5th Anniversary of Receiving Diagnosis

By Nicki Luce, Riley’s Mom
http://www.caringbridge.org/visit/princessrileybear
Five years ago today, I was sitting right where I am now, at my desk in my office where I took a telephone call from the University of Michigan Genetics Department that officially confirmed our worst nightmare…Riley’s diagnosis of Sandhoff Disease was in fact correct. After much research, we were pretty sure this was our fate but you always have hope. However, when I heard that voice on the other end of the telephone saying “she was sorry”, it turned that feeling of hope into heartache. It felt like my heart was breaking into a million pieces, and piece by piece it hurt worse. Then, I had to repeat of what I remember of the conversation to Dave. It took a very long time for us to get over the anger and come to terms of why our daughter was given a death sentence at the age of 11 months. I would have never of thought I would be a strong enough person to care for a terminally ill child. Eleanor Roosevelt once said “You gain strength, courage and confidence by every experience in which you really stop to look fear in the face. You must do the things which you think you cannot do.” I believe we have come a very long way over the last five years and have learned so much. Because of her strength, her courage and her confidence, we are better people, a better couple and better parents. 
Thank you, Riley!
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