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AHUS CANADA APPLAUDS APPROVAL OF FIRST TREATMENT  

FOR FATAL, ULTRA-RARE DISEASE AFFECTING CHILDREN AND ADULTS 

- Patients with aHUS and families urge swift access to life-saving drug Soliris® - 

 
TORONTO, ON – March 7, 2013 – Atypical Hemolytic Uremic Syndrome (aHUS) Canada is thrilled by 

Health Canada’s recent approval of Soliris® (eculizumab) for the treatment of patients with atypical 

Hemolytic Uremic Syndrome (aHUS), 1 a very rare, chronic and life-threatening genetic condition 

affecting fewer than 60 patients in Canada. 

 

aHUS leaves a part of the immune system (known as the complement system) uncontrolled and always 

active.  As a result, the immune system attacks the body’s unhealthy and healthy cells which can cause 

blood vessel damage, abnormal blood clotting 2,3 and progressive damage to the body’s major organs, 

leading to heart attack, stroke, kidney failure and death.4  

 

The management of aHUS has relied on plasma infusion and plasma exchange therapies with variable 

results.5 These lifelong therapies are costly, painful and time-consuming, and have not been studied or 

approved for the treatment of aHUS.6  If kidney failure has already occurred as a result of aHUS, dialysis 

is required, though it is not a curative treatment.7 Within a year of diagnosis, over half of patients will 

need dialysis, will have irreversible kidney damage, or will not survive.6 The majority of patients progress 

to end-stage kidney failure within three years of diagnosis.8,9 

 

With the approval of Soliris, aHUS patients and their families finally have a reason for hope.  

 

Sonia DeBortoli knows all too well the destructive force of the disease.  Sonia’s 11-year-old son Joshua 

was diagnosed with aHUS in March 2012 and experienced kidney failure, internal bleeding and a blood 

clot in his groin as a result. He endured several painful hours of daily dialysis and plasma therapy, and 

was on prednisone and oxygen. Then, a chance to join a clinical trial for Soliris restored Joshua’s health 

so that he no longer needed the other therapies. 

 

“Our whole world changed when Joshua was given Soliris – we now believe he has a long and healthy 

future. He is back at school, taking karate lessons and playing soccer,” Sonia says. “We got our little boy 

back, he got his life back, and we want the same for anyone who has to deal with this rare and 

devastating disease.”  
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A groundbreaking treatment advance for aHUS patients 

Soliris (eculizumab) is the first and only pharmaceutical treatment for aHUS, and is being hailed by 

experts worldwide as a critical breakthrough in treating the disease. It has been shown to significantly 

improve patients’ health and quality of life.10 In clinical trials, Soliris has been proven effective in 

preventing blood vessel damage and abnormal blood clotting,11,12 leading to remission and significant 

improvement in kidney function.5,4 Soliris has also allowed patients to discontinue dialysis and plasma 

exchange therapies.10  

 

Soliris is also indicated, and proven safe and effective, for the treatment of another rare and life-

threatening disorder called paroxysmal nocturnal hemoglobinuria (PNH).13 Canadians living with PNH 

already have access to Soliris through private health insurance and provincial drug plans.  

 

Immediate and sustained access to treatment urgently needed 

Now that this new treatment option has been approved for the small number of Canadians living with 

the devastating symptoms of aHUS, Soliris must be made immediately accessible to all aHUS patients 

whose lives depend on this treatment. 

 

“We are so hopeful that the Common Drug Review will recognize the urgent need for access to Soliris, 

and that provincial governments will act swiftly to provide reimbursement to patients who are in urgent 

need of this life-saving treatment,” says Tracy MacIntyre, a founder of aHUS Canada whose daughter is 

living with aHUS. “Immediate access to the drug would have a profoundly positive impact on the few 

Canadians living with aHUS, while any delay in funding treatment could lead to devastating 

consequences.”  

 

About aHUS Canada  

aHUS Canada was formed in November 2012 to support Canadian patients and families living with aHUS. 

In addition to establishing a Canadian aHUS community, the group is committed to building public 

awareness and understanding of aHUS and advocating for the best possible care and treatment for 

patients.  For more information, please visit www.ahuscanada.org. 
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For more information, please contact: 

Beth Daniher 

Cohn & Wolfe  

416-924-5700 ext. 4070 

beth.daniher@cohnwolfe.ca 

 
 

http://www.ahuscanada.org/
mailto:beth.daniher@cohnwolfe.ca
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