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Neurofibromatosis and The Lynn Family 



What is Neurofibromatosis? 
 Neurofibromatosis (NF) is a genetic disorder that causes 

tumors to grow on nerves throughout the body and can 
lead to blindness, bone abnormalities, cancer, deafness, 
disfigurement, learning disabilities, epilepsy, and 
excruciating and disabling pain. 
 

 NF is comprised of  three distinct disorders: NF1, NF2, and 
schwannomatosis.     
 

 NF affects one in every 3,000 people, more than cystic fibrosis, 
Duchenne muscular dystrophy, and Huntington’s disease 
combined. 
 

 May is NF Awareness Month; May 17 is NF Awareness Day  
 



 Diagnosed with NF1 at 6mos 
 Diagnosed with Epilepsy at 2 years old 

 Seizures continue daily 

 7 Brain MRIs (all fully under anesthesia) 
 1 Spinal MRI 
 Surgery for Vagus Nerve Stimulator implant 
 Several multi-day hospital stays for EEG studies (inc. April 30-

May 5) 
 Several Neurofibromas (similar to benign tumors) 
 Severe developmental delay 

 

Today: 10 years old, finishing 
4th Grade at Kohl Elementary, 
and a wonderfully happy and 

energetic kid 

2017 Children's 
Tumor Foundation “NF 

Hero” - Colorado 

http://www.google.com/url?url=http://www.thedenverchannel.com/sports/rockies/colorado-rockies-take-down-philadelphia-phillies-5-2&rct=j&frm=1&q=&esrc=s&sa=U&ei=-UFtVbaEEo-YyAS9-YHwCQ&ved=0CCAQ9QEwBQ&sig2=9iEnMlHX84o5q39qvtsNLw&usg=AFQjCNHaXfLLCDULg96frJD2q9KCRMaU4A


How Our Family is Helping 
 Children’s Tumor Foundation Volunteer 

Leadership Council  
 (aka Colorado CTF Community Board Member) 

 Organizing Sporting Event Nights (Rockies, 
Avalanche) 

 Coordinating Meet & Greet Sessions with 
Rockies Player Ian Desmond 

 Volunteer for the annual NF Walk 
 



What is CTF? 
 The Children's Tumor Foundation is a not-for-profit organization 

dedicated to finding effective treatments, via research funding, 
for the millions of  people worldwide living with NF 

 In addition to benefiting those who live with NF, this research is 
shedding new light on several forms of  cancer, brain tumors, 
bone abnormalities, and learning disabilities, ultimately 
benefiting the broader community.  
 Accordingly, NF research may benefit an additional 100 million 

Americans (i.e. 65 million with cancer and 35 million with learning 
disabilities). 

 



Colorado CTF Community 
 Annual Events 

 January:  NF Night at the Avalanche 
 February: Cupid’s Undie Run (National Event, multiple cities including 

Denver) 
 March: St. Patrick’s Day Parade Float 
 April: NF Forum (National Event) 
 May: Mother’s Day Tea 
 June: NF Night at the Rockies 
 June: I Know a Fighter 5K 
 October: Bi-annual Symposium 
 September: NFWalk 

 2017: $50,000 raised 
 December: Gingerbread House Decorating 

April 30 2018 Denver City & County Buildling 



Thanks to the Mayor Folsom and the Town of  
Superior Council Members for the discussion of  

the NF Awareness Proclamation, and for your time 
this evening! 

 

www.ctf.org 
www.nfnetwork.org 

@ctfcolorado 
@childrenstumor 

Facebook/childrenstumor 
Facebook/ctfwest 

http://www.ctf.org/
http://www.nfnetwork.org/
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