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As good practitioners you understand clinically what rare disease is and how it affects patient’s physical bodies. For rare disease patients and families that is just the beginning. Understanding life after diagnosis and outside of the clinic will make you a better practitioner. 
Sharing our journey through life with two children with Glycogen Storage Disease 1a is a passion of mine. Although there can be many hurdles and difficulties raising two rare children, my goal is to 1- Show our children that in life anything is possible and that it is our choice how we respond to adversity, 2- Inspire and support other rare disease families to fight and live their dreams no matter how big or small they may be, and 3- Raise awareness for Glycogen Storage Disease and other rare diseases by showing them what life is like day to day.
My family and I have been traveling the world for the past one and a half years doing what some may think is, “crazy” with our two rare disease children. We think the experience is invaluable and love to share our joys, our fears, our successes and our failures in getting here. 
You can watch the first chapter of our story here on YouTube https://youtu.be/K1yRFAoFu8E

Biography

Jaime is a loving wife and mom of two children with Glycogen Storage Disease 1a. She received a Master’s in Kinesiology-Sports Medicine from the University of Virginia. In her career, she has worked for the United States Olympic Committee, USA Field Hockey and Brigham Young University. After her daughter was born and diagnosed with Glycogen Storage Disease 1a, Jaime put off full time work and devoted her time to taking care of her baby. 
Jaime is an avid advocate for GSD families. She has helped to plan and coordinate fundraisers for GSD research and project manage GSD Awareness Week 2016. She has served as a guest speaker to the University of Utah Medical School students in 2016 & 2017. 
Jaime and her family have been traveling the world with suitcases and suitcases of cornstarch since 2017. 
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