Congress of the Minited States
Washington, AE 20515

March 25" 2015

The Honorable Rodney Frelinghuysen The Honorable Peter Visclosky
Chairman Ranking Member
Subcommittee on Defense Subcommittee on Defense
Washington, DC 20515 Washington, DC 20515

Dear Chairman Frelinghuysen and Ranking Member Visclosky:

We write to request that you include $15 million in the Fiscal Year 2016 Department of
Defense Appropriations bill for the Neurofibromatosis Research Program

(NFRP). Significant advances in Neurofibromatosis (NF) research have been made over the past
several years, due in large part to the NFRP, but continued investment is necessary to advance
treatments and find a cure for the numerous diseases associated with NF.

NF is a genetic condition that includes three disorders: NF1, NF2 and Schwannomatosis. NF1,
the most common form, affects 1 in 2,500 people. NF is the most common neurological disorder
caused by a single gene and affects more people than muscular dystrophy and cystic fibrosis
combined. NF can cause a myriad of devastating clinical problems including nerve and brain
tumors, disfiguring skin growths, bone defects that may require limb amputation, unmanageable
chronic pain, deafness, blindness, cardiovascular defects, vascular disease, and learning
disabilities. NF gene mutations are also important ‘drivers’ of cancers in the lungs, liver, brain
and breast.

In addition, NF has become a clinical ‘model’ for advancing medical research and the genetic
information learned from NF holds the key to understanding a number of health issues that
benefit the war fighter as well as the general population, including cancer, bone fracture and
repair, vascular disease, wound healing and nerve regeneration, behavior and psychosocial
issues, learning disabilities, muscle weakness, and pain. Recognizing NF’s importance to both
the military and to the general population, Congress has given the NF Research Program strong
bipartisan support. The NFRP funds innovative, groundbreaking research which would not
otherwise have been pursued, and has produced major advances in NF research, including
conducting clinical trials in a nation-wide clinical trials infrastructure created by NFRP funding,

The highly successful Neurofibromatosis Research Program has shown tangible results and
direct military application with broad implications for the general population. Continued funding
is needed to continue to build on the successes of this program, and to fund this promising
research thereby continuing the enormous return on the taxpayers’ investment. We respectfully
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request that you include $15 million for the Neurofibromatosis Research program in the FY
2016 Department of Defense Appropriations bill.

Sincerely,

his V. Gutierrez 5 Lotise M. Sladghter d
Member of Congress Member of Congress

Leonard Lance Eddie Bernice Johnson
Member of Congress Member of Congress
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vtetiber of Congress Member of Congress
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Eliot L. Engel Brian Higgins

Member of Congress Member of Congress
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Member of Congress

Chaka Fattah Joe Courtney :
Member of Congress Member of Congress
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Gwen Moore
Member of Congress

Collin C. Peterson
Member of Congress

Bobby L. Rush
Member of-€0ongress

i s /4 %ff"'

Corrine Brown 16hn Katko /
Member of Congress Member of Congress




S

Ann Kirl&)atrick ‘ . y
Member of Congress

my”

Richard Hanna
Member of Congress
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Mark Pocan
Member of Congress
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William R. Keating
Member of Congress
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Robert Brady
Member of Congress
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Member of Congress
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Member of Congress
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Michael T. McCaul
Member of Congress
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Member of Congress
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Member of Congress
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Member of Congress
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Chris Collins
Member of Congress

Cam Tar-

Sam Farr
Member of Congress

Bill Foster
Member of Congress
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Ron Kind
Member of Congress
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Lhia Brownley
Member of Congress

Scott Peters
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Member of Congress

Sifsan Davis
Member of Congress

Sande
Member of Congress
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Member of Congress
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Member of Congress



Candice S. Miller
Member of Congress
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Dan Benishek

Member of Congress Member of Congress
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Donald M. Payne, i

Member of Congress
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. Grijalva Reid Ribble
Member of Congress Member of Congress

Lee Zeldin Sean Patrick Maloney
Member of Congress Member of Congress
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Member of Congress Member of Congress
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Niki Tsongas Beto O’Rourke
Member of Congress Member of Congress
Dave Loebsack Rick Larsen
Member of Congress Member of Congress
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Eleanor Holmes Norton Darmy K. Davis
Member of Congress Member of Cong
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Jan/Schakowsky d
Member of Congress

Bill Pascrell, Jr. Stevz Cohen

Member of Congress Member of Congress

Charles Rangel
Member of Congress
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Yvette D. Clarke Dan Lipinski
Member of Congress Member of Congress
Peter Welch
Member of Congress Member of Congress
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Sheila Jackson Lee
Member of Congress
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Chellie Pingree
Member of Congress
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David N, Cicilline
Member of Congress

Stephen F. Lynch
Member of Congress

Adam B. SYRTTf vV
Member of Congress
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Member of Congress

Ann McLane Kuster
Member of Congress

Pete Sessions
Member of Congress

Chris Smith
Member of Congress
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Lloyd Doggett
Member of Congress
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Glenn Grothman
Member of Congress
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Member of Congress
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Dan Kildee

Member of Congress
Carlos Curbelo John Delaney
Member of Congress Member of Congress
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Member of Congress Member of Congress
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Member of Congress Member of Congress
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Member of Congress Member of Congress
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Member of Congress Member of Congress



