Living with Tourette Syndrome

The Erickson Family’s Story of Coping

The clock strikes 3:30 pm, and I’m in the kitchen cooking dinner and preparing for my family’s arrival home.  I relish the relative quiet as my 5 year old sits to watch a favorite cartoon on TV.

My oldest two sons will be home from school soon, bursting through the door, with all the day’s events happily rolling off their tongues.  

And then all hell breaks loose.  Pent up physical energy to release…and tic heaven.  If you can imagine a typical child, excited to be home, tired of sitting still in class, looking to let loose and be free.  Now picture that energy times ten.  Then add the inability to suppress an unlimited variety of noises and movements.  You see, my two oldest sons have been diagnosed with Tourette Syndrome.  A neurological disorder that effects a person’s ability to control their vocal and motor skills.

It’s 3:45pm.  While I am happy to see my sons that I love and miss, I brace myself for the squeals as they appear through the door.  It’s my son Joshua, 9, whose latest tic obsession happens to be an exact replica of the most annoying character on the cartoon Jimmy Neutron – his squealing friend Carl.  I can’t stand listening to the original version when the show is on TV.  Now I listen to it relentlessly… and I listen to it from someone I love dearly – someone who can’t help it.  

So the wonderful, understanding mother that I am, I endure.  For about 10 minutes.  Then I tell Joshua in a loving way “Redirect!!!”  That seems to be my favorite word these days.  

Sometimes it’s hard to tell which is a tic and which is just typical obnoxious squeals from an 8 & 9 year old.  So I ask them.  “Is that a tic, or are you just being loud.  Because if it’s a noise you don’t have to make, then stop.  Mommy listens to noises you can’t control all day long, so when it is something you can control – give Mom a break.  She needs it.”

Then after all this hooting and hollering, my sons are vying for my attention.  They are telling me stories about their day.  I’m in the kitchen at the stove.  I am listening to their (I know this part is typical) long stories about their day at school.  During the story, one son is relentlessly blinking and grimacing.  It takes him twice as long to get the info out.  I’m tired just watching him.

Child # 2 approaches, tells me about his day while he is doing the hokey-pokey on my kitchen floor.  He also happens to have a repeating tic, much like a stutter.  He will get almost to the end of a sentence, be interrupted by a vocal tic, then compulsively start back at the beginning of the sentence.  This continues four or five times with the same sentence, until I somewhat rudely interrupt him at the point of the tic, and tell him to “Please continue the sentence right from here.”  I do have to get dinner ready sometime tonight.
Ok, so now the grand entrance has wound down.  We need to get the homework going.  I have one son who actually has no problems pulling out, sitting down, and completing his homework with little supervision.  

But there’s always one in the group.  My oldest son, Joshua is a very intelligent, hard working child.  Math homework he does with little supervision and effort.  But if he has homework with lots of writing or reading, all hell breaks loose.  He does try his best, sits down to work on it and has a great start to the effort.   

He gets easily overwhelmed with the writing part, as do many children with Tourette.  And the battle begins.  The grunts, the hoots, the coughs, the relentless sharpening of the pencil, the constant erasing, writing, crying, re-erasing to get it “just right.”  He tries hard.  He eventually gets it all completed and he does a good job on his homework.  

It’s now time for supper.  Let the games begin.
I know dinner tables across America are known to be hectic.  We are pretty strict about sitting properly, not talking with your mouth full, being polite.  The same rules we grew up with.  And I’d say my children have great table manners.  We always get compliments about their behavior when we dine at restaurants.  But, as I mentioned this term before – tic heaven.   Let’s just say our table gets a bit animated.

We are sitting down at the table, having dinner and conversation.  Before I tell the next few stories, I want to say that my family is very active in talking openly about TS.  We try not to take ourselves too seriously and we regularly poke fun at and with each other (this includes family members without tics and those with tics – no one is safe).  So in the spirit of seizing the perfect moment, some prime ones occur at the dinner table.

We are seated at the dinner table.  Joshua has a recurring tic that is reminiscent of an old movie starring Dennis Quaid and a fish-like alien.  The alien in the movie talks with a rolling “R” and a cluck-like noise at the end of every few words.  This is how Joshua is talking at the table.  We are listening to his story, when he asks his Dad a specific question.  He rolls the “R” quite a bit more than usual.  His father turned to him, answering the question with his “R’s” rolling.  It was unexpected.  It was quite funny.   Joshua and the whole family burst into laughter.    

Another time my son Ryan, who sometimes grimaces when telling a story, had an exceptionally pronounced facial tic when asking a question.  My 5-year old son Shayne, who always sits next to him, completely mimicked his tic when answering.  It was unexpected, it was swift, it was dead-on.  Let’s just say Ryan fell off his chair and we were all sore in the face from laughing that time.

Dinner is over, now we rush off to Ryan & Joshua’s basketball game.  They are both great athletes and love playing sports.  I’m on the sidelines.  I’m routing for our team.  I watch as Joshua covers his man.  He’s running and tapping the tips of each foot three times as he runs up the court. (Did I mention he is also obsessive/compulsive?) Let’s just say this delays him a bit. But he manages to cover his man and block the net.  

Then there’s Ryan.  I glance over as one of the coaches calls a time-out.  He’s kneeling in front of Ryan, hands lightly embracing his face, asking him if he got hit in the eye by someone.  Ryan is saying “No, I’m fine” while ticking away.  He was steadily blinking his eyes about 20 times per second while the coach was saying “Are you sure?”  I have to confess, I felt at fault here.  I forgot to mention he had TS.  (I said I was an advocate.  I didn’t say I was perfect.)  The game continues and Ryan (the smallest member on the team) proceeds to steal the ball from an opponent twice his size and perform a full-court lay-up.  The crowd goes nuts.  

We are home now. Everyone is showered, pajamas are on, and we are ready to wind down the night.  We are on the couch watching a favorite TV show (with three sons and husband, you can guess which one) filled with daring stunts and gross obstacles.  We are all snuggling and engrossed in the show.  (Maybe not all.)  My husband and I glance at each other and then we lovingly look at our children.  We smooch them, cuddle and appreciate them.  

It’s another night in the Erickson family.  We know how lucky we are.  We have three happy, healthy, handsome boys.  We relish in the quiet, quality time.  Oh, yah, “Honey, could you please turn up the volume.”  I can’t quite hear – remember it’s tic heaven. 

Oh well, quiet is overrated. 

So we endure, we embrace, we tolerate, we imitate, we advocate and we have a good laugh with each other.  This is the typical day of a loving family who happen to have a couple of kids with Tourette Syndrome.   

By the way, my five year old son has been showing waxing & waning signs of vocal tics.  We are still in the observation stage.  Since he is a boy and has a sibling who has TS, he has a 99% chance of developing the disorder.  Only time will tell.  And if he does develop it – that’s o.k. – we are already “broken-in.”

Ps:  Did I mention my favorite part of the day?  Definitely bedtime. 

Patients with Tourette Syndrome often suffer from other neurological disorders, including Attention Deficit Disorder, Obsessive-Compulsive Disorder, and poor fine-motor skills (as indicated with my son and handwriting his homework)

Many families dealing with the typical symptoms of TS similar to my family’s story have a much heavier burden challenging them when these co-morbid disorders are also present.

The “Corprolalia” form of TS (the uncontrollable swearing) is a rare and heavily stereo-typed version of this disorder.  
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