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Funding for CARE and a CURE

We are very excited to have already committed funding to three projects in 2010.

Careful thought and consideration were given in awarding these funds. Two of them
involve supporting research and clinical care at University of Chicago NF Clinic and
Washington Universityés NF Center in St.
other is a $25,000 grant for NF -2 basic science at Massachusetts General Hospital.

Winter/Spring 2010

] The first grant was awarded t
NF Midwest funds  program and was partially funded through the Marty Ginsberg
CARE and CURE Research Fund. TheNeurofibromatosis (NF) Program at the

at two clinics! University of Chicago was established in 1989 by Dr. James
Tonsgard to advance clinical care and research for NF. The

core clinical group includes Dr. James Tonsgard and clinicians
in various specialties. The University of Chicago NF
clinic has seen close to 1500 patients and maintains a
detailed database of each patient visit with more than
489 data points. The data provides a longitudinal
record of the patients. This includes not only a listing
of characteristics of the patient, but also the progres-
sion of the disorder and the effect of treatments over
time. This valuable data helps scientists and physi-
cians understand how often a particular complication
may occur and what treatment if any, may be the
most effective. At the UoC, NF Midwest is funding a
nurse/data manager to maintain the database and to
submit and supervise clinical research protocols.
This grant also funds a nurse for Saturday clinics.

Gail Cooper (back right) of NF
Midwest stopped by to congratu-
late Dr. Tonsgard and his staff.

The Washington University Neurofibromatosis Clinical Program  was established in
1994 by Dr. David H. Gutmann, MD, PhD. In 2004, Dr.
(Continued on pagg)

Ask The Doctors

Do you have a question you would like to ask a health care professional with NF exper-
tise? Do you wonder what other peopl eds
to know how others find ways around the obstacles that NF can cause? If so, come join
us for a casual afternoon of learning. A panel of medical professionals with an exper-

tise in NF will be available to answer your questions.

Ask the Doctors
April 18th, 2010 RT3
cREE 2:00 3 4:00 pm 454
Shriners Hospital, Chicago, IL
(on Chicagods western border
To register or for more information, call the NF Midwest office at 630.932.8111; drop

an email to register@nfmidwest.org or register online at
www.askthedoctors.eventbrite.com.

Get your news immediately and in COlor!
Sign up for email updates at nfmidwest.org!
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Gutmann founded the Washington University Neurofibro-
matosis Center (www.nfcenter.org), a comprehensive center
composed of over twenty-five clinicians and laboratory
scientists focused on accelerating the pace of scientific
discovery and its application to the care of individuals with
NF. Currently the university sees over 400 NF patients a
year. In order to better serve NF families and to function as
a regional resource for children and adults with NF, Neurofi-
bromatosis Midwest is funding the part -time position of NF
Clinic Care Coordinator. This individual will function as a
point of contact for NF families with the aim of improving
care and working with clinical research.

After much consideration, our NF2

Action Committee (NF2ACT) has
awarded an NF2 research grant to
James Gusella, PhD and Vijaya
Ramesh, PhD at the Center for

NF Midwest grant
given to look for NF
-2 CURE!

Human Genetic Research at Massa-
chusetts General Hospital. Drs. Gusella and Ramesh will be
receiving a $25,000 grant to further explore the mTor path-
way to gain understanding of the pathogenesis of NF2 men-
ingioma. They

expect that the results of the study will provide a definitive
answer as to whether the intracranial injection meningioma
model is effective for testing drugs and whether there is evi-
dence in this first set of tests that either rapamycin or PI-103
is a viable candidate for human testing in Phase 0 or Phase |
clinical trials.

As a regional organization, we want to provide the best care
to people with NF in our area while still pursuing the hope of
a cure and better treatments. Our main criteria for funding
clinical care/research are (1) having clinical options for both
children and adults and (2) being currently involved in
research or clinical trials. As such, our grants for CARE to
the University of Chicago and Washington University are
also grants for a CURE.

New Board President Elected

On October 13, the NF Midwest Board of Directors held
their annual election and new officers were seated. Our new
president is Dennis Pilkinton. Dennis, is the Chief Operating
Officer of Crown Corr Inc. in Indiana. An active leader in our
Great Steps Walks for the last 9 years, Dennis joined the
board last year. Dave Haxby, a long standing board member
and past president is now Vice President. Ken Schoening,
our new treasurer, joined the board last year and is presi-
dent and owner of A-1 Packaging Solutions, Inc. Our new
secretary, Jean Nolan, is new to the board. Jean is Vice
President and Insurance Broker with the Nolan Agency, Inc.
in Lombard. She is also an active member and past presi-
dent of the Lombard Rotary. Also new to the board is Steve
Griest. Steve has also been active in our Great Steps Walk
for the last 9 years. He isGeneral Manager of the Chicago
Office of Harmon, Inc. Re-elected directors are Gail Cooper,
Dave Evans and Gordon Cummings.

I f youdd |like to attend one
ally meet quarterly with the next meeting scheduled for
Tuesday, April 13th. Please, give us a call at 630.932.8111 for
more details.

o f

Mark Your Calendars

April 18 Ask the Doctors, Oak Park, IL
2:00-4:00; FREE

April 23 Trivia Nite for NF, Bartlett, IL

May 16 Family Day with the Kane County Cougars,
Batavia, IL; 11:30 start; Cost $20 each

June 5 Great StepsWalk, Naperville, IL

June 12 Great Steps Walk, Madison, WI

June 19 Great StepsWalk, Effingham, IL

June 19 Family Day with the lowa Cubs, Des Moines, IA

July 18-24 Camp New Friends

August 13 Swing for NF Golf Benefit

August TBAChip In Fore NF Golf Benefit

October 18 NF Family Symposium , Hoffman Estates, IL

Don't want to wait for our newsletter to see what is going

on? Stay on top of the latest updates, events, and announce-
ments about NF Midwest by following us on Facebook and
Twitter at:

facebook.com/NFMidwest
twitter.com/NFMidwest

You can also receive TEXT updates on your phone through
Twi tter bfyoltleoxw innfgmtdoig0d0d.s t O

We hope you'll join us at these sites! If there are other places
where you think we should be represented, let us know.

Text ofollow nfmidwesto t
on your phone!
Contact Information
Office: 1.630.932.8111
Fax: 1.630.932.8119
Website: NFMidwest.org
Office Emaiil: info@NFEMidwest.org

Diana Haberkamp,
Executive Director:
Joan Pilkinton,
Assistant Director:
Kelli Dompke

Diana@NFMidwest.org

Joan@NFMidwest.org
Kelli@NFMidwest.org

Board Of Directors

Dennis Pilkinton, President
Dave Haxby, Vice President
Ken Schoening, Treasurer
Jean Nolan, Secretary
Gail Cooper, Director
b 0 @ofd8n cOHnfings, Hir€ckor
David Evans, Director
Steve Griest, Director
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Why Do We Keep Writing?

While it may seem like we are constantly asking you to write
to your congressman for NF research, it is vital that you con-
tinue to do so when we requested, as the process is often
time sensitive. Certainly understanding it may help.

Every year the House and Senate convene their Committee
on Appropriations to plan for the next budget. They are now
currently working on Fiscal 2011 (FY11). Of most interest to
us are the Defense Subcommittee which can appropriate
specific funds to NF research through the Congressionally
Directed Medical Research Program (CDRMP) and the La-
bor, Health and Human Services subcommittee (LHHS)
which can encourage the National Institute of Health (NIH)
to do more NF research.

In February just before these subcommittees start conven-
ing, we begin our campaign for funding by going to Wash-
ington DC to ask our Senators and Representatives to sign
onto two letters. One is addressed to the LHHS subcommit-
tee requesting more NIH research on NF and the other to
the DOD subcommittee requesting a specific amount (25
million for FY11) for NF research through the CDRMP. We
also reach out to congressmen and senators to write and
then circulate these letters to other representatives. For the
past several years Congressmen Guiterrez and Roskam both
of lllinois have shown their support by circulating the letters
for the House and Senator Harkin (IA) has been doing it in
the Senate.

Once the letters are circulating we request that you email
and fax your congressmen and senators asking them to sign
onto them. After the subcommittees finish their proposals,
the House and Senate vote on them and then the proposals
go to conference to be negotiated into one final bill. Once the
proposals are on their way to conference we may ask that
you write again. Finally, we request thank you letters and
start the whole process again.

It is important to be prompt in getting your letters out when
we ask and including a personal story if possible. The more
our representatives hear from us, the more they have to lis-
ten and care.

Thank You John Murtha

It is with great sadness that we received news of the passing
of Representative John Murtha (PA).
Rep. Murtha initiated and continued

the charge for spending on NF research
through the Congressionally Directed
Medical Research Program and the Na-
tional Institutes of Health for 14 years.
He was a true champion for NF fami-
lies. In his memory, let us thank the
men and women who continue to push
for NF research. This includes those of
you who consistently send letters when
asked and those of you who join us on
Capitol Hill in February. We also must thank our Congres-
sional leaders and their legislative aids for their support.
Many Representatives and Senators voted to approve appro-

John Murtha

priations for NF research, but those who took the extra step
to sign on in support of $20 million for FY10 included:

In the Housed L Gutierrez(IL); P Roskam(IL); H Berman
(CA); D Davis(IL); B Frank(MA); R Grijalva(AZ); Jackson -
Lee(TX); M Kilroy(OH); P King(NY); R Larsen(WA); C Lee
(NY); S Lynch(MA); J McGovern(MA); M Michaud(ME);
Sestak(PA); C Van Hollen(MD); H Waxman(CA); V Ehlers
(MI); T Petri(W1); R DeLauro(CT);

In the Senated J. Lieberman(CT); J Reed(RI); B Sanders
(VT); S Schumer(NY); D Stabenow(MI)

Letters of thanks should also be sent to Senators Tom
Harkin (1A) and Dan Inouye (HA) for their leadership in this
effort on the Senate Defense Subcommittee; to Representa-
tive C.W. Bill Young (FL) for his support in the House De-
fense Subcommittee and to Representatives Gutierrez (IL)
and Roskam (IL) for circulating the House support letter.

Congress approves 13.75 million dollar

funding for NF Research

Congratulations your letter writing has paid off! The 2010
Defense Appropriations bill passed with $13,750,000 for the
Army's Neurofibromatosis Research Program. Our request

to Congress was for $20 million and while we were excited
that the House included $25 million in their bill it was

knocked down to $13.75 million in conference. While the
funding for fiscal year 2010
not surprising in these difficult times. Last year, Fiscal Year
2009, the Army's NF Research Program received $10 mil-
lion so we are pleased with the increase.

Susan Buono and Diana Haberkamp
prepare to take on Washington DC.

Donation Envelope

Please help us continue to fund CARE and a CURE. Click

here to donate now. If you would like credit to be given to a
specific Great Steps team or family, please include a note

with that information.

NF Awareness Month

May is NF Awareness month. Please look for opportunities
to spread awareness. Hold an event or even simply setup an
awareness table. For more information on holding a com-
munity event, go to www.nfmidwest.org/events .

S


http://www.nfmidwest.org/events
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http://www.house.gov/formroskam/email.html
https://forms.house.gov/davis/webforms/issue_subscribe.htm
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2009 Symposium Family Day Recap
Over 180 people attended our annual symposium held Octo- By Patti Bukowski
ber 17th at a new location in Hoffman Estates, IL. This in- What a great time we had at the NF Family Day with the
cluded approximately 160 adults of which approximately 35 Kane County Cougars this past May and what a great outing
participated in the NF2 break -out, 17 teenagers in the Teen for families dealing with NF! Sponsorship by Fox Valley
Group and 11 children in the Kids Group. Women & Childrenbés Health Partn
attend for free. What a deal!
Wedd | ike to thank our
wonderful speakers Though it was a bit of a drive to reach the Kane County sta-
including: Mike dium, it allowed for good family conversations. We enjoyed
Forbes and Marie the picnic which consisted of unlimited hot dogs, brats, or
¢ Drew who gave us hamburgers; fruit salad; chips; and pop and the game from
g their personal per- the outfield deck. Since we had kids in our party, this simple
spectives on living meal plan was just what we needed.
with NF1 and NF2;
Bonnie Klein - After the game started, our NF
Tasman, PhD from over the loudspeaker at the same time that it was displayed
Symposium attendees enjoyed  the University of Wis- on the Jumbotron. That was cool to see.
VISItIng dUring the buffet lunch. consin-Milwaukee for
updating us on her Al'l the kids received ACougar B
research of cognitive issues in children with NF; Dr. Cynthia at the concession stands or in the gift shop. (Our kids chose
Hingten, University of Indiana, for her overview of NF and ice cream.) While waiting to buy that, we stopped by the NF
for explaining her research on NF information booth and took a peak at the new brochures.
and pain during the research panel,
Dr. Fawn Leigh, Massachusetts Gen- Our 2(_)10 . After the game, which Kane County won, there was a great
eral Hospital, for serving on the NF -1 symposium 1S fireworks show almost directly above our heads. Set to sev-
research panel and for giving the October 16th eral Elvis Presley tunes that | knew from my childhood, it
NF2 group an update on NF2 re- brought tears to my eyes as | sang to my daughter the same
search at MGH; Dr. Robert Leiberson, Stanford University, words my mother had sung to me when | was a little girl. It
for presenting the use of cyberknife on NF2 tumors; Dr. was a poignant moment that really capped off the night.
Marco Giovannini, House Ear Institute, for updating us on
his NF2 research; Kelly Lowry, PhD, a Child Psychologist at After the fireworks, all of the kids were offered the opportu-
Childreno6és Memorial, for wor kiniyo runithe hases.Boy, were ey exgitedd Wewatchead d
to Dr. Listernick ,Childrenos theastheytaoktheir tumslandyan the fasemdsgne fast,,
University of Chicago, for their help in putting this sympo- some slow, some even losing a shoe.
sium together and for the information they provided on re-
search. It was a great time of fun and a great opportunity to mostly
forget about NF and to meet several people we had not met
Please mark your calendars now for our next sym- before. If find it encouraging to meet others who deal with

posium at the same location on October 16, 2010. NF. | hope we do something like this again this year!

Kane County Cougars NF Family Day
An evening of Fun, Food and Friends!

Sunday, May 16, 2010
Pregame Catered Picnic: 12:00 P.M.
Game Time: 1:00 P.M.
Cost (For NF Affected Families):  $20 per adult, kids (under 17) $10

Marcy Perlman and friend, Cost (forothers): $25 per person Waiting for a homerun!
Van, enjoy the night.
Join us at our 2nd NF Family Day at the Kane County Cougarstadium on May 16th. NF Midwest has reserved a private outfield
deck, where Cougars staff will set up, cook and clean up while you enjoy a catered picnic. After the picnic enjoy the game wh a
unique view of the field. The price is reduced for NF affected families at $20 per adult and $10 for children under 17. We also
welcome friends at $25 per person.

This event is a great way to meet other NF families within your own community and to promote NF Awareness month.

Reserve your tickets now by phone (1.630.932.8111) or -enail office@nfmidwest.org. You may also register online at
nffamilyday.eventbrite.com . Tickets will be mailed approximately one week before the game or arrangements will be made at
will call. Space is limited. Handicap access is available.
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Get Ready For Great Swing for NF
(002ax SAEPs steps 20101 Now in

The 12th annual NF Mid-

3 Locations, pl ark your Beneft 1 schecled for Fii
ocations, pius a enefit is scheduled for Fri-

for NF Virtual Walk! P calendar FOSE day, August 13th at Prairie
2010 - August 13th! Landing Golf Club, 2325

Longest Drive in West Chi-

Get ready, get psyched to make TAGKE G NF cago, IL. Thi

s ye

a dif fA erence !-uplfd_r @Great Ste!psrﬂ@lO!tlfyou si ¢ SWING 6T ** time will be 10:00 AM.
h_avenot 10|ned_|n thl_s fun V € - éﬂec},l\(/fi’u\’nﬁnid\tme%t.oi?oF you
t_hls year. You now have the choice of three different loca- updates or go to
tions on three different dates: www.golfinvite.com/nfmidwest to
. register. We need golfers, sponsors
Na_perwlle, June 5th and planners. Give us a call at
Madison, WI June 12th 630.932.8111 if youbd
Effingham, June 19th
The more people that come out to walk, the louder the roar Golfers enjoyed a beautiful,
we can make for the NF cause. Our goal this year is to raise leisurely day at the August 2009
more than $200,000. iSwing for NFO Golf
New this year, if there is no
walk in your area you can also
sign-up for our virtual walk! 1st Annual
Information about the walks are Ch|p N FO re N F
available at nfmidwest.org or .
greatsteps.org. Be sure to visit Chanty GOIf
the site and come back fre- .
quently for updates. Also, regis- Out|ng
tration brochures have been
. ) mailed, please let us know if Coming.in Late August 2010 .
you didnét receive one. I n the meanrti me, Ww are always in
need of raffle and other prizes, plus donations of food and . . .
miscellaneous sundries. There are plenty of openings for SPO“SOFSh'P Opportunltles are A\_/a|lable. .
company sponsorships. Please, think of who you know that Furth_er information and details will be available on the
may be able to help us out. NFmidwest.org website ghortly.
Please contact Steve Griest at (630) 3999909 or the NF
If you have any questions please give us a call at office if you would like to be a sponsor or participate in
630.932.8111 or drop an email toinfo@nfmidwest.org . the event.
Foundation Could Eradicate NF
by Gaby ArnhgiReprinted with permission from the Aurora Herald)
Disappointments are a fact of life. This year | had such a disappointment. | had set my hopes on attending the eighth annual
[Great Steps Walk Neurofibromatosis]. The walk, an event held by the Neurofibromatosis, Inc. Midwest was held June 6 as al-
ways, at the beautiful Riverwalk in Naperville. | wanted to be there because, more than ever, | felt | might have an opportunity
to help educate people about a disorder that is so obscure and yet affects so many people. Does that sound like a contradictn?
| grew up believing | was the only one in Illinois with neurofibromatosis. No one, not even the doctors who treated me, seemed
to know much about this Athingo | had. Yet, there were peopl e

themselves and their loved ones from people who make hurtful, damaging comments and unfounded suppositions that tore at
the hearts and consumed the souls of those struggling with this disorder.

| know that my folks would have benefited from such a walk, and this organization made it possible. How much easier would
their lives have been if they had someone to talk toi someone who understood the struggles they dealt with. How much easier
their lives would have been if they had been able to hand a friend or curious stranger a pamphlet explaining the disorder and
what was being done for it.

Thanks to the dedicated doctors and intense drive of the people at NF Midwest, numerous advances have already been made.
Space constraints prevent me from detailing the many advances that have been made. But every year we get a little closer to
finding a cure so that those with neurofibromatosis need not struggle with its debilitating effects. The more that is learned
about this disorder, the better the odds that neurofibromatosis will someday be found only in medical history books. This year,
we are one step closer to achieving this goal, thanks to the 1000 people who walked and the $140,000 raised.
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