
  

151 Frederick St, Suite 400  Kitchener, ON N2H 2M2 
(519) 749-7063,  www.huntingtonsociety.ca,  info@huntingtonsociety.ca 

FOR IMMEDIATE RELEASE 
                                    

National Media Contact: 
Christina Steinmann 519-749-8491 Ext. 130 

csteinmann@huntingtonsociety.ca 
 

Inspiring Canadian family raises awareness for Huntington disease 
 
(Kitchener, ON) May 6, 2014 – The Carmichaels, an inspiring Canadian family, is helping the 
Huntington Society of Canada (HSC) raise awareness for Huntington disease (HD) this May by 
sharing the reality of genetic discrimination in Canada and the affect of Huntington disease. As 
Huntington disease Awareness Month begins this May, the Society highlights through the campaign 
the reality of genetic discrimination in Canada and how it affects those who have the genetic 
potential for diseases like Huntington disease, Alzheimer’s, vision loss and many others.   
 
Each day Brittany Carmichael walked into the Northwood care facility in Halifax to see her dad, 
Steve she was reminded of the hardships of the disease. He started showing symptoms of 
Huntington disease (HD) when Brittany was a toddler. By the time she was 13, the fatal 
neurodegenerative disease had progressed to a point where he needed institutional care. Now 23, 
Brittany works hard to keep his memory alive in her volunteer work and through raising awareness 
about HD. 
 
Because HD is genetic, each visit reminded Brittany that she and her brother Brad have a 50 per 
cent chance of developing the disease. Although she doesn’t know what the future holds, she’s 
determined not to let the uncertainty dictate her life. That’s one thing she definitely inherited from 
her dad.  “He didn’t let the Huntington’s stop him,” says Brittany. 
 
This can-do attitude didn’t end there. Brittany remembers her dad calling up members of their 
church each year to support local fundraisers for the Huntington Society of Canada (HSC). When 
the disease advanced to a point where he couldn’t speak clearly anymore, the rest of the family 
took up the torch. 
 
To put HD on the public radar, the Carmichaels volunteered to be the primary focus of our 2001 
Partners in Hope video. More recently, Brad became an active member of the Society’s youth 
chapter, raising awareness and funds throughout the East Coast. Meanwhile, Brittany jumped at 
the chance to train as an HSC mentor, offering support and a sympathetic ear to other youth 
affected by HD. 
 
Brittany knows how important that can be, especially when you don’t know anyone else with the 
disease. She’s not sure how her family would have coped without the support of the local HSC 
Resource Centre Director who connected them with neurologists, helped them install a ramp at 
their house, offered a shoulder to cry on and much more.  
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 “Genetic research is big business in which Canada has invested billions of dollars. There are 
substantial benefits to genetic research,” says Bev Heim-Myers, CEO of the Huntington Society of 
Canada and Chair of the Canadian Coalition for Genetic Fairness. “Without it we would not have 
been able to identify diseases like the Huntington, Cystic Fibrosis or Breast Cancer genes, which are 
leading to promising new therapies. However, without protection, people may be reluctant to 
come forward for treatment, to benefit from early detection and to participate in clinical trials.”  
 
Anyone could have sequences in their DNA that can lead to diseases like Huntington’s, Parkinson’s 
Alzheimer’s, Diabetes and vision loss. Today, there are over 3,000 genetic tests available to 
Canadians but being tested may put the individual at-risk for genetic discrimination. Canada is the 
only G8 Country that does not protect its citizens against this form of discrimination.  
  
This is why the Huntington Society of Canada is leading the charge when it comes to Genetic 
Fairness in Canada. May is Huntington Disease Awareness Month and the Society wants to educate 
Canadians because genetic discrimination is a reality in Canada.  
 
Huntington disease (HD) is a debilitating brain disorder that is fatal and incurable. About one in 
every 7,000 Canadians has HD and approximately one in every 5,500 is at-risk of developing the 
disease. Many more are touched by HD whether as a caregiver, a family member, or a friend.  HD 
causes cells in specific parts of the brain to die. As the disease progresses, a person with 
Huntington’s become less able to manage movements, recall events, make decisions and control 
emotions. The disease leads to incapacitation and, eventually, death.  
 
The Huntington Society of Canada is a respected leader in the worldwide effort to end Huntington 
disease. HSC is the only Canadian health charity dedicated to providing help and hope for families 
dealing with Huntington disease across Canada. 
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