 
Questions and Answers from Massachusetts TSA Chair

 Local Documentary Interview

1. When did you find out about your sons' TS?  My middle son, Ryan, developed the disorder first.  He was 4 years old and blinking constantly.  We thought it was a habit, allergies or vision problems.  We saw specialists that ruled that out.  Then it progressed to facial grimaces and head & shoulder shrugs.  He was also clearing his throat at that time.  We saw a neurologist who diagnosed him by age 5 – he was in kindergarten.  

My son Joshua was 7 at the same time, and in 2nd grade when he started manifesting vocal and motor movements that seemed out of his control.  A familiar pattern emerged and Joshua was diagnosed that same year. 
2. What was your reaction when you found out?   We were surprised.  We didn’t know much about TS, so we had to learn as much as we could so we could better understand what we were dealing with.

3. How does it feel that 2 of your sons have TS? I never dreamed a family could have more than one child with TS.  So when Joshua’s first symptoms began, we were surprised.  I think when any parent first realizes their will be additional challenges in life for their child, they are sad and concerned.  However, on the flip side, I think it is a help to each of my children to have the other going through the same thing they are dealing with.  They lean on each other for support.

4. What are their tics? How do you help them manage TS? 
a. Tics are cyclical, so they are always changing.  Each new tic presents its own challenges to my children.  So I am always investigating ways to help alleviate the stress of their tic.
b. Continuously educating my self about TS is the most important help I can give my child.  I’ll go online, read articles, attend workshops, and watch DVD’s about TS.  I get many great ideas for my children, such as having them use stress balls in the classroom to help redirect a hand tic.  Or to buy them books on cd to help them with a reading assignment when their eye tics or mind tics are making reading difficult. 
c. To work directly with the teachers to have a silent signal in place between teacher and student so they may step out of the classroom periodically to release tics in the hall.  
5. What is the most challenging part of having children with TS?
Not being too overprotective.  Letting them tell people when they are ready, not when I am ready.  
 
6. What is your mission or vision for the TS Mass chapter? Any activities?   Our mission is to support the needs of families with TS, to educate the public and professionals about TS, and to advocate for individuals with TS.  
We have educators’ workshops, parents’ workshops, support group meetings and kids’ events to bring families together for common support to each other.  
7. How important is it for parents or adults to know about TS? 
Through research and awareness, we now know that TS is a much more common disorder than ever believed.  Many children with TS continue to remain misdiagnosed or even undiagnosed.  So in order to help your child with their challenges in life, it is important to know more about this disorder.      
8. How do you deal with your sons who have TS?  
We love them and accept them for who they are.  The definition of Joshua and Ryan Erickson is not the boys with Tourette Syndrome.  It is the boys who are outgoing, friendly, athletic, popular great kids who happen to have Tourette Syndrome.  
9. How has TS affected your life?  For me, personally, it has made me learn how to advocate for my children with schools, family and friends and lobby congress on capital hill.  It has propelled me into a spokesperson role for this disorder and gotten me involved in volunteerism with the organization to try and help other families in need.
Regarding my children, I think it has made me admire their strength and perseverance.  I think they are a more empathetic human being because of this disorder so I am proud of the young men they are becoming.
10. What is the biggest misconception of TS? I think the first problem is that people don’t really know what Tourette Syndrome is.  People envision TS as this highly exaggerated, stereotype version that is widely portrayed in the media, with people screaming obscenities.  There is a rare form of TS called corprolalia where people are not able to control their ability to suppress obscenities.  Less than 15% of people with TS have that type.

The second biggest misconception is that TS is rare.  It is estimated that as many as 1 person in every 200 are affected by TS.  Many people have tics, either motor or vocal tics, their entire lives.  It is when a person has both, not necessarily at the same time, that a person has TS.

So, unfortunately, many people go undiagnosed or misdiagnosed.  

11. Do you think there should be a subject in school that teaches children to understand children with disabilities or disorders?   I think that all schools should teach tolerance to promote diversity and acceptance.  Whether it’s a movie they show at assembly or a special speaker, or a topic that each teacher is required to discuss, this is important to discuss.  

I also think it is important for a parent to be their children’s advocate, and ultimately, teach their child to be their own best voice. 

12. How are your sons coping with TS?
They have a very positive outlook about their condition.  They deal with each new tic with hope and creativity.  They are allowed classroom accommodations that vary with each new tic that develops.  So this helps to minimize stress levels for them knowing that there is some sense of control of circumstance in the classroom.

Some tics are more challenging than others, so we work together as a family to create solutions that can be relief for them. 

13. Why is it important for families to support their loved ones with TS?  Every child needs the unconditional love and support from their family.  Isn’t that what makes every child thrive? 

14. What are your fears for you sons, if any?  Sometimes I fear the unknown – “what if the tics get worse with age?” “what if the tics really interfere with their daily lives?” 
But then I remember what great inner strength God has blessed them with and I think they will conquer every new challenge. 

15. What is your advice to other parents who have kids with TS? 
I would tell parents to love your children unconditionally, to learn as much as you can about this disorder, to educate those around you about TS, and to learn how to be your child’s best advocate.  You are all they have – it’s up to you to help mold their lives. 
The above was asked by a BU grad student for a TS documentary, and answered by Dawn Erickson, Massachusetts TSA Chair.  Not all questions were put on film.  

