Alexis’ Story
I was born in Naperville on June 16, 2001. My mommy and daddy were thrilled to have me and prayed that I was healthy. At the time, I was healthy. I scored the highest on all the newborn screenings. Bringing me home was quite another story. I threw up A LOT! Changing formulas, and later my diet didn’t help. My diapers couldn’t hold all the pee I had and soaked everything. I was always sick all the time. I hated the outside especially the sun it hurt my eyes. By 1 year old I stopped growing and started to lose weight. I couldn’t get enough to drink and stopped eating. I lived on Pedisure until I was 2 ½. By then I had so many therapists working at my home to strengthen me and I was in and out of hospitals and doctors offices trying to find out what was wrong. Finally, my mommy was desperate for a diagnosis and called the new pediatrician for help to ease my retching and gagging at night. You see she was up feeding my new baby brother and heard my vomiting in my bed in the middle of the night. The pediatrician recommended us to see a Pediatric Nephrologist or kidney doctor for kids. We came in and she knew right away that I was suffering from cystinosis. I was 2 ½ years old it was one week before Christmas in 2003. I weighed 19lbs and was 30 inches tall. I hadn’t grown in over 1 ½ years!
I was started on 5 medicines, all liquid and all icky tasting. I fought hard and threw up many times but mommy and daddy never gave up. Evan my baby brother had it too and I watched him take his medicine.  We both threw up and especially that every 6 hour medicine that tastes like rotten eggs. Mommy and daddy were scheduling g-tube surgeries because we couldn’t keep all of our medicine down when they syringed it in our mouths. Mommy then got a tip from another mom in Ireland whom she met online through the Cystinosis Research Network support group. She said “try feeding him a pill in his baby food.” She did and he swallowed it whole! He was only 15 months old. I wanted to do it too and I did!  I was 3 ½ years old from then on I was medically stable, I stopped vomiting everyday, I began to grow again, slowly and eat too.  
I am now 7 years old. I love school, art and being the boss! It’s been almost 5 years since I was diagnosed and I am as healthy as I could be. I take all my 8 medicines in pill form except my eyedrops. I get those ten times a day. I still have lots of tummyaches, too many doctor’s appointments and did I tell you I HATE blood draws!! We pray all the time and I pray for the medicines to go away. I take them because I know I can go to school and play like all the other kids. 
