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About HDRN Canada
Health Data Research Network
Canada (HDRN Canada) is made
up of provincial, territorial and
pan-Canadian organizations that
hold and manage data.
By working together, we can:
• Share expertise
• Identify opportunities for
collaboration
• Foster innovation

Our Vision
A distributed network that facilitates and
accelerates multi-jurisdictional research

HDRN Canada Organizations

HDRN Canada is comprised of provincial, territorial, and pan-Canadian
organizations with decades of experience managing health data.
SPOR-funded entities
and other Collaborators

HDRN Canada
Organizations

Each HDRN Canada Organization brings its established relationships, including with their ministries of health and local data providers.
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Principles / Commitments
We have a
strong
starting
point – and
need to
close the
gap

• Distributed network with
distributed funding
• Respect for local context
and policy environment
• Leverage and share
wherever possible
• Openness to ideas, input
and opportunities

Objectives

1. Create data access
support system

2. Harmonize
definitions/ algorithms
for key chronic diseases

5. Create supports
for advanced
analytics

3. Continue to expand
sources and types of
data

6. Build Partnerships:
patients, public,
Indigenous communities
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4. Develop technology
infrastructure to
support efficiency
and scaling

7. Build strong
governance and enable
national coordination

HDRN Canada Governance and Management

Last updated February 2021

Finance Committee
HDRN Canada Board Of Directors

Nominations Committee

Scientific Director and CEO
HDRN Canada Central
Administration
• Operations Director
• Central staff

1 Public

Advisory Council: In addition to providing advice directly to
the HDRN Canada Executive Committee (the “Executive”), provides
advice directly to the Public Engagement WG. The Chair of the Public
Advisory Council is a member of the Public Engagement WG and the
Executive and will interact directly with the HDRN Canada Board.
2 SPOR

Executive Committee

Public Advisory Council1

CDP Advisory Committee: Chaired by a member of HDRN
Canada Executive; in addition to providing advice to Leads (and through
it to the Executive and Scientific Director and CEO), it provides advice
on priorities directly to Algorithms WG and potentially other WGs.
3 Modeling & Informatics Group: Supports all WGs and funded
Strategic Initiatives

HDRN Canada Leads Team

4 Network-funded

SPOR CDP Advisory
Committee2

Working Groups and Teams

Strategic Initiatives

Includes:
• Algorithms and Harmonized
Data (AHD) WG
• Data Access Support Hub (DASH) WG
• Indigenous Research Team
• Public Engagement WG
• Privacy Team
• Modeling & Informatics Group3
Includes SPOR CDP-funded FTEs4

• Each with an identified lead, may
include Strategic Partnerships,
Electronic Medical Records and Social
Data

Full Time Equivalents (FTEs): Report (directly or
indirectly) into one of the Leads Team members AND meet regularly as
a group with, and report progress to, the HDRN Canada Operations
Director.

LEGEND
Direct reporting
Regular feedback mechanisms
established, including for
providing advice
Advisory body that includes
members external to HDRN
Canada Organizations

Internal resources and decisionmaking bodies responsible for
supporting HDRN Canada
management and operations
Standing Committees of the
Board

Key milestones
June 2018: Submitted a grant proposal to build and operate the SPOR
Canadian Data Platform (SPOR CDP)
Late 2018: Awarded a $81.35M, seven-year grant from CIHR and
provincial, territorial and pan-Canadian organizations to develop the
SPOR Canadian Data Platform
April 2019: Public announcement of funding by the Minister of Health
January 2020: HDRN Canada is incorporated as a non-profit
February 2020: Official launch of DASH (Data Access Support Hub)
April 2020: Issued first HDRN Canada COVID-19 Briefing Note to
stakeholders
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Data Access Support Hub (DASH)
• Launched in February 2020, DASH is a single-stop online portal through
which researchers can request access to data from multiple provincial,
territorial and pan-Canadian sources.
• Services led by the Canadian Institute for Health Information (CIHI), with
distributed staff across HDRN Canada data centres
• Over 30 multi-jurisdictional data access requests have been received
since launch
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Data Access Support Hub (DASH)
Objectives:
• Make local processes transparent, provide coordinated
support
• Support researchers in navigating data sharing issues
and analytic design options
• Harmonize data access processes across HDRN partner
data centres
• Streamline and progressively automate the DASH
central request process
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Coordination,
Support

for study design
& data sharing
options

DASH Website
Resources available through
DASH:
• 380+ datasets available for
request
• 140+ multi-jurisdiction
algorithms from 34 existing
validation or feasibility studies
• Inventory of data access
requirements and procedures
at HDRN Canada data centres
• Online request intake form
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Key Data Holdings at HDRN Canada Organizations
Last updated June 2020

BC

AB

SK

MB

COVID-19 TEST RESULTS DATA
HEALTH ADMINISTRATIVE DATA
Acute care hospitalizations
Ambulatory clinic visits
ED visits
Physician claims
Prescribed medications
Home care
Continuing care
OTHER HEALTH DATA
Vital statistics
Primary care EMR
Cancer registry
PREMs and PROMs
Genomics
Lab and imaging
SOCIAL DATA
Education
Immigration
Workers compensation
Early childhood development

ON

QC

NB

NS

NL

CIHI

STC

LEGEND AND NOTES:
= Population-wide coverage
= Less than population-wide coverage
plan

plan

plan
plan

plan

plan
plan

plan
BC

AB

SK

MB

ON

QC

NB

NS

NL

CIHI

STC

= Linkage and integration planned not yet implemented

COVID-19 Support and Resources
• Regularly updated webpage (hdrn.ca/en/covid) providing a central
repository for:
• Information about linkable COVID-19 test results data and metadata
• Links and resources from HDRN Canada organizations

• DASH has helped facilitate multi-jurisdictional COVID-19 related
research on topics including emergency medicine, surgery, pediatric
diabetes, neonatal care and virtual care

Algorithms and Harmonized Data
Supporting standardized approaches to common
data-related tasks is essential to efficiently produce
reliable and accurate multi-jurisdictional research
evidence
Standardized and Validated Algorithms:
• Standardization: common approach(es) to
measure; avoid “apples and oranges”
comparisons
• Validation: checking the accuracy of a measure
Harmonized Data: processes to integrate
data from different sources and provide users
with comparable views of the data

Expanding Algorithms Inventory
A Call for Proposals was issued in May 2020 to expand the Algorithms Inventory via collaborations with
experienced teams of Canadian researchers. Proposals focus on describing new validation studies or
feasibility studies using administrative data from multiple provinces / territories.
Four projects are currently underway:
• External validation of the Passive Surveillance
Stroke SeVerity (PaSSV) score (PI: Amy Yu,
University of Toronto, Sunnybrook Hospital)
• Validation of algorithm to identify Juvenile
Idiopathic Arthritis (JIA) across the provinces of
Alberta, Manitoba, Ontario, Nova Scotia, PEI
and New Brunswick (PI: Deborah Marshall,
University of Calgary)

• Predicting hospital admissions for ambulatory
care sensitive conditions using primary care
electronic medical record data: a multijurisdictional feasibility and validation study (PI:
Andrew Pinto, University of Toronto)
• Development of a validated, patient-level
definition of chronic pain for use in
administrative health data (PI: Morgan Slater,
Queen’s University

No one organization has “all the data”
• HDRN Canada mandate to expand available data – with our member organizations
holding foundational population-based data
• Data environment is complex and complementary
• HDRN Canada is developing a partnership model –
the Canada HDR Alliance – to enable research
access to data that accommodates this complexity
(“data trust”)
• First members of the HDR Alliance are the Canadian
Partnership for Tomorrow’s Health (CanPath) and
Canadian Longitudinal Study on Aging (CLSA)

Data may not all be available in one location
• Researchers would like data from multiple jurisdictions to be
pooled in one location – but this is not always feasible
• Legislative review underway to understand what is possible
in current state
• Statistical review underway to determine what analyses are
feasible in a distributed data environment
• Secure environment review underway to assess best
practices and potential for environments to be connected for
distributed analysis
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Priorities for the coming year
• DASH: Single data request form; review of jurisdictional legal frameworks, policies and practices with respect
to data access and data sharing
• ALGORITHMS AND HARMONIZED DATA: Implementing successful proposals for new studies to add to the
algorithm inventory; systematic review on determinants of health; collecting metadata and applying
harmonized semantic labels from across the network
• MODELING AND INFORMATICS: Support metadata collection and management all in support of longer-term
automation of services; review distributed data analysis needs; plan distributed analysis supports
• INDIGENOUS ENGAGEMENT: Supporting COVID-19 research with First Nations, Inuit and Métis communities;
increasing our Network’s familiarity with Indigenous engagement and principles of data sovereignty
• PUBLIC ENGAGEMENT: Implementing advice received from the Public Advisory Council; gathering public
feedback through public deliberations and other engagement mechanisms
• PARTNERSHIPS: Expansion of the Canada HDR Alliance model to expand sources and types of data available
to researchers in a coordinated way; collaborations to increase availability of EMR data and other priority
data holdings, including together with the SPOR CDP Advisory Committee

Contact Information
Website: hdrn.ca
Email: info@hdrn.ca
Twitter: @hdrn_rrds
LinkedIn: linkedin.com/company/hdrnrrds

Subscribe to our newsletter: hdrn.ca/en/subscribe

