Tourette Syndrome – Still a Misunderstood & Misdiagnosed Disorder
A Plea to the Media

Attached is a personal story about my family to read.  It outlines our lives, living with Tourette Syndrome and about some of the challenges faced by our family. You will learn about my beautiful three sons, Joshua , age 11, Ryan, age 9 and Shayne, age 6.  The two oldest boys have Tourette Syndrome and my son Shayne has been displaying the beginning stages of vocal tics.  (Joshua also has a mild form of Attention Deficit Disorder and Obsessive Compulsive Disorder which are common co-occurring disorders of TS.)

I would like to ask for your help regarding a very important issue to people with TS.  It is the issue of education and awareness by physicians, teachers and the public.  

So many people have TS and don’t even know it!!!  So many children are attending school and not receiving a correct diagnosis for their PHYSICAL disability and are being treated as having a behavioral problem.  If you read nothing else, 

PLEASE READ THE FOLLOWING INCREDIBLE TRUE STORY…

I returned home from a Tourette Syndrome Advocacy  (and workshop) trip to DC, excited about my meetings on the Hill and oozing with new insight about other people and their personal stories about their family’s struggle with Tourette Syndrome. (There were people from all across the country at the workshops - from California to New York, Maine to Oklahoma, even as far as Alaska!)   

I came home and was high with knowledge and insight.  Life picked up where it left off and I attended my son Joshua’s baseball game.  I sat with a mother of one of his teammates.  Because her children play sports with mine, I have casually known her family for a few years. She knew I went to my conference on TS and while I was gone, she opened up to my husband about a condition her son was going through.  

Her 10 year old son has some obsessive compulsive and transitional anxiety issues. While we were watching the game, sitting on the bleachers, she began chatting with me about my trip.  I could tell she wanted someone to talk to, so we gabbed about some of the things I learned at the TS conference.  (So many children with TS also have OCD, ADHD and anxiety issues as side disorders.)  
During the conversation, the mother started talking about some behaviors her son had been doing and asked if they could be tics.  I told her about some tics that seem to be habits like coughing, whistling, humming, throat clearing, etc.  She was so surprised that those were tics.  Then I explained about some facial ones (eye blinking, face grimacing, head & neck jerking) and she was also surprised.  It turns out that her son has been having tics for over two years (both motor and vocal have to be present for it to be TS – which he has) and no one had ever mentioned the term Tourette Syndrome to her.  Her doctor and therapist were concentrating so much on the side (co-morbid) disorder that they totally missed the primary one - TS!  How amazing is the universe that we crossed paths!  A simple conversation with a mother of a teammate who is going through some stuff with her son, a boy Joshua has become friends with, and this child has Tourette Syndrome and no one knew!  

I had attended a workshop in D.C. run by two of the most renowned educational advocators for Tourette Syndrome.  I gave the mother a packet of literature I brought home from the trip.  It was an Educational Advocacy Training Program that teaches educators about TS and the common side disorders.  It gives suggestions for evaluating students and creating a successful educational plan that fits each child’s needs.

I told her to take her time reading it and return it anytime.  She read every inch of the literature that night, took notes on it and had returned it the next day commenting on how incredibly insightful it was.

Can you believe her son has been walking around with a neurological disorder, living with the side disorders of OCD and Transitional Anxiety Disorder and no one ever diagnosed him with Tourette Syndrome! Go online and read some of the emails in the chat rooms.  You’ll be shocked how many people have TS and were never formally diagnosed.  

One word – EDUCATION.  I cannot stress the importance of educating the public.  I cannot stress the importance of educating the medical profession.  I cannot stress the importance of educating the educators.  

We need to educate and advocate!  We need your support.
Please help us to help others.  Please use this information in your stories & please pass along this information to other MEDIA associates.

Thank you!
Since I wrote this story (April 2005) there have been two new developments.  First, the son has a 6 year old brother who has now developed several prominent facial tics (exactly like my 8 year old’s tics) and a vocal tic. Transitional Anxiety Disorder is also manifesting and his mother is now in what the TS community refers to as the “wait and see” mode with him.

Secondly, I have a best friend who just recently adopted a beautiful 5 year old son.  He has been living with her family for three years, and was just recently diagnosed with Tourette Syndrome and has a co-morbid disorder of Obsessive Compulsive Behavior and Sensory Integration Dysfunction.

This is just my small circle of already known friends.  I did not meet these people through the TS organization.  Quite the opposite.  Some of the information I passed on to them actually created the “Ah-hah” moment and helped them figure out what was going on with their child.

Again, we need to educate and advocate!  We need your support – help our children!

By Dawn Erickson
