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“Genetic analysis of alopecia areata is only possible with a large and diverse group of participants,” said Vicki Kalabokes, NAAF’s Chief Executive Officer.  “The Registry is an important step in collecting accurate data.  Members of the Registry will be the first to benefit from any advances in diagnosis, treatment, and prevention.”

The Registry is seeking U.S. residents with alopecia areata, alopecia totalis, or 
alopecia universalis diagnosed by a dermatologist, as well as family members of alopecia areata patients, preferably siblings, and parents. The Registry is an organized network of five centers throughout the U.S. that will identify and register patients with the disease and collect data. Data, including genetic information, will be made available to researchers studying the genetic basis and other aspects of disease and disease risk. 

In addition to contacting NAAF, those seeking more information about the Registry and to learn how to participate can log onto the registry web site at 

www.alopeciaareataregistry.org, or contact one of the following registry sites:

· M.D. Anderson Cancer Center, Houston, Texas

· University of California, San Francisco

· University of Colorado, Denver

· Columbia University, New York, New York

· University of Minnesota, Minneapolis

In a related development, NAAF lauded the pending passage of legislation in Missouri that helps some children affected with the disease to afford hair pierces.  HB 455 requires insurers of children covered by the states employees’ health insurance plan or Medicaid to pay for custom-made hair prosthesis, up to a lifetime benefit of $3,200 for children 18 and younger. The bill is sponsored by Representative Betty Thompson, who suffered from the disease as a child.  The Missouri Senate  and House  passed the Bill, which has recently been signed into law.
“We are waging a battle for alopecia areata patients to receive reimbursement from health insurance companies for the purchase of hair prosthesis,” said Chief Executive Officer Vicki Kalabokes. “The use of hair prosthesis is especially critical for women, men and children because of psychological and self-esteem issues. Only a handful of states currently have legislation that supports insurance reimbursement. Representative Thompson has said that as a youngster she went to school bald or wore a bonnet and that it was very traumatic.”

Kalabokes said that many insurance companies look upon a hair prosthesis as not a medical necessity. “NAAF is working to establish a national standard to ensure that all alopecia areata patients have access to reimbursement for hair prosthesis,”

she said. 
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About NAAF
The National Alopecia Areata Foundation (NAAF), www.NAAF.org, supports research to find a cure or acceptable treatment for alopecia areata, supports those with the disease, and educates the public about alopecia areata. 

The Foundation was incorporated in 1981 as a 501 (c)(3) non profit corporation. NAAF is governed by a Board of Directors and an advisory board that includes many medical experts. NAAF is widely regarded as a source of accurate, scientific and reliable information. The Foundation is headquartered in San Rafael, California. 

NAAF accomplishes its mission by providing local support and education for people with alopecia areata and their families, funding research and research workshops that add to the scientific knowledge about alopecia areata, its causes, and different treatments and reaching out to the media and others to better inform the public about alopecia areata.
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NATIONAL ALOPECIA AREATA FOUNDATION ISSUES CALL TO PATIENTS FOR PARTICIPATION IN THE NATIONAL ALOPECIA AREATA REGISTRY








SAN RAFAEL, CA --The National Alopecia Areata Foundation (NAAF) today issued an alert to alopecia areata sufferers and their families throughout the U.S. to participate in an official Registry sponsored by The National Institutes of Health to help track genetic causes of the puzzling disease. Access to the Registry can be found online at � HYPERLINK "http://www.naaf.org" ��www.naaf.org�, or by calling the NAAF offices at 415.472.3780. The Registry gathers basic patient information to create a central database.





The Registry is funded by the National Institute of Arthritis and Musculoskeletal and Skin Diseases (NIAMS). Membership in the Registry was also available to those who attended NAAF’s 18th annual International Patient Conference in Arlington, Virginia July 10-13.  





Alopecia areata is an autoimmune related disease that may result in total or partial loss of body hair.  It currently has no cure, and no treatment that works across the board.  It occurs in both sexes and all races and ages, but young people are affected most often.  Alopecia areata usually starts with one or more small, round patches on the scalp. In some people, the condition spreads until all the hair on the scalp is lost (alopecia totalis) or even over the entire body, including the eyebrows and eyelashes (alopecia universalis).





The Registry is seeking at least 10,000 alopecia areata sufferers in an effort to create a large, centralized database of information from patients and family members. The Registry will help researchers discover what causes the disease, how to prevent it, and develop more effective treatments. An understanding of the genetics of the disorder will aid in disease prevention, early intervention, and development of specific therapies.
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