
Why Does Ontario URGENTLY Need 
a Rare Disease Strategy?

T H E  PAT I E N T  O DY S S E Y

R A R E  D I S E A S E  A F F E C T S  E V E R YO N E

Join Rare Disease Patients in the Urgent Call 
for an Ontario Rare Disease Strategy!

Visit canada4rare.ca and lend your support

Rare Disease Centres of Expertise

First symptoms

Months of 
online research

Visit to primary 
care physician

Once diagnosed, 1 in 3 can’t 
get access to an approved drug

H O P E  F O R  A  B E T T E R  F U T U R E

Visit to multiple specialists 
– 3.7 years and 3 wrong diagnoses 
until right diagnosis

More Timely Access to Treatment

Investment in Research

An Ontario rare disease strategy 
can help simplify and expedite 
care and treatment for patients

CALLS FOR AN ONTARIO RARE DISEASE STRATEGY WITH 3 PILLARS

Over 8,000 rare 
diseases affect 

1 in 10 Canadians 
(3.8 million in total)

80% of rare diseases 

are genetic, but half occur 

in families with 

no known history

A Canadian child dies of a rare disease 

every 39 minutes, making it 

10 times more deadly for children 

under the age of 15 than cancer

1 in 15 babies in Ontario 

is born with a rare disease and 

nearly a third will die before 
their fifth birthday 


