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Local Neurofibromatosis, Inc.
Member Organizations

NF, Inc. Arizona 480-945-9650
www.nfaz.org
nfaz@nfinc.org

NF, Inc. California 707-469-0467
www.nfcalifornia.org
info@nfcalifornia.org

NF, Inc. Indiana 765-620-8460
www.nfmidwest.org
africadreamin@aol.com

NF, Inc. Kansas/Central Plains 620-669-8453
www.nfinc.org/kansas
nprieb@sbcglobal.net

NF, Inc. Mid-Atlantic 301-577-8984
www.nfmidatlantic.org
nfmidatlantic@aol.com

NF, Inc. Michigan 616-451-3699
www.nfsupport.org
nfwestmich@aol.com

NF, Inc. Midwest 630-932-8111
www.nfmidwest.org
info@nfmidwest.org

NF, Inc. Minnesota 651-225-1720
www.nhfincmn.org
nfmn@nfinc.org

NF, Inc. Northeast 781-272-9936
www.nfincne.org
info@nfincne.org

Texas NF Foundation 972-868-7943
www.texasnf.org
patientoutreach@texasnf.org

Washington State NF Families 425-672-9610
www.wsnfsupport.org
info@wsnfsupport.org

NF2 Support
www.nfinc.org/nf2.shtml
nf2info@nfinc.org

The National NetworR Serving
Neurofibromatosis Families

Creating a
community
support
NF

education,

advocacy,
public awareness,

research

Neurofibromatosis, Inc.

P.O. Box 66884 Chicago, IL 60666
630-627-1115 v 630-627-1117 fax
Patient Inquiries: 800-942-6825
www.nfinc.org ¥ nfinfo@nfinc.org



The Neur 0ﬁ61’0matoses ( N T) are genetic disorders of the nervous system which cause tumors to form on the covering of the nerves anywhere in the body at any time. They
are progressive disorders which affect all races and both sexes equally, and may be associated with deafness, vision impairment, seizures, and cancer. Three genetically distinct forms of

neurofibromatosis have been identified: NF1, NF2, and schwannomatosis.

Neurofibtomatosis can occur in any family. Approximately half of NF1 and NF2 cases inherit it from an affected parent; the other half are spontaneous occurrences. A parent affected by NF1
and NF2 has a 50% chance of passing it on to each child. Children who do not inherit a parent's NF cannot pass it on to the next generation. Additional information, including diagnostic criteria

for NF1, NF2, and schwannomatosis, can be found at www.nfinc.org.

Neurofibromatosis 1 (NF1) is estimated Neurofibromatosis 2 (NF2) is estimated

to occur in 1 of 2,500 births. Symptoms may be present to occur in 1 of 25,000 births. NF2 symptoms usually
at birth. appear during or after puberty, but may appear in very

young children.

NF1 symptons may include:

multiple café-au-lait colored spots on the skin NF2 is characterized by:
tumors of varying sizes on or under the skin = tumors (vestibular schwannomas) on both hearing
nerves

Lisch nodules on the iris of the eyes
freckling in the underarm or groin area
learning disablities

= multiple brain and spinal tumors
= skin tumors
= cataracts at an early age

= other eye findings including retinal abnormalities and
orbital meningiomas

bone deformities
optic glioma

What We Do:

e / far'd ‘* | i ‘ ‘ __
v Conduct camps for children, teens, and young
adults with NF1 or NF2

L ) i v Provide information about NF to individuals and
v Promote participation and provide funding for families affected by NF and to healthcare professionals
scientifically evaluated research

v lIdentify local NF medical resources and make v Instill respect for the dignity of those affected by NF
referrals

S c/iwannomatosis is estimated to occur in

1in 40,000 births. The inheritance pattern of schwanno-
matosis is not well understood. The risk of transmitting
the disorder to offspring is about 15%. Schwannomatosis
symptoms usually first appear in adulthood.

Schwannomatosis is characterized by:

= multiple schwannomas (nerve sheath tumors) without
evidence of vestibular schwannoma

= pain associated with the schwannomas
= symptoms possibly limited to one area of the body

v Educate federal, state, and local governments
regarding the needs of NF families and care
providers

v Sponsor national and local conferences for
NF families
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