


NF Network

• The NF Network was founded in 1988 as Neurofibromatosis,  
Inc. by three regionally independent local NF Organizations.

• They created a national organization that serves as an  
umbrella to facilitate collaboration on national activities and a  
networking of shared resources.

• Allows for autonomy to be retained by the individual regional  
organizations.



Leading NF Advocacy, Building NF Community



To find treatments and a cure for  
neurofibromatosis by promoting scientific  

research, improving clinical care, providing  
outreach through education and awareness,  

while offering hope and support to those  
affected by NF.

NF Network Mission



The national NF Network services all states where there 
is no local representation.

NF Northeast
Serving Connecticut, Massachusetts, Maine, New 
Hampshire, New York, Vermont, and Rhode Island

NF Arizona/Southwest
Serving Arizona, New Mexico, Utah, 

and Wyoming

NF California
Serving California

NF North Central
Serving Minnesota, Wisconsin, 

North Dakota, and South Dakota

NF Michigan
Serving Michigan, and Ohio

Washington State NF
Serving Washington, Oregon, and Idaho

NF Central Plains
Serving Kansas, Oklahoma, Missouri, 

Colorado, and Nebraska



NF Northeast
Serving Connecticut, Massachusetts, Maine, New  
Hampshire, New York, Vermont, and RhodeIsland



NF Central Plains
Serving Kansas, Nebraska, Colorado,and  
Oklahoma



NF California
ServingCalifornia



NF Arizona
Serving Arizona, New Mexico, Utah, and  
Wyoming



NF Michigan
Serving Michigan andOhio



Washington State NF
Serving WashingtonState



NF Community and Education
Educational Meetings/Symposiums



NF Community and Education

Publications:

• “Understanding Neurofibromatosis” booklet
• “Understanding Neurofibromatosis Type 2” booklet
• “Buddy” book for children in English and Spanish



NF Community Support/Outreach

We provide patient resources
and individualized assistance
to new NF contacts.

• Camp New Friends - VA
• Camp New Focus - MI



Camp New Friends
Check out the Kids having fun 2016!

Brochures for 2017 will be out this winter.
http://www.nfnetwork.org/nf-happenings/camp-new-friends

http://www.nfnetwork.org/nf-happenings/camp-new-friends


NF Community Support/Outreach

NF Community Building events

• NF Chats
• Beach Days
• Holiday parties
• Family Days at the ball park
• Events which create NF Networking  

opportunities



NF Research

Advocacy: Grassroots advocacy  
program to promote federal funds  
for NF research. Started in 1996  
and have successfully advocated  
for over $300 M through theArmy’s
NF research program and inclusion of NF
Research language forNIH.



2017 Advocacy Program

Organizations participating in 
NF Network Advocacy Program
Leadership Council
NF Network

NF Midwest

NF North Central

Participating Organizations

NF Central Plains

NF Michigan

NF Northeast

Washington State NF Families

Texas NF Foundation

Littlest Tumor Foundation

NF Upper Midwest

NF California

NF Arizona



NF Network
Acquiring
Federal
Funding for
NF Research



,

CONGRESSIONAL SUPPORT FOR  
“DEAR COLLEAGUE” LETTERS



Research Funding

NF Research

• Direct investments in seed grants  
for basic research

• Clinical research
• Clinical care coordinators

Funded

• By individual regions
• Through a collaborative effort of  

the regions



Creating Awareness



CreatingAwareness

Join the Beauty Mark Nation!
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