Isabela Roman CaringBridge Site Post 5-19-10

http://www.caringbridge.org/visit/isabela
A year ago Isabela looked and acted very differently than she does today. I will never forget the words, "she lacks in Hex A enzyme." However, because if this, I would meet the most incredible people in this world. I thought that the warm welcoming was through the internet as I networked and became a member of NTSAD. Little did I know, this was just the beginning.

Fortunately, I have arrived to a family of members full of love and support available at anytime I need them. The ironic part to it all is that I have begun to foster those same feelings of comfort and support to the new arrivals of our family. 

Last night, I received a call from the west coast from a mom having a break down as her son advances stages in this disease and finds herself without guidance. It filled my soul with joy to know that my words of what little knowledge I may have, calmed her as she thanked me for my help. Isabela's sickness is a blessing to me and all the other children and their families that will grow and learn from this experience. Sadly it took me almost a year to realize it. I want others to not waste their time, stop rushing for the pot of gold at the end of the rainbow, and appreciate the road now.

Bela, angel, I love you.
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