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Collecting demographic data

Introduction
The information presented in this manual will provide staff in Toronto Hospitals and Community Health
Centres (CHCs) with the educational materials and resources they need to collect patient and client
demographic data.
This manual provides information on health equity, Toronto and international experiences collecting
patient and client demographic data. Workshop activities have been created to help you practice new data
collection skills when responding to patient and client questions or concerns.

Acknowledgements
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Local Health Integration Network (Toronto Central LHIN) for the funding received to prepare these training
materials and other related resources.
Sinai Health System would also like to acknowledge its partners: Centre for Addiction and Mental Health,
St. Michael’s Hospital, and Toronto Public Health for the work that went into the Tri-Hospital plus Toronto
Public Health (TPH) Pilot Project. Their efforts have opened up the way for real changes in how we will
approach health equity in Toronto and provided valuable knowledge on how demographic data collection
should be done.
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SECTION 1
HEALTH EQUITY
AND DEMOGRAPHIC
DATA COLLECTION
HEALTH EQUITY
What is health equity?
“Health equity is the ideal state in which all people are able to reach their full health potential and
receive high quality care that is fair and appropriate from each person’s perspective, no matter where
they live, who they are, or what they have.” — Health Quality Ontario, 2016

It is important to remember:
• Health equity is about meeting patient and client needs while minimizing any avoidable differential
outcomes based on individual characteristics.
• Health equity involves the fair distribution of resources needed for health, fair access to the opportunities
available, and fairness in the support offered to people when ill.1
• Health inequities are differences in health-care outcomes that cannot be explained by access-related
factors, clinical needs, relevance of intervention, or patient/client preferences.
• Health inequities are differences in health that are “avoidable”, “unjust”, and “unfair.”

Health equity in Canada:
• Health equity research in Canada tells us that: “Equity-relevant variables such as income and race matter
more than health behaviour in determining Canadians’ health outcomes”.2
• Children from low-income families require more hospital stays and show increased vulnerability to various
illnesses, accidental injuries, and mental health problems.3
• Living conditions, age, income, immigrant status, and race significantly affect diabetes, cardiovascular
disease, mental health, and self-reported health.4
• Economic and social conditions such as income, education, race, and housing significantly affect
Canadians’ physical and mental health beyond their lifestyle choices and available medical treatments.5
• Inequity is expensive. A Public Health Agency of Canada report states “inequities are health system cost
drivers” with approximately 20% of total health-care spending being attributed to income inequality.6
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Ensuring health equity in health care means:
• Collecting patient and client-level demographic data: This first step will give health-care organizations
a comprehensive picture of the community they serve and the characteristics of patients and clients
in their care. When done properly, demographic data will serve as “a fundamental building block” for
identifying health inequities and gaps in quality of care.7
• Identifying and reporting inequities in care: The second step is to examine differences in health
outcomes based on demographic variables such as race, language, and income.
• Implementing solutions to reduce inequities: Health-care organizations can address special patient/
client needs based on language, disability, and other factors, and develop programs to target populations
disproportionately suffering from adverse health outcomes.
Collection of Patient and Client Demographic Data is the gold standard in health equity planning.
Without demographic data, we cannot speak of evidence-based health equity planning.

PATIENT AND CLIENT DEMOGRAPHIC DATA COLLECTION
Patient and client demographic data has been collected in the United States, the United Kingdom, Australia,
and Ontario Community Health Centres for a number of years. Extensive health care and academic research
is available on the positive outcomes obtained. Today, not only can we rely on evidence that successful
demographic data collection in health-care organizations is possible, but that it leads to better patient and
client outcomes.

Developing evidence-based training
The process leading up to this training program included a literature review, the identification of
international best practices, evaluation of past training models, and interviews with trainers and staff
managers in the US and the UK. It also incorporated learnings from the work of the Tri-Hospital plus TPH
project, and data collection experiences from 34 health-care organizations (hospitals and CHCs) in the
Toronto Central LHIN who have collected data from over 435,000 patients and clients since 2012.

Summary of lessons
1		Patients and clients are willing to provide data and to have their demographic information linked to
the health chart.
There is strong evidence that patients and clients in Toronto are willing to share demographic
information.
2		Successful training in demographic data collection is about helping you feel comfortable when
asking patient and client questions and helping you feel confident when answering questions of
patients and clients.
To increase comfort when asking questions: evidence reveals that participating in practice
exercises is vital in increasing and improving comfort level.
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For confidence with answering patient and client questions: US hospitals used pamphlets and
posters to help empower staff, while training participants in Toronto found having a glossary of
terms at their fingertips to be “a life saver”.
3		Data collectors have reported little to no problems or conflict when approaching patients and clients
about collecting this data.8 These individuals had all participated in educational workshops that
prepared them to understand health equity and its link to demographic data collection.
Lesson #3 confirms what other organizations have told us: Patient and client demographic data
collection is attainable through consistent staff training.
4		Demographic questions that data collectors have most reservation about asking (‘sexual orientation’
or ‘gender’) do not match findings on what patients/clients are least likely to share (‘income’).
Evidence from across health-care organizations in Toronto, Canada, and the US has shown that
patients and clients are comfortable with responding to demographic questions. The discomfort
with data collection is more likely to originate and persist with health-care workers.

Engaging staff to collect data
A review of the strategies that Texas Baylor Healthcare System developed and implemented to ensure that
their staff were engaged around demographic data collection.

BEST PRACTICE: Staff Engagement at Texas Baylor Healthcare System
(a network of 27 Hospitals)
Challenge:
“A lot of pushback from staff (data collectors)” was identified as a major barrier to the initial
implementation of demographic data collection at Baylor Healthcare System.

Solution:
Baylor Healthcare System developed several strategies that proved successful in creating
“consistent and constant engagement”:
•	A staff training program that focused on helping staff become comfortable with asking sensitive
demographic questions
•	The program included specific wording for staff to use when approaching patients and
describing project goals
• Ongoing presentations to refresh training and follow up on new challenges
• Sharing results around demographic data collection (e.g. basic graphs around patient
information)
Source: Interview with Guwan Jones, Director of Health Equity at Texas Baylor Healthcare System
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Using demographic data for health equity planning
As discussed before, demographic data is essential for identifying inequities in health outcomes.
Once demographic data is used to identify and report inequities, health-care organizations can use that
data to develop evidence-based programs and interventions to improve health outcomes.

Here is an example of a ‘best practice’ in using patient demographic information to identify
health inequities, address them, and evaluate intervention programs.

THE PROGRAM: “CRC Navigator Program” at Massachusetts General Hospital (MGH)
Objective: Increase colorectal screening among low income and non-English speaking populations
Steps:
1

MGH identified lower colorectal cancer screening rates among low-income and non-English
speaking patients in comparison to higher-income and English speaking patients.

2

MGH developed the “CRC Navigator Program” where a ‘Navigator’ (staff member):
• Used hospital registry to identify patients by race/ethnicity who hadn’t been screened for
colon cancer
• Contacted patient and used program guidelines to determine key barriers
• Worked with patient on providing targeted intervention (education, exploration of cultural
perspectives, logistical issues,…)

3

Program was evaluated and found to be successful in improving colorectal cancer screening rates.

There is strong evidence that health inequities exist in Canada along a wide range of demographic
factors. Without consistent demographic data, Toronto’s hospitals have been unable to identify or
track this kind of knowledge within their own organizations.

Source: Joseph Betancourt, J. R. (2012). Achieving health equity and providing quality care.
Talk presented at Measuring Health Equity in TC LHIN symposium in Toronto, Ontario.

There is strong evidence that health inequities exist in Canada along a wide range of
demographic factors. Without consistent demographic data, health-care organizations in Toronto
have been unable to identify or track this kind of knowledge within their own organizations.
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SECTION 2
DEMOGRAPHIC
DATA COLLECTION
QUESTIONS
This section will provide you with appropriate information and resources to support you in
asking patients and clients standardized demographic questions.
For each of the 8 questions, participants will learn about:
• The wording of the question
• What the question intends to capture/measure
• Important points to remember
• Health equity evidence

Please refer to the Glossary of Terms on page 29 to better understand and be able to
explain the content of these questions.

Demographic data questions
The questions were developed by the Centre for Addiction and Mental Health, Mount Sinai Hospital,
St. Michael’s Hospital, and Toronto Public Health based on:
• A literature review
• An environmental scan of best practices
• Consultations with community members and subject area experts
• The findings of the Tri-Hospital plus TPH pilot project

Why these 8 standardized questions?
These 8 questions were chosen because they are widely accepted as “equity variables” that have a
significant impact on patient and client health outcomes. Language, born in Canada, race/ethnicity,
gender, sexual orientation, disability, and income have all been found to impact patient and client
outcomes, sometimes with devastating effects.
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1		 SPOKEN LANGUAGE
The question: What language would you feel most comfortable speaking in with your health-care provider?
Check ONE only.
		 Amharic

		 French

		 Punjabi

		 Tamil

		 Arabic

		 Greek

		 Russian

		 Tigrinya

		 ASL

		 Hindi

		 Serbian

		 Turkish

		 Bengali

		 Hungarian

		 Slovak

		 Twi

		 Chinese (Cantonese)

		 Italian

		 Somali

		 Ukrainian

		 Chinese (Mandarin)

		 Karen

		 Spanish

		 Urdu

		 Czech

		 Korean

		 Tagalog

		 Vietnamese

		 Dari

		 Nepali

		 English

		 Polish

		 Other (Please specify)

		 Farsi

		 Portuguese

		Prefer not to answer

________________________

		Do not know

What is ‘preferred spoken language’?
		 The language that the patient/client would prefer to speak in, which may be their mother tongue.
		 People may speak many languages, including English, but the language they feel most comfortable
speaking in with their health-care provider is important to know.

Points to remember
		 If the patient or client doesn’t see their preferred language, they should check “other” and fill in the
name of the language.
		 If there are languages listed that you don’t recognize or whose pronunciation you are uncertain,
please go to http://aboutworldlanguages.com to read more about them.

Health equity evidence
		 Flores, G. (2005). The impact of medical interpreter on the quality of health care: A systematic review.
Medical Care Research and Review, 62, 255-299.

2		 BORN IN CANADA
The question: Were you born in Canada?
		 Yes

		 Prefer not to answer

		 No

		 Do not know

If no, what year did you arrive in Canada?

____________

What do we mean by “born in Canada”?
Identifies whether the patient or client was born in Canada or has immigrated to Canada.
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Points to remember
		 Patients and clients might be reluctant to answer this question fearing that you are trying to
identify their citizenship status. They may believe that the health-care system will communicate with
Immigration Canada in order to locate people who are not in Canada legally. Ensure that the patient
or client is aware of your organization’s practices around sharing this information with his/her/their
health-care team.
It is up to your organization and your privacy officer to determine how demographic information
will be stored and whether it is visible and accessible to health-care providers.

Health equity evidence
		 Chiu, M., Austin, P. C., Manuel, D. G., & Tu, J. V. (2012). Cardiovascular risk factor profiles of recent
immigrants vs long-term residents of Ontario: A multi-ethnic study. Canadian Journal of Cardiology,
28, 20-26.

3		 RACIAL/ETHNIC GROUP
The question: Which of the following best describes your racial or ethnic group? Check ONE only.
Asian - East (e.g., Chinese, Japanese, Korean)
Asian - South (e.g., Indian, Pakistani, Sri Lankan)
Asian - South East (e.g., Malaysian, Filipino, Vietnamese)
Black - African (e.g., Ghanaian, Kenyan, Somali)
Black - Caribbean (e.g., Barbadian, Jamaican)
Black - North American (e.g., Canadian, American)
First Nations
Indian - Caribbean (e.g., Guyanese with origins in India)
Indigenous/Aboriginal not included elsewhere
Inuit
Latin American (e.g., Argentinean, Chilean, Salvadoran)
Métis
Middle Eastern (e.g., Egyptian, Iranian, Lebanese)
White - European (e.g., English, Italian, Portuguese, Russian)
White - North American (e.g., Canadian, American)
Mixed heritage (e.g., Black - African and White - North American)
(Please specify)

_________________________________________

Other(s) (Please specify)
Prefer not to answer

___________________________________

Do not know
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What is racial/ethnic group?
		 “Race” is used to categorize people into different groups usually based on observable physical
characteristics (e.g. skin colour) but can also include characteristics such as accent, dress, beliefs,
etc. These differences have no basis in biology (humans share 99.9% of DNA) and race is now
recognized as a social construct. While race is not biologically identifiable, “certain groups have
become racialized through a social process that marks them for unequal treatment based on
perceived differences”.9 While race is a construct, the experience of living with racism is real. The
Ontario Human Rights Commission expands that “these assumptions (racism) have become deeply
embedded in systems and institutions that have evolved over time. Racism operates at a number
of levels, in particularly, individual, systemic, and social”. Therefore, racial categorization and racial
discrimination continue to shape the lives and opportunities of those who are categorized as
“racialized people”.
		 While “race” is not disconnected from ancestral or familial ties, “ethnicity” is now the dominant
term to refer to groups of people who share a common ancestry and/or cultural heritage.10 While
interconnected, race and ethnicity can provide unique pieces of information (e.g. Black- African,
Black- Caribbean).
		 Considering both race and ethnicity is a recommended standard practice in health care and provides
an added level of granularity that is needed to understand needs and outcomes of patient and client
subpopulations.11

Points to remember
		 Patients and clients may be reluctant to identify racially for a variety of reasons. Research tells us
that about one in four people are uncomfortable identifying their racial or ethnic background.
		 Some may believe that race is a discredited concept and that refusal to speak in terms of race will
help us to gain racial equality. People who do not experience racism and some people who have been
harmed by racism may also feel that race is irrelevant and may say that they “belong to the human race”.
		 You can respond by saying that we know that certain groups in society are discriminated against
because they are perceived to be different and that race is often the basis for this discrimination.
		 However, having information about people’s racial identity can help us track whether certain groups
may face more discrimination and may not receive the care that they deserve. The best practice is to
have people self-identify racially. If they do not see a designation on the list that reflects their racial
identity, they should provide one in the space for “other”.
		 For more information about “race”, see the Glossary of Terms on page 30.

Health equity evidence
		 Smylie J, Fell D, Ohlsson A., & the Joint Working Group on First Nations, Indian, Inuit, and Métis Infant
Mortality of the Canadian Perinatal Surveillance System. (2010). A review of Aboriginal infant mortality
rates in Canada—striking and persistent Aboriginal/non-Aboriginal Inequities. Canadian Journal of
Public Health, 101, 143-148
		 Pederson, A., Raphael, D., & Johnson, E. (2010). Gender, race, and health inequalities. In T. Bryant,
D. Raphael & M. Rioux (Eds)., Staying Alive: Critical Perspectives on Health, Illness, and Health Care
(pp. 205-238). Toronto: Canadian Scholars’ Press.
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4		 PEOPLE WITH DISABILITIES
The question: Do you have any of the following? Check ALL that apply.
		 Chronic illness

		 Sensory disability (i.e. hearing or vision loss)

		 Developmental disability

		 None

		 Drug or alcohol dependence

		 Other (Please specify)

		 Learning disability

		 Prefer not to answer

		 Mental illness

		 Do not know

_________________________

		 Physical disability

What is disability?
		 Disability covers a broad range and degree of conditions, some visible and some not visible.
A disability may have been present from birth, caused by an accident, or developed over time.
There are physical, mental and learning disabilities, mental disorders, hearing or vision disabilities,
epilepsy, drug and alcohol dependencies, environmental sensitivities, and other conditions.12
		 Disability is often described as the social oppression faced by people with impairments living in an in
environment that is not organized to accommodate their needs. While many people with disabilities
are in good health, the vast majority faces barriers in utilizing the health-care system. Most of us will
develop some sort of disability during our lifetimes, with the risk increasing as we age.

Points to remember
		 Patients and clients should select the relevant boxes for the disabilities that they self-identify with.
They may have more than one disability. Again, there may be some reluctance to divulge information
on disabilities, or alcohol or drug dependencies. Patients and clients should be reassured that their
information will only be shared with members of their health-care team and that they can respond
“prefer not to answer” to any of the questions.

Health equity evidence
		 Havercamp, S. M., Scandlin, S., & Roth, M. (2004). Health disparities among adults with developmental
disabilities, adults with other disabilities, and adults not reporting disability in North Carolina. Public
Health Reports, 119, 418-426.

5		 GENDER
The question: What is your gender? Check ONE only.
		 Female

		 Trans – Female to Male

		 Other (Please specify)

		 Intersex

		 Trans – Male to Female

		 Prefer not to answer

		 Male

_________________________

		 Do not know

Notes: Community Health Centres have “two-spirit” as an additional answer option for the gender
question.
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What is gender?
		Gender is a social construct that is defined in various ways and includes any or all of the following
categories: physical anatomy (or sex organs), secondary sex characteristics that develop at and after
puberty, behaviour and conduct, sense of self, and clothing.
		
Gender identity is different than birth-assigned sex, and is linked to a person’s sense of self, and the
sense of being male, female, both or neither.
		 Gender is fluid and may change over time.

Points to remember
		 Some people may find this question intrusive. People who are trans-identified or gender nonconforming may be concerned with who will have access to this information. It is important to explain
that this information will be used to help meet health-care needs and equitable care, particularly if
their gender is different than their birth-assigned sex.
		 Patients and clients have the option to skip the question by selecting “prefer not to answer”
and you should reassure them that their data will be stored in the same manner as their other
health information.
		 If you have questions about gender identities, please refer to the Glossary of Terms on page 30.

Health equity evidence
			Diaz-Granados, N., Blythe Pitzul, K., Dorado, L. M., Wang, F., McDermott, S., Rondon, M. B., Posada-Villa,
J., Saavedra, J., Torres, Y., Des Meules, M., & Stewart, D. E. (2011). Monitoring gender equity in health
using gender-sensitive information: A cross-national study. Journal of Women’s Health, 20, 145-153.

6		 SEXUAL ORIENTATION
The question: What is your sexual orientation? Check ONE only.
		 Bisexual

		 Lesbian

		 Other (Please specify)

		 Gay

		 Queer

		 Prefer not to answer

		 Heterosexual (“straight”)

		 Two-Spirit

		 Do not know

_________________________

What is sexual orientation?
		 Sexual orientation is a term for the emotional, physical, romantic, sexual and/or spiritual attraction,
desire or affection for other people. Lesbian, gay, bisexual, queer, two-spirit and heterosexual are all
sexual orientations. Sexual orientation is not to be confused with gender.

Points to remember
		 Some people may find this question intrusive so it is important to explain who will have access to
the information, how their privacy will be protected and why collecting this information is important.
Patients and clients also have the option to skip the question by choosing “prefer not to answer”.
		 Every patient/client has unique health needs. Research shows that lesbian, gay, and bisexual people
have health needs that differ from the rest of the population. They also experience higher rates of
certain health issues compared to others. Learning about sexual orientation will help you to deliver
appropriate health services and equitable care.
		 Sexual orientation is fluid and may change over time.
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Health equity evidence
Institute of Medicine (US) Committee on Lesbian, Gay, Bisexual, and Transgender Health Issues
and Research Gaps and Opportunities.(2011). The health of lesbian, gay, bisexual, and transgender
people: Building a foundation for better understanding. Washington, DC: National Academies Press.

7		 FAMILY INCOME
The question: What was your total family income before taxes last year? Check ONE only.
CHC answer options
		 $0 - $14,999

		 $30,000 - $34,999

		 Prefer not to answer

		 $15,000 - $19,999

		 $35,000 - $39,999

		 Do not know

		 $20,000 - $24,999

		 $40,000 - $59,999

		 $25,000 - $29,999

		 $60,000 or more

Hospital answer options
		 $0 - $29,999

		 $90,000 - $119,999

		 Prefer not to answer

		 $30,000 - $59,999

		 $120,000 - $149,999

		 Do not know

		 $60,000 - $89,999

		 $150,000 or more

What is family income?
		 Family income, also known as ‘household’ income, is the total income earned by a group of
individuals sharing a common dwelling unit who are related by blood, marriage (including commonlaw relationships) or adoption or who live together and share resources.

Points to remember
		 Many Canadians are uncomfortable answering a question about family income so clarify who will have
access to this information and how privacy will be protected. There may be many reasons for patients
or clients to feel uncomfortable answering this question, including fear of being judged and fear of
being reported to Canada Revenue Agency or other authorities. Patients and clients have the right to
skip the question/prefer not to answer.
		 **In the case of patients under 18, patients and clients should be advised that the question is asking
about the “household income supporting the child”.

Health equity evidence
		 Kimberlyn M. McGrail, Eddy van Doorslaer, Nancy A. Ross, & Claudia Sanmartin. (2009). Incomerelated health inequalities in Canada and the United States: A decomposition analysis. American
Journal of Public Health, 99 (10), 1856-1863.
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8		 NUMBER OF PEOPLE INCOME SUPPORTS
The question: How many people does this income support?
		 Prefer not to answer

________

person(s)

		 Do not know

Number of family members defined
		 The number of people who the family income is shared with. It can include people who are being
supported abroad, the number of people who live together and share resources, and/or people who
are related by blood, marriage (including common-law relationships) or adoption.

Points to remember
		 There may be reluctance to answer this question if there is an undocumented family member.
Please see page 39 for guidelines on how to collect demographic data from patients and
clients 18 years of age and under.
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SECTION 3
ASKING PATIENTS
AND CLIENTS FOR
DEMOGRAPHIC INFORMATION
Information to give patients and clients
Listed below are the three key messages to communicate to patients and clients. These messages were
developed based on provincial guidelines and patient/client feedback on the information they want to
receive when responding to demographic questions:
“To find out who we serve.”
Purpose

“To identify patient and client needs.”
“To understand patient and client experiences and outcomes.”
“Information can be seen by the team taking care of you.”

Access to data

Voluntary

“Information is protected like all your health-care information.”
“If used in research, data from all patients and clients is grouped together and no
one will be able to identify individuals.”
“Questions are voluntary.”
“You can choose “prefer not to answer” to any or all of the questions.”
“Choosing to not respond will not affect your care or access to services.”

• Ask the patient or client if they need any help in completing the questions and provide them with
assistance if required.
• Always be mindful of privacy and discretion when asking the questions.
• Be aware that some of the groups referred to in this data collection process are likely to have experienced
discrimination and harassment and therefore may be reluctant to answer questions from health professionals.
You can use the Patient and Client Brochure to help introduce the standardized demographic
questions and pro-actively address any questions that may come up.

For health-care organizations that have chosen to have patients or clients fill out the questions
themselves, staff should ensure that this information is provided using alternate methods
(e.g. written materials, comprehensive introduction).
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Responding to questions from patients and clients
It is essential that you have information on:
			 • The 3 key messages to share with patients and clients (see page 16)
			 • What the questions and categories refer to
			 • How to address discriminatory comments
		

*	Provide a brief explanation and note when the patient or client does not understand the question.
Do not get into long discussions about the questions.

Points to use when discussing the “why”:
• “This data will help us provide you and everybody else with the best quality of care possible”
– Expand: “and care that is equitable”
– Expand: “and care that addresses any unique needs you have”
• “All this information has helped other health-care organizations provide better services to patients and
clients and we want to do that here”
• “We want to know who we serve and whether or not our patient and client population is representative of
the community around us”
• “We understand that our patients/clients are all unique and by getting this information, we can plan for
services that fit our patients’/clients’ needs”
• “This is about the best care possible and ensuring that we are providing quality and equitable care”
• “Research has shown that these variables can have an impact on the care that people get. We want to
ensure that this is not happening here and act if otherwise”
• “Based on this data, we can look at whether we have gaps in the services we provide”

Remind patients and clients that this information is not only about their care right now, but about
improving future care for them and contributing to improving care for all other patients and clients.

What NOT to say:
• I understand why you don’t want to answer
• I don’t answer any of these myself
• I’m sorry, I am being forced to ask you these questions

How to react to a patient or client who seems upset or excluded:
• Explain that the purpose of this is to be inclusive
• Assure them that you will make a note of their comment/concern and that it will get back to the
organization; make them feel validated and assure them that their concern has been noted
• Remind them that they can skip a question
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“You can choose not to answer” should not be the first response to patient or client concerns:
		 • Patients and clients have the right to know why we need this data and how it will be used
			 •	It is important to help patients and clients see that their information is very valuable for the care
we provide and that it will be treated with respect

Sample script on how to respond to patient or client questions
QUESTION

“What does this have to do with my care?”
“We want to provide care based on patient/client needs. We don’t want to
make any assumptions about patient/client needs or who our patients/
clients are. For example, when we know a patient/client doesn’t speak
English, we will obtain interpreter services.”

Script

“Having this information gives us an idea of who visits our hospital/CHC”
“In some cases depending on the patient/client and the situation, having
this information means providing better care. E.g. getting an interpreter for
non-English speakers.”

QUESTION

“I’m just here for a quick appointment.”

Script

“This information is for both now and future visits as well”.

QUESTION

“This has nothing to do with me – so what if I say _________ (e.g. straight)?”
“We don’t want to make any assumptions so we ask everyone these questions.”

Script

“Depending on the patient/client, we may be able to refer them to services
or discuss needs they may have.”

QUESTION

“I don’t want to answer any of these questions.”

Script

“I understand, can I put all your responses as ‘prefer not to answer’?”

For additional scripts on how to respond to patients and clients specifically about one of the 8 questions,
go to page 40.
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Anticipated use of data for care, planning and quality
INDICATOR

Spoken Language

Uses in Care

• To provide appropriate care delivery as required by the Charter of Rights
and Freedoms
• To acquire informed consent

Uses in Planning

• To improve access to care for those who do not speak/read English or
French

Impact on Quality

• Use of interpreters and translators has direct impact on quality and safety

INDICATOR

Born in Canada

Uses in Care

• To address barriers and stress associated with migration and settlement

Uses in Planning

• To understand the types of supports or services needed

Impact on Quality

• Improves access to care for newcomers to Canada

INDICATOR

Racial/Ethnic Group

Uses in Care

• To provide targeted care and supports (e.g Middle Eastern populations and
thalassaemia, First Nations and diabetes)

Uses in Planning

• To improve outreach to vulnerable groups who do not seek care at the
same level as other groups
• To address access challenges

Impact on Quality

• Outreach improves preventative care and reduces readmissions

INDICATOR

People with Disabilities

Uses in Care

• To fulfill organizational responsibilities around providing accommodation
• To address histories of traumatic interactions with the health-care system

Uses in Planning

• To carry out accommodation planning
• To work on preventing recurrence of exclusion

Impact on Quality

• Better accommodation leads to more efficient and effective care
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INDICATOR

Gender

Uses in Care

• Both birth-assigned sex and gender are relevant to room assignment
and other essential medical testing (e.g. hormone levels, pap smears,
mammograms, etc.)
• To accommodate the unique needs related to the gender identity of a
patient or client

Uses in Planning

• To improve outreach to vulnerable groups who do not access care at the
same level as other groups

Impact on Quality

• Better planning improves preventative care and health outcomes

INDICATOR

Sexual Orientation

Uses in Care

• To understand the unique needs of patients and clients who identify as
lesbian, gay, bisexual, queer (e.g. living with discrimination)

Uses in Planning

• To create welcoming environments for lesbian, gay, bisexual (LGB)
community members
• To address known health inequities facing LGB patients and clients

Impact on Quality

• Providing a welcoming environment improves access and patient and client
experiences

INDICATOR

Family Income and Number of People Income Supports

Uses in Care

• Relevant for discharge planning
• Relevant for medical prescriptions

Uses in Planning

• To identify the levels of need among patient and client populations and
ensure that low income households have the same access and
opportunities to excellent and quality care as high income households
• To improve low income patients and clients access to primary and
preventative health-care

Impact on Quality

• Improved health care for all

Patient and Client Brochure
Quick Answers to Frequently Asked Questions (FAQ)
The answers to frequently asked questions below are included in a brochure format. Please note that we
strongly recommend that you review all the answers to ensure they fit with your own policies around data
use, privacy, storage, etc.
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Why are you asking me these questions?
A team of Toronto researchers worked on choosing each question. They carefully reviewed information about
quality and equitable care. By asking these questions, we will continue to know our patients and clients and
become better at providing care and services. Also, sometimes people experience discrimination in healthcare settings. We want to make sure that is not happening. If it is, we want to correct that.

I’m only here for a quick appointment. How is this relevant to my care?
It is important for us to know who we serve, whether patient and client needs match the care we provide for
all. This information will help us understand and plan care not only for your future visits, but for other patients
and clients who may have similar needs as yours. This gives us a full picture of the population we serve.

Is it legal to ask these questions?
Yes, the Ontario Human Rights Commission strongly encourages organizations to collect and use
demographic information to keep track of outcomes and promote equity. Also, Ontario’s Excellent Care for
All Act, 2010 is a law that holds hospitals responsible for delivering quality health care. This law has hospitals
collect information from patients about their experience. We learned that demographic information greatly
impacts patient and client experiences and decisions about whether to use health care or not. We believe
that we cannot fully understand health-care experiences without knowing more about who we are serving.

How will you use this information*?
Each organization should confirm that this answer is in accordance with their own privacy policies.
• We will study whether factors such as language, disability, gender and so on are linked to health outcomes.
• We want to learn more about the link between how long you have been in Canada and health outcomes.
• We will review and use your information to develop programs and do service training.
• Members of your Health-care Team may refer you to services, give you information, or identify any unique
needs, such as:
– interpretation services
– health information
– treatment programs
– accommodation for disabilities
– care information

Who can see my demographic information*?
Each organization should confirm that this answer is in accordance with their own privacy policies
and research practices.
We take your privacy very seriously. Only your Health-care Team will see the information. It will be treated
with the same level of confidentiality as all other information you share. If used in research, the information
from all patients and clients will be combined and researchers will not be able to identify who any of the
patients or clients are.

What if there are questions that I don’t want to answer?
You can answer “prefer not to answer” to any or all questions. This will not impact the care you receive here.

* Response to this question is based on the practices at Mount Sinai Hospital.
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SECTION 4
SAMPLE TRAINING
AGENDA AND ACTIVITIES
POINTS TO KEEP IN MIND AS TRAINER
Here are some points to keep in mind when delivering training on demographic data collection.13
• Start by acknowledging the learners as experts who already have a great deal of valuable knowledge
and experience
• When learners present obstacles to doing something new or different, be sympathetic, respectful and listen
• Any information presented should be directly relevant to what the learner has to do on the job
• The workshop’s benefits to the learner, essentially what’s in it for them, has to be clear from the outset
and reinforced throughout the session
• The structure needs to be clear, learners must easily see the reasons behind the sequence of activities
• The content must make sense, be easy to understand, and provide solutions to workplace challenges
• It should be interactive allowing participants to get involved throughout the session
• Participants should have a variety of opportunities to learn from each other
• Participants should receive tools to apply the new learning to their workplace
• Participants must be able to immediately apply what they are learning

SAMPLE FACILITATOR AGENDA (2 HOURS)
Here is a sample training agenda for you to use. The amount of time for each activity is identified and the
activities, method of presentation and expected outcomes are described.
We recommend that you:
•	Allow for a 2 to 3-hour session so that learners have the time to learn, analyze and practice the new skills
• Ensure that there are at least 12 and no more than 20 participants
It is important that the session is large enough to have a variety of interactions and small enough for people
to comfortably to ask questions.
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Sample Facilitator Agenda
 CTIVITY
A
10 minutes

Introductions, Housekeeping, Learning Objectives, Ground Rules

FOR FACILITATOR:
Method of
presentation

•	Introduce yourself
•	Welcome group
•	Describe/identify reason for the workshop

Expected outcome

Facilitator sets welcoming tone, acknowledges expertise in the room

Materials

PowerPoint Presentation

 CTIVITY
A
15 minutes

FOR FACILITATOR:
Method of
presentation

Expected outcome

Statistics Activity

•	Ask participants to walk around the room, read the stats on the wall and to
stop by the stat that most surprises or affects them
•	Ask participants to introduce themselves to the group, explain why they
stopped by a certain stat, and identify something they hope to learn during
the session
Participants will receive a graphic understanding of health inequities, and how
they affect health and wellbeing.
Participants will identify some of their own personal learning goals, and may
identify any initial questions they have.
PowerPoint Presentation

Materials

Sample statistics (See in this manual):
•	page 28 (for activity description)
What is Health Equity? What is Demographic Data Collection?

 CTIVITY
A
15 minutes

FOR FACILITATOR:
Method of
presentation

Overview of the Toronto Central LHIN data collection project including:
• What is Health Equity?
• Why collect demographic data?
•	What do we know about patient/client and staff experiences with
demographic data collection?

•	Present and discuss PowerPoint slides
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Sample Facilitator Agenda (continued)

Expected outcome

Participants will learn:
•	What health equity is and what hospitals and CHCs need to do to achieve
equitable health outcomes
• Why it’s important to collect demographic data
• About patient/client willingness to share demographic data
• About the experiences of data collectors

Materials

PowerPoint Presentation

ACTIVITY
35 minutes

Review TC LHIN Questions
• What data will be collected?
• How does one collect the data?
• Anticipated use of data for care, planning and quality
• Key terms and definitions

FOR FACILITATOR:
Method of
presentation

Present and discuss PowerPoint slides
Video observation

Expected outcome

Participants will learn:
• About the 8 questions developed after rigorous research and testing
• What are the main issues for each question
• What is the question trying to capture and what do the categories mean
• Guidelines to collect from children and youth

Materials

PowerPoint Presentation
Video

ACTIVITY
20 minutes

Collecting Demographic Data
•	Key messages to share with patients and clients
•	Sample workflow to collect the data in person or by paper
•	Overview of resources

FOR FACILITATOR:
Method of
presentation

Present and discuss PowerPoint slides

Expected outcome

Participants will learn:
• What patients and clients want to hear about collecting the data
• Best practice examples in collecting the data
• About materials to support data collection, e.g. Patient/Client Brochure
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Sample Facilitator Agenda (continued)
Materials

PowerPoint Presentation
Measuring Health Equity Resources (Patient/Client Brochure, Poster,
Cheat Sheet, etc.)
Practice Session and Debriefs

ACTIVITY
20 minutes

Part 1 (5 min): Introduce practice sessions
• Participants will have a chance to play each either the role of staff or patient
• Participants will practice one scenario
Part 2 (15 min): Facilitate one practice exercise

FOR FACILITATOR:
Method of
presentation

• Divide participants into groups of 2: Patient/Client and Staff
• Distribute 1 practice exercise to each group
• Review practice exercise. This is a chance to practice:
– introducing/presenting the Demographic Data Form
– answering any questions or responding to any concerns patients/clients
may present

Expected outcome

Participants will:
•	Practice asking the questions, share the patient/client brochure, and respond
to questions/concerns

Materials

PowerPoint Presentation
Practice exercises

ACTIVITY
5 minutes

FOR FACILITATOR:
Method of
presentation

Expected outcome

Materials

Wrap Up and Evaluations

Group discussion:
•	Identify key learnings from today
•	Identify the support you’d like going forward
•	Name any concerns you may still have

Participants will be able to reflect on what they knew at the beginning of the
session, and the skills developed at its conclusion
Participants will be informed that more training and skill development will be
forthcoming
Evaluation form (See this manual, page 44)
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SAMPLE PARTICIPANT AGENDA (2 HOURS)
How to collect patient and client demographic information
Sample Participant Agenda
ACTIVITY

Duration
(minutes)

Method

Welcome and Introductions

10

Facilitator presents, group activity, video

Statistics Activity

15

Group activity

Health Equity and Demographic
Data Collection

15

Facilitator presents

Review Toronto Central LHIN Questions

35

Video, facilitator presents, PowerPoint
and group discussion

Collecting Demographic Data

20

PowerPoint and supporting documents

Practice Session

20

Group work

Wrap Up and Evaluations
TOTAL TIME

5

Group discussion and individual
feedback

2 hours

SAMPLE ACTIVITIES
In this section, we will review some components of the agenda (refer to table on page 23) by
providing details about the activities and explaining how to carry out tasks.

Activity: Introductions, Housekeeping, Ground Rules

10 minutes

This information will help you begin the workshop:
•	 Introduce yourself and provide context for the training
•	Provide information on learning outcomes, refreshments and location of washrooms
•	We recommend you cover all of the information on the next 2 pages. You will be able to use the
PowerPoint presentation as a guide
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Learning outcomes
At the end of a 2-hour workshop, participants will be able to:
•	Define health equity
• Explain to clients and patients what the demographic questions are
• Tell clients and patients why hospitals and CHCs need to collect demographic data
• Describe how hospitals and CHCs may use demographic data to plan and improve services
•	Explain the reasons for each of the 8 questions
• Ask the questions in a respectful manner
At the conclusion of the workshop participants will be asked to evaluate the session; this will be their
opportunity to let you know whether they think the initially stated outcomes have been met.
The evaluation will help you determine types of ongoing support that may be required. As mentioned
previously, further training sessions will likely be required to sustain success.

Key messages
•	17 hospitals and 17 CHCs in the Toronto Central Local Health Integration Network are collecting patient/
client demographic data using 8 common core items
•	The questions were developed and piloted by the Tri-Hospital (Mount Sinai, CAMH, St. Michael’s) +
Toronto Public Health group; each of the questions was carefully analyzed as to its impact. The questions
were chosen because of the information they could provide about health outcomes, and why some
groups have poorer health outcomes than others
•	There are a variety of reasons for collecting demographic data:
1. To improve health-care quality (equity is a component of quality)
2. To determine the composition of our community of health-care users
3. To ensure health care responds to individual needs
4. To ensure our services reach the entire community
5. To fulfill our mandate to provide equitable care
•	The Toronto Central Local Health Integration Network has mandated the collection of patient/client
demographic data in order to achieve health equity
•	Health equity is achieved when people are treated differently according to what they need; it is achieved
when everyone using the health-care system has the same opportunity for positive outcomes. Working
for health equity means working to overcome the inequities that are unfair, unjust and avoidable and
which burden certain populations.14

Suggested ground rules
•	Listen carefully while others are speaking
•	Speak from one’s own experience – e.g. “I think”, rather than “Everyone knows”
•	No personal attacks – challenge the perspective, not the individual
•	Try not to blame – look for solutions that group members can act on
•	Discuss issues that are raised in the workshop
•	Put devices on silent function, use respectful etiquette
•	Ask for clarification from group members or the facilitators, when needed
•	Share frustrations with facilitators. This is your workshop
•	Take breaks as needed
• Respect confidentiality
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Activity: Statistics Activity

15 minutes

Preparation
•
•
•

	
Select
3-4 statistics per topic
	Print and laminate individual statistics on a sheet of 8x12 paper
	Post statistics on the wall throughout the training room

This activity provides concrete information about health inequities. The information on the posters
highlights inequities around a number of topics such as poverty, disability, immigration, racism, sexual
orientation and more.
Ask participants to walk around and view the posted data and statement clusters. Allow sufficient time for
people to read all the statistics.
Next, ask them to stand beside the poster or group of posters that they are surprised or affected by.
Ask them to speak to why they are standing beside a particular statistic. Allow 10 minutes for this discussion.
Over time, you may wish to update or change the statistics.

ALTERNATIVE STATISTICS EXERCISE FOR GROUPS >20
In the case of large groups it may be easier to do the statistics exercise together. Create a statistics quiz by
putting up a few statistics on a slide leaving key information blank. Participants can work in groups to fill in
the blanks before sharing. Then discuss the answers as a large group. Here is an example:
Q. Over one in _____________ patients discharged from a general hospital with a diagnosis of mental illness
were readmitted within one year of their discharge.
A. O
 ver one in three patients (37%) discharged from a general hospital with a diagnosis of mental illness
were readmitted within one year of their discharge.

Canadian Institute for Health Information. (2006). Hospital mental health services in Canada, 2003–2004. Ottawa: CIHI.

ONLINE E-LEARNING MODULE
The Measuring Health Equity e-learning module “We Ask Because We Care: Collecting Patient and Client
Demographic Data” is a one-hour online training module that provides Toronto health-care staff with the
tools to effectively collect patient and client demographic information.
After completing this module, you will be able to:
• Explain what health equity is to patients and clients
• 	Outline how patient and client demographic data will support health-care organizations to deliver
equitable, high quality care
• Effectively collect patient and client demographic data
To access the e-learning module, please visit http://torontohealthequity.ca/training/elearning/
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SECTION 5
GLOSSARY OF TERMS
Disability
“Disability” covers a broad range and degree of conditions, some visible and some not visible. A disability
may have been present from birth, caused by an accident, or developed over time. There are physical,
mental and learning disabilities, mental disorders, hearing or vision disabilities, drug and alcohol
dependencies, environmental sensitivities, and other conditions.
Disability is often described as the social oppression faced by people with impairments living in an
environment that is not organized to accommodate their needs. While many people with disabilities are in
good health, the vast majority face some barriers in utilizing the health-care system. Many of us will develop
some sort of disability during our lifetime with the risk increasing as we age. Disability includes:
		Chronic illness is a disease or other health condition that is persistent or long-lasting in nature.
	The term chronic is usually applied when the course of the disease lasts for more than three months.
Common chronic diseases include asthma, cancer, diabetes and HIV/AIDS.
		
Developmental disability (also known as intellectual disability) refers to lifelong disabilities attributable
to mental or physical impairments, manifested prior to age 18. Development disabilities can affect one’s
capacity for independent living, economic self-sufficiency, learning, mobility, use of language, self-care,
and self-direction.
		
Drug or alcohol dependence occurs when a person develops a physical or emotional “need” for a drug
or for alcohol and is unable to control its use despite the negative impact it has on their life.
		
Learning disability refers to a number of disorders which may affect a person’s ability to acquire,
organize, remember, understand or use verbal or nonverbal information. Learning disabilities often
affect individuals who possess at least average abilities for thinking and/or reasoning. Learning
disabilities can affect a person’s ability to listen, speak, read, write and/or do math. They can also be
associated with difficulties with social and emotional skills and behaviours.
		
Mental illness refers to a significant pattern of changes in thinking, behaviour or emotions that may
affect a person’s ability to work or function socially. Common disabilities include depression, seasonal
affective disorder, and anxiety disorders. A person with a mental health disability may experience
reduced stamina, ability to handle stress and/or a lack of concentration, but may find it difficult to
express this or even identify the disability. Social conditions such as poverty, income disparities,
homelessness and housing instability, income insecurity, racism, sexism, and homophobia negatively
impact mental health.
		
Physical disability is any impairment which limits the physical function of one or more limbs or fine
or gross motor ability. It also includes impairments which limit other facets of daily living, such as
respiratory disorders and epilepsy.
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Sensory disability usually refers to hearing impairment and visual impairment. Hearing impairment is
the category of physical impairment that includes people who are deaf, deafened or hard of hearing.
Visual impairment refers to those who suffer from various injuries to their eyes and/or impairments to
their eyesight including partial or total blindness.

Gender and Gender Identity
Gender is a social construct that is defined in various ways and can include any or all of the following
categories: physical anatomy (or sex organs), secondary sex characteristics that develop at and after
puberty, behaviour and conduct, sense of self, and clothing.
Gender identity is linked to a person’s sense of self, and particularly the sense of being male, female, both,
or neither. Some people’s gender identity is neither masculine nor feminine and for others, their gender is
fluid, rather than fixed on any point along the gender spectrum. A person’s gender identity may be different
from their birth-assigned sex and is separate from their sexual orientation. Gender identity includes:
Intersex refers to people whose bodies, reproductive systems, chromosomes and/or hormones are
not easily characterized as male or female. Most intersex people identify as either male or female, but
not all intersex people identify with the sex they were assigned at birth, and some choose to identify
themselves as intersex. While intersex and trans people may share some overlapping experiences and
perspectives, the terms and issues are not the same. Many intersex persons do not identify as trans,
and should not be referred to under the heading of trans unless they request it.
Trans is an abbreviation, which includes but is not limited to, transgender, transsexual, gender nonconforming and gender questioning persons. Trans can mean transcending beyond, existing between,
or crossing over the gender spectrum. It is an umbrella term used to describe individuals who, to
varying degrees, do not conform to what society usually defines as a man or a woman.
•	Trans – Female to Male describes a trans person who is assigned female at birth but self-identifies
as male.
•	Trans – Male to Female describes a trans person who is assigned male at birth but self-identifies
as female.

The term “two-spirit” has traditionally been used in Aboriginal cultures to describe a person
who has received a gift from the Creator – the privilege of housing both male and female
characteristics within their spirit. Today, it is a generic term used mostly by some First Nations
and Métis people to describe, from a cultural perspective, people who are known in
non-Aboriginal society as either gay, lesbian, bisexual, intersex, or trans. As an umbrella term,
Aborginal people may self-identify their gender as “two-spirit”.

Racial/Ethnic Group
“Race” is used to categorize people into different groups usually based on observable physical characteristics
(e.g. skin colour) but can also include characteristics such as accent, dress, beliefs, etc. These differences
have no basis in biology (humans share 99.9% of DNA) and is now recognized as a social construct. While
race is not biologically identifiable, “certain groups have become racialized through a social process
that marks them for unequal treatment based on perceived differences”. While race is a construct, the
experience of living with racism is real. The Ontario Human Rights Commission expands that “these
assumptions (racism) have become deeply embedded in systems and institutions that have evolved over
time. Racism operates at a number of levels, in particularly, individual, systemic, and social”. Therefore,
racial categorization and racial discrimination continue to shape the lives and opportunities of those who
are categorized as ‘racialized people’.
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While “race” is not disconnected from ancestral or familial ties, “ethnicity” is now the dominant term to refer
to groups of people who share a common ancestry and/or cultural heritage. While interconnected, race and
ethnicity can provide unique pieces of information (e.g. Black– African, Black– Caribbean).

Sexual orientation*
Sexual orientation is a term for the emotional, physical, romantic, sexual and spiritual attraction, desire or
affection for another person. People define their sexual orientation in various ways including:
		Bisexual: a person who is attracted to both men and women.
		
Gay: a person who is mainly attracted to those of the same gender. This term is used by both men
and women although many women prefer to be referred to as lesbian.
		
Heterosexual (“straight”): a person who is primarily attracted to members of the opposite gender.
Heterosexual people are often referred to as “straight.”
		Lesbian: a woman who is primarily or exclusively attracted to other women.
		
Queer: formerly a term of disrespect, “queer” has been used recently by those who generally reject
traditional sexual orientations and/or who find sexual identities such as gay, straight, lesbian or bisexual
too restrictive. The term “queer” is often used by those who feel that mainstream culture is oppressive
to those who reject heterosexual norms.
		
Two-Spirit: traditionally in Aboriginal cultures, this person was one who had received a gift from the
Creator – the privilege of housing both male and female characteristics within their spirit. Today, it
is a generic term used mostly by some First Nations and Métis people to describe, from a cultural
perspective, people who are known in non-Aboriginal society as either gay, lesbian, bisexual, intersex
or trans.

PLAIN LANGUAGE GLOSSARY
Disability
Disability is a physical (your body), mental (your mind) or intellectual (the way you process information)
condition that limits your movements, senses or activities. Disability includes:
		
Chronic illness is a disease or health condition that lasts for a long time (e.g. asthma, cancer, diabetes
and HIV/AIDS).
		
Developmental disability (also known as intellectual disability) affects your ability to reason, plan, think,
communicate, and do everyday social and practical activities/tasks.
		
Drug or alcohol dependence is the feeling that you need drugs or alcohol or are not able to control
when you drink alcohol or take a drug.
		
Learning disability affects the way your brain understands, remembers, organizes or uses information.
It can create difficulty in the way you listen, speak, read, write and/or do math.
		

*A
 dapted from Asking the Right Questions 2: Talking with Clients about Sexual Orientation and Gender Identity, Paraticipants
Manual. Centre for Addiction and Mental Health, Toronto

PARTICIPANT MANUAL

-

32 -

Collecting demographic data

		
Mental illness is a condition that affects the way you feel, behave or think (e.g. depression, bipolar
disorder).
		Physical disability is a condition that affects physical movement.
		Sensory disability is a condition that affects what you can hear or see (e.g. hearing or vision loss).

Gender and Gender Identity
Gender identity is your sense of self, specifically your sense of being male, female, both, or neither. It may
be different from your biological sex (i.e. anatomy, physical body) and includes:
		
Intersex describes people whose bodies, reproductive systems, chromosomes and/or hormones are
not easily grouped as male or female.
		Trans Female to Male is a person who identifies as male but was born as a biological female.
		Trans Male to Female is a person who identifies as female but was but was born as a biological male.
		
Two-Spirit refers to Aboriginal lesbian, gay, bisexual and trans people. It means having both female and
male spirits within one person.

Racial/Ethnic Group
Race is a term used to separate people into groups based on skin colour and other physical traits. ‘Race’ is
not based on biology but on differences that society has decided are important. These differences can be
used to treat people differently.

Sexual Orientation
Sexual orientation is who you are attracted to romantically. People define their sexual orientation in various
ways including:
		Bisexual is a person who is attracted to both men and women.
		
Gay is a person who is attracted to people of the same gender; for example, a man who is attracted to
men or a woman who is attracted to women. This term is used by both men and women although many
women prefer to be referred to as ‘lesbian’.
		
Heterosexual (“straight”) is a person who is attracted to the opposite gender; for example, a man who
is attracted to women or a woman who is attracted to men.
		Lesbian is a woman who is attracted to other women.
		Queer is a positive term used by some non-heterosexual people.
		
Two-Spirit refers to Aboriginal lesbian, gay, bisexual and trans people. It means having both female and
male spirits within one person.
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SECTION 6
RESOURCES AND
BIBLIOGRAPHY
FURTHER RESOURCES
Measuring Health Equity: Demographic Data Collection in Health Care website by Mount Sinai Hospital
http://torontohealthequity.ca
Happy to Ask, Happy to Tell: Handbook for Trainees by NHS Health Scotland
http://www.healthscotland.com/documents/3715.aspx
Measuring the Gaps: Collecting Data to Drive Improvements in Health Care Disparities by Center for
American Progress http://cdn.americanprogress.org/wp-content/uploads/issues/2010/12/pdf/
measuringgaps.pdf
A Toolkit for Collecting Race, Ethnicity and Primary Language Information from Patients by Health Research
and Educational Trust http://www.hretdisparities.org/Coll-4166.php
Unequal Treatment: Racial and Ethnic Disparities in Health by Institute of Medicine https://www.nap.edu/
catalog/10260/unequal-treatment-confronting-racial-and-ethnic-disparities-in-health-care
Race, Ethnicity, and Language Data: Standardization for Health Care Quality Improvement by Institute of
Medicine https://www.ahrq.gov/research/findings/final-reports/iomracereport/index.html
Social Determinants of Health, The Canadian Facts by Juha Mikkonen and Dennis Raphael
http://www.thecanadianfacts.org
Profile of Low Income in the City of Toronto by City of Toronto
http://www.toronto.ca/demographics/pdf/poverty_profile_2010.pdf
Sociodemographic Data Collection in Healthcare Settings: An Examination of Public Opinions by Centre
for Research on Inner City Health http://journals.lww.com/lww-medicalcare/Abstract/2011/02000/
Sociodemographic_Data_Collection_in_Healthcare.12.aspx
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THE HOSPITAL QUESTIONS
We are collecting social information from patients to find out who we serve and what unique needs our
patients have. We will also use this information to understand patient experiences and outcomes.
Do I have to answer all the questions?
No. The questions are voluntary and you can choose ‘prefer not to answer’ to any or all questions. This will
not affect your care.
Who will see this information?
This information will be visible only to your health-care team and protected like all your other health
information. If used in research, this information will be combined with data from all other patients and no
one will be able to identify any of the patients.

1.	
What language would you feel most comfortable speaking in with your health-care
provider? Check ONE only.
		 Amharic
		 Arabic
		 ASL
		 Bengali
		 Chinese (Cantonese)
		 Chinese (Mandarin)
		 Czech
		 Dari
		 English

		 French
		 Greek
		 Hindi
		 Hungarian
		 Italian
		 Karen
		 Korean
		 Nepali
		 Polish

		 Punjabi
		 Russian
		 Serbian
		 Slovak
		 Somali
		 Spanish
		 Tagalog

		 Tamil
		 Tigrinya
		 Turkish
		 Twi
		 Ukrainian
		 Urdu
		 Vietnamese

		 Other (Please specify)

_________________________

		 Farsi

		 Portuguese

		Prefer not to answer

		Do not know

2. Were you born in Canada?
		 Yes
		 No

		 Prefer not to answer
		 Do not know

If no, what year did you arrive in Canada?

____________

3. Which of the following best describes your racial or ethnic group? Check ONE only.
		 Asian - East (e.g., Chinese, Japanese, Korean)
		 Asian - South (e.g., Indian, Pakistani, Sri Lankan)
		 Asian - South East (e.g., Malaysian, Filipino, Vietnamese)
		 Black - African (e.g., Ghanaian, Kenyan, Somali)
		 Black - Caribbean (e.g., Barbadian, Jamaican)
		 Black - North American (e.g., Canadian, American)
		 First Nations
		 Indian - Caribbean (e.g., Guyanese with origins in India)
		 Indigenous/Aboriginal not included elsewhere
Continued on page 36
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		 Inuit
		 Latin American (e.g., Argentinean, Chilean, Salvadorian)
		 Métis
		 Middle Eastern (e.g., Egyptian, Iranian, Lebanese)
		 White - European (e.g., English, Italian, Portuguese, Russian)
		 White - North American (e.g., Canadian, American)
		 Mixed heritage (e.g., Black - African and White - North American)
		(Please specify)

____________________________________________

		 Other(s) (Please specify)

______________________________________

		 Prefer not to answer
		 Do not know

4. Do you have any of the following? Check all that apply.
		 Chronic illness

		 Sensory disability (i.e. hearing or vision loss)

		 Developmental disability

		 None

		 Drug or alcohol dependence

		 Other (Please specify)

		 Learning disability

		 Prefer not to answer

		 Mental illness

		 Do not know

_________________________

		 Physical disability

5. What is your gender? Check ONE only.
		 Female

		 Trans – Female to Male

		 Other (Please specify)

		 Male

		 Trans – Male to Female

		 Prefer not to answer

		 Intersex

_________________________

		 Do not know

6. What is your sexual orientation? Check ONE only.
		 Bisexual

		 Lesbian

		 Other (Please specify)

		 Gay

		 Queer

		 Prefer not to answer

		 Heterosexual (“straight”)

		 Two-Spirit

		 Do not know

_________________________

7. What was your total family income before taxes last year?
		 $0 to $29,999

		 $90,000 to $119,999

		 Prefer not to answer

		 $30,000 to $59,999

		 $120,000 to $149,999

		 Do not know

		 $60,000 to $89,999

		 $150,000 or more

8. How many people does this income support?
		 Prefer not to answer

		 Do not know

________________

person(s)
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THE CHC QUESTIONS
We are collecting social information from clients to find out who we serve and what unique needs our
clients have. We will also use this information to understand client experiences and outcomes.
Do I have to answer all the questions?
No. The questions are voluntary and you can choose ‘prefer not to answer’ to any or all questions. This will
not affect your care.
Who will see this information?
This information will be visible only to your health-care team and protected like all your other health
information. If used in research, this information will be combined with data from all other clients and no
one will be able to identify any of the clients.

1.	What language would you feel most comfortable speaking in with
your health-care provider? Check ONE only.
		
		
		
		
		
		
		
		
		
		
		
		
		

1. Amharic
2. Arabic
3. ASL
4. Bengali
5. Chinese (Cantonese)
6. Chinese (Mandarin)
7. Czech
8. Dari
9. English
10. Farsi
11. French
12. Greek
13. Hindi

		
		
		
		
		
		
		
		
		
		
		
		
		

14. Hungarian
15. Italian
16. Karen
17. Korean
18. Nepali
19. Polish
20. Portuguese
21. Punjabi
22. Russian
23. Serbian
24. Slovak
25. Somali
26. Spanish

Staff use only:

		
		
		
		
		
		
		
		
		

27. Tagalog
28. Tamil
29. Tigrinya
30. Turkish
31. Twi
32. Ukrainian
33. Urdu
34. Vietnamese
35. Other (Please specify):
______________________
		 98. Do not know
		 99. Prefer not to answer

2.	Were you born in Canada?
1. Yes

2. No

98. Do not know

If NO, what year did you arrive in Canada?

99. Prefer not to answer
____________

3. Which of the following best describes your racial or ethnic group? Check ONE only.
		
		
		
		
		
		
		
		
		

1. Asian - East (e.g., Chinese, Japanese, Korean)
2. Asian - South (e.g., Indian, Pakistani, Sri Lankan)
3. Asian - South East (e.g., Malaysian, Filipino, Vietnamese)
4. Black - African (e.g., Ghanaian, Kenyan, Somali)
5. Black - Caribbean (e.g., Barbadian, Jamaican)
6. Black - North American (e.g., Canadian, American)
7. First Nations
8. Indian - Caribbean (e.g., Guyanese with origins in India)
9. Indigenous/Aboriginal not included elsewhere

Continued on page 38
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		 10. Inuit
		 11. Latin American (e.g., Argentinean, Chilean, Salvadorian)
		 12. Métis
		 13. Middle Eastern (e.g., Egyptian, Iranian, Lebanese)
		 14. White - European (e.g., English, Italian, Portuguese, Russian)
		 15. White - North American (e.g., Canadian, American)
		16. Mixed heritage (e.g., Black - African and White - North American)
(Please specify) ______________________________________________
		 17. Other(s) (Please specify)
		 98. Do not know

______________________________________

99. Prefer not to answer

4. Do you have any of the following? Check ALL that apply.
		
		
		
		
		
		

1. Chronic illness
2. Developmental disability
3. Drug or alcohol dependence
4. Learning disability
5. Mental illness
6. Physical disability

		7. Sensory disability (i.e. hearing or vision loss)
		8. Other (Please specify): __________________
		 9. None
		98. Do not know
		99. Prefer not to answer

5. What is your gender? Check ONE only.
		
		
		
		
		

1. Female
2. Intersex
3. Male
4. Trans – Female to Male
5. Trans – Male to Female

		 6. Two-Spirit
		7. Other (Please specify):
		98. Do not know
		99. Prefer not to answer

__________________

6.	What is your sexual orientation? Check ONE only.
		
		
		
		
		

1. Bisexual
2. Gay
3. Heterosexual (“straight”)
4. Lesbian
5. Queer

		 6. Two-Spirit
		7. Other (Please specify):
		98. Do not know
		99. Prefer not to answer

__________________

7.	What was your total family income before taxes last year? Check ONE only.
		
		
		
		
		

1. $0 to $14,999
2. $15,000 to $19,999
3. $20,000 to $24,999
4. $24,000 to $29,999
5. $30,000 to $34,999

		6. $35,000 to $39,999
		7. $40,000 to $59,999
		8. $60,000 or more
		98. Do not know
		99. Prefer not to answer

8.	How many people does this income support?
__________________

person(s)

		 98. Do not know

99. Prefer not to answer
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GUIDELINES FOR COLLECTING FROM CHILDREN AND YOUTH
Hospitals
Collecting Patient Demographic Data:
Toronto Central LHIN Guidelines for Children and Youth
0 to 13 years
•	Gender Identity and Sexual Orientation
questions are excluded
•	Caregiver responds to both Income
questions about household supporting the
youth/child

14+ years
•	Caregiver responds to both Income
questions about household supporting
the youth/child
•	Patient responds to all questions except
for Income

•	Caregiver provides information about the
patient on all remaining questions

Primary caregiver is absent?
• Adult accompanying patient or patient can try to respond
• If they are unable to provide a valid response enter as ‘do not know’

Community Health Centres
Toronto Central LHIN CHCs:
Collecting Demographic Data of Children and Youth
0 to 12 years
•	Primary caregiver will answer questions of
their child
•	Gender Identity and Sexual Orientation
questions will not be collected

13 to 18 years
•	Clients will answer questions directly
•	Ideally primary caregiver should answer
questions both Income questions
•	CHC staff member provides a private
space for client to answer questions
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ADDITIONAL SCRIPTS FOR DATA COLLECTION
What can a data collector say?
LANGUAGE: What language would you feel most comfortable speaking in with your health-care provider?

Script

“Knowing that a patient/client doesn’t feel comfortable speaking English is
important to know for translation services.”

BORN IN CANADA: Were you born in Canada?

Script

“This information will help us understand the experiences of newcomers to
Canada. For example, do newcomers get the cancer screenings they need?”
“We may know about newcomer services that we can refer patients/clients to.”

RACIAL/ETHNIC GROUP: Which of the following best describes your racial or ethnic group?

Script

“It’s helpful to know because depending on patient/client answers, it can give
us information to help improve care such as knowing dietary habits (e.g. is a
pregnant patient getting the right vitamins?) or identifying a need for follow up
tests (e.g. should we look into genetic testing?).”
“It’s helpful for us to know because we can use this data to reach out to
vulnerable groups we know are missing needed care or tests.”

DISABILITY: Do you have any of the following?

Script

“We know that patients/clients may need additional support based on a
disability so we ask to make sure that we have this information.”
“We can plan for better care when we know what our patient/client needs are.
This information will be helpful for that.”

GENDER: What is your gender?
“We can use this information to plan for medical tests and understand medical
results such as blood tests. For this or future visits, our organization can use
this information for services such as room assignment.”
Script

“Can’t you see I’m a man?” or “Isn’t it obvious?”
“We don’t want to make any assumptions so we ask everyone.”
Patient or client laughs or makes jokes about trans people or others.
“We ask because we welcome everyone here and don’t want to make
assumptions.”
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What can a data collector say? (continued)
SEXUAL ORIENTATION: What is your sexual orientation?

“Having this data will help us ensure that all patients and clients are getting the
best care possible.”
“Learning about sexual orientation will help us to deliver appropriate health
services. Some people have different health needs than others.”
“It’s helpful for us to know because we don’t want to assume someone’s sexual
orientation when we provide them with care or services.”
“We like to know in case we can refer patients/clients to LGBQ (lesbian, gay,
bisexual, queer) services and/or programs.”
Script

“I’m the normal one”
“All sexual orientations are normal. Did you mean heterosexual?”
“What is sexual orientation?”
“Sexual orientation is how a person describes their emotional and sexual
attraction to others.”
Client laughs or makes jokes about LGBQ people or others.
“Everyone is welcome here and we treat everyone with respect. We don’t make
assumptions about our patients or clients.”

INCOME: What was your total family income before taxes last year? How many people does this
income support?

“It’s helpful for us to know because we want to understand the connection
between income and health care.”

Script

“Income is used for health care only and not shared with anyone. We ask
because we know that income can have an effect on medication planning for
some patients/clients. For example, a patient or client may not have housing
or may need to explore options for affordable medications.”
“We want to learn about the connection between income and people’s health –
having this information will provide us with evidence for this question and help
us plan better.”
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TIPS FOR MANAGING STRESS OR FATIGUE AT WORK
The following information was shared by Ishwar Persad, who works at the Centre for Addiction and Mental
Health. It is being made available here so that you can help your staff manage any anxiety they may have
about interacting with patients or clients.

Share with your staff these suggestions for coping with challenges at work and regaining energy.

Incidents involving emergency medical issues, or aggressive or suicidal behaviour, may leave you with
feelings of exhaustion, anger, self-criticism, cynicism, negativity, irritability or helplessness. You may need
some coping skills to regain energy and restore well-being. The following can be potential sources of help:

Focus on Your Body
• Slowly scan your body and relax all your muscles, starting with your feet and moving slowly up to your face.
• Tell yourself to let go of the tension as you focus on each area of your body.
• When you have finished, think of yourself as relaxed and comfortable.
• Notice/feel your feet on the ground to help re-ground in your body.
• Notice/feel where your hand is making contact on your body or the desk.
• Gently squeeze one wrist with your other hand and breath, bring your attention to your body, release
and repeat. Switch hands and repeat.

Focus on Your Breathing
• Breathe out.
• Breathe in slowly—way down into your abdomen/belly.
• Breathe out slowly.
• Try this with your hand on your abdomen/belly to be more aware of your breathing.

Focus on Images
• Picture a calm, peaceful scene (e.g., imagine yourself sitting or lying on a beach feeling the warmth of
the sun).
• Think of yourself as completely relaxed. Enjoy the sensation. Notice where you may be holding tension
and just breathe… do not judge yourself!

* Try one of the above techniques, or all of them together, to help you sleep or deal with anxiety, or to reduce a tension headache.
(Herie, Marilyn A., Watkin-Merek, Lyn, 2006)
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Thank you for participating in the Measuring Health
Equity project. For more information, please visit
our website at www.torontohealthequity.ca.

Participants: please fill out, detach and hand in
the Training Evaluation Form on the next page.

Collecting demographic data
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TRAINING EVALUATION FORM
1

Overall, how helpful was this training session in preparing you to collect demographic
data in the health-care setting? Check one:
		 Very helpful

		 Helpful

		 Somewhat helpful

		Not very helpful

2 Overall, how would you rate the performance of the session facilitators?
		 Excellent

		 Good

		 Mediocre

		 Poor

3 What suggestions do you have for improving the facilitators’ performances?

4 Please list the topics/materials that were most useful to you:

5	What additional activities or topics would you like to see added to this training session?

6	How prepared do you now feel to train others to carry out the collection of
demographic data?
		 Very prepared

		 Prepared

		 Somewhat prepared

7 Is there anything else you would like us to know?

		 Not prepared
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