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Within the last few days I have had two very 
similar conversations-both with mothers who 
each have a child with Tourettes. They shared  
concerns related to school: “What do I tell the 
teacher/classmates about my child?”— “Are my  
expectations appropriate?” They shared concerns  

related to family life, “How much should my child know about TS?”—
“My other children seem to be suffering because so much of my attention 
goes to my child with TS.” And, quite understandably, they shared concerns 
regarding the future of their child with TS. 
Both are mothers of children with TS and both question their parenting decisions. But, 
there is one big difference between the two mothers; one is the mother of a newly diag-
nosed 12 year-old daughter, the other is the mother of a 48 year-old who was diagnosed 33 
years ago.  
Let me back up a little. The mother of the 48 year-old is my mother and no she is not still 
asking those same questions! But in the course of our conversation she told me these are 
the questions she asked herself back in the 70s, often I’m sure, and that she did worry about 
my schooling, my social-emotional well being, our family life, and my future. So, if we’re 

still asking the same questions, what has changed when it 
comes to living with and parenting a child with TS? Are we 
any better off now than we were 33 years ago? 
Before I address that question, I want to tell you about a 
speaker I heard a few months back. TSA IL’s Chicago Support 
Group invited Dr. Zinner from the University of Washington’s 
Behavior Therapy and Research Lab to speak about  
premonitory/sensory urges (the feeling one gets just prior to a 
exhibiting a tic) and Habit Reversal for tics (a form of behavior 
modification to control the tics).  
Many in the well-attended audience seemed surprised at the 
prospect of behavioral management for tics. After all, haven’t 
we all read that tics are involuntary? Even the diagnostic  
manual states that tics are involuntary. And, haven’t the  
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Many in the well-attended audience seemed surprised at the prospect of behavioral manage-
ment for tics. After all, haven’t we all read that tics are involuntary? Even the diagnostic man-
ual states that tics are involuntary. And, haven’t the professionals told us to ignore tics be-
cause our children can’t “help it” and they will get worse, anyway, if attention is drawn to 
them? 
Well, yes, that is what we have read and been told. So, my guess is that most people would be 
surprised to learn that back in the late-70s, right here in Chicago, a man with TS named Joe 
Bliss identified the same “premonitory/sensory urge” and talked about habit reversal tech-
niques, very similar to those used by Dr. Zinner. In fact, Joe loved talking to me and one other 
TS “pioneer” of the 70s about his theories and attempts to control his tics. Amazingly, this 
layman’s observations and beliefs about TS were published in the prestigious Archives of 
General Psychiatry, the first ever article to be published in this journal, by a non-doctor. Be-
cause of Joe, doctors and scientists, for the first time, were able to get into the mind of a 
“guinea pig,” so to speak, in order to advance their understanding of TS, research, and treat-
ment options. Wherever Dr. Zinner research takes us, I know that the roots of it started during 
the early days of TSA-IL. 
So, where am I going with this? It is true that we are asking many of the same questions that 
have been asked over the last 30 years. What has changed, are the answers. We can now talk 
about special education, IEPs, and 504 Plans. We can talk about summer camps where chil-
dren with TS can hang out with each other and be accepted by their non-TS peers. We can 
talk about better medication options than Haldol. We can talk about peer trainings in school 
and strategies to suggest to teachers. We can talk about the advantages of having a “Tourettic 
Brain” (yes, there really are some!). We can talk about Habit Reversal with more sophistica-
tion because of Joe. We can talk about the many and extraordinary role models we have 
within the TS community and find hope because we know that if these people can accomplish 
great things, so can our children. 
How did these better answers come to be? The core philosophy of TSA-IL’s founding mem-
bers was that of support--support to the medical community and support to each other. We 
can learn from research outcomes and we can learn from those who have found “life beyond 
Tourettes.” To that end, I urge each of you, no matter where you are within your TS journey 
to keep sharing your successes, your failures, to keep asking questions, and to keep learning 
from one another. The answers will only get better with your help. 
Shari Meserve was diagnosed with TS in 1976, at the age of 15. She is the mother of three 
teenage daughters, two of whom have TS. Shari is a School Psychologist and on the TSA-IL 
Board of Directors. Previously, she worked as the Inclusion Facilitator at a non-special edu-
cation camp and was the resident psychologist for the Tourette Syndrome Camp. She, along 
with Maureen Goldin and Sande Shamash, lead the Tourette Connection Support Group in 
Libertyville.  
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The TSA-IL annual summer picnic was held this year on Sunday, August 9th at Childerly 
Park in Wheeling, Illinois. There were a record number of attendees this year, over 100! 
Families were able to participate in many exciting events such as sand volleyball, badmin-
ton, relay races, etc. There was also face painting, sand art, and Bob Hirsch...the balloon 
twister! 
The weather was perfect for the picnic and a great time was had by all! This picnic is a 
great opportunity for parents to network with others on physicians, treatments and, most 
importantly, support.  It is also a time where kids with TS are able to make friends with 
other kids that have the same struggles that they do and are able to talk freely and play to-
gether without worrying what others will think about their tics. For many children this is 
the first time they will meet someone else with TS, which makes them feel less alone.  
Thanks to all of the volunteers at the picnic and especially to Shari Meserve and Kate 
Elledge for doing a superb job of coordinating another successful picnic! 
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On April 19th, 2009 Shari Meserve from the TiC  
Connection support group organized a TS outing at 
Dave and Busters in Addison Illinois. Over 40  
members attended the outing where they spent the day 
playing video games, meeting new friends and having 
dinner together. From what we hear the food was won-
derful and there was a little healthy competition on 
some of the video games!   
Thank you to Shari for organizing such a great event! 
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The annual Roselle Run for the Roses which benefits 
The Tourette Syndrome Association of Illinois was 
once again sponsored by Mark Drugs Roselle and 
Sternberg Lighting. The 5K (3.1 miles) race was held 
Sunday, June 7, 2009 through the streets of Roselle. A 
0.6K (1/3 mil) Youth run followed the the race with 
runners as young as 3 years old! 
The weather was a little gloomy this year but did not stop everyone from enjoying the day.  
Thank you to all who volunteered in making the day a smooth success! 
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The 13th annual Illinois Golf Classic and Dinner to benefit the Tourette Syndrome Associa-
tion, Inc. was held Monday June 29, 2009 at Ravinia Green Country Club in Riverwoods, Illi-
nois. Thanks to a beautiful day with almost perfect weather, about 110 golfers participated in 
the event.   
 
The golfers had a chance to win a brand new Toyota Camry Hybrid by hitting a hole-in-one 
on one of the holes. Although no one won, a few golfers came close.  During the cocktail 
hour, the silent auction began with many great items to bid on including sports memorabilia, 
spa treatments,  theater tickets, and much more.  The dinner guests were treated to a won-
derful meal and presentations from our national Executive Director, our Youth Ambassador, 
and shown a short clip from the recent Hallmark Family Film "Head Of the Class."   
 
The live auction event also took place at this time and was highlighted by special guest actor, 
writer, and director, Harold Ramis.  Harold offered a special evening with him at the bidder's 
home or location of choice to watch any of his films, with commentary and stories and film 
memorabilia provided by Harold.  This item drew the high price bid of the evening.   
Overall the event was a huge success and raised needed and appreciated funds for TSA and 
TSA-Illinois.  

Beautiful day for golf! 
TSA-IL youth Ambassador Ariel Small gives 
an inspirational presentation 
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On the evening of  July 9, 2009, Dr. Samuel Zinner met with 
about 30 Tourette Syndrome Association of Illinois members 
at the Rush University Medical Center.  Dr. Zinner is on the 
Medical Advisory Board of the national Tourette Syndrome 
Association, and is an Assistant Professor of Pediatrics at the 
University of Washington School of Medicine in Seattle, 
Washington.   
Dr. Zinner was introduced by Ivan Levario, a 14-year-old 
with Tourette.  Ivan, from the City of Chicago Support 

Group, provided a stirring opening to the meeting.  Ivan also had the following to say about 
meeting Dr. Zinner—" I felt happy to meet a person who has been studying Tourette Syn-
drome and who has a lot of experience in this area . I felt  hope that very soon someone will 
find a cure for this condition".  
 
Dr. Zinner described his view of TS:  tics are similar to an addiction.  The basal ganglia, 
which helps control disinhibition, has a leak in the filter that screens out inappropriate 
thoughts and actions, resulting in a negative feedback loop.  This loop has three stages:  an 
involuntary urge, then a tic (which Dr. Zinner says is a learned response to the urge), and 
finally, relief of the urge after the tic. 
 
This view of tics makes Dr. Zinner a supporter of Comprehensive Behavioral Interventions 
for Tourette (CBIT), a newer behavioral treatment that focuses on habit reversal therapy for 
the reduction of tics:  doing an action in opposition to the tic can help eliminate the tic and 
permit substitution of a movement more acceptable to the TS person.  His view on CBIT is 
aimed at reducing the involuntary urge, which he feels is real problem with TS, not the tic 
itself. He said CBIT involves a few weeks of identifying the tics to be targeted, and then 
learning behaviors that are incompatible with the tic. 
 
Dr. Zinner then took questions from the audience for the remainder of the presentation,  
during which he offered advice and information.  He made some interesting statements  
involving recent research into OCD:  the higher the IQ of those people with TS, the greater 
the likelihood they will have the co-morbid condition of OCD.  Someone with an IQ of 110 
is three times more likely to have OCD and someone with an IQ of 120 is six times more 
likely to have OCD with TS.  He also said that ADHD symptoms generally decline into 
adulthood and that many physicians try to treat their TS patients without medication.   
Another interesting fact Dr. Zinner mentioned is that approximately 1 in 4 people with TS 
also have a sleep disorder of some kind. He recommended the book "Teaching the Tiger" as 
illuminating for parents and teachers alike.  He also said dyslexia is not really a language 
disorder; it is a difficulty with distinguishing sounds. 
 
After mingling with the attendees after the presentation, Dr. Zinner hopped back on the bi-
cycle that brought him there, and rode the 20 miles back to his hotel room. 
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On Thursday, May 14th TSA-IL’s Patti Throckmartin, along with the Marshall, Illinois 
McDonalds, hosted a new fundraiser they cleverly named McTic night. From 4:00—7:00pm 
on the 14th, McDonalds donated a percentage of all sales to TSA-IL. The event included 
face painters, Goober the orange gorilla, a visit from the Marshall Fire Department, and 
guests being served by athletes from Marshall High School. 

Events such as this help TSA-IL to provide all the services for Illinois families that we do. It 
also educates the community on TS, and dispels the myths associated with it. 

Great Job Patti! 

 

Joseph and friends helping out at McTic night Goober the orange gorilla! 
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On-line shopping support—You can raise money for TSA-IL just by doing your regular 
shopping through a link on our website to Fundraising Solutions. This website is a host for 
over 1,500 on-line stores that have agreed to rebate a percentage of each sale that comes from 
the TSA-IL website. You pay no additional fees, and can shop at popular stores such as 
Macys, Amazon.com, 1-800-Flowers, Dell, Gap, Staples, Barnes & Noble, Travelocity, and 
many more.Please visit our website at www.tsa-illinois.org, and click on the “Shop & Sup-
port TSA” button on our main menu section. 
 
Reward point shopping 
When shopping at Office Depot or Office Max be sure and provie the TSA-IL member #  
upon checkout. This earns points, which translate to discounts and other benefits for us. 

 Worklife Rewards Member # 
1186588412 

 Perks # 249101516 

 Staples rewards #2071457010 
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I have had many hardships throughout my life regarding 
Tourette’s Syndrome (TS), but eighth grade was one of the 
hardest years of all.  There were a series of incidents during the 
year with teachers, students, and the Principal as well. He was 
the most challenging.  After a culmination of incidents towards 
the end of the year he told me that he “didn’t buy into the whole 
Tourettes thing”, that I was just “using Tourettes as an excuse 
for bad behavior”  I could not believe that, after having a  
documented diagnosis and a 504 plan, an administrator could 
question and challenge my disorder.  My feelings of isolation 
and loneliness were overwhelming.  It was then that I decided 
that I needed to be a better advocate for myself; but also that I 
needed to educate others about TS so that no one else with TS 
would have to go through the same things that I did. 

I had heard about the Youth Ambassador Leadership Training program with TSA in  
Washington and decided to submit an application.  Writing the essay for the application 
was a great learning experience for me because it made me think about my journey with 
TS, how far I had come and what I wanted to do for myself and others.  When I was  
selected to be the Illinois Youth Ambassador for 2009 I was extremely excited!  I felt that I 
was taking a big step towards achieving my goal of educating the world about TS.  I was 
also chosen to give a speech at the Champion of Children’s luncheon in Washington 
DC.  When I was writing the speech, I reflected on all the hardships I have endured, and 
the impact it has had on my life. The more I wrote, the more passion I infused into the 
speech, and when I was finished, I felt a wave of accomplishment which was followed by a 
wave of determination to make everyone that would hear my speech feel some of what I 
have felt over the years.  
Upon arriving in Washington DC, I did not know what to expect.  After getting situated in 
the hotel, I began to meet kids from all over the country that were taking part in the  
training along with me.  It was the first time I had really met anyone else with TS. It was 
shocking to me that so many of the other kids had gone through the same bad experiences 
that I had.  Throughout the course of the training I built good friendships with many of the 
other representatives, and was also able to share my stories with them and hear similar 
ones from them.  It really showed me that first, I am not alone and secondly, that ignorance 
about TS is a serious issue that needs to be addressed. 
The training, led by Jen Zwilling, was impressive and informative.  It taught us how to 
make a presentation about TS that could be given to a class of other young kids, teachers, 
administrators, or adults.  Also, while we were in Washington we met with Senators and 
Congressmen from our respective states.  I met with legislative aides from Senator Durbin 
and Burris’ offices, and a legislative aide from Congressman Kirk’s office.  They were all 
very nice, supportive and listened to what I had to say.  I felt very proud and  
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accomplished after each meeting.  I also gave my speech at the Champion of Children’s 
luncheon, which 30 - 40 legislative aides and 3 Congressmen attended.  I was nervous 
about giving my speech.  Once I got up to the podium and thought about all the things that 
had led me to that moment I felt good and once again I felt like I was taking another step 
toward achieving my ultimate goal. I felt like I left something for the audience to think 
about so the next time they hear about TS they will think of what I had to say.  
When the training was over it was very hard for me to say goodbye to all my new friends, 
but we promised to keep in touch.  On the airplane ride home, I thought about everything 
that had happened; the training, the kids, the meetings, and the luncheon.  I felt a wave of 
satisfaction at what I had done. I remembered the hard times I have had throughout my life, 
and how I had always dreamed of doing something like this.  I smiled and told myself that 
this wasn’t the end for me; this was just the beginning of a long journey. I don’t want to let 
TS hold me back from any of the things I want to explore or do in my life.  I want to stick 
to my three goals for TS – Validate, Advocate, and Educate! 
Since the program I have received many e-mails from parents and kids with questions 
about TS, and I am thrilled to be able to help them.  I encourage anyone with or without TS 
to e-mail me with your questions and I will make sure to reply with as much assistance as I 
can offer. 
Ariel Small 
ajs1765@yahoo.com 
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I’m an Assistant Location Manager on the CW television show, 
Melrose Place.  I scout and take pictures of locations for each epi-
sode depending on the requirements of the script.  After the Di-
rector picks the best location, it’s my department’s job to procure 
the city permits and meet all city requirements for commercial 
filming.  For the last six years I have been working in the enter-
tainment business in many various aspects.  Location manage-
ment has been the most challenging personally and profession-
ally.   

I deal with all walks of life on a daily basis and I do believe learning to cope with TS has 
given me the character to face any challenge.   
 
�Looking back at the onset of my TS, I hated not knowing what was happening.  Or maybe 
it was that I didn’t want it to happen.  Who would?  Making noises during tests and flailing 
body parts during in-class movies isn’t exactly hip high school behavior.   I survived the 
most awkward time for an adolescent on top of being diagnosed with Tourette’s Syndrome.  
After many different medications, a new drug study, and frequent psychologist visits I 
learned to cope and most of all, suppress the urge to tic.  It’s still there.  Oh god yes, it’s 
still there; however, I use many techniques to cover tics and to suppress the urge that other 
people with TS use as well.  To this day I still use breathing and stress relief techniques I 
learned through my psychologist which can be applied to many situations.     
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Southwestern Illinois—meetings are held the 2nd Monday of each month at Copper Creek 
Christian Church in Maryville, IL. Contact support group leader Amy Shirley for more 
information, at (618) 656-2135 or amyshirley72@hotmail.com. 
City of Chicago—Contact support group leader Michele Lehman, at (765) 714-9880 or 
jmfl450@hotmail.com for schedule information. 
DuPage County—Meetings are typically held the 3rd Friday of each month at Holy Trans-
figuration Church in Warrenville, IL. Contact support group leader Susan Fischler ((630) 
393-6427 or at susieptmom@yahoo.com) or Melody Logsdon (meljpj@aol.com) for 
schedule information. 
West Cook County Support Group—Contact support group leader Dr. Terri Schultz, at 
(708) 383-3405 for schedule information 
Northeast Illinois Support Group—First meeting of the school year September 15th. 
Meetings are held the 2nd Tuesday of each month at Libertyville Covenant Church in Lib-
ertyville, IL. Contact support group leader Maureen Goldin ((847) 680-5061 or og-
goldin@sbcglobal.net) or Shari Meserve ((847) 549-7810 or sharimeserve@comcast.net) 
for more information. 
If you have any questions about the support group information above or are interested in 
starting a support group in your area please contact the TSA-IL office at (630) 790-8083. 
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If you are interested in purchasing a 
TSA-IL tshirt please contact the of-
fice at tsaillinois@yahoo.com or 
(630) 790-8083. Price is $15.00 and 
are available in blue which is unisex
(pictured here ) and light green which 
is a womens cut. Sizes are from 
Youth large—XL.   
They make great presents! 
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The Illinois State Board of Education has revised their Educational Rights and Responsi-
bilities guide for parents as of 6/09. This document is designed to help parents and others 
learn about the educational rights of children who have disabilities and receive special 
education services.   
The online version of this document can be found at www.isbe.state.il.us.  You would 
then go to the special education section under Parents/Students. If you have trouble  
locating this document, please call our office (630) 790-8083 


