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McMaster University and the McMaster 

Children’s Hospital are located on the traditional 

territory shared between the Haudenosaunee 

confederacy and the Anishinabe Nations, and 

within the lands protected by the “Dish with One 

Spoon” wampum agreement.

Toronto is located on the traditional territory of 

many nations including the Mississaugas of the 

Credit, the Anishnabeg, the Chippewa, the 

Haudenosaunee and the Wendat peoples and is 

now home to many diverse First Nations, Inuit 

and Métis peoples. The City of Toronto is 

covered by Treaty 13, and the Williams Treaties.

The city of New Orleans 

is located in the region 

known as “Bulbancha” a 

Choctaw term meaning 

“place of many tongues”. 

It was originally inhabited 

by the Chitmacha Nation, 

and prior to 1718 served 

as a hub for more than 30 

Diverse Peoples. 
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Overview

Background

Why do we need to 

collect this 

information?

What is ACCESS?

Canadian Data 

Standards

American vs. 

Canadian 

Race/Ethnicity 

Categories 

Training for 

Research Staff
Goal: Consensus Canadian 

Recommendation for 

Race/Ethnicity 

Categorization
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Join at 
slido.com
#2371541



What sociodemographic 

information might be 

potentially sensitive? 
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What is Potentially Sensitive Sociodemographic 
Information?

Information including but not limited to: 

• Sex

• Gender

• Sexual orientation

• Race 

• Ethnicity

• Indigenous identity

• Ability/disability

• Genetic diagnoses

• Family structure

• Finances

• Employment

• Education, Immigration, etc. 



Which of the following 

describes your experience of 

collecting sensitive 

sociodemographic data?



Current Landscape of Collection 

of Sensitive Sociodemographic 

Data in Canada
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o 30 research staff asked about collection of sensitive sociodemographic information

o Surveyed April-May 2024

Canadian Survey of Research Staff 

2 
(7%)

3 (10%)

2 (7%)

3 (10%)

1 (3%)

1 (3%)3 (10%)
2 

(7%)

2 
(7%)1 (3%)

1 (3%)

1 (3%)

1 (3%)
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1 (3%) 3 (10%)

Alberta Childrens

BC Childrens

CancerCareManitoba

CHEO

London Health Sciences

CHU de Quebec

CHU de Sherbrooke

CHU de St Justine

SickKids

IWK

Janeway

Jim Pattinson

Kingston General

McMaster

Montreal Childrens

Stollery

Other

2 
(7%)

19 (63%)

6 (20%)

3 (10%)

Clinical team (i.e., physician,
residents, fellow, nurses, Social
Work, Childlife, etc.)

Clinical Research Associate

Clinical Research Nurse

Other Research Team Member
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27 (44%)

15 (24%)

10 (16%)

2 (3%)
8 (13%)

Who collects this information?

Clinical team (i.e., physician,
residents, fellow, nurses, Social
Work, Childlife, etc.)

Clinical Research Nurse

Clinical Research Associate

Other research team member

Self-Reported by patient
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What type of research training have you completed?

Mandatory For Interest Not completed
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4 (13%)

10 (34%)

2 (7%)

13 (43%)

1 (3%)

With the training you have received, how comfortable do you feel 
in asking patients and families for this sensitive information?

Very comfortable

Somewhat comfortable

Very uncomfortable

I do not collect this information

I prefer not to answer
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In your experience, how has 

race-based (and other 

sensitive socio-demographic) 

data been collected in research 

projects in your institution?

 (Choose all that apply)



Why is collecting this information important?



• Introduce yourself to your peers - your name, role and institution

• Then please discuss:

• If you had access to race/ethnicity and other sensitive 
sociodemographic information, how would/do you - in your role - use 
this information to:

1. Improve patient care on an individual level?

2. Improve care within the system of your hospital/institution?

AND… 

• How would you want to access this information?

18

Table Exercise



American 

Association for 

Cancer Research 

Progress Report  

2022

19
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Disparate 

Childhood 

Cancer Survival 

by Race/Ethnicity 
SEER Data 2000-2017 (2022)
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ALL Neuroblastoma (2011)



https://www.sciencedirect.com/science/article/pii/S1877782122001679?via%3Dihub 
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https://www.sciencedirect.com/science/article/pii/S1877782122001679?via%3Dihub
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Systematic Review of Low SES & Survival, 2014

Associations between socioeconomic measures and 

event-free and overall survival in high-income 

countries.

A. Ecologic measures B. Measures of material 

possession, family composition, insurance status, 

immigrant status, and health care accessibility. C. 

Measures of education and occupation. D. Measures of 

income. Positive = lower socioeconomic status associated 

with inferior outcome; Negative = lower socioeconomic 

status associated with superior outcome

https://journals.plos.org/plosone/article?id=10.1371/journal.pone.0089482 (2014)

https://journals.plos.org/plosone/article?id=10.1371/journal.pone.0089482
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Proposed Mechanism Linking SES to Cancer Outcomes
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Financial Hardship in Childhood Cancer Survivors

https://academic.oup.com/jncics/advance-article/doi/10.1093/jncics/pkae033/7659223 

https://academic.oup.com/jncics/advance-article/doi/10.1093/jncics/pkae033/7659223
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COG Trial Results



27

COG Trial Results



What health inequities exist in pediatric cancer 
in Canada?
o What do we measure? 

o How would we know?



Canadian Childhood Cancer Data Sources

Adapted from: https://ascopubs.org/doi/pdf/10.1200/EDBK_320499 
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Administrative & 

Billing Data

Cancer Registry Data

Clinical Trial Data

Institutional Data

• Ex: ICES, StatsCan

• Difficult patient identification, linkages possible, 
limited individual socio-demographics

• Ex: POGONIS, CYP-C

• Comprehensive patient enrolment, linkage 
possible, limited socio-demographics

• Ex: Children’s Oncology Group (COG)

• Individual-level data, limited to study questions, 
only those who choose to enroll 

• Ex: McMaster, SickKids, Alberta Children’s, IWK…

• Permits detailed analysis, but limited sample size 
& generalizability

https://ascopubs.org/doi/pdf/10.1200/EDBK_320499
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Indigenous Childhood Cancer Outcomes in Ontario

https://acsjournals.onlinelibrary.wiley.com/doi/10.1002/cncr.28762 

Non-Indigenous

Indigenous

https://acsjournals.onlinelibrary.wiley.com/doi/10.1002/cncr.28762
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SES and survival in Pediatric ALL in Ontario

http://dx.doi.org/10.1016/j.leukres.2014.08.017  

http://dx.doi.org/10.1016/j.leukres.2014.08.017


32

SES, Distance & Outcomes – Canadian CYP-C 
Database *

Event-Free Survival (N=4,162) Overall Survival (N=4,162)

Univariate Multivariable Univariate Multivariable

HR (95% CI) p-value HR (95% CI) p-value HR (95% CI) p-value HR (95% CI) p-value

Socioeconomic Variable – Income Quintile

1 (lowest) REF REF REF REF

2
0.73 (0.56-

0.96)
0.02

0.80 (0.61-

1.04)
0.10

0.75 (0.52-

1.07)
0.11

0.82 (0.57-

1.18)
0.29

3
0.70 (0.54-

0.90)
0.007

0.79 (0.61-

1.03)
0.08

0.67 (0.47-

0.96)
0.03

0.79 (0.55-

1.13)
0.20

4
0.65 (0.50-

0.85)
0.001

0.70 (0.54-

0.91)
0.008

0.66 (0.47-

0.94)
0.02

0.71 (0.50-

1.02)
0.06

5 (highest)
0.79 (0.61-

1.01)
0.06

0.85 (0.66-

1.09)
0.20

0.75 (0.53-

1.05)
0.09

0.80 (0.57-

1.14)
0.21

Access to Care Variable – Distance to treating tertiary care center quartile (km)b 

1 

(shortest)
REF REF REF REF

2
0.75 (0.59-

0.95)
0.02

0.79 (0.62-

1.00)
0.05

0.73 (0.53-

1.01)
0.06

0.78 (0.57-

1.10)
0.16

3
0.79 (0.62-

0.99)
0.04

0.84 (0.66-

1.06)
0.14

0.74 (0.54-

1.02)
0.07

0.82 (0.59-

1.13)
0.22

4 (longest)
0.82 (0.65-

1.03)
0.09

0.89 (0.70-

1.12)
0.31

0.88 (0.64-

1.20)
0.41

0.93 (0.68-

1.27)
0.64

• Solid Tumours

• Work is ongoing, 
showing similar 
trends in 
univariate 
analyses
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https://academic.oup.com/pch/article-abstract/28/4/229/7044664?login=false 

Food Insecurity in the McMaster ED

https://academic.oup.com/pch/article-abstract/28/4/229/7044664?login=false
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Food Insecurity in the McMaster ED
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Food Insecurity in the McMaster ED
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Charting a New Path with ACCESS



37
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Who is ACCESS?
We are organized into seven research themes and two cross-cutting groups to support all thematic areas.

Knowledge Mobilization Group – 

Advance information sharing with 

the research and patient 

communities to improve uptake of 

evidence-based knowledge.

Social Justice, Indigenization & 

Inclusion Committee – Develop 

guidelines for the inclusion of 

equity-deserving groups and build 

expert councils that offer insight on 

strategic and project direction.

Cancer Biology – Better understand the biology of pediatric cancers by connecting 
research efforts, removing barriers and leveraging knowledge and expertise.

Clinical Trials – Develop a national trials infrastructure, improve cross-country trial 
availability, and build remote access pathways to Canadian studies.

Access to Innovative Therapies & Optimal Care – Improve access to novel 
therapies, sustainable solutions and better system navigation for pediatric cancer 
patients.

Regulation, Policy & Economics – Assess health policy and systems to improve on 
health equity and disparities by promoting evidence-informed policies and programs.

Education & Training – Improve patient involvement in cancer care and research and 
enhance career development and training opportunities of clinicians and researchers.

Ethics, Legal, Societal Issues & Implementation Sciences – Improve system 
processes including ethics reviews, data governance, data sharing and patient 
communication.

Psychosocial & Survivorship – Advance the wellbeing and life quality for patients, 
survivors and families through prevention and management of cancer treatment side 
effects.



• Developed several education 
sessions: Intro webinar for fellows, 
sessions at AGM on data 
governance & anti-oppressive 
practices

• Surveying CRAs for training needs 
with regard to collection of 
sensitive sociodemographic data

• Created an organizational 
Equity Statement

• Surveyed the community for 
diversity & created 
representative diversity goals

• Reviewing all ACCESS 
projects for adherence to EDI 
Guidelines

• Incorporated best practice guidelines 
for data on sensitive 
sociodemographics including race & 
ethnicity: CMAJ, CIHI, ICES, etc. into 
an ACCESS Guidance Document. 

⚬ Self-identification
⚬ Follow governance frameworks – 

OCAP, EGAP, CARE, etc
⚬ Meaningful inclusion of PWLE

• Self-named: Social Justice, 
Indigenization & Inclusion

• Included Persons with Lived 
Experience and those with varied 
& intersectional identities

• Building stakeholder Networks:
⚬ Starting with Indigenous 

Research Circle

SJII

Committee 

Building
Guidelines

Foundational 

Elements
Education

39



ACCESS is a partnership of clinicians, researchers, policy-makers, advocates, patients, 
survivors and families across Canada. It embeds a patient- and person-centred approach by 
directly engaging and collaborating with persons with lived experience.

ACCESS is committed to upholding the values of reciprocity, equity and human rights in our 
work to build a national pediatric cancer strategy. As individual members of ACCESS, we come 
to this space to share responsibility for creating a diverse and inclusive community that strives to 
improve pediatric cancer outcomes, while simultaneously working to reduce barriers to 
treatment and outcome inequities.

ACCESS is committed to addressing systemic inequities, and recognizes systemic oppressions 
based on but not limited to, Indigenous identity, race, socioeconomic class, gender identity, 
sexual orientation, immigration status, religion, age, and ability.

ACCESS Equity Statement
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Mandatory Resources:
These resources must be reviewed by project teams as a first step in including equity into projects:

•CMAJ Guidance on reporting – as we expect research teams to adhere to these principles as much as feasible: 

https://www.cmaj.ca/content/195/6/E236

•ACCESS Education Session entitled ‘Incorporating anti-oppressive practices into the care of children with cancer in Canada’ presented by Stacey 

Marjerrison and Caroline Wai (video): 2023-11-01 CPCC Education Session - SJII.mp4

•Presentation from the 2023 ACCESS Annual General Meeting entitled ‘Applying an Equity Lens to Pediatric Cancer in Canada’ presented by Caroline 

Wai (video): AGM - Applying an Equity Lens to Pediatric Cancer in Canada.pdf

Where projects include data on the following elements, at a minimum, at least the first listed training resource must be reviewed, and the others 

highly recommended:

First Nations, Inuit and Métis Identity:
•The First Nations Principles of OCAP® - The First Nations Information Governance Centre (fnigc.ca)

•CARE Principles — Global Indigenous Data Alliance (gida-global.org)

•Inuit Qaujimajatuqangit Principles: Guidelines for Research Involving Inuit (2010)

•Manitoba Métis principles of ownership, control, access and stewardship: Principles of Ethical Métis Research (2011)

•Guidance on the Use of Standards for Race-Based and Indigenous Identity Data Collection and Health Reporting in Canada (cihi.ca)

•San'yas Indigenous Cultural Safety Online Training (sanyas.ca)

•Indigenous Relationship and Cultural Awareness Courses | Cancer Care Ontario

•Indigenous Canada | University of Alberta (ualberta.ca)

Race and Ethnicity:
•Engagement Governance, Access, and Protection (EGAP) Principles: https://blackhealthequity.ca

•Guidance on the Use of Standards for Race-Based and Indigenous Identity Data Collection and Health Reporting in Canada (cihi.ca) 

*includes widely accepted Canadian race and ethnicity categories

•Webinars on racism, anti-racism and racial equity | National Collaborating Centre for Determinants of Health (nccdh.ca)

Sex and Gender:
•CIHR Sex and Gender Training Modules: Home | CIHR-IRSC (cihr-irsc-igh-isfh.ca)

https://www.cmaj.ca/
https://sickkidsca-my.sharepoint.com/:v:/g/personal/stephanie_grover_sickkids_ca/ETEJM8MBnh5Ap2qc66RIVSMB4T-5mI__1geZteqsGGKxwA?nav=eyJyZWZlcnJhbEluZm8iOnsicmVmZXJyYWxBcHAiOiJPbmVEcml2ZUZvckJ1c2luZXNzIiwicmVmZXJyYWxBcHBQbGF0Zm9ybSI6IldlYiIsInJlZmVycmFsTW9kZSI6InZpZXciLCJyZWZlcnJhbFZpZXciOiJNeUZpbGVzTGlua0NvcHkifX0&e=4spg0E
https://sickkidsca-my.sharepoint.com/:b:/g/personal/stephanie_grover_sickkids_ca/ERTEHKh9UbZHhmTI537OhdMBwsAIK3WH2ZKWrLUbBK6gyw?e=0EBmtq
https://fnigc.ca/ocap-training/
https://www.gida-global.org/care
https://ruor.uottawa.ca/bitstream/10393/30411/1/2010_Ethics_FactSheet9.pdf
https://ruor.uottawa.ca/bitstream/10393/30555/1/2011_04_ethics.pdf
https://www.cihi.ca/sites/default/files/document/guidance-and-standards-for-race-based-and-indigenous-identity-data-en.pdf
https://sanyas.ca/
https://www.cancercareontario.ca/en/resources-first-nations-inuit-metis/first-nations-inuit-metis-courses
https://www.ualberta.ca/admissions-programs/online-courses/indigenous-canada/index.html
https://blackhealthequity.ca/
https://www.cihi.ca/sites/default/files/document/guidance-and-standards-for-race-based-and-indigenous-identity-data-en.pdf
https://nccdh.ca/resources/entry/racism-anti-racism-and-racial-equity-webinar-series
https://www.cihr-irsc-igh-isfh.ca/
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Putting this into practice …
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Request was to fund NGS sequencing to allow Canadian sites to participate in a study 
of Dasatinib +/- Blinatumumab in Ph+ ALL patients 

Racial categories based on NCI:

• American Indian/Alaska Native

• Asian

• Native Hawaiian or other Pacific Islander

• Black or African American

• White

• More than one Race

Background: AALL2131 Proposal to ACCESS



Canadian 
Categorizations

Based on CIHI
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CIHI Guidance on the Use of Standards for 
Race-Based and Indigenous Identity Data 
Collection and Health Reporting in Canada
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Indigenous 
Identity 
Data 

Standard
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Race-
Based Data 

Standard



COG Racial & 
Ethnic 

Categorizations

Based on NIH
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NIH Definitions (OMB Directive 15)
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COG Registration Information
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ASCT2031 Household Sociodemographic 
Survey

• No, not of Hispanic, Latino/a, or Spanish origin 

• Yes, Cuban

• Yes, Dominican

• Yes, Mexican, Mexican American, Chicano/a 

• Yes, Puerto Rican

• Yes, South or Central American

• Yes, another Hispanic, Latino/a or Spanish origin (includes 

European)

• Other, please specify: __________________

• I don’t know

• Prefer not to answer 

Is your child Hispanic, Latino/a, or Spanish 
origin?

What is your child’s race?

• American Indian, Aleutian, Alaska Native or First Nations

• Asian (includes nationalities or ethnic groups originating in 

the Far East, Southeast Asia, or the Indian subcontinent) 

• Black, African American, African, or Afro-Caribbean 

• Native Hawaiian, Maori, Other Pacific Islander, or 

Indigenous Australian 

• White, including Middle Eastern

• Other, please specify: __________________

• I don’t know

• Prefer not to answer 
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Race/ethnicity:

• White/Caucasian

• Black/African American

• Hispanic (check all that apply): Mexican, Mexican American, Chicano, Cuban, 
Puerto Rican, Other Spanish/Hispanic/Latino (specify) ___

• Asian (check all that apply): Asian Indian (subcontinent), Chinese, Japanese, 
Korean, Native Hawaiian, Guamanian or Chamorro, Pacific Islander, Filipino, 
Vietnamese, Samoan, Hmong, Cambodian, Thai, Laotian, Other Asian 
(specify)____

• Some other race (specify) ____

AALL1732 CRF Demographic Questionnaire
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NCORP Disparities Integration Emphasis Group 
(DIEG)
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How can we 
bring these 
together?
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You are part of a research team implementing a COG clinic trial and must report race 
to the study using US categories. Your project is also receiving funds from ACCESS 
and you have been asked to collect race data using appropriate categories for 
Canadian children.

In your tables, discuss how you would approach this scenario.

Be prepared to report back on: 

• Challenges you anticipate

• Approaches/steps you would take

Table Exercise
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Mapping Race/Ethnicity

Race/ethnicity

American Indian/Alaska Native

Asian

Black or African American

Hispanic or Latino

Native Hawaiian/Pacific Islander

White

Another

Unknown

Canadian
American
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Another Consideration - Australia

Race/Ethnicity Australian Standard

Oceanian

North-West European

Southern and Eastern European

North African and Middle Eastern

South-East Asian

North-East Asian

Southern and Central Asian

Peoples of the Americas

Sub-Saharan African

OCEANIAN

11 Australian Peoples

1101 Australian

1102

Australian 

Aboriginal

1103

Australian South 

Sea Islander

1104

Torres Strait 

Islander

1105 Norfolk Islander

12 New Zealand Peoples

1201 Maori

1202 New Zealander

13

Melanesian and 

Papuan

1301 New Caledonian

1302 Ni-Vanuatu

1303

Papua New 

Guinean

1304

Solomon 

Islander

1399

Melanesian and 

Papuan, nec

14 Micronesian

1401 I-Kiribati

1402 Nauruan

1499

Micronesian, 

nec

15 Polynesian

1501 Cook Islander

1502 Fijian

1503 Niuean

1504 Samoan

1505 Tongan

1506 Hawaiian

1507 Tahitian

1508 Tokelauan

1511 Tuvaluan

1512 Pitcairn

1599 Polynesian

https://www.abs.gov.au/statistics/classifications/australian-standard-classification-cultural-and-ethnic-groups-ascceg/latest-release 

https://www.abs.gov.au/statistics/classifications/australian-standard-classification-cultural-and-ethnic-groups-ascceg/latest-release


What do you think is the best 

approach to harmonize these 

categories (current state)?



What do you think is the best 

way to harmonize these 

categories (future state)?



If you said other ... what 

would you recommend?



Data 
Governance 



What are the ways you have 

considered data governance? 

(Choose all that apply)



69

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

https://fnigc.ca/ocap-training/
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https://blackhealthequity.ca/ 
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https://blackhealthequity.ca/
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Data collection is one 

part of embedding equity 

into research.

What are different ways 

equity can be embedded 

into research?



Ongoing Work in the Canadian Sphere



77https://www.partnershipagainstcancer.ca/cancer-strategy/strategic-priorities/
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https://3ctn.ca/equity-diversity-and-inclusion-in-clinical-trials/ 

https://3ctn.ca/equity-diversity-and-inclusion-in-clinical-trials/
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https://www.pogo.ca/education/indigenous-resource-guide/ 

https://www.pogo.ca/education/indigenous-resource-guide/
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Acknowledge that collection of sensitive data such as 
race is work

oBut continuing with how we've been collecting in 
Canada doesn't benefit the pediatric cancer 
community

Read the ACCESS guidance document on data 
collection

Advocate for standardized tools at your institution

Ask questions: how is OCAP followed in our institution? 

Wrapping Up



Advancing Childhood Cancer Experience, Science & Survivorship 

Agir contre le cancer des enfants avec succès

Thank you 

Merci

accessforkidscancer.ca

/company/access-acces/

/access_acces

/acces_access

/@access_acces

mailto:/@access_acces
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