Neurofibromatosis

The neurofibromatoses are a group of three genetically distinct but related disorders of
the nervous system that cause tumors to grow around the nerves. Tumors begin in the
cells that make up the myelin sheath, a thin membrane that envelops and protects nerve
fibers, and often spread into adjacent areas. The type of tumor that develops depends on
its location in the body and the kind of cells involved. The most common tumors are
neurofibromas, which develop in the tissue surrounding peripheral nerves. Most tumors
are non-cancerous, although occasionally they become cancerous over time.

An estimated 100,000 Americans have a neurofibromatosis (the singular form of
neurofibromatoses) disorder, which occurs in both sexes and in all races and ethnic
groups. Scientists have classified the disorders as neurofibromatosis type 1 (NF1),
neurofibromatosis type 2 (NF2), and a type that was once considered to be a variation
of NF2 but is now called schwannomatosis.

Neurofibromas frequently grow on spinal nerve roots. If they compress the spinal cord,
they can cause paralysis or disturbances in sensation in different parts of the body,

depending on what part of the spinal cord is compressed.
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Websites
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E-mail: info@ctf.org
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The following books are available for free loan from the PRC library. For

more information, please see www.paralysis.org and click Borrow from Our
Lending Library under PRC Quick Links.
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e Ashton, Kirsty. Kirsty’s Story: Living With Neurofibromatosis and Scoliosis.
Authorhouse, 2011.



¢ Farmer, Gladys Clark. Karen’s Test: The Courageous Life of Karen Backman.
Salt Lake City, Utah: Deseret Book Co., 1989.

¢ Neurofibromatosis: A Handbook for Patients, Families, and Health Care
Professionals. New York: Thieme Medical Publishers, 2005. 2™ e,

o NF Buddies. NF Inc. California http://www.nfcalifornia.org/
Children’s book on NF.

The information contained in this message is presented for the purpose of educating
and informing you about paralysis and its effects. Nothing contained in this message
should be construed nor is intended to be used for medical diagnosis or treatment. It
should not be used in place of the advice of your physician or other qualified health
care provider. Should you have any health care related questions, please call or see
your physician or other qualified health care provider promptly. Always consult
with your physician or other qualified health care provider before embarking on a
new treatment, diet or fitness program. You should never disregard medical advice
or delay in seeking it because of something you have read in this message.



