
26th Annual Conference of the 
British HIV Association 2020



Three Decades of HIV Community Based 
Research in Canada

Lessons Learned to Face COVID-19

Francisco Ibáñez-Carrasco PHD

Dalla Lana School of Public Health, University of Toronto, Ontario, Canada



Declaration of Interests relating to this presentation  

• I have no conflict of interest to declare



LAND ACKNOWLEDGEMENT

 I acknowledge this land on which the University of Toronto operates. 

For thousands of years it has been the traditional land of many 

Indigenous people. I am grateful to have the opportunity to live, love 

and work on this land. I come from Santiago de Chile where I was 

born and raised as a settler in the lands of Huaicoches, Picunches, 

Lof and Mapu. Today, Indigenous peoples across the globe still fight 

for what settlers took from them, including their health.

 I acknowledge the continuing oppression of persons of colour, the 

working class and the queer which manifests in public health.



This Photo by Unknown Author is licensed under CC BY-SA

https://www.flickr.com/photos/bensonkua/3030712069
https://creativecommons.org/licenses/by-sa/3.0/


Sources of my knowledge claims of 

expertise and lived experience



Living with HIV since 

1986

First community role in 

1989

Formally and HIV 

researcher since 1999



Collaborated in 30+ CBR studies as Co-I, Co-PI 

and NPI from NGOs and academia



Designed, 

delivered and 

evaluated 50+ HIV 

events (often with 

poz persons)



Designed 100+ learning 

events, KTE events, 

courses, eModules, 

games, and online 

events for peer 

researchers and 

students



Lessons Learned: The Good



CBR can be 

intimate and 

change minds, 

practices and 

policies.



The philosophy of research 

participation can be woven 

into all other research 

practices 



Lessons learned: the good

Peer researchers have a prominent, 

remunerated, and accountable role now



Lessons learned: the good



Lessons learned: the good
Communities are more 

“transactional” in their dealings with 

researchers and “outsiders”: “you 

give me this, I give you that”. It is a 

“neoliberal” improvement to having 

“parachute researchers”.



Lessons Learned: The Bad



Communities turn a blind eye to the non-

participatory aspects of the research in order 

to have access to funds.
This Photo by Unknown Author is licensed under CC BY-SA-NC
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Due to “institutional 

inertia”, large-scale CBR 

can be coopted, made 

difficult, be compromised 

by administrative and 

byzantine scholarly 

practices and hierarchies.



We often do not 

evaluate 

process; it might 

show us in an 

unflattering light



Peer researchers are still not 

set up to participate 

meaningfully in all the 

aspects of research. Peers 

push where they can, mostly 

on symbolic aspects such as 

“representativeness” and 

“tokenism” and not on labour 

and accreditations matters

This Photo by Unknown Author is licensed under CC BY-

SA-NC
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We still do not support 

Peers in key aspects 

(e.g., payments while 

on disability) and with 

actual learning (e.g., 

accreditation).

Altruism is still 

expected. This Photo by Unknown Author is licensed under CC BY-NC

https://www.flickr.com/photos/128234175@N06/25802148226
https://creativecommons.org/licenses/by-nc/3.0/


Lessons Learned: The Ugly



CBR is often coopted into 

mechanistic frameworks 

such as “intervention 

research” where the 

“outcomes” must be 

numerical, the unattainable 

academic promise is to 

“correct” and all the 

emancipatory ideals have 

come to die. This Photo by Unknown Author is licensed under CC BY-NC

https://www.cooldavis.org/projects/
https://creativecommons.org/licenses/by-nc/3.0/


Lessons Learned: Methodologies



Lessons Learned: methodologies

CBR, CBPR, Action Research and other 

modalities are being adapted to online settings



Lessons Learned: methodologies

We are assessing 

participants tech 

set up ($), skills to 

use tech, and 

privacy 

This Photo by Unknown Author is licensed under CC BY-SA
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Lessons Learned: methodologies

CBR principles and skills are still considered “optional” 

for university students and not taught across the board 

Example: experiential learning such as working directly 

with communities, applying anti-oppressive 

frameworks to one’s research process, etc. are still 

confused with “soft skills”.



“The phrase ‘data is 

the new oil’ refers to 

the value to be gained 

from all the data that is 

routinely harvested 

both from humans and 

other machines.” 
(Deibert, 2020, p13)



Lessons Learned: methodologies

Notions and practices of research “privacy” and 
“confidentiality” are changing (e.g., online 
qualitative methods such a interviews are done 
in online environments upon which we have 
little or no control, where data is stored, cookies 
that capture user information for commercial 
purposes.

Are we adapting?



Lessons Learned: methodologies

Payment for additional hours devoted to learn skills 

and providing “personal space” to participate online; 

adjust your budgets and see if your funders will take it



Lessons Learned: methodologies

Training of emerging researchers in CBR 

methodologies, funding schemes, communication, and 

academic risks for development and promotion. CBR 

continues to be risky for emerging researchers in 

terms of promotion.



Lessons Learned: methodologies

By pivoting to online environments, we have 

left a (large?) group of “patients”, including 

poz persons, outside our research scope 

(e.g., those with several mental health 

difficulties, homeless, active substance 

users, off-the-grid, etc.)



Back to the Future

 What will we do?

 Invest in private online networks controlled by users 
(utopia?) 

 Go back to in-person but blended

 Request funders to fund technologies (not pity money for 
transportation, child minding, honoraria, food at the 
meetings). For example, providing smartphones and 
dataplan for peer researchers as well as research 
participants.


