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Welcome & Introduction

• Housekeeping

• Land Acknowledgement

• Speaker Introduction

• Building Capacity for using Data to Advance EDIIA in Practice

• Q&A / Discussion
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Housekeeping
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• Microphones are muted by default. 
• You may enter questions through the Q&A panel at any time. 
• Please use the “chat” function for technical assistance.
• During the Q&A period, you may use the “raise hand” 

function (under “reactions”), and we’ll unmute you when we 
call on you.
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Dr. Andrew Pinto (he/him)

Founder and director, Upstream Lab 
Family Physician, St. Michael’s Hospital
Associate Professor, University of Toronto
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1. Upstream Lab & our journey
2. Lessons from COVID-19
3. Can EDIIA be transformative?

Outline
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1. Upstream Lab & our 
journey
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upstreamlab.org

http://www.upstreamlab.org/
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Integrating 
health and 
social care

Data Science 
for Learning 

Health 
Systems

Population 
Health 

Management

Addressing social needs of individuals

AI integrated into care

Data on sociodemo/social needs

Shifting health organizations to population 
thinking and community accountability

Upstream 
Education

Proactive policy interventions
& advocacy coalitions

Neighbourhood 
interventions

Democratic engagement

Social infrastructure



Can Family Physician 2017; 63: e476-e482
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CFP 2017; 63: e476-e482

Patient Reported and Inferred 
Social Measures (PRISMs)

14

http://www.cfp.ca/content/63/11/e476
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8 mandatory questions
1. Language (speaking to health 

care provider)
2. Born in Canada
3. Racial or ethnic group
4. Illness or disability
5. Gender
6. Sexual orientation
7. Family income
8. No. income supports

http://torontohealthequity.ca/

Data collection at SMHAFHT (2013 - )

3 optional questions
1. Language (reading 

healthcare info)
2. Religious or 

spiritual affiliation
3. Housing

http://torontohealthequity.ca/
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Response rate

0% 10% 20% 30% 40% 50% 60% 70% 80% 90% 100%

Spoken	language

Born/not	born	in	Canada

Gender

Reading	language

Racial/ethnic	group

Sexual	orientation

Housing

Religion

Number	of	dependents

Health	status

Income

Prefer	not	to	answer Don't	know Skipped All	other	valid	responses

JABFM 2016; 29 (3): 348-355.

http://www.jabfm.org/content/29/3/348
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Data to identify inequities
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Percentage of patients up-to-date with cancer 
screening stratified by low income cutoff
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How can we use this data?

Health 
System

Organization

Provider

• Research

• Regional planning and 
systemic inequity

• Design and QI

• Intervene at the 
point-of-care

Based on research co-led by Dr. Tara Kiran, with many patient partners and collaborators
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Screening for Poverty And Related social determinants and intervening to 
improve Knowledge of and links to resources (SPARK)

https://upstreamlab.org/project/spark/

https://upstreamlab.org/project/spark/
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CFP 2019, 65 (8) e363-e369;  

https://www.sciencedirect.com/science/article/abs/pii/S1936657419301906

http://www.cmaj.ca/content/191/3/E63/tab-article-info

https://bjgpopen.org/content/6/1/BJGPO.2021.0090

https://www.cfp.ca/content/65/8/e363
https://www.sciencedirect.com/science/article/abs/pii/S1936657419301906
http://www.cmaj.ca/content/191/3/E63/tab-article-info
https://bjgpopen.org/content/6/1/BJGPO.2021.0090
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Key requirements:
1. Committed leadership and staff
2. Indigenous data governance and sovereignty 
3. Community engagement – e.g. EGAP framework
4. Transparency
5. Commitment to taking action (not just data collection!)
6. Continuous data quality
7. Staff training & quality assurance
8. Appropriate communication to patients
9. Complaint process around discrimination
10. Data security and privacy

Implementing data collection in health settings

Note: These key issues have been raised by 
many before me!
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Concerns about the misuse of data, 
algorithmic bias & surveillance

https://nyupress.org/97814798372
43/algorithms-of-oppression/

https://www.publicaffairsbooks.com/titles/shoshana-
zuboff/the-age-of-surveillance-capitalism/9781610395694/

https://www.ruhabenjamin.com/race-after-technology

https://weaponsofmathdestructio
nbook.com/

https://us.macmillan.com/books/9781250074317

https://ghostwork.info/
https://mitpress.mit.edu/books/artificial-
unintelligence



Sociodemo data to identify systemic racism

https://www.youtube.com/watch?v=7KepfKI1bS8

Dr. Onye Nnorom, Dr. Kate Mulligan, Dr. Marcia Anderson
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https://www.youtube.com/watch?v=7KepfKI1bS8
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https://fnigc.ca/ocap-training/

https://fnigc.ca/ocap-training/


EGAP Framework
A vision of community data governance 
from the Black Health Equity Working Group

 Engagement: genuine, ongoing, accessible, 
transparent consultation with community 
members, recognized leaders and 
organizations

 Governance: community decision-making 
about collection, analysis/interpretation, 
use, management

 Access: right to access data and determine 
who else can access community data trust

 Protection: safeguarding data, including the 
use of de-identified and anonymized data

https://blackhealthequity.ca/
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https://blackhealthequity.ca/
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2. Lessons from social 
data collection during the 

COVID-19 pandemic



27

https://journals.plos.org/plosone/article/authors?id=10.1371/journal.pone.0248336

https://journals.plos.org/plosone/article/authors?id=10.1371/journal.pone.0248336
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https://www.theglobeandmail.com/opinion/article-ontarios-
lack-of-diversity-data-for-covid-19-is-an-embarrassment/

Ignorance of history 
and contemporary 
data:

“regardless of race, 
ethnic or other 
backgrounds, 
they’re all equally 
important to us.”
- Dr. David Williams

https://www.theglobeandmail.com/opinion/article-ontarios-lack-of-diversity-data-for-covid-19-is-an-embarrassment/
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 1 

Collecting data on race 
during the COVID-19 
pandemic to identify 
inequities 
 
 

April 14, 2020 
 
 

Andrew D. Pinto MD MSc 
Ayu Hapsari MSc 

 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
The Upstream Lab is a research team focused on addressing the social determinants of health. These are the 
daily living conditions and social processes that shape who is healthy and who is not. We incubate novel 
interventions in collaboration with patients, health providers, community organizations and policymakers. We 
rigorously evaluate these interventions, using a variety of methods, and share our findings widely. We train 
health professionals and students to go “upstream”. The Upstream Lab is based in MAP/Centre for Urban 
Health Solutions, within the Li Ka Shing Knowledge Institute at Unity Health Toronto. 
 
Acknowledgements: This report is based on research funded by the Canadian Institutes for Health Research 
(CIHR), MAP/Centre for Urban Health Solutions, and the Toronto Central Local Health Integration Network. Dr. 
Andrew Pinto is supported as a Clinician-Scientist by the Department of Family and Community Medicine, 
Faculty of Medicine, University of Toronto, the Department of Family and Community Medicine, St. Michael’s 
Hospital, and the Li Ka Shing Knowledge Institute. Dr. Pinto is also supported by a fellowship from the 
Physicians’ Services Incorporated Foundation and as the Associate Director for Clinical Research at the 
University of Toronto Practice-Based Research Network (UTOPIAN). 
 
Disclaimer: This report does not necessarily represent the views of any of our collaborators, our funders, or the 
official view or position of MAP/Centre for Urban Health Solutions, the Li Ka Shing Knowledge Institute, St. 
Michael’s Hospital, Unity Health Toronto, the University of Toronto, or any other organization. 
Suggested citation: Pinto AD, Hapsari A. Collecting data on race during the COVID-19 pandemic to identify 
inequities. The Upstream Lab. Toronto: 2020. 
 
© The Upstream Lab, 30 Bond Street, Toronto, Ontario, Canada M5B 1W8 upstreamlab@smh.ca  

How to cite this document:

Canadian Institute for Health Information. Race-Based Data 

Collection and Health Reporting. Ottawa, ON: CIHI; 2020.

CIHI Update  |  May 2020

Race-Based Data Collection 
and Health Reporting 

Summary 
There is heightened awareness of and interest in collecting 

information to better understand the spread of COVID-19 and the 

impact of the pandemic, particularly within racialized communities. 

The lack of data on race in Canada makes it difficult to monitor racial health inequalities. To help harmonize 

and facilitate collection of high-quality data, the Canadian Institute for Health Information (CIHI) is proposing 

an interim race data collection standard based on work that has been ongoing for a number of years, including 

engagement with researchers, clinicians, organizations representing racialized communities, and federal, 

provincial and territorial governments. It is intended for use by any jurisdiction or organization that decides 

to collect this type of data. 

Supporting health inequality measurement
Health inequality monitoring involves looking beyond national or provincial/territorial averages to understand 

differences in health and health care across population subgroups. 2 types of data need to come together 

for health inequality monitoring: data about health and health care, and data about patient demographics 

(i.e., social determinants of health). Monitoring health inequalities builds our understanding of the impact 

of health outcomes, policies, programs and practices on population subgroups. 

In 2016, CIHI hosted a pan-Canadian dialogue of health system stakeholders in an effort to understand and 

harmonize health inequality information needs. The group identified a priority list of socio-demographic data 

for use in stratifying health care indicators. In 2018, CIHI released the report from the first phase of this work, 

In Pursuit of Health Equity: Defining Stratifiers for Measuring Health Inequality, which provides standard 

definitions for age, sex, gender, income, education and geographic location. This report is a key resource 

supported by CIHI’s Measuring Health Inequalities: A Toolkit.
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Globe and Mail. Nov 13, 2020

https://www.theglobeandmail.com/canada/article-why-brampton-has-
become-a-hot-spot-for-covid-19/

Stigma, discrimination & lack of intersectional thinking

https://www.thestar.com/opinion/contributors/2020/11/15/south-asians-play-a-
part-in-covid-19-transmission-and-we-need-to-acknowledge-it.html

https://www.theglobeandmail.com/canada/article-why-brampton-has-become-a-hot-spot-for-covid-19/
https://www.thestar.com/opinion/contributors/2020/11/15/south-asians-play-a-part-in-covid-19-transmission-and-we-need-to-acknowledge-it.html
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Stigma, discrimination & lack of intersectional thinking

“In January 2020, I 
tweeted a caution about 
how outbreaks become a 
vehicle for perpetuating 
racism and racist 
stereotypes. And 
unfortunately, we have 
seen numerous examples 
of exactly this.”

https://medicine.dal.ca/news/2020/09/03/dryden__racist_responses_to_covid_19_
continue_to_place_all_of_us_at_greater_risk.html

https://twitter.com/JRJCHAIR/status/1219727375816151041?ref_src=twsrc^tfw
https://medicine.dal.ca/news/2020/09/03/dryden__racist_responses_to_covid_19_continue_to_place_all_of_us_at_greater_risk.html
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https://www.ontariohealth.ca/about-us/our-programs/provincial-equity-indigenous-health/equity-
inclusion-diversity-anti-racism/report-tracking-covid-19-through-race-based-data

https://www.ontariohealth.ca/about-us/our-programs/provincial-equity-indigenous-health/equity-inclusion-diversity-anti-racism/report-tracking-covid-19-through-race-based-data
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THE BLACK SCIENTISTS’ 

TASKFORCE ON VACCINE 

EQUITY | 2021 

TORONTO’S 

BLACK 

COMMUNITY 

TOWN HALLS 

UNPACKED 

https://www.thestar.com/news/gta/2021/05/08/light-at-the-end-of-
the-tunnel-toronto-set-to-reach-covid-19-vaccine-milestone-with-50-
of-adults-having-had-first-jab.html

https://www.thestar.com/news/gta/2021/05/08/light-at-the-end-of-the-tunnel-toronto-set-to-reach-covid-19-vaccine-milestone-with-50-of-adults-having-had-first-jab.html
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https://www.ctvnews.ca/health/coronavirus/good-public-health-policy-the-success-of-vaccine-clinics-for-black-racialized-canadians-1.5416822

“It’s not just equitable, it's actually good public health policy,” 
Hamilton critical care physician Dr. Abubaker Khalifa told 
CTVNews.ca in a phone interview, citing the city’s own census 
and race-based COVID-19 data as the driving factor.

https://www.ctvnews.ca/health/coronavirus/good-public-health-policy-the-success-of-vaccine-clinics-for-black-racialized-canadians-1.5416822
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https://www.toronto.ca/home/covid-19/covid-19-latest-city-of-toronto-news/covid-19-status-of-cases-in-toronto/

https://www.toronto.ca/home/covid-19/covid-19-pandemic-data/covid-19-ethno-racial-group-income-infection-data/

August 2020 September 2021

https://www.toronto.ca/home/covid-19/covid-19-latest-city-of-toronto-news/covid-19-status-of-cases-in-toronto/
https://www.toronto.ca/home/covid-19/covid-19-pandemic-data/covid-19-ethno-racial-group-income-infection-data/
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3. Can EDIIA be 
transformative?



How can EDIIA initiatives be 
transformative for health research? 

37

Pinto AD. Healthcare Papers 2022; 20(3): 53-60
https://www.longwoods.com/content/26843/healthcarepapers/can-a-focus-on-equity-

diversity-and-inclusion-transform-health-service-research-

https://www.longwoods.com/content/26843/healthcarepapers/can-a-focus-on-equity-diversity-and-inclusion-transform-health-service-research-
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1) We must take an honest 
and clear history of the role 
of research in upholding 
injustice. 
After acknowledgement and 
apologies, we must commit to 
justice and reparations.

Recommendations
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Current push for EDIIA: 
A response to mass movements

https://www.youthco.org/blm_act

Mural by Kenny Altidor. Via:  https://www.smithsonianmag.com/smithsonian-institution/remembering-george-floyd-
and-movement-he-sparked-one-year-later-180977817/ 



40

Current push for EDIIA: 
A response to mass movements

https://www.reuters.com/world/americas/indigenous-groups-call-canada-identify-
graves-after-remains-215-children-found-2021-05-31/

https://idlenomore.ca/

http://www.welllivinghouse.com/

https://www.reuters.com/world/americas/indigenous-groups-call-canada-identify-graves-after-remains-215-children-found-2021-05-31/
https://idlenomore.ca/
http://www.welllivinghouse.com/
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2) We must stop EDIIA as 
performative. No statements 
without actions, timelines, 
and changes in the 
distribution of resources and 
power. 

Recommendations
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3) Data collection alone must 
never be the end goal of 
EDIIA. If data collection 
occurs, we must be 
transparent so the numbers 
can be put in the hands of 
individuals and communities 
working for change.

Recommendations
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4) We must ground our 
efforts in praxis, as part of 
movements to create change. 
EDIIA continues to be a 
response, in many ways, to 
maintain the status quo.

Recommendations
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“We were talking about what the different 
hospitals are doing to address health equity 
… someone at another institution said, ‘Yeah 
we’re addressing health equity also. We did 
the Health Equity Survey.’ Uh, period. Like 
that was the approach to health equity…that 
file is closed.”(provider)

https://upstreamlab.org/project/spark/

https://upstreamlab.org/project/spark/
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“Collecting race-based data is a policy 
decision, but it does not guarantee that good 
policy decisions will follow from the data that 
is collected. … We must be clear, then, that 
collecting data is not an end in itself: further 
work is needed to make something happen, 
and that work is political work.”

https://www.tvo.org/article/race-based-covid-19-data-needs-to-lead-to-political-action

Prof. Rinaldo Walcott, TVO. Feb 23, 2021

https://www.tvo.org/article/race-based-covid-19-data-needs-to-lead-to-political-action
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EDIIA initiatives must lead us to see and 
judge what we do with new eyes. 

We must honestly think about who sets 
priorities, who benefits, what is the 
collective impact, and is it 
emancipatory.

Conclusion



Questions?

upstreamlab.org

upstreamlab@smh.ca

@UpstreamLabToronto

@UpstreamLab

Upstream Lab

Scan the QR code to 
subscribe to our newsletter:

@AndrewDPinto



Questions/Discussion



For follow-up questions:
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mailto:LHS@AllianceON.org
mailto:info@poplarnetwork.ca

