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About Neurofibromatosis (NF)

• https://www.ctf.org/resources/media-library



About Neurofibromatosis (NF)

• NF1 occurs in 1 in 3,000 people.

• NF2 and Schwannomatosis are more rare, 1 in 
25,000 and 1 in 40,000 respectively.

• NF is more prevalent than cystic fibrosis, 
Duchenne muscular dystrophy, and 
Huntington’s disease combined. 



• All populations affected equally, regardless of 
ethnicity or gender.

• NF can lead to blindness, bone abnormalities, 
cancer, deafness, disfigurement, learning 
disabilities, and disabling pain. 

• NF is a progressive disorder.  Some symptoms 
may remain constant; however, most worsen 
over time.

About Neurofibromatosis (NF)



• The tumors grow because of a mutation in 
genes that play key roles in suppressing cell 
growth in the nervous system.

• These mutations keep the genes from making 
normal proteins that control cell 
production. Without the normal function of 
these proteins, cells multiply out of control 
and form tumors.

About Neurofibromatosis (NF)



• Our Mission: Drive research, expand 
knowledge, and advance care for the NF 
community.

• Our Vision: End NF.

• 501(c)(3) foundation formed in 1978.

• CTF is the largest private funder of NF 
research.

About The Children’s Tumor 
Foundation



Hudson was born 9/11/12; he was formally 
diagnosed with NF1 in March 2014.

Hudson’s Story



Hudson has an army of doctors that have helped 
to monitor and diagnose his conditions: 
scoliosis, thickening of the optic nerves, low 
muscle tone, and a plexiform tumor on his back.

Hudson’s Story



To monitor Hudson’s 
condition, we have 
regular visits / checkups 
with his neurologist, 
orthopedic surgeon, 
oncologist, PT,  speech, 
& ophthalmologist.

Hudson’s Story



The Children’s 
Tumor Foundation is 
important to Hudson 
and our family - as 
they are leading the 
charge towards 
effective treatment.  
They are also 
helping to raise 
awareness.

Hudson’s Story



Hudson’s last 12 months:
• Masterfully completed 

Kindergarten
• Lake Orion Youth T-ball
• No training wheels for 

the 1st time!
• S’mores up at Higgins 

Lake
• No significant changes in 

tumor size (yay!)

Hudson’s Story



We are incredibly grateful for 

the charity and donors…the past three
years of trials are showing progress!

Hudson’s Story



CTF Progress in 2018

Donors have 
provided the funding 
to collect data, 
spread awareness, 
and fund research.

Visibility, along with 
successful trials, will 
help to drive more 
studies and 
trials…closer to a 
treatment for NF



CTF Progress in 2019

• Donations from our communities not only fund trials, but they also 
support local NF clinics at hospitals to support families recently 
impacted by diagnosis.

• Successful trials and increased visibility for NF increases interest from 
major pharma partners



2019 News

• Children’s Tumor Foundation Provides Funding to 
NF2 Therapeutics, Inc. to Develop a First-in-Class 
Gene Therapy for Neurofibromatosis Type 2

• SpringWorks Therapeutics Announces FDA Fast 
Track Designation for PD-0325901 for NF1 
Patients

• Children’s Tumor Foundation Launches NF2 
Accelerator Initiative to Combat Rare Genetic 
Disorder



Thank You!
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CTF – Where the Money Goes 

Funding for NF research, education, advocacy, and patient care comes from individual 
donors and organizations who support our mission. We passionately pursue and take 
pride in our vision to end NF while maintaining the highest standards to allocate donor 
dollars wisely, consistently meeting or exceeding nonprofit watchdog standards.


