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What is HDRN Canada and why are we holding 
this webinar? 
Data are powerful, and there are increasingly plenty of data. 

Health Data Research Network Canada is a network of leading 
Canadian, provincial and territorial organizations that hold health data.

Our objectives for this webinar are:
• To tell you more about HDRN Canada
• To be transparent about what we are doing
• To start an ongoing process of informing the public about how our 

data are used, and how you can get involved. 
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Overview
1. What are health data and how are they used?

2. What is Health Data Research Network Canada (HDRN Canada) and what do 

we do?

3. Examples of HDRN Canada’s work

4. Frequently asked questions

5. Learning more and getting involved
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1. What are health data and how 
are they used?
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What are health data?
Information about the health services people receive, such as whether they have:

Most health data are routinely collected automatically every time you interact with the 
healthcare system

Been prescribed 
a drug

Visited the 
Emergency Room

Been treated for a 
chronic condition, 

e.g. asthma, diabetes

Had an appointment 
with a healthcare 

professional
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How are health data used when they are identified? 

Doctors, nurses, pharmacists and other healthcare 
providers use identified data to understand your 
health history and provide personalized care and 
advice.

Some governments, hospitals and companies have 
initiatives focused on giving people access to their 
own health data.

HDRN Canada is not directly involved in these 
uses of identified health data.

First appointment:  31/10/2018
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How are health data used when they are de-identified?

Personal information 
which may be used to
directly identify you is 
removed or modified, 

such as: 

• Name
• Address
• Date of birth
• Health card number

• Interest is in groups 
rather than 
individuals

• Improve planning, 
service delivery, 
and outcomes 

including equityFirst appointment:  31/10/2018

7



What are health-related data?

These health-related data are linked to health data to generate a more complete 
understanding of the relationship between health and other factors 

Language Education levelImmigration 
status

Neighbourhood-
level income data

HDRN Canada organizations also have health-related data about “social 
determinants of health” that impact the health and well-being of all Canadians
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2. What is HDRN Canada and 
what do we do?
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HDRN Canada is a pan-Canadian network

of organizations that are working 

together to help researchers do more 

and better multi-jurisdictional studies

using de-identified health data
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HDRN Canada includes…
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HDRN Canada 
member 
organizations 
(not HDRN Canada) 
hold data



HDRN Canada is funded by SPOR
• SPOR is short for the Strategy for Patient-Oriented Research

• Launched in 2011 by the Canadian Institutes of Health Research (CIHR)
• SPOR goal is more and deeper involvement of patients in health research
• In 2017, CIHR announced a competition for proposals to create a Data 

Platform as part of SPOR
• All proposals were reviewed by an independent scientific review panel

• In October 2018, CIHR announced that the HDRN Canada proposal had been 
selected for funding
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“In a country as big as Canada, where health problems do not respect provincial 
boundaries, solutions require collective action that crosses jurisdictions”

“a new $81M initiative that will make it easier for researchers to access and analyze 
health research data.”
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HDRN Canada data centres link health data and remove identifiers

Health data from 
multiple sources, e.g.
• Hospital visits
• Drug prescriptions
• Births and Deaths
• Wait time data

Data centres
link these 

different types 
of data 

Information that 
can identify you is 

removed
Health data are 
made accessible 

for research
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How does HDRN Canada benefit the public? 
When researchers have access to data from multiple provinces and territories, it is 
easier to conduct new research studies on topics that affect all of us, including:

And more…

Wait times Disease 
prevention and 

wellness

Mental health, e.g. 
depression, suicide 

prevention

Chronic illnesses, e.g. 
diabetes
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The biggest challenge for health data research 
in Canada
Data centres across Canada often collect slightly different data and have 
different processes for researchers who want to access health data: 

● Almost all health data research studies are 
based on data from a single province or 
territory

● Hard to make “apples to apples” 
comparisons

● Unable to learn from the different 
approaches that provinces and territories 
use to solve health problems

16



3. Examples of HDRN Canada 
work
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Data Access Support Hub (DASH)
Funded by CIHR’s SPOR

• Support and guidance to 
help researchers access 
data

• Information about data 
available across Canada 
(380+ datasets at launch)

• Algorithms to transform 
data with small 
differences into 
comparable data (120+ 
algorithms at launch)
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Early project: Comparison of wait times
• Many provinces are working to improve wait times
• Dr. Emily Marshall at Dalhousie University and her co-investigators want to study 

the effectiveness of wait lists for primary health care
• Wait lists are set up by provinces and territories
• They record the date when someone registers to get a primary health care 

provider, like a family doctor
• They also record the date when someone becomes a patient of a practice

• Dr. Marshall’s team is using HDRN Canada’s Data Access Support Hub (DASH) to 
access data from Ontario, Quebec and Nova Scotia

• This is one of the first seven studies that have come to the DASH for support
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HDRN Canada and COVID-19

• HDRN Canada organizations can link COVID-19 test results with 
existing data to have more meaningful interpretation of COVID-19 
data 

• In addition to counting the number of COVID-19 cases, we can better 
understand its relationship to existing health conditions, demographic factors 
and prior health system utilization 

• HDRN Canada is also working to bring researchers together on COVID-
19 analytics, predictive models and research studies so that they 
include multiple provinces and territories

• HDRN Canada has created a COVID-19 webpage and detailed briefing 
note with up-to-date information
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4. Frequently asked questions
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Will researchers using DASH be able to identify me?

No. 

The data used for research do NOT include:

• Name 
• Address
• Other personal identifiers

In addition, researchers sign agreements 
stating that they will not attempt to 
re-identify individuals.
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Will my health data be sold?
No.

Data holders that are part of HDRN 
Canada have different policies 
about if and how companies can 
work with de-identified health data 
for approved research projects.

None of them sell data.

24



Which data are on the Data Access Support 
Hub (DASH)?

Administrative and clinical data, such as: 

• Records of health services provided by physicians, nurses and 
other healthcare professionals

• Drug prescriptions

• Health registries (e.g. vital statistics, cancer rates) 

• Some data from primary care Electronic Medical Records (e.g. 
weight, blood pressure, lab test results)
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How does HDRN Canada work with Indigenous 
Peoples?

HDRN Canada centers its work with Indigenous partners 
on the key principles of Indigenous data sovereignty and 
Indigenous research governance 

HDRN Canada has an Indigenous-led team which is 
working with First Nations, Inuit, and Métis to:

• Establish a minimum standard for accessing 
Indigenous data 

• Understand how to best proceed with engagement 
and education throughout the network
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5. Learning more and getting 
involved
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HDRN Canada Public Advisory Council
• Advises HDRN Canada about its short-term, medium-term, and 

long-term priorities
• Advises HDRN Canada about how to inform the public about its 

achievements, challenges, and plans
• Identifies and discusses new kinds of data, especially “patient-

generated data”, that some or all data collectors and holders 
within HDRN Canada might consider acquiring

• Advises HDRN Canada on how to go beyond the PAC and engage 
with, and take advice from, the public at large or particular 
“publics”
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The PAC is not HDRN Canada’s only 
mechanism for public engagement.

• With the advice of the PAC, HDRN Canada’s Public Engagement Working 
Group will develop a broader public engagement plan that include work 
with the PAC and other activities

• To start, HDRN Canada’s will focus its efforts on supporting the start-up of 
the PAC, but there will be other opportunities for members of the public 
to be involved in HDRN Canada beginning in early 2021

• If you are interested in being involved, visit HDRN Canada’s “For the 
Public” webpage and sign up to receive notifications about opportunities 
for involvement. 
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How can I learn more about HDRN Canada? 
Visit HDRN Canada’s website for more information: http://hdrn.ca

Subscribe to our newsletter on http://hdrn.ca to receive updates about the 
development of the HDRN Canada.
Follow HDRN Canada on social media. 

Twitter: @hdrn_rrds

LinkedIn: https://www.linkedin.com/company/hdrnrrds

30

about:blank
about:blank
about:blank


Questions

31


	Health Data Research Network Canada�(HDRN Canada) Webinar
	What is HDRN Canada and why are we holding this webinar? 
	Overview
	1. What are health data and how are they used?
	What are health data?
	How are health data used when they are identified? 
	How are health data used when they are de-identified?
	What are health-related data?
	2. What is HDRN Canada and what do we do?�
	Slide Number 10
	HDRN Canada includes…
	HDRN Canada is funded by SPOR
	Slide Number 13
	HDRN Canada data centres link health data and remove identifiers
	How does HDRN Canada benefit the public? 
	The biggest challenge for health data research in Canada
	3. Examples of HDRN Canada work
	Data Access Support Hub (DASH)
	Early project: Comparison of wait times
	HDRN Canada and COVID-19
	4. Frequently asked questions
	Will researchers using DASH be able to identify me?
	Will my health data be sold?
	Which data are on the Data Access Support Hub (DASH)?
	How does HDRN Canada work with Indigenous Peoples?
	5. Learning more and getting involved
	HDRN Canada Public Advisory Council
	The PAC is not HDRN Canada’s only mechanism for public engagement.
	How can I learn more about HDRN Canada? 
	Questions

