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With support, my children have the ability to thrive!

I would say that one of the greatest gifts we can give parents of a child with Tourette Syndrome is support.  From the moment of diagnosis, they need to educate themselves about the disorder, acclimate their family and friends, accept the things they can’t change, and learn to advocate for the things they can.

Tourette Syndrome is a neurobiological disorder that affects up to 1 in 200 people.  TS is characterized by tics, which are involuntary, rapid, sudden movements and vocalizations that occur repeatedly. The tics are cyclical in nature, and change frequently.  They can vary in type and intensity and often disappear for weeks or months at a time, often reappearing sporadically.  

Some of the most common types of tics are eye blinking, facial grimaces, head and neck jerking, shoulder shrugging, throat clearing, sniffing, tongue clicking, and grunting.  Many children with TS also have co-morbid disorders such as ADHD, OCD, anxiety disorders, sensory issues and more. 
Because of these challenges, it is important to be able to work closely with the child’s school to help them access accommodations that, through the Individuals with Disabilities Educational Act (IDEA), they have the right to.  It is also important to educate the child’s classmates about TS (when the child is ready for this!) so they can understand what tics are and why they can’t help it. 
I have three sons: Joshua 11, Ryan 10 and Shayne 7. My oldest two children have Tourette Syndrome.  Both my children have a co-morbid disorder.  Joshua has OCD and Ryan has some OC symptoms.  My youngest son, Shayne, had two vocal tics last year (humming and whistling!) but has not been showing any signs of TS lately...we are still in the wait and see mode.

Joshua has simple and complex tics (both motor and vocal) so he has patterns and sequences to his tics. Some of his tics are:

· facial tics, (a new eye tic where he moves his head forward and back, left and right until the wind goes through each eye exactly the same) 

· touching tics - he touches something with each hand same number of times

· hockey pokey - he does a sequence of moves through the doorway threshold! 

· hand tics - one time we had to adjust his school work load because he physically could not write! (School approached it the same way they would if he broke his hand and had a cast - made special accommodations until the tic ended.)

· jaw clicking tic (when this is bad he sometimes discretely chews gum in school to alleviate - can be extremely painful to his jaw joint!)

· vocal tics - echolalia where he repeats some of others words

· OCD - everything in evens!!!

· OCD - reading tics where he counts each word in a line.

· OCD - writing tics where he counts each word in a sentence and has to make the dot of the period the same times as the words in the sentence (ex. 8 words in sentence - makes period dot 8 times!)

Some of Ryan's tics are:

· facial tics - multiple facial grimaces (very noticeable!)

· eye blinking - rapid eye blinks (interferes with reading)
· some OC tendencies with evens!

· vocal tics are more subtle - grunting sounds, whistle noises
As you can deduce, it is important and helpful to my children to have the understanding and cooperation of the teachers and classmates when dealing with these symptoms.  Education and awareness is urgent, and advocacy work for the child is necessary.  It has helped my children enjoy the education they deserve while not having to stress about how their tics could affect their school work and their peers. 
Both boys are on a school 504 Plan so they can have some extra accommodations for their TS.  They can leave the classroom to release their tics in the hallway; they can have some extra time to finish tests or written assignments.  But they only use these accommodations when they need them (when a certain tic develops and interferes with certain types of class work).  They are great about approaching the teacher to let her know when a new tic develops.

Last year, for instance, Joshua developed a hand tic that interfered with his ability to write.  He didn’t want to bother his teacher with this new challenge, so he hid his hand in his desk when he ticked.  But as tics do, it progressed into a very severe tic, making it physically impossible for him to complete his written work in a timely manner.  (It would be no different a challenge if he had fallen from his swing and broken his wrist.  He physically could not write.)  Feeling overwhelmed with this secret, he finally opened up to me at home.  

Because Joshua has a 504 Plan established in school, and because of his right with the IDEA (Individuals with Disabilities Educational Act), we were able to come up with a solution for him.  I had a meeting at school to address this new issue, and they immediately made accommodations that allowed Joshua to increase his oral participation while decreasing his written.  The teacher and principal was great and made Joshua feel at ease and stress free about his new challenge.  And with time, his tic subsided and he was able to again resume full classroom responsibilities.  

Joshua and Ryan have a positive outlook regarding TS.  This is not to say they don’t struggle daily with personal issues and challenges presented by these tics.  Dealing with the physical torment of tics is something they deal with every day.  But knowing that the school environment is one less stress for them is a much needed blessing.

I would like to point out a few bits of information that I feel is important regarding my children’s positive outlook regarding this disorder.  First, the support and understanding of their family, friends and classmates has helped them to feel like they are normal kids who just happen to have a couple of tics.  

We are also very blessed with the support of their school to help make accommodations that are related to their needs depending on the types of tics that manifest throughout the year.   When talking to other parents of children with TS, I quite often hear disconcerting stories of struggles with the teachers and administration to understand and allow accommodations for their child.  We, fortunately, have never had to address any negative issues with the school.  

Both boys are handsome, outgoing, friendly, caring boys.  They do well in school.  Joshua just started middle school this year and has remained on honor roll (through extremely hard work and determination on his part!).  He even received an award for student of the month following his classroom presentation about TS.

Joshua started drum lessons this year and LOVES it. He does well on the drums and it is a great form of release from his TS symptoms!  He also plays sports and helps to mentor other kids with TS.

 

Ryan also does well in school.  And I've been educating his classmates about TS since he was in Kindergarten (he’s now in 4th grade).  He looks forward to the classroom talk so that the new kids don't keep asking him "why do you do that?"

Ryan is an incredibly talented athlete.  He excels in any sport he plays and uses that as his outlet.  He still tics during games (very obvious) but he manages to be the smallest teammate and the most determined athlete.  His nickname used to be "little big man" from his mates, but his coaches call him “Ryno” because he's so aggressive and athletic.

My children are happy, healthy, outgoing boys.  Their disorder interrupts their lives, it sometimes interferes with tasks, and it can be tiring and bothersome.  They struggle everyday with the physical and emotional challenges it presents.  But this disorder does not define them.  TS has made them strong and tenacious.  With the continued support of family, friends and schools, they will have every opportunity for success.
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