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The Cause We Share
We often talk about how we help Canada, though we wouldn’t want to lose 

sight of the good that is being done for Tourette syndrome in other countries. 

Tourette Canada is proud of the services we offer, which should beg the 

question, "What are other Tourette syndrome non-profits proud of, and what 

is being accomplished around the world?”

Let’s travel the world, so to speak, 

and learn about the history of 

other Tourette associations. 

Take the time to see what these 

organizations are proud to have 

accomplished and what they offer 

to those in need in their 

respective countries



 

United 
Kingdom

Tourettes Action started as a group of parents wanting to support and help each 
other back in 1981, at a time when there was very little understanding and awareness 

of Tourette Syndrome. From there, it grew, and in 1991 the group registered as a 
charity under the name of Tourette Syndrome Association UK. (The charity is still 

registered with the charity commission as Tourette Syndrome Association UK, 
however our trading name is Tourettes Action.

We provide information and support across the UK to people directly affected by or 
supporting people with TS.  Our main services are our help desk, run by staff and vol-
unteers.  Our help desk comprises of our help line, email and live chat services. In the 

last 12 months we have noticed a huge increase in providing support and 
information to people through social media. We work with national and international 

leading clinicians in the field of TS to develop resources for the TS community.  We 
provide school advocacy and training to teachers, employers and any group that may 
be involved in the care of someone with TS.  Our befriending scheme provides 1-2-1 

support by email and phone with our trained volunteers.

Our research branch has developed a lot over the last 10 years, and Tourettes Action is 
now in a position where we are funding research that will ultimately lead to improving 

the services and lives of people with TS.

We run family weekend residential events every year called TICfest. These are 
incredible events which bring together families across the UK for a weekend of fun, 
rest, and friendship. We are now in our third year of running them and this year we 

are running 5 events.

There are many, many things we are 
proud of.  What makes us most 

happy is hearing from people in the TS 
community about how the services we 
provide make a real difference to their 

lives.



 

China
The Hong Kong Tourette Association (HKTA) was established in late July 2018 
by a concerned group of parents with children affected by Tourette Syndrome, 

and with the support of Queen Mary Hospital, where the children were treated. 
It was legally registered on the 20th of November 2018 as a non-profit 

organization/society under Section 5A(1) of the Societies Ordinance, Cap 151 
Laws of Hong Kong. It comprises 12 committee members who donate their 

available free time, dedicated to the furtherance of the HKTA and its objectives.

Our vision is: To be an apolitical, professional, and prudent association 
accountable to its members and to advance the social and educational welfare of 

Tourette Syndrome patients.

We will regularly organize activities such as seminars, exhibitions and media 
interviews in order to educate the public about Tourette Syndrome, as well as any 
parties that are related to Tourette patients (such as parents and schools). These 

events will also include localized social-welfare bodies for district-based 
community support to patients and their families. Additionally, we have 

organized healthy diet events to inform our members how best to avoid the 
artificial additives that are present in much of our produce and foodstuffs in 

cooking and meal preparation and which may exacerbate the condition.

We are proud to have gained 
an online and social presence 

that is in proportion to the 
amount of time that we have 
been formed, but which still 
has a way to go. We are also 

eager to accomplish the same 
with the medical and 

clinical bodies in Hong Kong 
as a point of reliable reference 

to those with TS.



 

Italy

The Italian Association of Tourette Syndrome, born at the end of the 90’s on the 
initiative of Prof. Mauro Porta (world-famous neurologist for Tourette Syndrome), 

in 2009 becomes a non-profit organization, and, after a period of stalemate, in 
2016 the new Board of Directors led by President Riccardo Breusa was estab-

lished. This allowed to relaunch all the activities that had been a bit “dormant”, 
giving new life and proactive and communicative energy to give more and more 

evidence and voice to Tourette Syndrome.

What AIST does for its associates:
AIST Onlus wants to be a 360 ° support for problems of any kind related to 
Tourette Syndrome, and takes into consideration every request made by the 

associates.

Our main mission is to spread the knowledge of Tourette syndrome.
• Several conferences and meeting held in Italy and many scheduled for next 

month are in program.

• We are trying to raise funds necessary to set 
up scholarships for new graduates in 

neurology, neuropsychiatry and psychology 
who are willing to specialize in the treatment 

of Tourette.

• Frequently parents contact us to train their 
child’s teachers to understand what are the 

guidelines to keep to facilitate the insertion of 
the child at school. In this case, the 

intervention is by one of our psychologists.

• We organize leisure workshops for children 
(last year we did carnival workshop)

• We organize self-help groups for families.



 

More on
Italy

When you are sixteen and you live with Tourette for ten years, life takes 
on very unusual shapes and colors.

Therefore, Mike, a student, in love with the piano, feels the world in 
which he lives a little bit distant from what he would like, since his 

syndrome enjoys complicating his life much more than adolescence 
does...

One night, after an unhappy love failure, Mike finds himself having to 
deal with sleep, his own indecision, and above all with the immense, 

intrusive, dynamic Lady Tourette, humanized by four actresses.

They will have a lot to say to each other and the best way to do this is to 
take a trip together.

Theater, dance, singing and a good dose of sarcasm characterize Lady 
Tourette.

We would like to be able to export this show to other countries; it could 
be through its registration. Anyone interested ... come forward! Spread 

the knowledge while having fun!

Plot of “Lady Tourette” theatrical show

We have recently, together with the theater 
company BISLUCK created a very empathic 
theatrical show: Lady Tourette! “If you could 

ask your Tourette a question, what would 
you ask?”



 

Australia
The Tourette Syndrome Association of Australia (TSAA) is unique in that it is the 

only organization that supports people with Tourette Syndrome and chronic tic 
disorders, Australia-wide. TSAA is a self-funded, registered charity, run by volunteers 

and has been operating since 1989.The Association works to increase awareness of 
Tourette Syndrome to help those affected by Tourette to live a normal life, gain public 

acceptance and to assist medical research into the disorder.
The difference in 2019 is that we now have 10 committee members and 40 Support 

Groups and Mentors.
TSAA’s 30 years of experience includes telephone support, email support, an 

informative website, a national online Facebook forum to help break down the 
isolation that many people with TS experience particularly in rural areas. 

Educational & resource materials, quarterly newsletters to inform and help connect 
those with TS, support groups in all states and territories (research has shown support 
groups perform a valuable function in the after diagnosis period for persons with TS), 
educational forums, conferences and social events, school in-service programs (school 

talk packs aimed at both the children & staff of schools to assist with understanding 
and acceptance of TS in the education system as well as an online podcast available 
24/7), support networks among those with TS, medical professionals, educators and 
the wider community. Every year we hold National Tourette Syndrome Awareness 

Week in May to raise awareness of this far from rare disorder. We raise funds to 
achieve all the above. Additional annual events are our National Conference and our 

National Camp Program.

We are proud of our National Camp Program 
growth and Parliamentary Friendship Group with 

Parliament House. Thanks to our Ambassador 
Chris Crewther MP, himself with Tourette, the 

Parliamentary Friendship Group of Tourette Syn-
drome was established in 2016. With the support 
of our Ambassador and the Minister of Health, 

Greg Hunt MP, TSAA received the first time since 
existence partial government funding to secure 

the National Camp Program.



 More on
Australia

TSAA’s National Camp Program;
One of our most popular programs. The camp 
provides a rare opportunity for inclusion for a 

cohort who are marginalized and misunderstood.

The psycho-social support provides skills, tools, and connections to build capacity 
to manage life beyond the camp. Children learn to articulate their condition and 

self-advocate. The camp caters to the needs of the whole family, not just the 
person with TS. The camp program is designed to connect TS families, provide 

rare information, and build confidence to inform decisions and choices.

The first camp in NSW in the year 2011 had 50 participants and grew to a 
National Camp Program with over 400 participants in 2019. In 2017, we grew 

from 2 camps (NSW and QLD) to 5 camps in 2019 in NSW, QLD, SA, VIC and 
NT. The organization of the camp is strategic and documented, and in 2019, we 

started to measure the impact of our National Camp Program. Feedback has been 
overwhelmingly positive every year. Raw data feedback examples from 2017 on 

“What was the best thing about the camp?” are: “opened my eyes up and gave me 
confidence to speak up and learn new things,” “others understand what we are 

going through,” “connecting with others,” “relax and gain info, new ideas, 
encouragement,” “finding out that you are not alone,” “he could relax and be 

normal,” “have grown close to other families over the years, fun with their friends 
and letting all his tics hang out and not care,” “Priceless smiles and happiness,” “to 

have FUN!”

Another highlight has been unprecedented media support during our annual 
Tourette Syndrome Awareness week, especially in 2018 — particularly 

television coverage starting with ABC’s ‘Employable Me’ series, Channel Nine’s 
‘The Voice’ series, Nlocal Television spots,  Queensland news spots, our 

ambassador Adam Ladell (20 year old singer, voice finalist in 2017) on Channel 
7 & 9, Channel 7 news,  Channel 10’s ‘The Project’ and our 2018 camp on ABC 

news which can be seen HERE, ‘One of our TS community James as Twitch Ninja’ 
on Australia Ninja Warrior on channel Nine. 

On top of this we conducted over 55 radio interviews.

In celebration of our 30th anniversary this year, a very innovative digital app has 
been developed to educate about Tourette Syndrome. This is a digital scavenger 

app which can also generate income for TSAA if used by corporates for team 
building/corporate social responsibility events. For more information about the 

app called TACTICS, please see https://tourette.org.au/

https://tourette.org.au/2018/06/tourettes-camp-on-the-abc-7-30-report/ 
https://tourette.org.au/


 

France
We created the France Association of Tourette Syndrome (AFSGT) in March 1997; 

22 years ago. The creation was carried out by three families of patients who met 
because they were helpless in the face of the condition. Today, we are thirty or so 

volunteers; a dozen of whom sit on governance and operational management roles 
and fifteen who provide regional events for family members.

For details on our mission you will find the elements here

We mainly organize meetings called “relay meetings” throughout France and in our 
overseas departments, as on the island of Reunion for example. These meetings allow 
families, often isolated, to gather around a meal and discuss their difficulties as well 

as their successes.
In recent years we also organized a family stay in summer, for a week in a campsite. I 

was inspired by a trip to Canada (Quebec) with the AQST in 2013.
Finally, from time to time, we participate in events such as running or Christmas 
markets in which we raise public awareness of what Tourette syndrome really is.

You will find a list of our events here

We are proud of the establishment of a psychological support cell for families who do 
not find psychologists including the syndrome in their geographical area. The 

establishment of a legal support unit whose objective is to avoid the judicialization of

a complex situation in which a 
young or not so young, person with 

Tourette risks being confronted 
with justice, often because of a 

rage attack for example. This cell 
can also intervene in justice if nec-

essary. Finally, I think camping 
stays for families. It is also a very 
popular appointment every year. 

The address of the AFSGT 
association’s website is:

www.france-tourette.org

https://www.france-tourette.org/presentation/mission/
https://www.france-tourette.org/notre-action/les-evenements/
https://www.france-tourette.org/notre-action/les-evenements/
https://www.france-tourette.org/


It appears that spring may finally be here and I hope all of you are experiencing growth and 
renewal. We recognize that change can be difficult but without change things become stagnant and 
growth becomes limited. We continue to move forward as an organization knowing that strategic 
planning for the future is a necessity to sustainability. I want to thank all of the affiliates who have 
made the efforts to move forward with us. I want to recognize your support, understanding, and 

willingness to see that our future is directly linked to our ability to work together as a team. 

This issue of Page24 is an introduction to some of the Tourette Syndrome organizations  around 
the world. Although not all are represented, we wanted  to invite you in to see what is happening in 

other parts of the world. It also has some great stories about people in our great country, 
Canada, and the USA. It seemed appropriate that we share their stories as we gather together 

to spread awareness. 

This is an exciting year for Tourette Canada. As we enter our fiscal year-end we are given the 
opportunity to reflect on the happenings of the past year. Trek is almost in the books and at the 

time of publication our National Trek total is just $622 short of reaching $70,000. We would like 
to appeal to those who have not donated this year. Your financial contributions directly support 
the services we offer. Please take a moment and click this LINK to make a donation. Every dollar 

makes a difference and without your donations we are unable to operate. 

Trek 2019 saw Treks happening from coast to coast. We are always grateful to our volunteers who 
make treks happen. We had 2 pop-up Treks; one in Nova Scotia, and one in Georgetown, ON. 

Amazing families came together to both fundraise and spread awareness. For the second year in 
a row, West Grey Ayton has come in on top as our Top Fundraising Trek. Angie and Corey Tone 

raised over $14,000 (at time of publishing). This is an amazing feat and we applaud all of the hard 
work and dedication that goes into this event. I would like to take a moment to acknowledge all 

of our Trek Coordinators, their volunteers, donors, and sponsors. You are the reason this event is 
possible. 

Continued on following page

https://tourette.ca/ts-donations/


We are now halfway through Tourette Syndrome awareness month (May 15th - June 15th) and 
this year we will be running a #LightItTeal campaign. The campaign concludes on June 15th. 

This year is exciting as we have increased the number of locations participating and you will see 
the following locations lit in the awareness colour of teal; BC Place, Calgary Tower, the 

Toronto and Winnipeg Signs, Reconciliation Bridge, just to name a few. We will once again 
celebrate the last day of TS Awareness by lighting Niagara Falls teal. We have included a list of 
confirmed landmarks, locations and city signs. I hope you find one in a community near you so 

you too can participate.

We are proud to be able to offer Camp sTiC Together again this year. This traditional summer 
camp serves children and youth with TS and their siblings. The feedback from last year was so 
positive and moving that we felt it was important to secure this opportunity for another year.

The other two big things that are scheduled for this year are our National Conference and CBIT 
training. Both of these will be happening in Winnipeg in October. Don’t miss this opportunity to 
reconnect with old friends while making new ones. This is a time to truly feel connected to others 

who are on similar paths. I can say with certainty that Conference will change your life. I 
clearly remember my first Conference and the overwhelming feeling that showed me that I was 

not alone and there was hope after my son’s TS+ diagnosis. It taught me that although there 
would be difficult days, not every day has to be difficult. Knowledge and a strong support system 
would be the building blocks of my new normal and that allowed me to advocate for myself and 

on behalf of my children. 

Conference gave my family the ability to move forward in a time where we were feeling lost. We 
hope you are able to share in this opportunity. Please go to our website for all of the up-to-date 

Conference information. 
Lastly, I want to once again recognize our ongoing partnership with the Canadian Police Curl-

ing Association. These men and women come together to raise funds for our organization. They 
are quick to identify the importance of educating all levels and divisions of law enforcement. We 
share the belief that there is an important educational component that needs to continue when 

it comes to Tourette syndrome awareness and those working in law enforcement and emergency 
services. Relationships like ours are  fostered over years and are priceless opportunities for 
Tourette Canada. We are extremely grateful to the NPCA and we treasure our partnership.

We hope to have you by our side as we continue to support the TS/TS+ community.

Jenni Neumair
Warm regards



Friends 
& Family 

Golf Classic

Lebovic Golf Club
Tuesday, July 30th, 2019

We are pleased to invite you to participate in the 2nd Tourette Canada, Friends & Family Golf 
Classic, to be held at the Lebovic Golf Club in Aurora, Ontario, on Tuesday, July 30th, 2019. 

Tee-off is scheduled for 12:30pm. 

Your registration for this event includes your round with cart, lunch (served at 11:30am), 
dinner after the round, 3 drinks and food on-course. Every golfer will receive three free passes 

to return to Lebovic Golf Club in Aurora. (Each pass includes a meal and a drink)
 

We had a great turnout and great success last year. This year we plan to build on that success. 
All proceeds from this year’s golf tournament will go toward Tourette Canada to help fund 
programs and resources designed to make the lives of children, youth, and adults with TS 

better. We hope that this year’s golf tournament will provide support to those who need it most. 

Please consider sponsorship for this event. Sponsorship opportunities start at $300. 
Please, click the link for more details on registrations and sponsorship or email us at 

tcffgolf@gmail.com to discuss sponsorship packages.

Price for golf admission
 $200/golfer

Platinum Sponsor
$3000 (1 available)

Gold Sponsor
$2000 (3 available)

Silver Sponsor
$1000 (unlimited)

Hole Sponsor
$300/hole

Click HERE to view more

https://tourette.ca/ways-to-get-involved/2nd-tourette-canada-friends-and-family-golf-classic/


Chief 
Meteorologist
With Tourette 

Syndrome
If you have Tourette, you may know what it’s like to experience your tics getting 
in your way, or maybe you haven’t. Meet Ed Buckner, a chief meteorologist with 
Tourette syndrome who never stopped to think that his tics defined him. Ed is 

the weatherman for channel THV11 in Arkansas, United States.

Once in a while, when watching Ed announcing the weather, you may notice 
him going momentarily off-screen and return shortly after. This is so that he can 

vent his tics. Most of the time, you may not notice Ed’s tics unless you are 
catching him when he thinks he is alone.

When asked what Ed thought was the main difference he felt or noticed from 
before to after he had Tourette as a label, he answered that there was no 

difference at all. “I knew I had it from age 18, but never bothered with an official 
diagnosis because I knew it wouldn’t change a thing. Plus, I don’t consider it a 

label. It’s just who I am.”

Continued on following page



Ed very much felt the community aspect of Tourette after revealing that he 
had the syndrome. He received multiple emails or phone calls asking for help 
with kids who were being bullied, or sometimes, he was contacted with words 

of encouragement. Since Ed shared his diagnosis, he has spoken with many 
schools and families, teaching acceptance and understanding.

Would Ed turn back the clock and live his life without Tourette syndrome if 
he could? His answer was no, because having Tourette allows him to make a 

difference for others. “That’s what we are all called to do,” Ed states.

Back when Ed was thinking of 
becoming a weatherman, his tics 

never made him rethink his future. 
He explains that it might have been 
some ignorance on his part at the 
time, but no one ever told him it 

could interfere with broadcasting, 
and he never actually thought about 

it being an issue.

What advice would Ed give to 
a fellow ticcer who is worried 

about revealing that they 
experience tics? “I would 
suggest they tell as many 
people as they can if it’s 

brought up. Once people 
understand what it is, they are 

usually much kinder and all are 
better for that.”



Canadian Police Curling plays with Tourette Canada as their charity of choice. This year they raised 
$18 250 in support of those living with Tourette syndrome.

In recognition of this longstanding relationship, we reached out to Jim Carroll of the CPCA who 
answered a few questions for us.

The partnering of Canadian Police Curling with Tourette Canada in 2008 was initiated by Lorne 
Perrin and the now retired police officer, Don Nelson. They saw incredible opportunity and mutual 
benefit to both organizations and proceeded to collaborate together. Both organizations saw benefit 

of the joint fundraising events and equally important, the educational component that could be 
explored at the front-line policing level. Although Tourette Canada is commonly known as the CPCA 

charity of choice, Jim Carroll describes the real truth as that we are truly partners and benefit from 
each others involvement and commitment. It was also an incredible opportunity to “break down 

barriers.”

Reactions of support within the police curling community were overwhelming and literally spilled 
very quickly into the front-line policing world. For example, shortly after the partnership started, 

Janet Rumsey, Tourette NL President, was able to secure opportunity to speak to all frontline patrol 
officers within the Royal Newfoundland Constabulary Provincial Police Force about Tourette, what 
it is, how it may manifest itself in a person with Tourette, which in turn can assist those officers in 

recognizing such behaviors as a symptom and not just a behavior.

One thing that continues to stand out at championships is the participation of the children from the 
local Tourette Canada chapter in the opening ceremonies. “The reaction and interaction between the 

curlers and the children is really something to behold,” Jim Carroll observed.

Fundraising efforts go directly to assisting Tourette Canada in the delivery of their educational 
programming, which in-turn allows front line police to enhance their decision-making skills when 

placed in a situation where they may be required to assist a person with Tourette.

Jim is quoted as saying, “Don’t be afraid of the uniform. Police are your friend and are here to help.”



Tourette Canada’s Conference 2019 will be hosting a Kids Track and a 
Youth Track as well as the Educators and General Tracks. 

The Children’s Track includes trips to Assiniboine Park Zoo and the 
Manitoba Museum. The Youth Track involves fun at the Flying 

Squirrel Trampoline Fun Park, yoga, workshops and time at the Polo 
Park Bowling Lanes.

The Educators Track is a one-day program designed for teachers, 
educational assistants and administrators who are seeking classroom 
strategies for students with neurological disorders including: ADHD, 

Obsessive Compulsive Disorder, Oppositional Defiance Disorder, 
Generalized Anxiety Disorder, Rage, Learning Disabilities, Impulse 

Control and Tourette Syndrome.
The General Track provides workshops & presentations specifically for 

Adults with TS, Parents of youth with TS and other delegates 
interested in understanding Tourette Syndrome.

There are a limited number of spaces, so register now. Members of 
Tourette Canada are offered discounted rates. Take advantage of early 

bird registration that runs until August 31st.
To learn more about Conference 2019 and what is being offered, click 

the following link.

Winnipeg
October 17 - 19

https://tourette.ca/ts-conference-2019/


Poster?



Trek for Tourette
Trekkers gathered in locations across Canada for the 11th Trek for Tourette on 

March 24th, 2019.  The Trek is Tourette Canada’s only national fundraiser and the 
main source for supporting programs and events offered to individuals with Tourette 

syndrome.
Some participants walked, while some ran, and one even skied, but whatever the 

case, they reached the finish line with great spirits. 
As well as being a huge support for Tourette Canada, the Trek is a fantastic 

environment to meet up with individuals who are understanding or can even relate. 
There’s no place like home, and sometimes people are our home. Sometimes this 

Tourette family we can build for ourselves is where we belong. The Trek really brings 
that out in all of us. 

Don’t miss your opportunity to join us next year, but for now, join us in looking 
back at Trek for Tourette 2019.

Thank you to all who 
participated in Trek for 

Tourette 2019. It is only with 
you on our team that we can 
accomplish what we are so 
proud to offer. Hats off to 

Team Canada!



Everyone can Trek, no matter how 
small! No matter 2 legs or 4! 

Meet Frances who donned a sweater 
for the occasion and Trekked for 

Tourette!

Trekkers gathered in photo 
booths in a visual 

expression of their support 
for the cause. 

Some signs indicated that, 
“I trekked for Tourette,” or, 

“I love someone with 
Tourette.”

The Muskoka Trek for Tourette was featured on CVT news!
See the video online, here

https://barrie.ctvnews.ca/mobile/video?clipId=1643338&fbclid=IwAR1Z-agJ56-sAzIzEg4lRats3RHAOMaLC3VRyvhmPgEjfeZCCpF5qXP6aO4


Last year, West Grey Ayton had a “Kiss the Pig” contest where they did a school fundraiser to have kids 
buy tickets and vote for who they wanted to see kiss a pig.  

This year, Angie Tone of West Grey Ayton wanted to do another event & tie in a school fundraiser 
again. Her husband, Corey, saw on the news, a Strong Man from Listowel pulling a Zamboni to raise 

money for the local hospital, so they contacted him to see if he would pull a fire truck against the local 
West Grey Ayton Fire Department - he agreed. 

The Ayton Fire Department helped them every year since they started the Trek for Tourette by 
directing traffic/first aide etc. Angie and Corey really wanted to acknowledge the first responders & 

draw in Fire Departments/Police Stations in the surrounding areas. The school fundraiser involved a 
raffle with four kids to be drawn to sit in the fire truck while being pulled during the event. Each ticket 
was $1, with as many entries as they wanted. They had a total of nine teams register to pull and ended 

up raising approximately $1,200 (double what “kiss the pig” raised).

Despite the snowy, windy weather, a lot of people showed up to watch the event. Although, the other 
fundraisers, such as the silent auction, bake sale, face painting and vendors helped to raise money, the 

Fire Truck Pull definitely drew the most attention and hype this year!

A Firetruck pull!

There were some teams wanting to battle 
it out again next year. Although nothing 
is confirmed, they are thinking of paying 
tribute to local farmers in the community 

and do a Tractor Pull.



Top Trek Fundraisers

 West Grey Ayton, ON
$15, 352.46

Hamilton Halton Niagara, ON
$8,799.00

Edmonton, AB
$8,082.00

Winnipeg, MB
$7,310.00

Ottawa, ON
$5,848.70

Muskoka, ON
$5,694.70

Victoria, BC
$3,590.00

Waterloo-Wellington, ON
$2,920.00

Grand-Falls Windsor, NL
$2,046.15 - Pending

London, ON
$1,805.00

St-John’s, NL
$1,020.00

Lethbridge, AB
$1,000.00 - Pending

Team Shmoe - HHN, ON
Tic Talk Walk - Georgetown, ON

Team Victoria - Victoria, BC
Team Fiona - Winnipeg, MB

Jaden’s Trekkers - Edmonton, AB

Angie & Corey Tone - West Grey Ayton
Kirk O’Brien - Victoria, BC
Simon Spencer - HHN, ON

Ellen Howard - Georgetown, ON
EWA Henry - HHN, ON

Jaden Crandall - Edmonton, AB
Aaron Sachko - Edmonton, AB

Benjamin Bannister – Grand Falls 
Windsor, NL

Ainsleigh Saad – London, ON
Cathy Wylie - Ottawa, ON

*All totals are as of time of publication



Hockey Team

    At Trek For Tourette

Jaden, who was diagnosed with Tourette at the age of 5, plays 
for a Peewee Vipers hockey team in Alberta.

What is impressive about Jaden is how he inspired a great show 
of support from his team during the 2019 Trek for Tourette. It 
made Jaden very happy to experience this year’s Trek with 27 of 
his teammates and members of their families. Jaden describes 
running together, eating cupcakes, playing some games, and 

having a lot of fun.

Initially, Jaden’s friends were confused by his tics, but once they 
were explained the situation from their coach, they were very 

understanding. Having Tourette makes Jaden feel angry, 
embarrassed, and self-conscious, but when asked about his 

favourite thing about his teammates coming together, he talks 
about how nice it was to be supported.

Jaden and the  
amazing and moving 

display of  
camaraderie was 

featured in an article 
that you can see at 
the following link. 

https://www.samha.ca/division/0/1941/article/3759?fbclid=IwAR3Wd3loqIzVr1xj7OlTQg32-8BAdxbW26nkU6jfZ94RTvPJABwumgXAVRY


Mental Health vs Tourette 

By Melissa C. Water

Perhaps some of you will relate to the statement of my introduction. If you do, I would like to 
share the journey I have taken, because the simple fact is… I was wrong.

Tourette syndrome is neurological. It is not mental health. I’m certain there are those who have 
heard me say it, and not in a simple teaching way, but in a manner of persistent obligation that I 
felt I had toward myself. When I heard people mistakenly cite the misconception that Tourette is a 
mental health disorder, I became offended, perhaps even a bit agitated. Mental health comes with 
its own stigma’s and it’s hard enough fighting our own battles. Being accused of some form of 
mental illness made me angry. I spoke out and was adamant that people understand…because I 

didn’t want to be considered under such negative connotations. I NEEDED for people to 
understand that I wasn’t….that…

The assumption of my mental illness was like some parasitical thing I had to quickly brush off. I 
could say it all I wanted. “Tourette is neurological.” Perhaps you’ve been there too.

Here’s the problem with the way I was thinking…
Let’s not defend one condition at the expense of discriminating another.

If we are overly adamant and defensive of the idea of mental health, are we not adding to the 
stigmas?

Perhaps the real question is, “Do we have to defend ourselves from something that isn’t 
offensive?” People break in a myriad of different ways. The mind can, just as the body, succumb 

to illness. Why put the body, the mind, and the brain into categories, because when we do, we 
are putting people into a higher and lower class. Let’s not allow ourselves to get away with being 
part of the problem when no illness wins any beauty contest. We are not greater or lesser. We 

are not Tourette syndrome. We are people.
Anti-depressants are sometimes referred to as “Happy pills.” Jokes are made about mental 
illness, but just because that mindset is mainstream, does it mean we need to encourage it?

Tourette syndrome, 90% of the time, comes with comorbid mental health conditions. Maybe by 
putting mental health down, we are putting ourselves down. I have OCD as well as a short list 
of other conditions of the mind, which makes it ironic that I was defensive of the mental health 

misconception.
Maybe we can spend less time drawing lines in the sand, and more time considering that 

perhaps, the debate of one condition or another isn’t necessary.
This blog is a lesson to me as well, as I have been part of the problem. The important lesson 

being, I don’t have to be.



If you are new to Page24,, you may be wondering what the 

title is about. 
You can see explanations in better depths in previous issues of this 
magazine, though in truth, the most important thing to remember 
about it is the quirks that tie us together. Tourette makes us a 

little different in some respects, but it’s the similarities we share 
that bring us together.

The brief explanation to the title is that, as the editor of this 
magazine, out of an OCD compulsion to make all things function in 
accordance with 3 and 7, the first issue of this magazine had an 

amount of pages born of the equations of 3 x 7 + 3.

A letter on the 24th page described the positives of the syndrome 
and its comorbidities. We all have our quirks. The best way to be 

connected by them, is to share them.

Let’s share with each other our own form of what represents 

Page24 while learning from those presented in this issue.



Camp sTiC Together

Register

now

Camp sTiC Together is returning for its second year; a camp specifically for 
youth with Tourette. This year though, we are opening up the opportunity for 

siblings of youth with Tourette to join in as well.

Camp is held the last week of August, from the 25th to the 30th at Camp 
Maple Leaf, a private island in the beautiful Kawartha Lakes of Peterborough, 

Ontario.

The ages of admissibility are from 7 to 17.

A member of the Tourette 
Canada staff will be 

present during 
waking-hours, while nurses 

will be present at all times.

An Island for Kids



Camp

sTiC

Together

Last year, the camp was able to share a touching moment with Ben, one of 
their campmates.  Ben made a heartwarming speech around the camp-fire  
that was caught on tape and shared to our social media. If you would like 
to see this video and hear Ben’s speech, you can visit the following link

See more about Camp sTiC Together in 
previous editions of Page24. 
Visit the Camp Facebook page HERE or 

the Camp Maple Leaf website HERE

The Camp Director, April Young, is 
always available to answer questions.

april@campmapleleaf.net
Cell: 647-966-1239

https://tinyurl.com/y2746lej
https://www.facebook.com/Tourette-Canada-camp-stic-together-222598281997726/
https://www.campmapleleaf.net/
https://www.campmapleleaf.net/


Mary Vanbodegom is knitting hats and dish cloths and selling them with the proceeds going to 
sending a child to Camp sTiC Together. She is a long time supporter of charities through knitting 

hats and cotton dish cloths. In the 25 years before making Camp sTiC Together her focus, she 
knit a value of $2000 for an orphanage in China where her granddaughter was adopted. She also 
helped 3 grandchildren with medical mission trips to third world countries. Mary then knit for 

five years for a hospice where her husband passed away.

Mary would knit in doctor’s offices and hospitals, or in the car while her husband drove. Her main 
project was making cotton dish cloths which she sold for $1. What made her cloths unique was 

that she used smaller needles which caused them to stretch less.

Last year, Mary calculated that she had knit over five thousand dish cloths and she 
decided to retire. It was at that point that her daughter, Cindy, started work toward Camp sTiC 
Together. This spurred on a dedication to one more year of knitting to donate, but this time, to 

send a child with Tourette syndrome to camp.

Inspiration for this new year of giving came from a friend challenging her to do 75 things in her 
75th year. She took up the challenge and accepted the suggestion to sell her cloths for $2. Mary 

came to realize that if she knit one cloth a day for 365 days, she could pay for a child to go to camp 
in 2019. “That became my goal,” Mary stated. “I knit everywhere I go and people are always happy 

to buy when they hear what the money is for.” 

All of the money from Mary’s work goes straight to her 
camp fund. She even pays for the yarn herself. “And, of 

course, my time is free,” Mary adds.

Many have suggested that Mary simply take the 
money spent on yarn and donate it right to camp, which 
she says makes sense, but every dish cloth or hat she sells 

increases awareness of Tourette and of the camp. “I tell 
the story to anyone who will listen,” says Mary.

Last summer, at a craft sale, Mary inspired one of the 
vendors to follow her suit and to give the money from 

her dish cloths to charity, which Mary says, “Makes it all 
worth while.”



Reach Out And Touch It

There is an aspect of OCD (Obsessive Compulsive Disorder) where a person may feel an 
overwhelming need to reach out and touch an object or a person. While this compulsion may 
sound strange to some, to others, it’s a reality they face on a regular basis. Those who have 
this obsession may not understand why they do it, and they probably don’t realize that it 

has a name; haphemania.

If you type haphemania into Google, you will find a lot of dictionary-like lists which include 
a very brief definition of the compulsion, but few articles that actually speak about it in 

depth. Not many people know about it, which is something that needs to change.

A person who presents with this aspect of OCD might need to turn, step, or walk in specific 
ways. They might need to pick up a certain object and place it back in a set manner. It could 
include touching a door frame before walking through it. It could be a need to reach out and 
touch the arm of the person nearest, or walking out of the way to touch a specific person in 

a certain place, like on the top of the head.
3

There can be a few motivations behind touching objects or people. One reason is a form of 
magical thoughts in which the person feels they are making things come to be with their 

rituals. They might complete a compulsion in a specific way; repeatedly.

Another reason for this presentation of OCD is simply to relieve the associated anxiety that 
comes with the thoughts of needing to touch an object. It may be a simple urge to complete 

an action and succumbing to the impulse in order to ease the stress.

Because haphemania consists of movements, it can be mistaken for tics. The 
simple act of reaching out and touching someone’s arm could be a tic. Some may not notice a 

difference between the two, though a tic is spontaneous, whereas OCD is motivated by 
anxiety relief.

Haphemania



Tourette syndrome awareness month runs from May 15th - June 15th
In the spirit of raising awareness, Tourette Canada has reached out to 

multiple locations across the county, requesting that the lights of certain 
establishments be lit in teal, which is the colour that represents Tourette 

syndrome awareness. We are happy to say that a great show of support 
has been received and that this cause will be literally illuminated.

Keep an eye out for these illuminations in:
 Peace Bridge, Fort Erie, ON & Buffalo, NY - May 29th, dusk till 1 am

Toronto sign, ON – June 15th All Day
CN Tower, Toronto, ON - June 11th

Cambridge, ON - June 15th
Winnipeg sign, MB - June 7th

Niagara Falls, ON - June 15, 10pm (will be lit for 15 min.)
Hamilton City Sign, ON – May 29th

195 Dufferin Building, London ON – June 1st -15th
High Level Bridge, Edmonton, AB - May 29th

Reconciliation Bridge, Calgary AB - June 15 12:01am-11:59pm
Calgary Tower, AB - June 15th

BC Place, Vancouver, BC - June 12th

Tourette Awareness Month see’s locations 
across Canada lit in teal



Tourette syndrome was researched by the French neurologist, George Albert Edward 
Brutus Gille de la Tourette. Though it was his mentor, Jean Martin Charcot, known as 
the father of neurology, who assingned him the task of researching what is now known 
as Tourette syndrome. The goal was to define a distinct difference between what they 

were observing and with conditions like hysteria and chorea.

In 1885, Gilles de la Tourette published his observations of nine individuals who were 
experiencing tics in a book called, “Study of a nervous affliction.” He labelled this state 
as “convulsive tic disorder,” though it was his mentor, Jean Martin Charcot, who later 

named the syndrome after him.

The first mention in literature of Tourette syndrome was in a book called “Witches 
Hammer,” in the 15th century. The book described a priest who was “believed to be 

related to possession by the devil.” 

One of the first accounts in research of the syndrome was in 1925 of a French noble 
woman who had vocal outbursts who were very contradictory or out of character to her 
upbringing. The count of this noble woman was made by Jean Marc Gaspard Itard who 

was noted for his work with the deaf.

It was during an outbreak of encephalitis from 1918 to 1926, where as a concequnce, tics 
surfaced in survivors and it was realized that there was a psysical or organic component 

to Tourette rather than a psychiatric one.

In the 1970’s, it was believed that there were only 100 cases of Tourette in the entire 
United States. Today, the statistics of the syndrome are that 1 in 100 people have tics.

Gilles de la Tourette



Fundraiser for Camp sTiC Together
Live Band, Silent Auction, Snacks and a GREAT time to raise money in 

support of Camp sTiC Together; a summer camp for children with 
Tourette Syndrome and their siblings. Tickets $10.00

When: Saturday, June 15th, 2019 from 8:30 am to 12:30 pm
Where: Golden Wheel Restaurant in Peterborough
See the Camp sTiC Together Facebook page HERE

Friends & Family Golf Classic
Where: Lebovic Golf Club in Aurora, ON

When: Tuesday, July 30th, 2019 
Lunch is at 11:30 am while Tee-off is scheduled for 12:30pm

See more on page 12 of this magazine
Or follow this LINK

Conference 2019
The Tourette Canada National Conference 2019

Where: Canad Inns in Winnipeg
When: October 17th to 19th

See more on page 16 of this magazine
Or follow this LINK

https://www.facebook.com/Tourette-Canada-camp-stic-together-222598281997726/
https://tourette.ca/ways-to-get-involved/2nd-tourette-canada-friends-and-family-golf-classic/
https://tourette.ca/ts-conference-2019/


Thank you to all the 
Trek for Tourette 

Coordinators who’s 
organizational skills 
and devotion of their 
time helped make this 

year’s Trek for Tourette 
a success. 

Thank you to all our 
Contact reps across the 

country who give of 
themselves and their 

time to assisting those 
with Tourette syndrome 

in their areas.

Thank you to 
Canadian Police Curling 

who played to the 
championships with 
Tourette Canada as 

their charity of 
choice!

Thank you to Evan 
Robson who continues 
to donate to Tourette 
Canada a part of the 

proceeds from the 
amazing  jewelry he 

makes and sells
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Find us @TouretteCanada

Contact us

Facebook

Twitter
Instagram

Youtube

Linkedin
And the 

Tourette Canada’s office hours are on
Monday to Thursday, from 9 am to 5 pm,

eastern standard time.
We value every message and are

dedicated to answering those who reach
out. Please understand that we are a

small staff who work mostly part-time
hours, so if you don’t hear back right

away, it’s certainly not because you are
forgotten. Thank you for your patience.
We look forward to hearing from you.

Home Office
Tourette Canada
5955 Airport Rd – Suite #245
Mississauga, Ontario
Canada L4V 1R9
Telephone: 905-673-2255
Toll Free: 1-800-361-312
Or email us at
admin@tourette.ca

http://link.
https://www.facebook.com/TouretteCanada/
https://twitter.com/TouretteCanada
https://www.instagram.com/tourettecanada/
https://www.youtube.com/user/TSFCanada
https://www.linkedin.com/company/tourette-syndrome-foundation-of-canada/about/
https://tourette.ca/blog/
https://www.facebook.com/TouretteCanada/
https://twitter.com/TouretteCanada
https://www.instagram.com/tourettecanada/
https://www.youtube.com/user/TSFCanada
https://www.linkedin.com/company/tourette-syndrome-foundation-of-canada/about/
https://tourette.ca/blog/

