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CORD Rare Disease Readiness Action Group
Expression of Interest - Fall 2026
Help shape what Canada needs to build next for rare disease.
CORD is inviting expressions of interest for a small, multidisciplinary and time-limited Action Group that will help translate community-defined rare disease priorities into practical assessment approaches and recommendations for the next phase of rare disease policy and implementation in Canada.
	GROUP SIZE
	TERM
	MEETINGS
	CORE COMMITMENT

	12-15 members
	Sept. 2026-April 2027
	5-6 virtual
	Approx. 10-15 hours total


What the Action Group will do
Review and strengthen case-based Rare Disease Readiness Labs and patient-journey assessments.
Identify where pathways work well, where patients encounter barriers, and which solutions are reliable system features versus exceptional workarounds.
Distinguish disease-specific issues from recurring system-wide gaps and identify transferable best practices.
Refine a practical Rare Disease Readiness Assessment for future disease-specific, institutional and provincial reviews.
Help shape community-informed recommendations for Phase 2 of Canada's Rare Disease Drug Strategy and the broader rare disease agenda.
What participation involves
Approximately 5-6 virtual meetings, generally 60-90 minutes each.
Modest preparation and document review between meetings.
Optional involvement in focused disease or technical discussions relevant to your expertise.
Members are not expected to conduct extensive province-by-province data extraction or prepare technical reports for CORD.
	EOI deadline
	September 15, 2026

	Return to
	info@raredisorders.ca





Expression of Interest
Please complete the fields below. You do not need to submit a CV unless you wish to do so.
	Name
	

	Role / title
	     

	Organization / community (if applicable)
	

	Province / territory
	

	Email
	     


Perspective or expertise you would bring
Select all that apply.
	☐ Lived experience - patient
	☐ Caregiver / family

	☐ Patient organization / community
	☐ Clinical care

	☐ Genetics / genomics
	☐ Diagnosis / screening

	☐ Rare disease centre / multidisciplinary care
	☐ Health-system / provincial implementation

	☐ Professional education / knowledge translation
	☐ Treatment access / HTA / reimbursement

	☐ Data / registry / RWE / PROMs / PREMs
	☐ Research / implementation science


Other perspective / expertise: Click or tap here to enter text.
Why are you interested in contributing?
In approximately 100-150 words, tell us why this work interests you and what perspective, experience or expertise you would bring.
Availability
I am generally able to participate between September 2026 and April 2027 and understand that the anticipated core commitment is approximately 10-15 hours over the seven-month period.
	☐ Yes
	☐ No
	☐ Unsure / would like more information


Optional: particular areas of interest
Are there disease areas, readiness issues or aspects of the patient pathway where you have particular expertise or interest?
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