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NF Gains Attention in Washington:
More Research Funds Sought

b P, The U.S. House of Representatives and the U.S.

A Senate Appropriations Committees have includ-

ed neurofibromatosis in their reports commend-

ing the National Cancer Institute, the National Heart
Lung and Blood Institute, the National Institute of Neurological
Disorders and Stroke, the National Institute of Child Health and
Human Development and the National Institute on Deafness and
Communicative Disorders of the National Institutes of Health for
their involvement in NF research and encouraging them to continue
to make NF basic and clinical research and clinical trial grants
available to investigators interested in NF. The report language for
FY2006 has the strongest emphasis given to NF in the 15 years of
working with Congress. For the first time, the National Institute of
Child Health and Human Development is called upon to issue grant
proposals (RFAs) in NF because of learning disabilities connected
with NF.

- WA

The NF Research Program of the Department of
Defense administered through the Department of
Army continues to be quite a success story because
of the small investment made over the last 9 years
and the tremendous progress toward treatments
for NF and numerous other conditions associated with NF. We
are asking Congress for $25 million again this year for the Army’s
NF Research Program to support the Army’s NF Clinical Trials
Consortia which has been created to conduct clinical trials on phar-
maceutical treatments for those with NF, genetic mechanisms, and
other innovative investigations into the cause of the many symp-
toms of NF and several cancers.

For all these years, our champions in Congress have been
Congressman John Murtha (PA) and Senator Tom Harkin (IA).

We give our continual gratitude to these tireless supporters of NF
research and all who are affected by NF.

What you can to do help:

NF Families and Friends write your Congresspersons and
Senators thanking them for their past support and asking their con-
tinued support of NF research at the National Institutes of Health
and the NF Research Program in the Department of Army.

NF Researchers — Aggressively seek NIH and Army grants,
bring new researchers into the NF field, and continue to pursue new
avenues that could lead to effective treatments for NF and eventu-
ally a cure for this complex and unpredictable disorder.

New Officers of NF, Inc.

Miguel Lessing, President (right),
brings to NF, Inc. 25 years of
experience working on consumer
products’ multinational companies
in general management, finance
and operations, with firsthand
exposure to multi-cultural environ-
ments and start-up organizations. He grew up and obtained
CPA and MBA degrees in his native Argentina and has lived
in various countries before settling in the USA in 1983. He
resides in Wellesley, Massachusetts. His elder son has NF1.

Barbara L. Brush, Secretary, lives in San Diego,
California. She holds an MFA in Creative Writing and teach-
es in the Rhetoric and Writing Studies Department at San
Diego State University.

Rosemary Anderson, Vice President, is from Grand
Rapids, Michigan and is the mother of a 24-year old son with
NFI1. She is also president of the NF Support Group of West
Michigan which recently celebrated its 20-year anniversary.

John Everett, Treasurer, is the Executive Director of
Community Involvement Programs, a nonprofit organization
that provides support for 1,000 individuals with developmen-
tal or mental health disabilities in Minneapolis, Minnesota.
He holds a Masters degree in Administrative Science from
Johns Hopkins University and has a 9 year old son with NF1.

John, Rosemary, Barbara
and Miguel.

Brenda Duffy received an engraved crystal plaque
commemorating her seven years of service as
President of NF Inc. She currently holds the
position of Inmediate Past President of NF, Inc.

Penny J. Schwartz, DSW, with q
her parents when she received [ ' |
the 2003 Distinguished Service -
Award from the Brookdale Center on Aging
at Hunter College in New York City.

We want to welcome Penny J. Schwartz, DSW, of Mount
Sinai Hospital in New York City to the NF, Inc. Board of
Directors. Dr. Schwartz has been associated with NF since
1979 when she was the social worker for the Department of
Neurosurgery at Mount Sinai. She teaches in the Department
of Community Medicine of Mount Sinai School of Medicine
and is an Adjunct Professor at the Hunter College School of
Social Work.
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