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Introducing Race, Income, Household Size, and
Language Data Collection: A Resource for Case
Managers

Purpose

This document provides information to support case managers’ use of new integrated Public Health
Information System (iPHIS) fields for the collection of socio-demographic data from individuals who test
positive for COVID-19; socio-demographic variables include race, income, household size, and language.
This resource includes a sample script that can be used for data collection, tips for case managers,
frequently asked questions, as well as background information. It should be used in conjunction with
other relevant guidance documents (e.g., iPHIS User Guides), organizational policies, and legislation.

Experience in a Canadian health setting suggests that people are open to answering socio-demographic
questions if they understand why the data are being collected and that providing the information will
not negatively impact treatment or access to services.!

Data collection tip

e Ask questions on race, income, household size, and language toward the end of your
conversation or interaction since you will have started building a rapport with the client.

Script

Why we are asking

As part of Ontario’s provincial management and response to COVID-19, [name of Public Health Unit] is
collecting information on race, income, household size, and language from people who test positive for
COVID-19 or are considered a probable case. There are five questions so this should only take a few
additional minutes.

Collecting this information will help us monitor and understand which communities are being impacted
by COVID-19. With this information, we will be able to:

e Respond to specific community needs; and
e Better plan public health programs and other services and supports.

I’'m happy to answer any questions you may have. If you choose not to answer these questions it will not
affect your access to services.
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Questions

RACE?

The first question is about race. In our society, people are often described by their race or racial
background. For example, some people are considered “White” or “Black” or “South Asian.”

Which race category best describes you? Select all that apply from the options | will read out:

[Additional instructions for interviewer: You can use ‘description/examples’ when clients need guidance

or help]

Race categories
Black

East/Southeast
Asian

Latino

Middle Eastern

South Asian

White

Another race
category

Do not know

Prefer not to
answer

Description/examples
African, Afro-Caribbean, African-Canadian descent

Chinese, Korean, Japanese, Taiwanese descent

Filipino, Viethamese, Cambodian, Thai, Indonesian, other Southeast Asian descent
Latin American, Hispanic descent

Arab, Persian, West Asian descent, e.g. Afghan, Egyptian, Iranian, Lebanese,
Turkish, Kurdish, etc.

South Asian descent, e.g. East Indian, Pakistani, Bangladeshi, Sri Lankan, Indo-
Caribbean, etc.

European descent

Another race category (Optional: allow write-in response)

Data entry instructions: Please see the COVID-19 iPHIS Data Entry guide?
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INCOME?*

Income can come from various sources such as from work, investments, pensions or government.
Examples of income include your pay, Employment Insurance, Social Assistance, Child Tax Benefit and
other income such as child support, spousal support (alimony) and rental income.

1. What was your total household income before taxes in 2019? Select one from the list of
income ranges | will read out:

[Additional instructions for interviewer: Clients should include all members of the household in the total
and can use a rough estimate if it helps with the response]

e 0-529,999

e $30,000-549,999

e $50,000-569,999

e $70,000-599,999

e $100,000-149,999

e $150,000 or more

e Do not know

e Prefer not to answer

We also know that income is impacted by the number of people supported by that income. The more
people, the more stretched the income will be. So as part of asking about your income?, can you let us
know...

2. Including yourself, how many family members live in your household?
e _ (people)
e Do not know
e Prefer not to answer
Data entry instructions: Please see the COVID-19 iPHIS data Entry guide®
What we know (information for the interviewer):

e These wider income ranges increase client comfort by improving their sense of privacy while
providing us with information we can use in many ways, such as identifying poverty and
comparing income groups.

e Capturing a numerical response for income will allow us to compare health outcomes based on
income ranges, a significant goal of these data collection activities.
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LANGUAGE?®

We know that language barriers can impact people’s experiences when accessing health services and
other programs. In order to understand language profiles of our clients/patients, we are going to ask
you two questions on language.

1.

What is the language that you first learned at home in childhood and still understand?
Drop down list of languages already in iPHIS

Do not know

Prefer not to answer

In which of Canada's official languages, English or French, are you most comfortable?
English

French

Both English and French

Neither

Do not know

Prefer not to answer

Data entry instructions: Please see the COVID-19 iPHIS Data Entry guide?

What we know (information for the interviewer):

Research on the impact of language barriers provides compelling evidence about its negative
impact on client/patient experience, on care provision, and on outcomes®

In Ontario, research has found that language barriers can pose a significant issue for healthcare
in multiple municipalities particularly as immigration continues to increase’
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Frequently Asked Questions by Clients

Q1. Is it legal for me to be asked me these questions? Isn’t it racist?

Yes, it's legal. The data are collected under the authority of the Personal Health Information Protection
Act (PHIPA).2 We know from research in Canada and other places that we cannot fully understand
people's health without knowing more about who they are.

Q2. Who will see my information? How will my privacy be protected?

Access to this information is protected by privacy legislation; specifically, the Personal Health
Information Protection Act, 2004 (PHIPA). This information is used by the local public health unit and
also reported to the Ministry of Health and Public Health Ontario as per Ontario Regulation 569 of HPPA.
Data will be stored in a secure government data centre and will only be used and disclosed as permitted
or required by law. Any information reported publicly will be combined with information from many
other people and all personal or identifying information (i.e., information that could identify your own
answers) will be completely removed.

Q3. What does race/ income/language have to do with COVID-19 infection?

Race, income, and language impact communities in all areas of life. These areas include day-to-day
interactions (such as in providing health care) and structures (such as the impact of colonialism on
health systems that exclude Indigenous practices). For example, in Ontario neighbourhoods with higher
ethnic concentrations have higher percentage of confirmed positive COVID-19 tests and over twice the
hospitalization rate compared to those with lower ethnic concentration.

With more data we will be able to understand and track what is happening here in Ontario and be in a
better place to address it.

Q4. Why are you asking me ‘how many family members live in your household’? What does it mean?

We know that information on income alone will not tell us enough about the ability to afford
medication, daycare, food, and other essentials. That’s because supporting more people with a certain
income makes it harder to ensure everyone has the essentials they need. Looking at household number
is a very common way to calculate the number of people being supported by the reported income. We
acknowledge this still does not capture some issues, such as individuals supported outside the
household with this income.

Q5. How will you use this information?

Our first goal is to understand what is currently going on with regard to COVID-19 risk and race, income
and language, so collecting information from you and others will help us form that picture. This
information will allow us to assess who is at higher risk for COVID-19 infection and severe disease based
on factors such as race and income. This information will also help us put services and supports where
they are needed most and work on addressing the inequities that lead to increased risk. Ultimately we
can do more of what is working, and less of what is not working.
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Q6. What if this information is used to discriminate against me? Or to stereotype my community?

We know that these concerns are important and reflect the experiences of many communities. They are
also the reason we are collecting this information. Individual privacy will be protected by privacy
legislation, specifically the Personal Health Information Protection Act, 2004. When we are using and
analyzing this information, the goal will be to use a human rights approach to understand the results
and highlight the impacts of discrimination and racism.

Q7. Why aren’t you collecting data on Indigeneity or Indigenous identity?

To address health inequities faced by Indigenous Peoples, the Ministry continues to work with
Indigenous partners to identify whether and how collecting information about Indigenous identity will
lead to meaningful change in program and service delivery and health outcomes.
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Disclaimer

This document was developed by Public Health Ontario (PHO). PHO provides scientific and technical
advice to Ontario’s government, public health organizations and health care providers. PHO’s work is
guided by the current best available evidence at the time of publication.

The application and use of this document is the responsibility of the user. PHO assumes no liability
resulting from any such application or use.

This document may be reproduced without permission for non-commercial purposes only and provided
that appropriate credit is given to PHO. No changes and/or modifications may be made to this document
without express written permission from PHO.

Public Health Ontario

Public Health Ontario is an agency of the Government of Ontario dedicated to protecting and promoting
the health of all Ontarians and reducing inequities in health. Public Health Ontario links public health
practitioners, front-line health workers and researchers to the best scientific intelligence and knowledge
from around the world.

For more information about PHO, visit publichealthontario.ca.
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