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What is a Health Equity Data Community Governance System?

A framework that is designed to govern the ethical collection, use, and 
interpretation of sociodemographic data, with the aim of ensuring no harm 
is caused to equity deserving communities.

The five key elements include:

1. Data Governance Principles

2. Community Engagement Processes

3. Data Governance Committee Structure(s)

4. Dedicated Staff and Resources

5. Communication Strategy
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Data Governance Principles

1. Know Your Communities

2. Reflect Your Communities

3. Respect Your Communities

4. Recognize Your Communities

5. Reciprocate Your Communities

6. Targeted Universalism

Overarching Principle:Ethical Treatment of Communities
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Community Engagement

In its 2022/23 Annual Business Plan, Ontario 
Health made a public commitment to use 
sociodemographic data (ethnicity, gender identity, 
belonging to a racialized group, etc.) to reduce 
health inequities that persist and to enhance 
equitable access to care. To ensure data is not 
used to cause harm or to mistreat individuals or 
communities, it is imperative to engage equity-
deserving communities in the collection, use, and 
interpretation of their health data. 



Cross-country trailblazers in race -based data for health

Tatiana Kim
Manager, Anti-Racism 

Data Projects, B.C.Stats

Nathalie Buissé
Project Manager, George & 

Fay Yee Centre for 
Healthcare Innovation

Cynthia Damba 
Director, Health Analytics,

Ontario Health

Colin Campbell 
Manager, Equity Initiatives, 
Nova Scotia Department of 

Health and Wellness

Jemal Demeke
Researcher, 

Wellesley Institute
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ÅB.C. government is committed to addressing all forms of racism in 
government programs and services. 

Å In 2022 the Anti-Racism Data Act became law. It allows public bodies to 
collect and use personal information, including race and ethnicity for the 
purpose of addressing systemic racism in government programs and 
services.

ÅThe Anti-Racism Data Act outlines a process for consultation and 
collaboration with Indigenous Peoples and provides authority to 
disclose personal information to Indigenous Governing Entities*.

Å In April 2024, the Anti-Racism Act was introduced. It will require public 
institutions to critically evaluate day-to-day operations and remove 
policies and practices that harm Indigenous and racialized people.

What is the legal foundation for anti-
racism research in B.C.?

* These are Indigenous entities that exercise governmental functions, and include but are not limited to an Indigenous governing body 
as defined in the Declaration on the Rights of Indigenous Peoples Act.
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Å In 2023, BC Stats ran a demographic survey that collected racial 
and other identity information about more than 200,000 people 
in a safe and centralized way.

ÅThe survey allowed Indigenous respondents to consent to 
sharing their information with their respective governing 
ŜƴǘƛǘƛŜǎΦ ²ŜΩǾŜ committed not to publish statistics about 
Indigenous Nations unless asked to do so by them. 

Å Indigenous identity and race-based data standards are currently 
in development to enable safe and uniform collection by other 
public bodies.

Å²ŜΩǾŜ ƘŜŀǊŘ ǘƘŀǘ ǇŜƻǇƭŜ ƛƴ .Φ/Φ did not want identity 
information to be collected at every service interaction. 

ÅResidents also said that a secure platform, an independent body 
to oversee the data, transparency and culturally trained people 
are needed to be in place. 

Where does the data come from?

https://antiracism.gov.bc.ca/what-is-the-bc-demographic-survey/
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Å In June 2023, anti-racism research priorities were released. 
These priorities reflect what matters most to communities 
impacted by systemic racism in B.C.

ÅThey were developed by the Anti-Racism Data Committee and 
by the Indigenous Peoples.  

ÅThere are 10 priorities as well as several process commitments 
for how this research is going to be conducted. This includes 
supporting Indigenous data sovereignty and a distinctions-
based approach. 

ÅUnder the Anti-Racism Data Act, the Director of Statistics is 
responsible for oversight of race-based data collection, storage 
and use.

Who directs data use for research?

https://antiracism.gov.bc.ca/our-research-priorities/
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Å It is important to support appropriate and consistent use of race 
and ethnicity data through formal policy mechanisms and 
informally through training and resources.

Å In June 2023, we released a guide with recommendations for use 
of categorical race and ethnicity data.

ÅOver 500 public service employees and leaders attended our 
webinars based on the guide. We are expanding it to data users 
outside of government. 

ÅUsers accessing the BC Demographic Survey data are required to 
take online training that introduces them to important concepts 
and practices in anti-racism research.

https://antiracism.gov.bc.ca/anti-racism-statistics-insights-
and-research/

How are the data users supported?
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What have we learned from our first 
research projects?
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ÅDue to the risk of harm to communities, teams require diverse skill sets and 
access to training and support.

ÅWhile best practices generally apply, ǿƘŀǘΩǎ άǊƛƎƘǘέ ŦƻǊ ƻƴŜ ǇǊƻƧŜŎǘ Ƴŀȅ ōŜ 
harmful in the context of another project. 

ÅAnticipate denialism during collection and use. Education about racism and 
thoughtful communication are important. 

ÅProducing high-level statistics on metrics or disparities by race is a starting 
point. Solutions are group- and context-specific and require research that can 
deliver such insights. 

Our first research findings will be released close to June 1st on 
www.antiracism.gov.bc.ca 

http://www.antiracism.gov.bc.ca/


Thank you!

Tatiana Kim

Manager, Anti Racism Data 
Projects

tatiana.kim@gov.bc.ca
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Race, Ethnicity and Indigenous Identity Data:
A Manitoba approach to measure the impacts of racism (not race) on 

health and healthcare

Nathalie Buissé, Project Manager
Centre for Healthcare Innovation



ÁIdentify and address racial/ethnic 
disparities in health care; 

ÁAssess the effectiveness of population 
health and health-care improvement 
interventions;

ÁDevelop and evaluate services and 
programs to address health inequities, 
measure health systems performance or 
participate in quality improvement

MEASURING RACISM 
(not RACE)

The collection and governance of REI 
identity data is an important tool to 
enable healthy systems planning and 
management in an effort to ensure all 
communities receive equitable care.

ω2015-2022PHASE I

ω2023 ς 2025PHASE II & III

ω2025PHASE IV



ÅCommitment to Anti-Racism

ÅMeaningful Engagement

ÅRights-Based Data Governance

Data collection cannot exist in 
the absence of these key 

considerations 





Diversity
Community Health
Critical Race Theory
Human Rights
Epidemiology
Health Information/IT Management
Data Analysts
Community Engagement 
Evaluation

Indigenous Governance Partners
Public
Government Leadership
Clinical Leaders
Health Authorities Leadership
Staff (all levels)

SUPPORT EXPERTISE



aŀƴƛǘƻōŀΩǎ Race, Ethnicity, and Indigenous 
Identity Data Governance Framework
Guiding Principles

Å Nation-specific data is governed by Nation-representing 
organizations

Å Rights ς Based Healthcare

Å Community/Expertise Led

Purpose:

Provide oversight on how the data is used, what health 
indicators to prioritize

Publicly report on health indicators and engage in 
recommendations for health system planning and 
management in shared collaboration with Clinical Leads



Presenter: Cynthia Damba | May 15, 2024

Presentation at Powering Equity: Canada's first 
summit on race-based data for health

Measuring Health Equity 
in Toronto Region
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Measuring Health Equity (MHE) in Toronto ς Our Journey

The MHE Project supports healthcare organizations with implementingstandardized demographic data collection for adult and 
pediatric patients/clients
Å The data is used for improving direct patient care, program planning, quality improvement and system planning
Å Ultimate goal:improving healthcare access, experience andoutcomes of patients and removing health inequities
Å This project providesevidence-based guidance, tools, andresources for demographicdata collection and use

Areas of Collection

Hospitals
Emergency departments, inpatient 
units (acute, rehab, complex care, 

mental health, palliative), specialized 
units, family health teams, 

outpatient clinics, operating rooms, 
medical imaging

Community Health Centres (CHCs)
At rŜƎƛǎǘǊŀǘƛƻƴ Φ bŜǿ ŀƴŘ ŀŎǘƛǾŜ 

clients, groupclients

2009-2012 2012-2016 2016-2020 2021 - 2022 2022 - Ongoing

Åά²Ŝ !ǎƪ 
Because We 
/ŀǊŜέ wŜǎŜŀǊŎƘ 
Report

Å8 Mandatory & 
4 Optional 
questions

ÅToronto Central 
LHIN adopted 8 
mandatory 
questions

ÅSinai supported 
implementation 
and resources

Å Implemented in 
hospitals and 
CHCs

ÅToronto Anti-
Racism Strategy

ÅOntario Health 
Equity, Inclusion, 
Diversity & Anti-
Racism Strategy

ÅUpdated MHE 
questionnaire

Å13 Mandatory & 
11 Optional 
Questions

Å Implementation 
in hospitals and 
CHCs

Å Improved data 
quality

ÅBuilt capacity for 
use and analysis, 
and submitted 
data to ICES for 
linkage

ÅUsed data
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Toronto Equity Questions

Questions are never 
perfect, but can balance 
patient, provider, 
organizational and system 
needs

Equity Data Collection, 2021/22

Hospitals 

Patients: ~356,000
Participation rate: 1% - 100%

CHCs

Clients: ~46,000
Participation rate: 56% - 94%

Old MHE Questions, 2013 - 2021 Updated MHE Questions, 2022

1. Preferred Language 1. Preferred Language

2a. Born in Canada b. Length of 
stay

2a. Born in Canada b. Length of stay

3. Racial or Ethnic Group

3. Indigenous Identity

4. Ethnic or Cultural Background

5. Racial Group

4. Having Disability/Chronic Illness6a. Having Disability b. Benefit from Support

5. Gender

7. Sex at Birth

8. Gender Identity

9. Transgender

6. Sexual Orientation 10. Sexual Orientation

7. Family Income
11. Difficulty Paying for Basic Needs

12. Family Income

8. People Supported by Income 13. People Supported by Income
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How Hospitals and CHCs are Using the Equity Data

ωAdditional resources related to SDOH: Food aid, digital 
equity (access to WIFI and computers), mental health

ωIncreasing access to immigration supports and new 
partnerships with community based organizations

ωVisitor policy accommodations related to COVID-19

ÅUse of equity data to informquality improvement initiatives

ÅInclude demographic data collection targets in Quality Improvement Plans (QIPs)

ÅInclude stratified demographic indicators in QIPS

ωPatient demographic dashboards shared with boards, 
senior management, data collectors & patients
ωRacial/ethnic profile of clients to tailor and/or develop 

programs to meet their needs
ωIdentify characteristics of service users who access 

Emergency Departments more frequently

Population Analysis 

ωStratified breast cancer screening rates (CHCs). Black and 
Middle Eastern women received significantly lower rates 
of screening

ωStratified FIM (Functional Independence Measure) 
scores at admission and discharge Stratified by language 
and race/ethnicity

Stratifying Indicators

ωIdentify language/interpretation preferences (e.g. targeted 
testing outreach, vaccine education, appt booking, etc)
ωDiscuss culturally relevant diets with pregnant patients
ωUse income to consult on dietary needs and provide tokens 

for women to access services 
ωImprove access to primary care and allied health care

Inform Clinical Care 
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Continuous Quality Improvement
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Use of MHE Data for Cancer Screening in CHCs

Å ICES AHRQ request using CHC equity 
linked data compared differences 
in cancer screening ratesfor 
CHCclients to acommunity control 
group of non-CHC clients, 2018 - 2022

Å Colorectal: Higher screening among Black 
and White groups

Å Breast: Higher mammograms among 
Blacks

Å Cervical: Higher screening of CHC clients, 
irrespective of racial group

Use of results:

Å CHCs - Direct patient care, program 
planning

Å System planning ς Improve care pathways 
in Black Health Plan,Cancer Plan 6 and 
High Priority Communities
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Use of MHE Data for System Planning

Health Disparities (readmissions and ALC days) by Race/Ethnic Group
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Lessons Learned from Equity Data Collection

ωImplementing changes 
can be more challenging 
than introducing new 
practices

ωCompeting priorities

Organizational 
Cultural Change
Leadership

ω9ǉǳŀƭ /ŀǊŜ ґ 9ǉǳƛǘŀōƭŜ 
Care

ωBuild a respectful and 
inclusive environment

Health Equity 
Vision

ωStaff resources and 
training on collecting and 
using the data for service 
planning and quality 
improvement initiatives

ωAddress staff discomfort

Adequate 
Resourcing & 
Training

ωFramework to guide 
collection, management, 
analysis, and use of data

ωOCAP, EGAP

ωMeaningfulengagement 
of community

Data 
Governance

ωStandardize data entry 
practices to improve 
quality

ωModify IT systems for 
data extraction

ωIdentify data reporting 
goals and embed in early 
planning

Data Entry, IT & 
Quality, Reporting

ωCollection in high volume 
areas or from some 
populations

Challenging 
Populations & 
Areas

ωUse results to improve 
outcomes

ωMonitor and evaluate 
progress towards desired 
outcomes

ωShare results with
community

Improve 
Outcomes



APPENDIX 1



The Core Survey 
Questions
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Updated Pre-Amble

We Ask Because We Care

We would like to ask you some questions to help us better understand our patients/clients. Your answers 
will help us provide you with the best carepossible, andhelp improve programs and services for 
everyone.

Why are you collecting this information?
These questions will help us to better understand our patients/clients and help us provide better care 
and services. Some questions may feel verypersonal or private; we are asking these questions because 
sometimes people have been treated differently because of who they are as a person.Being treated 
differently like this is discrimination and can affect our health.

Do I have to answer all the questions?
No. You can choose to answer these questions or not. You can stop answering the questions at anytime, 
or ask us to remove your answers at anytime. We will provide you with care whether you answer the 
questions or not.
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Updated Pre-Amble, continued

Who will see this information?
Only people involved directly in your care will see your answers. It will be protected likeall ofyour other 
health information. We will also take youranswers and remove your name from them and combine them 
with the answers of all the other people we serve. Those combined answers may beused by us, as well 
as by researchers, to provide better care and services.

How long will this take?
It will take six to eight minutes to complete all 13 questions.

Do you agree to answer the questions?
ωYes
ωNo
ωI prefer not to answer any of these questions,at this time
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Updated Measuring Health Equity Questions

1. What language do you feel most comfortable speaking in with your provider? (check all that applyύ

Ç English* (Canadian Official Language)
Ç French* (Canadian Official Language)
Ç Albanian
Ç Amharic
Ç Arabic
Ç ASL (American Sign Language)
Ç Bengali
Ç Bulgarian

Ç Burmese
Ç Georgian
Ç Greek
Ç Cantonese
Ç Czech
Ç Dari
Ç Farsi
Ç Gujarati

Ç Hausa
Ç Hebrew
Ç Hindi
Ç Hungarian
Ç Italian
Ç Karen
Ç Korean
Ç Mandarin
Ç Nepali

Ç Pashto
Ç Polish
Ç Portuguese
Ç Punjabi
Ç Rohingya
Ç Romanian
Ç Russian
Ç Serbian
Ç Slovak

Ç Somali
Ç Spanish
Ç Swahili
Ç Turkish
Ç Twi
Ç Ukrainian
Ç Tagalog
Ç Tamil
Ç Thai

Ç Tibetan
Ç Tigrinya
Ç Taishanese/Toishanese
Ç Urdu
Ç Vietnamese
Ç Another language (please specify):___
Ç Do not know
Ç Prefer not to answer

2. (a) Were you born in Canada? 2.(b) If no, when did you arrive?

Ç Yes
Ç No

Ç Do not know
Ç Prefer not to answer

Ç Less than 5 years ago
Ç 5 to 9 years ago

Ç 10 years ago, or more
Ç Do not know

Ç Prefer not to answer

оΦ 5ƻ ȅƻǳ ƛŘŜƴǘƛŦȅ ŀǎ CƛǊǎǘ bŀǘƛƻƴǎΣ aŞǘƛǎ ŀƴŘκƻǊ LƴǳƪκLƴǳƛǘΚ  όŎƘŜŎƪ ŀƭƭ ǘƘŀǘ ŀǇǇƭȅ). This question is about how you identify yourself 
(e.g.includes status or non-status)

Ç Yes, First Nations
Ç Yes, Inuk/Inuit
Ç Yes, Métis

Ç No
Ç Do not know
Ç Prefer not to answer
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Updated Measuring Health Equity Questions
4. What is your ethnic or cultural background? For example: Canadian, Chinese, East Indian, English, Filipino, French, German, Irish, 

Italian, Jamaican, Jewish, Polish, Portuguese, Scottish, etc  
ÇPlease specify  ___________________
Ç Do not know
Ç Prefer not to answer

5. Which of the following best describes your racial group?(check all that apply, for exampleIf you are multi-ǊŀŎƛŀƭ ƻǊ ƳƛȄŜŘ ǊŀŎŜύ

Ç Middle Eastern, Arab or West Asian (e.g., Afghan, Egyptian, Iranian, Lebanese, Persian, Turkish, 
Kurdish, etc.)

Ç Black(e.g., African, Afro-Canadian, Afro-Caribbean, Afro-Egyptianetc.)
Ç East Asian(e.g., Chinese, Korean, Japanese, Taiwanese, etc.)
Ç Latin American (Hispanic or Latin American descent)
Ç South Asian (e.g., Bangladeshi, Indian, Indo-Caribbean, Pakistani, Sri Lankan, etc.)

Ç Southeast Asian(e.g., Filipino, Vietnamese, Cambodian,Thai, Indonesian, etc.)
Ç White (e.g., European descent)
Ç Another race/ethnic group (please specify): _________
Ç Not Applicable (e.g.Identified as Indigenous in question #3)
Ç Do not know
Ç Prefer not to answer

6.(a) Do you identify as a person with a 
disability?

6.(b) Could you benefit from support related to any of the following? (check all 
that apply)

Ç Yes
Ç If you wish, please specify
Ç No

Ç Do not know
Ç Prefer not to answer

Ç !ƭȊƘŜƛƳŜǊΩǎ 
Disease/Dementia

Ç Autism Spectrum Disorder
Ç Chronic Illness (e.g. sickle 

cell, diabetes etc.)
Ç Cognitive Disability

Ç Developmental Disability
Ç Drug or Alcohol Dependence
Ç Learning Disability
Ç Mental Illness
Ç Physical Disability

Ç Sensory Disability (e.g., low vision, 
blindness, deafness, hard of hearing etc.)

Ç Other (please specify) ____
Ç None
Ç Do not know
Ç Prefer not to answer

7. What was your sex assigned at birth? (check one)

Ç Male Ç Female Ç Intersex Ç Do not know Ç Prefer not to answer
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Updated Measuring Health Equity Questions
8. What is your gender identity? (check all that apply)

Ç Genderfluid or genderqueer
Ç Man
Ç Nonbinary

Ç Two- Spirit
ÇWoman

Ç Questioning or unsure
Ç Another gender identity (please specify) ________

Ç Do not know
Ç Prefer not to answer

9. Do you identify as transgender? Transgender is an umbrella term used to describe people whose gender identity or gender 
expression differs from the sex they were assigned at birth.

Ç Yes Ç No Ç Do not know Ç Prefer not to answer

10. Which category(ies) best describe your sexual orientation? (check all that apply)

Ç Asexual
Ç Bisexual
Ç Demisexual
ÇGay
Ç Lesbian

Ç Pansexual
ÇQueer
ÇQuestioning or unsure
Ç Same-gender loving

Ç Straight/Heterosexual
Ç Two-spirit
Ç Another sexual orientation (please specify) __________
Ç Do not know

ÇtǊŜŦŜǊ ƴƻǘ ǘƻ ŀƴǎǿŜǊ

11. 5ƻ ȅƻǳ ŎǳǊǊŜƴǘƭȅ ƘŀǾŜ ŘƛŦŦƛŎǳƭǘȅ ǇŀȅƛƴƎ ŦƻǊ ōŀǎƛŎ ƴŜŜŘǎΚ
Ç Yes Ç No Ç Not applicable, I do not have to pay for basic needs Ç Do not know Ç Prefer not to answer

12. What was your total family income before taxes last year?

Ç $0 - ϷмфΣффф
Ç $20,000 ς ϷофΣффф

Ç $40,000 - ϷрфΣффф
Ç $60,000 - ϷтфΣффф

Ç $80,000 - ϷммфΣффф
Ç $120,000 - $149,999

Ç $150,000 or more
Ç 5ƻ ƴƻǘ ƪƴƻǿ

Ç Prefer not to answer

13. How many people does this income support?

Ç __________persons Ç Do not know Ç Prefer not to answer



Optional 
SurveyQuestions
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Updated Measuring Health Equity Questions

Please note:

The optional questions that follow in the next slides are not part of the core data set and are not 
mandatory.

These questions are from the original Toronto Central LHINMeasuring HealthEquityadditional 
questions andSPARK Studyand have been madeavailable forHSPs to use based on their needs and 
demographic data collection goals.

mailto:http://torontohealthequity.ca/
mailto:https://upstreamlab.org/project/spark/
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Updated Measuring Health Equity Questions

1. What is your current level of education?

Ç No formal schooling
Ç Grade school (grade 1-8)
Ç Some high school, but did not graduate
Ç High school or high school equivalency certificate (grade 9-12)
Ç Completed Registered Apprenticeship or other trades certificate or 

diploma (or ongoing)

Ç College, CEGEP or other non-university certificate or diploma (or ongoing)
Ç Undergraduate degree or some university
Ç tƻǎǘƎǊŀŘǳŀǘŜ ŘŜƎǊŜŜ ƻǊ ǇǊƻŦŜǎǎƛƻƴŀƭ ŘŜǎƛƎƴŀǘƛƻƴ όŜΦƎΦΣ aŀǎǘŜǊΩǎΣ tƘ5Σ a5ύ
Ç Do not know
Ç Prefer not to answer

2. Please respond to the following statements:
όŀύ ά²ƛǘƘƛƴ ǘƘŜ Ǉŀǎǘ мн ƳƻƴǘƘǎΣ ǿŜ ǿƻǊǊƛŜŘ ǿƘŜǘƘŜǊ ƻǳǊ ŦƻƻŘ ǿƻǳƭŘ Ǌǳƴ ƻǳǘ ōŜŦƻǊŜ ǿŜ ŎƻǳƭŘ ōǳȅ ƻǊ ƎŜǘ ƳƻǊŜέ

Ç Often True
Ç Sometimes True
Ç Never True
Ç Do not know
Ç Prefer not to answer

όōύ ά²ƛǘƘƛƴ ǘƘŜ Ǉŀǎǘ мн ƳƻƴǘƘǎΣ ǘƘŜ ŦƻƻŘ ǿŜ ōƻǳƎƘǘ Ƨǳǎǘ ŘƛŘƴΩǘ ƭŀǎǘ ŀƴŘ ǿŜ ŎƻǳƭŘ ƴƻǘ ōǳȅ ƻǊ ƎŜǘ ƳƻǊŜΦέ

Ç Often True
Ç Sometimes True
Ç Never True
Ç Do not know
Ç Prefer not to answer
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Updated Measuring Health Equity Questions

3. In the past 12 months, were you unable to get medicine or medical supplies, or did you do anything to make them last longer because of the cost?

Ç Yes
Ç No
Ç Not applicable, I did not have to get any medicine or medical supplies in the past 12 months

Ç Do not know
Ç Prefer not to answer

4. (a) What is your current housing situation?

Ç A place you or your family owns
Ç A place you or your family rents
Ç Social housing, Subsidized housing or Rent -geared -to ςincome
Ç Supportive housing or Group Home

Ç Long -term care facility
Ç Correctional facility
Ç {ǘŀȅƛƴƎ ƛƴ ǎƻƳŜƻƴŜ ŜƭǎŜΩǎ ǇƭŀŎŜ ōŜŎŀǳǎŜ ȅƻǳ ƘŀǾŜ ƴƻ ŀƭǘŜǊƴŀǘƛǾŜ
Ç Experiencing homelessness (e.g., shelter, living in a public place or vehicle)

Ç Other (Specify)___________
Ç Do not know
Ç Prefer notanswer

(b) Who do you live with? Select all that apply :

Ç Parent(s) or Guardian(s)
Ç Spouse or Partner
Ç Child(ren)

Ç Grandparent(s)
Ç Sibling(s)
Ç Other family

Ç Friends or Roommates
Ç Paid caregiver or attendant
Ç Alone

Ç Other (Specify) ____________________
Ç Do not know
Ç Prefer not to answer

(c) In the past 12 months, was there a time when you were not able to pay the mortgage or rent on time? 

Ç Yes
Ç No
Ç Not applicable, I did not have to pay rent or mortgage

Ç Do not know
Ç Prefer not to answer

5. In the past 12 months, has lack of transportation kept you from medical appointments, meetings, work , or from getting things needed for daily living? Select all that 
apply:

Ç Yes, it has kept me from medical appointments or getting medicines
Ç Yes, it has kept me from non - medical meetings, appointments, work, or getting things that I need
Ç No

Ç Not applicable, I did not need transportation for these activities in the past 12 
months

Ç Do not know
Ç Prefer not to answer
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Updated Measuring Health Equity Questions
6. Do you currently have consistent access to a phone or the internet?

Ç Yes, phone only
Ç Yes, internet only
Ç Yes, both

Ç No
Ç Do not know
Ç Prefer not toanswer

7. In the past 12 months, did you miss making a payment on any utility bills (e.g., electric, gas/oil, water) because of cost?

Ç Yes
Ç No
Ç Not applicable, I did not have to pay utility bills in the past 12 months or utilities 

already included in rent

Ç Do not know
Ç Prefer not to answer

8. (a) Do you feel you have people who you can open up to or confide in?

Ç Yes, I always or sometimes have someone
Ç bƻΣ L ŘƻƴΩǘ ƘŀǾŜ ŀƴȅƻƴŜ

Ç Do not know
Ç Prefer not to answer

(b) Do you have people to rely on if you needed help?

Ç Yes, I always or sometimes have someone
Ç bƻΣ L ŘƻƴΩǘ ƘŀǾŜ ŀƴȅƻƴŜ

Ç Do not know
Ç Prefer not to answer

9. (a) Are you currently employed (this includes self-employed, full-time, part-time or other)?

Ç Yes
Ç No

Ç Do not know
Ç Prefer not to answer

(b) Are you currently looking for work?

Ç Yes
Ç No

Ç Do not know
Ç Prefer not to answer
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(c) Is your main job temporary or part-time (e.g., casual, contract, freelance, short-term, seasonal)?

Ç Yes
Ç No

Ç Do not know
Ç Prefer not to answer

(d) Do you feel that your current employment could be negatively affected if you raised concerns about your work (e.g., health, safety, rights)?

Ç Yes
Ç No

Ç Do not know
Ç Prefer not to answer

(e) In the past 12 months, did your income change a lot from month to month?

Ç Yes
Ç No

Ç Do not know
Ç Prefer not to answer

10. What is your religious or spiritual affiliation? Select all that apply: 

Ç Agnosticism
Ç Animism or Shamanism
Ç Atheism
Ç .ŀƘŀΩ L CŀƛǘƘ
Ç Buddhism

Ç Christian Orthodox
Ç Christian, not included elsewhere on 

this list
Ç Confucianism
Ç Hinduism
Ç Islam

Ç Jainism
Ç Judaism
Ç Native Spirituality
Ç Pagan
Ç Protestant

Ç Rastafarianism
Ç Roman Catholic
Ç Sikhism
Ç Spiritual
Ç Unitarianism

Ç Zoroastrianism
Ç Other (Specify) ____________
Ç Not Applicable, I do not have a religious or 

spiritual affiliation
Ç Do not know
Ç Prefer not to answer

11. In what language would you preferto read healthcare information?Check one only.

Ç English
Ç French
Ç Amharic
Ç Arabic
Ç Bengali
Ç Braille

Ç Chinese (Simplified)
Ç Chinese (Traditional)
Ç Czech
Ç Dari
Ç Farsi
Ç Greek

Ç Hindi
Ç Hungarian
Ç Italian
Ç Karen
Ç Korean

Ç Nepali
Ç Polish
Ç Portuguese
Ç Punjabi
Ç Russian

Ç Serbian
Ç Slovak
Ç Somali
Ç Spanish
Ç Tagalog

Ç Tamil
Ç Tigrinya
Ç Turkish
Ç Twi
Ç Ukrainian

Ç Urdu
Ç Vietnamese
Ç Other (please specify)______
Ç Prefer not to answer
Ç Do not know



Appendix 2ς MHE 
Resources
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Toronto Region Legacy MHE Resources

Sharepoint Site and Equity Website

Å Demographic Questionnaires 

o Adult Hospital, Paediatric hospitals, Adult CHC, 

o Translated into 13 languages

Å Implementation Guide

o Guide to planning and implementing demographic data collection

Å Patient facing resources

o Patient information form and Brochures

Å Training materials

o Slide deck and script outlining definition, rationale, and examples 
of demographic questions

Å Reporting materials

o Indicator Technical Specifications documents and reporting 
templates Measuring Health Equity - Demographic 

Data Collection (torontohealthequity.ca)

https://torontohealthequity.ca/
https://torontohealthequity.ca/


FAIR CARE 
bƻǾŀ {ŎƻǘƛŀΩǎ wŀŎŜ-Based & 
Linguistic Identity (RBLI) Initiative
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Better Service
Inform our health-care system and workers how to better serve 
racialized people by working together on community-level 
programs and initiatives.

Improve Reach
Identify which communities' government is failing to reach, and 
why.

Enhance

Understanding

Enhance health-care workers knowledge so they can better 
understand the specific needs and health of racialized 
community. 

Identify and 
address

Identify and address differences and inequities.

How will 
collecting
race-based 
identity 
data help?
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What 
race-based  
& linguistic 
identities 
should be 
used?

Modified 
Standards

October 2022 the Fair Care Initiative was launched with the 
modified standards

PRWG
Engage community to determine if they feel reflected in the 
categories and suggestion adaptations 

Acceptance 
of Categories

The Primary Reference Working Group (PRWG) was 
developed to gather feedback on the self -
identification standards

CIHI 
Race -based 

Standards 

Nova Scotia is the first province to adopt the CIHI 
standards. 
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NS Modified 
Standard:
Which 
category best 
describes 
you?
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What is 
the data 
governance 
for Fair Care 
data 
collection?

Additional Clarification 

could look like:

Meeting with committee member for clarification

Further clarification from research team

Meeting with research team

Ongoing 
Safeguards & 
protections

Ensures regulatory compliance, access rights, and monitors the 
security of the data

Community 
Approval 

ά/ƻƳƳǳƴƛǘȅ ƎƻǾŜǊƴŀƴŎŜ ŎƻƳƳƛǘǘŜŜέ ǊŜǾƛŜǿǎ ŀƴŘ ǇǊƻǾƛŘŜǎ 
feedback on data review package (data request form and risk 
matrix evaluation)

Fair Care 
Risk Matrix 

The matrix evaluation asks five questions which are scored for 
severity and likelihood establishing a risk level

Current DHW 
Governance & 
Privacy Review

Department of Health and Wellness governance team 
reviews the data request for REB approval, privacy 
concerns and sensitivity risk
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60%
11%

8%

6%

3%

3% 3%
2%2%

1%

European

No race indicated

South Asian

Another Race

East Asian

African Descent

Middle Eastern

Southeast Asian

African NS

Latin American

As February 2024 Total records received : ~234,000

Where is Fair 
/ŀǊŜΩǎ ǊŀŎŜ-
based data 
today? 

259,898
Since our launch in October 2022

That translate into about 14,438 submission 
each month 



THANK YOU!



Peter MacLeod

Consensus Statement Host



Breakout groups: Building consensus

The draft consensus statement reflects the thinking of the partners 
who have been working together in the lead-up to this summit.

1. What do you like  about this statement?
2. What don't  you like about this statement?
3. Is there anything you think is missing  from this statement?



]ƖĲŊШљRitallinњШFrankson

Award-winning poet, 
author, arts educator, social 

activist and speaker



Game-changing initiatives at the federal level

Josée Bégin 
Assistant Chief 

Statistician, Social, 
Health and Labour, 
Statistics Canada

Ima Okonny
Assistant Deputy Minister and 

Chief Data Officer, 
Employment and Social 
Development Canada

Evasha Rasasakaram
Senior Analyst, Population 
Health, Canadian Institute 

for Health Information

Jemal Demeke
Host



9{5/Ωǎ 5ŀǘŀ {ǘǊŀǘŜƎȅΥ 
Putting data into action by 
enabling the right insights at the 
right time.  

Ima Okonny
Assistant Deputy Minister and Chief Data Officer 
Employment and Social Development Canada
May 15, 2024
Powering Equity: Canadaôs first summit on race-based data for health
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1.¢ƻ ŎƻƴǘŜȄǘǳŀƭƛȊŜ 9{5/Ωǎ ǳǎŜ ƻŦ 
disaggregated data.  

2. To discuss potential opportunities to 
collaborate. 

3.  

Ç Discuss Employment and Social 

Development Canadaôs work to 

enhance data-driven strategies through 

an equity lens. 

  

Ç Discuss potential opportunities to 

collaborate. 

 

PURPOSE



57

The need for the right insights at the right time

Building data and analytics capabilities to provide timely, granular disaggregated data:

Ç To improve our understanding of the populations we serve and 
the services they receive

Ç To support design and implementation of a range of short and 
long-term interventions for clients including those most at-risk 

Ç To enable responsible innovation to generate relevant insights.
Ç To report on results and monitor the impacts of policy, programs 

and services.
Ç To support increased take-up and reduced barriers for at-risk populations. 
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