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Our son Adam who is 4 years old next week has been somewhat of a medical mystery.  The one thing we do know is that he does have a Mitochondrial Disorder, but we have yet to establish an official diagnosis. There has been some speculation around Barth Syndrome, which is a very rare genetic disorder and Adam would be the 7th boy diagnosed in Canada, the 70th worldwide, if this should be determined.
 

Adam has a medley of doctors at MacMaster Children's Hospital in Hamilton and at Toronto Sick Kids.  His main doctor being Dr. Mark Tarnapolsky in the Neuromuscular clinic.  Adam is our hero and fights hard to overcome his challenges every day.  He is neutrapenic as well which means that his body does not make the proper white blood cells in order to fight bacterial infections.  So with this in mind we try our very best to protect him from "bugs" but we decided from a young age with Adam that we wanted to give him "quality of life" and not the "boy in the bubble."  A doctor once told us not to expect Adam to walk, well he walks non-stop!  He is non-verbal but babbling more and more all the time so we feel confident that his speech is going to come as his oral motor muscles continue to develop.  As I said, he is our hero and one determined boy to conquer his medical mysteries.
 

Unfortunately, since December Adam has been battling a bowel problem which leaves him quite sick for periods of time.  We are not sure if he will be able to attend the Mito March later this month, but hope for the best.
 

Thank you to all the event organizers, volunteers and participants who support the cause.  Your support is priceless and means so much to so many.
 

Sincerely,
Vicky, Rick and Adam Spadoni
