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#1
Raising awareness and training of doctors & health professionals

• Raise awareness about RDs in medical milieu
• Encourage knowledge transfer

• Encourage partnerships between the health network and 
patient-partners/patient organizations

• Improve training of doctors and other health 
professionals

• Support the development of clinical tools
• Facilitate access to information



#2
Easy and equitable access to diagnosis, care, and services

• Reduce delay in diagnosis by improving and developing screening 
and diagnosis of RDs

• Preconception, newborn, and prenatal screening
• Access to preimplantation diagnostic tests
• Support the development of genomic medicine 
• Support the development of other screening or diagnostic tools

• Better access to care and services
• Prioritization and connection (rapprochement) of services
• Designate centres of reference and regional centres
• Increase services
• Increase access to dental care ($)
• Improve accesss to pharmaceutical services (Food Bank, blood products)



#3
Promotion of research, innovation, and data collection

• Establish a rare disease patient registry
• Promote fundamental, translational, and clinical research to 

better screen and understand RDs
• Facilitate knowledge transfer between researchers, clinicians, 

and patients
• Accelerate therapeutic innovation



Quebec Rare Disease 
Action Plan

May 2023

• Réseau national de navigation clinique pour MR (Navi-Nat)
• RD dental care program ($)
• Increase services
• Add diseases to the Quebec Newborn Screening Program
• Deployment of the Réseau québécois de diagnostic moléculaire (RQDM)
• Reimbursement of fees for preimplantation diagnosis
• Development of a Quebec research network for RDs
• Creation of a RD patient registry

2023-2027       
$17,2 million



o Free
o Bilingual
o ProfessionalThe RQMO’s iRARE Centre

Open also to Canadians 
outside of Quebec 
for informaiton on any
rare disease.





IMPLEMENTATION OF A DIGITAL PLATFORM TO BRING 
TOGETHER RARE COMMUNITIES



www.rqmo.org

http://www.rqmo.org/
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