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TOURETTE CANADA NEEDS STATEMENT  
 
 
What is Tourette Syndrome?  
Tourette Syndrome (TS) is a neurodevelopmental disorder characterized by tics: 
involuntary, rapid, sudden movements or vocalizations that occur repeatedly in the 
same way. The cause has not been established, and as yet there is no cure.  
 
With an average onset at six years of age, TS is estimated to affect 1% of the 
population, with males impacted three times more than females.  The disorder is 
genetic and symptoms may intensify, decrease or change over time.  
 
Over 60% of those with TS also live with associated disorders (TS+), most 
commonly ADHD, OCD, ODD, learning differences, mood and anxiety disorders. For 
many, these co-morbidities prove more challenging on a daily basis.  
 
Our Vision … 
An empowered Tourette Community in an inclusive Canada. 
 
Our Mission …. 
Creating awareness and understanding of Tourette Syndrome through education, 
advocacy and support.   
 
Who We Are … 
Established in 1976, the Tourette Canada is the only federally registered, charitable 
organization assisting individuals affected by Tourette Syndrome (TS) and its 
associated disorders. Our twenty-one affiliates across the country are completely 
volunteer-run, and are supported by a small national office staff of four. Our twelve-
member Professional Advisory Board includes Canadian and international clinicians 
and researchers who provide guidance and support.  
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How We Help … 
 
Affiliate volunteers offer in-person, telephone and email support to individuals and 
families as well as support groups, social events, resources and presentations. Our 
national office hosts toll-free information and referral line, provides a wide variety of 
print and email newsletters, pamphlets, books, videos and other resources, and 
promotes awareness of TS and the work of our affiliates.  
 
For educators, clinicians, health and social service professionals we offer seminars 
and workshops, resources, referrals and liaison with our Advisory Board.  
 
We have a web site with extensive resources at www.tourette.ca ; an active, 
moderated on-line forum; a growing social media presence, and an award winning, 
on-going documentary film project at www.atrandom.ca.  
 
National Programs include:  

 In-Service – individually tailored presentations, seminars and workshops are 
offered to schools (educators and students from JK to post-secondary), 
workplaces and community organizations. Our volunteer presenters live with 
TS, and are trained and sanctioned by our organization.  
 

 It’s Your Move (IYM) – a self-assessment and skills development program for 
14-20 year olds that offers tools and strategies for managing the transitions 
between high school, post-secondary education and the workplace.  
 

 Advocacy to the Rescue – a moderated, e-learning course for parents that 
provides in-depth information about special education programs and teaches 
a collaborative approach to ensuring student success at school.  
 

 Conference – our annual Conference provides high-level education and 
networking for families, with programs for children, youth, parents and adults. 
In addition, we offer concurrent learning opportunities for clinicians, 

http://www.tourette.ca/
http://www.atrandom.ca/
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educators and allied professionals (social workers, counselors, occupational 
therapists and others).  
 

 Virtual Community – a suite of tools and supports that supplement in-person 
programming and promote access to services to all Canadians regardless of 
location or circumstances. We offer e-counselling and support groups; In-
services; e-learning for clients, volunteers and professionals; a searchable 
national service directory and screened one-to-one connections.  

 
Our Funding…  
Our programs and services are offered to families and professionals either at no 
charge, or on a cost-recovery basis. The TSFC receives no permanent government, 
corporate or foundation funding. The majority of our revenue is derived from special 
events, including the Trek for Tourette, held in locations across the country the last 
week of March each year – a time when the weather is as unpredictable as the 
disorder. Memberships, product sales, donations and grants make up the balance 
of our funding.  
 
Our Needs … 
Are modest but critical in allowing us to continue supporting the TS community and 
improving awareness of a disorder that is still often referred to as the “swearing 
disease”. For the upcoming year, we are seeking support for:  
 

 In-Service – Our current training and sanctioning model requires experienced 
volunteers to undertake a full day of training and subsequent mentoring – a 
challenge for a small national organization. As an alternative to in-person 
training at our annual Conference ($800 per person, including travel and 
accommodation), we are seeking to implement a cost-effective webinar and 
e-learning program with $5,000 in development costs and $1,000 in annual 
maintenance. Volunteers, who often drive up to four hours round-trip for 
educational presentations, are not reimbursed for expenses. $10,000 to 
$15,000 would allow us to provide small honoraria and continue to develop 
audience-specific presentation materials.   
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 It’s Your Move - An annual Facilitator Training session costs approximately 
$6,000 and a series of 8 youth workshops $250 per participant. We are 
currently upgrading the program and revising materials to meet high school 
curriculum standards as well as developing a facilitator training program at an 
estimated cost of $30,000. We offer some of the materials in virtual format, 
requiring an ongoing investment of $10,000 for website and content 
development.  
 

 Advocacy to the Rescue – Is offered on-line three times per year, with a 
maximum of ten students per session and at a cost of $200 per student: an 
annual cost of $6,000 for the program.  
 

 Conference – Our annual Conference is an opportunity for individuals and 
families living with TS and TS+ to come together for support, networking and 
learning. Acknowledging the expense of bringing a family to the host city for 
three days, we strive to keep registration fees as low as possible ($850 for a 
family of four, plus travel and accommodation). One-day sessions for 
Educators and Allied Professionals provide a high-quality learning experience 
on working with children and adults with TS and TS+. On a total Conference 
budget of $170,000, we are seeking sponsorships totaling $40,000 to support 
the costs of speakers and materials for our Child, Youth, Adult, Parent, 
Educator and Allied Professional tracks. 
 

 Virtual Community – Our multi-year plan to offer a variety of web-based and 
virtual programming is allowing us to reach an increasing number of 
Canadians who face barriers in receiving in-person services and supports. A 
generous project development grant from Employment and Skills 
Development Canada has helped us to build platforms and materials; the 
project funding has ended and so we will need approximately $50,000 
annually to maintain and grow all the project’s components.  
 

 Multi-Media Resources – New Clinical Guidelines for the Treatment of 
Tourette Syndrome were published in 2012. We are currently seeking support 
to have the guidelines translated into French (approximately $7,000). As a 
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consequence of the new guidelines, our popular Family Handbook and 
Educator Guides (French and English) require revision and reprinting, a 
project we estimate will cost $40,000.  

 
Additional information, including program and budget details may be provided for 
any of the programs listed above. In addition, we welcome partnerships to develop 
additional programs and services to benefit those with TS as well as associated 
disorders.  
 
Trek for Tourette 
Each year Tourette Canada involves many Canadians across the country to get 
involved and TREK for Tourette – to help raise much needed funds for our charitable 
mission.  We are seeking National and Local sponsors to help defray any event 
costs and also are seeking volunteers to come out and support.  Communication 
specialists are especially welcome! 
 
Acknowledging our Supporters …  
We are very grateful for all financial and in-kind support offered to our organization. 
We recognize donors and sponsors in our Annual Report, National Newsletters and 
on our web site, Facebook page Twitter feed and news releases Event sponsors are 
offered signage and space in event programs. Depending on the level of support, 
full programs, modules, and/or materials may acknowledge donors or be branded.  
 
 
For additional information, please contact  
 
Deborah Thomson 
Executive Director 
Tourette Canada 
245 - 5955 Airport Road  
Mississauga ON L4V 1R9 
905-673-2255 or 1-800-361-3120 
deborah@tourette.ca 
  

mailto:deborah@tourette.ca

