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RARE DISEASE DAY IS FEB 28TH 2010.

IT’S AS SIMPLE AS WEARING YOUR FAVORITE PAIR OF JEANS AND PINNING ON A RIBBON.
1 in 10 Canadians has been diagnosed with a rare disorder. Many others are affected or at risk but remain undiagnosed and unaware. Rare diseases are chronic, progressive, debilitating, disabling, severe and often life-threatening. Information is scarce and research is insufficient. People affected face challenges such as diagnosis delay, misdiagnosis, psychological burden and lack of practical support. Many rare disease patients are denied their right to the highest attainable standard of health and continue to advocate their need to overcome common obstacles.

My name is Kaiden Marsden Joseph St Germain. I am 3 years old. I want to be a Canadian Soldier like my Daddy when I grow up. My family prays that I will grow up. I have an enlarged liver, enlarged kidney, umbilical hernia, positional club feet, global developmental delays, suppressed immune system, asthma, trouble with balance, strange rashes and chronic ear infections. 

I have been through many tests and surgeries. I have had my tear ducts probed, numerous blood tests, urine tests, sweat tests, MRI’s, EEG’s, three skin biopsies, a bone marrow biopsy, a bone marrow aspirate, a muscle biopsy, liver biopsy,  numerous x-ray, a hemangioma laser treatments, VEP tests and the list continues. I have a huge array of doctors, specialists, micro specialists, therapists, assistants, technicians and naturopaths dealing with my overall care. Here is a link to my awareness video http://www.youtube.com/watch?v=piJJJ9aB_Oc
What is Niemann Pick Type C?

Niemann Pick Type C is where lipids (fats) build up in the cells of the body causing cells to die. This storage will eventually cause my organs to shut down. I will lose my ability to walk, talk, swallow, laugh and recognize my friends and family. The disease is often referred to as “Childhood Alzheimer’s” because it has the same type of degeneration. NPC is an autosomal recessive disease (meaning you get a mutated gene from each parent). You cannot catch NPC from me. There are experimental treatments for NPC but not any approved in Canada. These treatments are experimental and are very expensive they “may” slow the disease in some children.

For more info or ribbons please call: Sharla St Germain 780-973-5424
Informative websites:      

www.addiandcassi.com      www.nnpdf.ca    www.nnpdf.org        

LET EVERYONE KNOW WE CARE ABOUT RARE!!!!

