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Huntington Society of Canada launches interactive clinical trial map 

Improves clinical trial accessibility for interested participants   
 
(Kitchener, ON) June 8, 2015 – The Huntington Society of Canada is launching their new, interactive map to 
help improve the access to information regarding Huntington disease (HD) clinical trials and the locations 
across Canada. This map is intended to help those who are symptomatic with HD, those who are at-risk and 
those who have HD in their family, to easily access all relevant Canadian HD clinical trial information in one 
location. 
 
For the first time, 2015 has seen the launch of HD clinical trials for five potential HD treatments, including 
highly promising, huntingtin lowering drug. Participation in clinical trials is critical to move treatments for 
Huntington disease forward. The Society’s goal is to make clinical trial information easily accessible to those 
that are interested.  
 
HD Clinical trials are very important for the HD community. When people take part in a clinical trial, they help 
others by advancing medical research. This is the main reason for participating. However, there could be 
personal benefits; for example, there may be early access to a new promising treatment. The treatment may 
provide benefits and may improve a person’s quality of life. There may also be access to expert health care 
because of the time spent with the research team involved in the study. 
 
A clinical trial (or study) involves research using human volunteers (also called participants) that is intended to 
add to medical knowledge.  
 
Clinical studies have standards outlining who can participate, called eligibility criteria, which are the factors 
that allow someone to participate in a clinical study. These are based on things such as age, gender, the type 
and stage of a disease, previous treatment history, and other medical conditions. Some research studies 
include a broad range of participants, while others are very specific and may be limited to a predetermined 
group of people who are asked by researchers to enroll. 
 
The Huntington Society of Canada (HSC) recognizes that some individuals at-risk for HD may choose not to 
participate in clinical trials, as genetic information is not protected in Canada. Genetic test results can be used 
as the determinant to an individual by insurance companies and employers in Canada.  
 
The Society is advocating for genetic fairness in Canada, however, at this time, protection is not in place. 
Choosing to participate in clinical trials is a personal decision; the Society encourages those who are interested 
to consult with their HD Resource Centre Director or Family Service Worker to understand all aspects of this 
decision.  
 
 

- More - 
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What is Huntington disease? 
 
Huntington disease is a debilitating brain disorder that is fatal and incurable. About 1 in every 7,000 Canadians 
has HD and approximately 1 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. Huntington disease is devastating for both the body and 
the mind. The symptoms, which may include uncontrollable jerking movements and relentless cognitive and 
emotional impairment, usually present between the ages of 30 and 45, and gradually worsen over the 10-25 
year course of the disease. Eventually, they lead to total incapacitation and death. HD is like experiencing ALS, 
Alzheimer's, Parkinson's and Schizophrenia all in one disease.  
 
What is the Huntington Society of Canada? 
 
The Huntington Society of Canada is a respected leader in the worldwide effort to end Huntington disease. 
HSC is the only national health charity dedicated to providing help and hope for families dealing with 
Huntington disease across Canada. The Huntington Society of Canada aspires to a world free from Huntington 
disease. 
 
How to access the HD Clinical Trial Map?  
 
Access to the HD Clinical Trial Map can be found by going to the Huntington Society of Canada’s website, and 
clicking on the link labeled: HD Clinical Trial Map. A list of current HD Clinical Trials in Canada is listed on the 
website as well, and with one quick click people can find a summary of the trial and the contact information to 
call for more information.  
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