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Canadian Organization for Rare Disorders:  1st Annual International Rare Disease Day Draws Support at Parliament Hill

February 29th: A rare day for very special people
“We are extremely heartened by the overwhelming expressions of support from the Members of Parliament who agreed to champion the cause of Canadians with rare disorders,” said patients and volunteers after a “day of action” on Parliament Hill.  

To mark the occasion of the 1st International Rare Disease Day (February 29, 2008), patients, family members, and friends of Canadians with rare disorders met with more than 60 individual Members of the House of Commons and Senate  “Our goal was to raise awareness of the inequities in healthcare available to Canadians who suffer from diseases that affect very small numbers and to ask their support for a national Chance for Life Fund for treatments for rare disorders,” said Durhane Wong-Rieger, president of the Canadian Organization for Rare Disorders.

The day began with a Newsmakers Breakfast at the National Press Club attended by MPs and patient advocates.  Don Bell, MP from North Vancouver who lost a grandson to a rare disorder this past July, unveiled his motion to call upon the Canadian government to recognize rare disorders and consider an action plan to provide treatment and support to Canadians with rare disorders.  “Canada remains one of the few developed countries without an orphan drug policy that supports development of treatments for rare disorders,” said Mr. Bell.  “We believe that all Canadians, regardless of whether they have a rare or common disorder, should have access to the same standard of care.”

In attendance was MP Rob Merrifield, former chair of the House Standing Committee of Health.  His report, released last December, recognized the inequities of the process used by the Common Drug Review, the national agency that recommends which drugs should be included in public drug plans.  The report urged a distinct and appropriate process be established for rare disorders.

Patients Deb Maskens (Kidney Cancer Canada) and Simon Ibell (Canadian “MPS” Society) presented powerful testimonies of their struggles to gain access to life-saving therapy.  “My private drug plan picks up 100% of my drug cost but I am in this fight because it is unfair that my neighbor, with the same disease, is dying because the Ontario Drug Plan won’t pay for his treatment,” says Ms. Maskens.  

Similarly, Mr. Ibell raised the concern of moving from BC (where his drug is being covered by the hospitals) to Ontario (where the drug has been denied covered).  “Because I was on a clinical trial, Shire (the drug company) has extended compassionate access; otherwise, I wouldn’t be able to be here.  There are other patients still not getting access.”

While the number of individuals affected by any single rare disorder (defined as a prevalence of less than 1 in 2,000) may be very small, there are more than 7,000 known rare disorders that, in total, can affect between 8% and 10% of Canadians.   About half, such as cystic fibrosis, MPS, or sickle cell disease, affect children while others (ALS) may appear later in life.  About 80% are genetic.  Most are severe, life-threatening, or progressively debilitating.  Most have no known treatment.  

The Canadian Organization for Rare Disorders, an umbrella group for rare disease groups throughout Canada, has called upon the governments to create the Chance for Life Fund to give patients with rare disorders an equal chance to life-saving or life-enhancing therapies.   They are also calling for rare disorders research program, enhanced newborn screening to identify infants with rare disorders, centers of reference to diagnose and treat patients, and an Orphan Drug Policy, to stimulate development of new treatments.

International Rare Disease Day provided a “rare” opportunity to get the message out to policy makers and the public.  Hopefully, it will also have created the moment for genuine progress in assuring that Canadians with rare disorders have equal access to healthcare.  And the next Rare Disease Day will find all of us celebrating these successes.
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