A Dementia
Registry for

4
dlNndda:
@
A community-driven, made-in-Ontario
solution
Methods
Jurisdictional Scan Collaboration
The Alzheimer Society of Ontario (ASO) In early 2024, ASO partnered with the Ontario
commissioned a study of 18 surveillance and Brain Institute (OBI) to investigate the
population-based dementia registries in high- feasibility, design, and implementation of a

dementia registry for Canada as part of a
readiness strategy for DMTs.

income countries, analyzing 235 studies.
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Process
Jurisdictional Scan Study & Adapt
Integrate best practices and 01 06 Observe progress, document
lessons learned from others learnings, and invite more
experts to support future
iterations
Scope Soft Launch
Develop project charter, logic Hire and train ASO staff to
model, and framework deliver cognitive assessments
and enter data into the registry
Seek Feedback Develop
Consult with people living with 03 04 Seek ethics approval for project

dementia, care partners,
dementia experts, and
researchers

and create registry infrastructure

Background

DMTs are (Likely) Coming

Two disease-modifying therapies (DMTSs) for
dementia are currently being reviewed by Health
Canada.

The Registry Landscape

Other countries have developed a centralized
repository, or dementia registry, as a requirement for
approving patient eligibility for DMTs.

Service Gap

Canada does not yet have a dementia registry, but it
is reasonable to assume this will be required.

Opportunity for Collaboration

|deally, Canada should have one dementia registry
that: supports DMT eligibility, provides a trusted
source for data, and acts as an opportunity for other
dementia technologies to be tested and leveraged.

Results
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Dementia Registry DMTs
Evolving and trusted repository of real- Common data
world data about dementia in Canada that set for eligibility
enables: of treatments
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Research Improved Health
Validation of Inform government
neurotech and other investments in
solutions (e.g. digital  health and social
cognitive care integration
assessments)
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