e newsletter of NF Mid-Atlantic

THE OFFICE OF NF MID-ATLANTICIS
MOVING APRIL 1, 2010!

After 18 years of making our home in
Lanham, Maryland, NF Mid-Atlantic is
moving to the historic Meadow Mill, a
converted factory building in the Hamp-
den neighborhood of Baltimore City. e
area is home to many non-pro ts, artists
studios, galleries and restaurants. We will
be conveniently located on the City s Light
Rail system, (at the Woodberry stop).

Our o cial location e ective April 1,2010 is: Meadow
Mill Business Center, 3600 Clipper Mill Rd., Suite #240,
Baltimore, MD 21211. Our new phone number is (443)
423-0535, our fax is changing to (410) 889-0400 and our toll
free number stays the same. It is (866) 261-1271. Remember,
check our new website at www.nfmidatlantic.org and sign up
for email alerts to insure that you have updates on the o ce
and nd out when we have an open house!

SPREADING THE WORD ABOUT NF

NF Mid-Atlantic exhibited at the American Academy of Pediat-
rics Conference as thousands of pediatricians from the United States
and abroad converged on Washington, DC on October 17-19, 2009.
Special thanks to Peter Childs, Penny Freeman, Chuck and Mary Ann
Wilson, Beverly Dobson and David Dobson who sta ed the NF booth.

Penny Freeman, Mary Ann Wilson and Dawn Lee, a Genetic Coun-
seling student from Howard University in Washington, DC, attended
the 2nd Annual NF Parent Support Group at the Children’s Hospi-
tal of Philadelphia (CHOP) on October 18, 2009.

Cynthia Ti t, M.D., Ph.D., former head of the NF Clinic and De-
partment of Genetics at Childrens National Medical Center, presented
her research on Signi cant Findings from Imaging NF Patients funded
by NF Mid-Atlantic October 20-24, 2009 during the American Soci-
ety of Human Genetics Annual Meeting in Hawaii.

e New York-Mid-Atlantic Consortium had its 3-year planning
meeting in Baltimore on October 28-29, 2009. Beverly Dobson and
Mary Ann Wilson were among the consumers who participated in the
meeting.

THANK YOU FOR SUPPORTING your local NF-Mid-Atlantic in your workplace campaigns!
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Notes from Bev

By Beverly Dobson, President, Board of Directors, NF Mid-Atlantic

Hope you are all dug out from the
SNows.

NF, Inc. Mid-Atlantic welcomed Diane
Bark and Megan Leaf to our Board of
Directors. ey join Brenda Du y (Past
President), Peter Childs (Vice-President,
Penny Freeman (Treasurer), Dave Dobson
(Secretary), Mary Ann Wilson, Dickson
Kendrick, and Beverly Dobson me
(President) plus Barbra Levin (Executive
Director). | wish to thank Joe Billings, who
chose not to have another term, for his
years of service.

Our Italian Night for Camp New
Friends was more successful than we had
expected.  anks to Penny Freeman and
family; Joe Waynick and family; Diane
Bark; Mary Ann Wilson; Barbra Levin;
and my family. We thank Joes brother
Tom Waynick who won our 50/50 and
donated the winnings to the organiza-
tion. anks also to the young people who
helped out, including Sarah Freeman and
her friends Kristin and Maggie atthera e
table, Richard and Bobby Darney at the

front table, and Travis Glover and Emily
Darney who helped with the live auction.

We also thank Mary Louise Kolb for
sharing her pictures of Ron at his memo-
rial table.

Camp New Friends 2010 information
is up on the website. Big plans are in the
works. NF Mid-Atlantic has two schol-
arships posted. Sadly we lost another
camper. Sherrod passed away right after
Christmas. We Il miss him.

We are getting ready for our next Survi-
vor Harbor 7 Walk/Run on June 13, 2010.

NF Mid-Atlantic is moving April 1,
2010! Read about it on the front page.

Congratulations to Barbra Levin, our
Executive Director, who is NF, Inc.s
(' Nationals ) new Vice-President. She suc-
ceeds Rosemary Anderson who became
President when Miguel Lessing resigned.
We thank everyone for their hard work.

Please send good thoughts to our mem-
bers who are experiencing di  culties.

i

NOMINATE A
PROFESSIONAL FOR
THE 2010 MAKE A
DIFFERENCE AWARD

Has a nurse, doctor, teacher, social
worker, or therapist demonstrated an
exceptionally warm and giving heart
and gone beyond the usual expected
treatment to help you or your family?
Any family a ected by neuro bro-
matosis in the Mid-Atlantic area can
nominate that person for the 2010
Make A Di erence Award. In your
nomination letter explain why you
nominated this professional and
how this person has helped you and
your family. Be sure to include the
name and contact information of the
individual along with your own name
and contact information. Email your
nomination letter to: info@nfmidat-
lantic.org (write Make a Di erence
in the subject line) or mail your letter
to: NF Mid-Atlantic, Make A Di er-
ence Award, 3600 Clipper Mill Road,
Suite 240, Baltimore, MD 21211.
Deadline is September 1, 2010

RESEARCH GRANT ANNOUNCEMENT

Roswell Eldridge, M.D. Research Fund of NF Mid-Atlantic

Neuro bromatosis, Inc.-Mid-Atlantic is requesting proposals for re-
search projects in neuro bromatosis (NF1 or NF2) or schwannoma-
tosis. e research must lead to a better understanding of the cause,
treatment or prevention of NF or enhance the quality of life of those
with NF1, NF2 or schwannomatosis.

Amount: up to $50,000
Period: 1 to 2 years
Deadline: July 1, 2010

COMMENTS:

e Board of Directors strongly encourages the principal investiga-
tor to include consumer input in planning the research project.
Attach a one-page abstract with the application
Attach a lay abstract of the project.

Attach curriculum vitae of the principal investigator and the names
of other investigators working on the project.

Enclose a budget. No indirect costs will be funded.

Enclose other sources of funding for this project.

e proposals will be peer-reviewed.

e NF, Inc.-Mid-Atlantic Board of Directors will make the award
to the principal investigator s institution in September 2010.

is grant is made possible by the many donations made to the
recently named Dr. Roswell Eldridge NF Research Fund and
memorials to loved ones.

APPLICATIONS ARE AVAILABLE FOR DOWNLOAD at www.
nfmidatlantic.org. Completed applications, or questions, can be sent
to: info@nfmidatlantic.org (Write: NF Research Committee in the
subject line)

WELCOME NEW ADVISORY
BOARD MEMBERS

NF Mid-Atlantic is happy to announce the addition of
the following new Advisory Board Members:

Louis Bartoshesky, M.D. is chair of Medical Genetics in
the Christiana Care Health System in Wilmington, DE and
a longtime friend of NF Mid-Atlantic. He was president of
the Mid-Atlantic Regional Human Genetics Network and
onsta atthe A.l. DuPont Hospital for Children. He is a
trained pediatrician with a special interest in transitional
issues.

Priscilla Short, M.D. is a neurologist trained under
Robert Martuza, M.D. at Massachusetts General Hospital
and worked with James Tonsgard, M.D. at the University
of Chicago. She has conducted workshops at NORD and
Genetic Alliance national conferences. She is internation-
ally recognized as an expert in NF2.

FOR A FULL LISTING OF THE NF Mid-Atlantic Advi-
sory Board and Board of Directors, please visit our website
at www.nfmidatlantic.org.

NF  Mid-Atlantic Chapter Reference
Address (as of April 1, 2010):

NF Mid-Atlantic Phone: 443-423-0535

Meadow Mill Fax: 410-889-0400
3600 Clipper Mill Rd. Toll Free: 866-261-1271
Suite # 340 Barbra Levin,

Executive Director
barbra@nfmidatlantic.org

Baltimore, MD 21211



CALENDAR OF EVENTS

Check the website, www.nfmidatlantic.org for the most up-to-date
calendar.

March 22 to June 1, 2010

Registration open for Team NF. Visit the website, call the

0 ce, oremail us at info@nfmidatlantic.org to register. Support
the Team!

April 1, 2010
The NF Mid-Atlantico  ce moves to Meadow Mill, 3600 Clip-
per Mill Rd., Suite #240, Baltimore, MD 21211. (443) 423-0535.

April 1,2010
Make new friends at Camp New Friends. Sign up by April 1 to
save money.

April9to 11,2010

NF Forum, National Patient and Family Medical Sympo-
sium. Green Valley Ranch Resort. Las Vegas, NV. Sponsored by the
Childrens Tumor Foundation.

April 15,2010
Camp New Friends scholarships deadlines. Download forms
from the NF Mid-Atlantic website.

May 24,2010

NF Transitional Research seminar, Bruce Korf, M.D., Ph.D,,
A.l. DuPont Hospital for Children, 1600 Rockland Road, Wilmington,
DE, noon Contact Carolyn Schanen, M.D. at schanen@medsci.udel.
edu.

June 11,2010

The MBC Color Graphics Invitational Golf Tournament
tobene t the Julie Ann Robertson Cashour Memorial Fund and the
2010 Camp New Friends, 10:00 am at the Whiskey Creek Golf Club in
ljamsville, MD Contact Je Robertsonatje @casengineering.com.

June 13,2010

Team NF at Survivor Harbor 7 Race through downtown
Baltimore. Contact info@nfmidatlantic.org and/or visit www.
nfmidatlantic.org.

July 1, 2010

Proposals Due. Roswell Eldridge, M.D. Research Fund of NF Mid-
Atlantic. Application can be downloaded via the NF Mid-Atlantic
website or by emailing info@nfmidatlantic.org .

June 26, 2010

10th Annual Schnee Way NF Picnic, Grace Brethren Church,
Manheim, PA 11:00 am. Visit www.schneeway.info/nf_picnic.php
or info@schneeway.com.

July 18-24, 2010
Camp New Friends, Massanetta Springs, VA Sandy Weinstein
202-476-5142 or scushwei@cnmc.org.

September 1, 2010
Nominations due, Make a Di erence Award.

RESOURCES

College Preparation Checklist

e checklist provides a to do list starting with elementary school to
help students and parents prepare academically and nancially for educa-
tion beyond High School. It is free. Call the Federal Student Aid Infor-
mation Center at 1-800-433-3243 or visit http://studentaid.ed.gov.

Millie Brother Scholarship 2010-2011

e organization of Children of Deaf Adults, Inc. is pleased to announce
the Millie Brother Scholarship for hearing children with deaf parents.

is year two scholarships for $3,000 each will be 0 ered.  ese are
one-time scholarships, but you may apply for as many years as you are in
school. For more information and the application materials, visit http://
coda-international.org/blog/scholarship/ or email coda.scholarship@
gmail.com.

Never Giving Up Hope

Holly Alonzo who has NF2 has written a rst-person account of her
experience in losing her vision, going deaf, nding love, and ghting the
healthcare system. It is very informative, often humorous, but never
with a hint of whining. e print copies of her book using 14 point font
cost $13 and the electronic copy is $7. To purchase the book email
booksales@hollyalonzo.com.

Neuropathy Rx study

Its not too late to sign up for the Neuropathy Rx study. s nutri-
tional supplement is being tested for its potential to reduce pain and
shrink tumors in NF1 patients. Participants are being recruited for a
double-blind study in which half the patients receive the supplement, and
the other half receive a placebo. Any interested NF1 patients can contact
Patty Hall at 616-826-4033 or through email at patty@terraceuticals.com.

If you signed up for the study, but did not yet submit your consent
form, please make sure to do that.

Family Helix

Family Helix is a non-pro t organization dedicated to helping people
use family history to improve human health. ey provide free online
tools to securely record, track and store family health history online as
well as an open forum for professionals using family history to share in-
formation, collaborate and further research, public policy, and individual
health. Visit the site at http://www.familyhelix.org/.

The NF Community mourns the death of Representative John Murtha
NF has lost a good friend in John Murtha who died on February 8,
2010 after complications from gall bladder surgery. Murtha was 77.

e Pennsylvania lawmaker was the top Democrat on the panel that
oversees Pentagon spending and was the major force in originally pro-
curing the Department of Defense funding to study NF.

e former car wash owner from Johnstown, Pa., rose to become one
of most powerful members of Congress.

Enrich the NF Mid-Atlantic Web Site!

How? By becoming part of it! We re looking to expand our section:

e Many Faces of Neuro bromatosis. If you live in the Mid-Atlan-
tic states and are a person with NF1, NF2, Schwanomatosis, or care for
someone with any of these conditions, consider being part of the website
and sharing your story. We need only a digital photo and a short biogra-
phy. ank you! Submissions can be sent to info@nfmidatlantic.org.

HAVE YOU SIGNED UP FOR EMAIL UPDATES YET?
If not, you re missing six additional e-newsletters/year and many

updates. Find out what s going on. Just visit the NF Mid-Atlantic
website and enter your email address. You won tregret it. And if
youdo you Il unsubscribe.







