….So  
my community is not LGBT.  

It’s not racial.  
It’s virtual and it’s not  

bound by any one group…  

My virtual community are misfits.” 

HIV-negative Racialised 

HIV-positive Caucasian MSM

Shared Understanding of the World

(Dis)connection to Identity Group

Difficult to Express Neighbourhood/Social Places
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“If I go to [people from my country]  
I’ll be very afraid …  because they don’t know  

what I’m going through.  
I need them in my life and I need  also  

people who are [HIV+] in my life. So I will just  

be neutral between  my community  

and the other people.”  

HIV-Positive ACB


