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2008 Dan FIdUCCIa Spring Biathlon

In the early morning of May 4™, 2008, CBTF, in
conjunction with The Capitol Sea Devils, and The
Madeira School hosted the 14th annual Spring
Biathlon and 1% ever kids fun run!l. We had an-
other spectacular day with a record number of
participants posting very fast times . As usual the
highlight of the race is “thrill hill” of our run course
— one mile of twisting peaks and valleys guaran-
teed to make your legs wobble! Oooh, that one
mile in the woods is DIF-FI-CULT! (Don't fret,
both of the race directors struggled through the
course this year in support of the participants!)
As usual, participants could either compete as
individuals or as a team. As in years past, we
had some special guests including, Adam
Schapiro, a 21-year-old brain tumor survivor and

(continued on page 4)

Conguer Childhood Cancer Act

On Thursday, June 12th, 2008 the US House of Representatives unanimously passed the
Tobey J. MacDonald, M.D., pediatric oncologist,'Caroline Pryce Walker Conquer Childhood Cancer Act of 2008’ (H.R. 1553 EH), with a vote
of 416-0. This legislation failed to move forward last year and was reintroduced this year by
Representative Deborah Pryce (R-OH) in honor of her daughter, Caroline, who died of can-
cer at age nine in 1999. Thirty million dollars has been authorized to achieve the following:
- Supporting the biological research program of the National Cancer Institute designated
multi-center national infrastructure for pediatric cancer research;
Establishing a population-based national childhood cancer registry, to evaluate incidence

trends of childhood cancers;

Authorizing grants to organizations for expansion and implementation of raising public
awareness of information, treatment and research for pediatric cancers;
Supporting the development, construction and operation of a comprehensive on-line
public information source on childhood cancers; and
Establishing a fellowship program in pediatric research.

Excerpts taken from: http://acc.files.stateaffiliates-asco.org/HR1553.pdf.

Visit the ASCO Web sites or the Alliance for Childh
http://www.allianceforchildhoodcancer.org/acc/Page3

ood Cancer:
/, for more information.

Our mission is to support and fund basic science or clinical research for childhood brain tu-
mors. We are dedicated to heightening public awareness of this devastating disease and im-
proving the quality of life for those that it affects by funding vital research initiatives.
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- Spring Biathlon; Couquer Childhood Cancer Ac
CBTF Mission; and Web Site, page 1

Finding the Positives After Diagnosis, Honor of

page 2
- CBTF 5K-Fall 2008, page 3
- H. Res. 1124, Lance Armstrong Day, page 4
- Upcoming Events, page 5
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CBTF's Web site

Visit: www.childhoodbraintumor.org to see our new
Web site.

Our website includes excellent articles written by
dedicated medical professionals; survivors; and par-
ents. In addition, we have included links for treat-
ments facilities, camps, and support groups.
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“Hope is the thing with
feathers-that perches in the
soul...”

by Emily Dickenson

CBTF has three new brochures
and the 4th edition of our book
will soon be in print. Contact us
if you want information.

The Childhood Brain Tumor
Foundation will announce the

Finding the Positives after Diagnosis

The day before Thanksgiving 2004, my son Jamesldgeas diagnosed with a non-
germinomatous germ cell tumor. Three weeks befgymptoms appeared out of no-
where: vomiting, followed by weight gain, followéy excessive urination and drink-
ing, followed by loss of sight in one eye.

Finally, when Jimmy started talking nonsense and
sleeping around the clock, | knew something was
drastically wrong. | took him to a neurologist, who
ordered an emergency MRI. The doctor told us to
get to his office immediately. A large tumor was
found on Jimmy'’s pituitary. That night | was told
to go home, pack my bags, and go to NYU Medi-
cal Center. There, they did blood work and found
out that his tumor markers were elevated and his
hormonal system was all off.

The tumor was too large to just go in and take it
out. They would have to shrink it with chemotherapgrboplatin, etoposide, and
ifosfamide. After six months of chemo, things sedne be looking better. Jimmy
was becoming more alert and more like himself. Wivercame to the end of chemo-
therapy, the doctors gave me the grim news thatuimor was a mature teratoma,
which is resistant to chemo. They needed to doesyrg

Surgery lasted nine hours. What happened next was
a shock to everyone. The doctors had told us that
Jimmy would be able to go home in 3-5 days. But
as soon as he started to wake up, | knew something
was wrong. He kept swinging his arms and pulling
at his tubes and drains. The next day, he started
screaming, crying, swinging at people and halluci-
nating, not knowing were he was. This went on for
three months. Jimmy had to be sedated with Haldol
so he wouldn’t hurt himself.

Although we were supposed to go to Boston for tamhia Jimmy was not stable

enough to be released. Radiation was done at NYélyeday for six weeks, under

sedation. He had to learn to walk and eat agaiterAhree months, Jimmy started to
come around. He has been left cognitively impafredh his ordeal but is now back

in school in a special needs program. Routine M&ig blood work have shown no
sign of cancer for two years now.

We are grateful to all the people who saved Jimnlifgs Dr Jeffrey Allen, his on-
cologist and Dr. Jeffrey Wisoff, both at NYU; alf the staff at NYU’s Hassenfeld
Children’s Center, especially the doctors and rume the 9th floor, the Child Life
specialists and the social workers, all of whomktepecial time to get my son were
he is today; and the folks at Making Headway Fotindawho became like family to
me.

In closing, I'd like to say more research needseaone on germ cell tumors to find
out how they develop, what triggers them in puheatd how they can be effectively
treated. Even though medical advances have coomganNay (I was told that just 10

recent selections for researchshort years ago, my son would not have made itpeesl to go even further in under-

funding for 2008 — 2009.

We will also share highlights of
the International Symposium on
Pediatric Neuro-Oncology.

standing, preventing and treating these tumorsafirahildren’s brain tumors. | feel
that schools, teachers and doctors also need rdacaton about how to help chil-
dren with brain injuries. Thank you to the ChildlddBrain Tumor Foundation for
their dedication to research.

Written by Trudy Weiss, mother of James DelRossi.
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Biathlon (continued from page 1)

student at Washington and
Lee University, traveled from
Lexington, Virginia to partici-
pate and brought his swim
coach and 20 teammates.
Other special guests including
a contingent from Goucher
College, and the 17-member
Ul4 Arlington Intensity Red
Travel Soccer and their
coaches!! These groups raked
in lots of hardware!

Overall Winners this year were
Andy French (26:03) and
Juliana Miata (31:35). Other
winners Sophia Pink (11-14F), Tracey DeMocker (15-
19F), Samantha Sutherland (20-29F), Zoya Schaller
(30-39F), Grace Melrod (40-49F), Karen Rainey (50+
F), Sean Hurrell (11-14M), Ethan Katz (15-19M), Alex
Sweet (20-29M), David Lowensteiner (30-39M), Doug
Landau (40-49M), Steve Olsen (50+M), David Roland
(60-U M), M. Barnhard/Brian Democker (M/F Relay),
Ryan Elsey/Jack Ivy (M/
M Relay), and Nora and

Tina Snee (F/F Relay).

Before and after the
race participants
noshed on bagels, vari-
ous juices and fruits,
Snickers, hot dogs, and
assorted donuts. A very
fond thank you to our
many generous snack
contributors, including
DrinkMore, Dunkin
Donuts, Neal's Bagels,
and Safeway. A special
thanks to The Capital
Sea Devils, The Ma-
deira School, the Harveys, the Owens, the Conleys,
the Whipkeys, and of course Pat McGeehan, our reg-
istrar extraordinaire and the rest of the many volun-
teers, for all their help. Thank you to all participants
and volunteers for making this year a success!! Race
results are posted at www.childhoodbraintumor.org/.
Can't wait to see you next year!

2008 Stride 4 Life 5K

and Kids’ Fun Run
Sunday, September 7, 2008

The race continues.....

Until every child has a cure-
Until every child has a good quality of life-
Until every family has access to information and/ees-
Until every child grows up and survives-
We will continue to work together and fight for tles of
these children

Join us in the fight against childhood brain turaors
participate in the race for their lives.

Please visit: www.childhoodbraintumor.org
for the event registration brochure

Also, have friends and family support the eventfrafar by
directing them to our Give Online button or by jogour a
Firstgiving teams you can create.
Develop your own personal page in honor or in memgr
of a loved one:

www.firstgiving.com/childhoodbraintumor
A great way to form teams, check the site for sa&nplges.
For those participating locally or from afar, weuplo report the

number of miles walked to have them included irfdnational Walk Around
the World's collaborative effort for brain tumor aveness.
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In April 2008, many organizations, including the Childhood Brain Tumor Foundation, joined together in support of
H.R. 1124, a resolution sponsored by Representative Janice Schakowsky (D-IL). The May 21, 2008, passage of this
resolution encourages support of the reverberating message that brain tumor research is needed to improve the qual-
ity of life and to find cures for all people who are diagnosed with or battling a brain tumor. One-hundred and eight co-
sponsors joined in passing this resolution.

Copy of the H.Res. 1124: http://www.govtrack.us/congress/billtext.xpd?bill=hr110-1124&show-changes=0
and for details about the Co-sponsors: http://www.govtrack.us/congress/bill.xpd?bill=hr110-1124
Excerpts from the H. Res. 1124:
Brain tumors are the leading cause of death from solid tumors in children under the age of 20, and are the third
leading cause from cancer in young adults ages 20-30;
More than 190,000 people in the United States are diagnosed with a brain tumor each year;
Approximately 40,000 are new cases of primary brain tumors and approximately 150,000 are metastatic brain
tumors from a cancer elsewhere in the body.
10-15% of all persons with cancer will experience a metastatic brain tumor at some point;
Brain tumors may be either malignant or benign, but can be life-threatening in either case;
Treatment is complicated by the more than 120 different types of such tumors.

Priorities include: supporting research programs at the National Cancer Institute; strengthening brain tumor research
program leadership at the National Institutes of Health, including the National Cancer Institute; and strengthening ac-
cess to critical healthcare services for Medicare beneficiaries.

There is a need for greater public awareness of brain tumors and brain cancer, including awareness of symptoms and

warning signs, treatment options, research needs, and public policy implications. National Brain Tumor Awareness

Month has been applauded by the House of Representatives, as have the actions of medical professionals, caregiv-
ers, researchers, patients and their families, and others who cope with and raise public awareness of brain tumors.

The information posted in this segment of our newsletter is taken from the Gov Track:

http://www.govtrack.us/congress/billtext.xpd?bill=hr110-1124&show-changes=0

The 13th International Symposium on Pediatric Neuro -
Oncology (ISPNO) , is a conference that welcomes medi-
cal professionals and other health providers involved in the
care of children with central nervous system tumors. Each
year, the Childhood Brain Tumor Foundation is proud to
provide support for the ISPNO and this year is a silver level
partner for the symposium due to be held in Chicago, June
30, 2008 through Wednesday, July 2, 2008.

We look forward to participating in the Family Educational
Day, Wednesday, July 2. Families is what it is all about!

An Update: Overview of the National Institutes of

Health’s FY2008 Appropriations Bill -  The House of Rep-
resentative, the Labor, Health and Human Services Appro-
priations Committee presented a bill for the upcoming fiscal
year 2009 recommending increases for NIH funding. De-
tailed information can be found on the FASEB Washington
Web site: http://opa.faseb.org/pages/WashingtonUpdate/
Jun2008/pagel.htm or the link from the CBTF Website:
www.childhoodbraintumor.org. Check the Website for further
developments regarding the Appropriations Bill.

Lance Armstrong Day
Festivities at Children’s National Medical Center

Information tables
(above); and
Mickey and Minnie
with a little friend.

On Tuesday, May 20th, the Childhood
Brain Tumor Foundation (CBTF) joined
with other nonprofit organizations to
offer information and support to families
for Lance Armstrong Day at Children’s
Hospital. Families collected informa-
tional resources about the CBTF,
Camp Friendship,
Special Love,
Ronald MacDonald
House Charities,
and the Leukemia
and Lymphoma
Society while they
were treated to a
nice buffet and a
visit from Mickey
and Minnie Mouse.

Brain Tumor Action Week was held throughout the week of May 4 through May 10, 2008. BTAW is a shared initiative ,
inclusive of the brain tumor community, medical professionals, caregivers, and friends. To kick things off the CBTF held
its annual Spring Biathlon on Sunday, May 4th, an exciting event that creates awareness. The NABTC prepared two po-
sition papers and they were presented to our policymakers in Washington, DC. Topics included: increasing federal fund-
ing to strengthen and extend brain tumor research programs to develop better therapies; and the elimination of the two-

year Medicare waiting period for brain tumor patients.
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More Upcoming Events

CBTF's Stride 4 Life Geoff Cornman Memorial Golf Classic
Sunday, September, 7, 2008 Friday, Octobe2QU8

We look forward to seeing you! Old Hickory Golf Gsa,

See Web site for details. Woodbridge, VA
www.childhoodbraintumor.org (Call for 8217-4166 for details.)

Casino Night and Gala Party

Saturday, November 15, 2008 CBTF Web Seminars
Where: Glenview Mansion at the

Sed il G Carier T Together, the Children’s Brain Tumor Foundation ghd

Childhood Brain Tumor Foundation have posted tloakabo-

_ Mar)"and _ rative Web Seminars. The Childhood Brain Tumor Ftation
Details will be posted on our Web site.| will add: Late Effects by Paul Graham Fisher, M.D.
Call us if you would like to help www.childhoodbraintumor.org

sponsor this event.
Contact us with topics you would be interestecbin f
Web Seminars or articlexbtf@childhoodbraintumor.org
We thank our out-of-state Community Representatives, Knowing your interests are important to us.

Firstgiving teams, and dedicated supporters for holding
events to benefit the families of children with brain tumors
by supporting the Childhood Brain Tumor Foundation.

Firstgiving Thank you to our wonderful contributors!

If you would like to raise funds to support the Only through your continued support can we
Childhood Brain Tumor Foundation’s research or etiooal| achieve our mission goals.

initiatives, encourage friends or family to sponseents, and
or build donations in memory or in honor of someoplease
visit: www.firstgiving.com/childhoodbraintumor

This is an excellent outreach to gain additionglpgut for a
special person or for any reason while helpingdrhit with
brain tumors. If you enjoy goal setting, this igrmat way tg
track donations from your friends. Although we aot able to
accept registrations for events through this givaitg, it is a
novel way to team build.

Donors may also be directed to our secure Given@riutton
on our donation page. All donations made via M@ ¥fhSA

through the Give Online site are passed througistat 100%
So it is a great way to maximize your giving. Téex an option
to donate stocks through Give Online also.

Contact us if you have any questions:
301-515-2900 or cbtf@childhoodbraintumor.org
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Visit our Web site, it has a new look!
http://www.childhoodbraintumor.org

If you would like to receive our newsletter
publications or other information, please notify us
with your contact information. Contact us anytime.

WORKPLACE GIVING

Thank you to those who choose us as their charity!

Combined Federal Campaidr2035

Children’s Medical Charities of America (Nationdl2035
United Way Nationwide (number will be in our nessiie); and

United Way D.C. National Capitol Area/42

Campaign donations may be made for the United \Wiaugh the “donor option” or “donor choice.” Pleatheck with
your employer in reference to United Way campaigh& thank our donors and military for their sugpor

GIVE ONLINE:

Visit our web site donation page, Give Online iscagy way
to donate and is secure. Your support helps uswaelsuc-
cess in our mission to find cures for all childweith brain
tumors. Childhood brain tumors are relatively rane all of
the children deserve a better quality of life ances.

Please be sure to include your message or wishes wb
nating online. Through this service MasterCard stiSA
donations are 100% with no fees taken by MC or VI88ur
donations are applied to the grants and prograreseaf by
the Childhood Brain Tumor Foundation. Help us maldif-
ference by contributing to help children with ajipés of
brain tumors. If you have a specific interest, eshtCBTF

Vehicle Donation Program

CBTF now accepts vehicle donations. Donate ordineall
866-332-1778 and designate the Childhood Brain TTumo
Foundation as your charity of choice.

QUICK FACTS FOR DONATING

You are eligible for an itemized TAX
DEDUCTION. The service is totally

free and includes convenient pick-up

of your car, truck, or RV anywhere in the U.S.

Find out details by checking the Foundation Wes; sit
Http://www.childhoodbraintumor.org

A big thank you to those who have donated cars!!

cbtf@childhoodbraintumor.org, about working togethe

The Childhood Brain Tumor Foundation is

forever grateful to our Medical/Scientific Advisprs
the Founders, volunteers, CFC and UW donors, and
supporters.

Gift Matching Opportunities

Many companies offer a matching gifts program tppsut chari-
table organizations. Your human resources depaitroan tell
you if such a program exists in your organizati@enerally, they
have a form that would be sent to the ChildhoodirBfeumor

Bequests, Planned Giving, and Trusts

Through a trust, bequest, or planned giving you can
contribute to furthering the future research arafjpgms of the
Childhood Brain Tumor Foundation.

By including the CBTF in your estate planning yamc
minimize your taxes.

Foundation reporting a contribution, stating theyl watch the
contribution. We return the form to the employetimthe proper
acknowledgment and information required.

Editor: Jeanne Young
Contributing Editor: Colleen Snyder, Liz Irvin,cadaime Banks

Contributing Writers: Gib Smith, Neil Conley, Trudlyeiss
Photographs: Matthew Palmer, Jennifer Smith

CBTF accepts donations vistock securities through Bank of
America Investment Services, Inc.

Contact our Broker, Steven P. Burroughs at

301-493-2893 CBTF also accepts stock securities through
Give Online donation button, www.childhoodbraintunoog

d
b

Thank you to our bulk mail team for preparing fipeing issues:
the Rosenbaum, O’'Brien, Lyons, and Durkin Families.

In grateful appreciation to tHeocking Moon Foundationfor
Pnating printing costs for our newsletters, braesuand our
ook of compiled articles and stories. The Rockhitapn
Foundation also covers the mailing costs for thestetter.
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