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2008 Grants Funded by the o4 ) +
Childhood Brain Tumor Foundation + ) # o+
and Conference Sponsorships . s L

Grants - First Year - ) )

Dr. Michael Cooper, Vanderbilt University Medical
Center, Nashville, TNHedgehog pathway activation Ng. ) % 9 . ) % & *
juvenile pilocytic astrocytoma 1& '

Special thanks to Tennis for Tumors '

Dr. Jonathan Finlay, Children’s Hospital Los Anggle, )) ) ) + # +

CA, A Multi-Institutional Phase Il Clinical Trial of a 9 * -

Novel Salvage Induction Chemotherapy Regimen- + ) ) ) *

Gemcitibine Paclitaxel and Oxaliplatin (GemPOXx) Hol ) *
lowed by a Single High does Chemotherapy (HDC) apd ) ) ' )

Autologous Hematopoietic Progenitor Cell Rescue ) #* *
(AuHPCR) for Patients with Recurrent or Progressive )
Intracranial Germ Cell Tumorga collaborative initia- # ) '< # #
tive) Special thanks to Team Superman Y )) ) o+ #

Dr. Anna Marie Kenney, Memorial Sloan Kettering + . )
Cancer Center, New YorRole of TSC2 inactivation ir # )
brain development and medulloblastoma ) ) # # )

Dr. Javad Nazarian, Children’s National Medical &ef ) )) ) '
Washington, DCMolecular Networks of Childhood ) ) #oO#A
Diffused Pontine Gliomas ! ) ) )

Dr. Mark Kieran, Dana Farber Cancer Institute, Bost| + / ) ) #
MA, A Phase Il Study of RADOO1 (Everolimus) for Chil- # # o+ #

dren with Chemotherapy Refractory Progressive Symps + ) # ) #
tomatic Low Grade Gliomag\(collaborative study) )) '

Grants - Second Year

Dr. Gary Tye, Virginia Commonwealth Universifyar- #HH# # #
geting novel angiogenic factors related to AKT kima | + +
activity in ependymoma # # +

Dr. Christopher Recklitis, Dana-Farber Cancer totgi ) ) ) )

Boston, MA,Evaluating Social and Emotional Out- ) ) ) #
comes of Adolescent Brain Tumor Survivors: The&al :
of Self Report

January 2008—Dr. K. K. Wong, M. D. Anderson Can- | HH # # +
cer Center, Houston, TXrognostic markers for juve- ) / Y) ) ))
nile pilocytic astrocytomasa(collaborative effort) y 'l # # # # / *

Conference Sponsorships )) ) #)) )
International Symposium on Pediatric-Neuro-Oncol,og)é '
held in Chicago, IL, June 29-July 2, 2008 N /
Silver sponsor and two international registrations. ) ) ) )
Jeanne Young facilitated session entitl@dfreach and
Supportfor Family Education Day.

Society for Neuro-Oncology (SNO) International Qut¢ / y) ) !
reach Program The Childhood Brain Tumor Founda-

tion provide support for this initiative at the Damat
level. This program will help SNO promote clinicaid
research activities in both pediatric and adult roe
oncology in developing regions of the world.

c

A couple of summaries of funded studies are inaiuide !
this issue. We will have additional summaries hie !
next newsletter.
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Christmas Day of the year 2006, was approachingd, taa
excitement that always lingers prior to December 2&s
surging through my every vein. We had already pickat a
towering Christmas tree that filled the house whht pine
tree scent commonly associated with the holidayminideal
world, | would wake up to the gifts neatly surroingl the
base of the elaborately ornamented branches abewe. tMy
entire family would then gather around, taking tudemol-
ishing the wrapping paper and revealing the longited gifts
that came to cause that special gleam of happingbg eyes
of all four of my brothers as well as my parentsl amyself.

After all, this was how it had always taken placeast years.

However, this year would come to be one | wouldendor-
get.

Right before Christmas break come the much-dredulsd
semester finals. On the bright side of the spectrimough,
completion of these finals only means reaching fi¢ed
winter vacation. This time of re-gathering all detknowl-
edge thrown at us during the entire first eightesmeks of
school is one of stress, tears, and migraines.wben my
fourteen year old younger brother began complaimhge-

moment.

| finally awoke from my slumber, oblivious to theents taking
place in the medical center downtown. | called ngymmto rid
me of my boredom, hoping she could retrieve meadloav me
some separation from the house | had been trappaiti iorn-
ing. The ringing on the other end silenced and somber
“hello” was all | heard. “What's wrong?” | inquired
“Nothing,” she replied, “they just need to do somere tests to
figure out as to why he’s having headaches.” | kitlei&w was-
n't the case, however, as she almost nearly bottéars right
there on the phone. If she wouldn't tell me whaswaong, |
knew my dad would. | called him on his cell phoagd all he
told me was that he was heading to Texas Childrah’ghat
moment, where Parker had gotten his CAT scan. gybe to
go with him, and he eventually agreed. The momestepped
foot into his large Chevy truck, | could tell sommieig was seri-
ously wrong. All of the sudden, my dad burst irgars. Now,
one must understand that in all of my sixteen yeatsthis
point, | had never, in my entire life, seen my éatltry. He
eventually was able to choke out the words, “Pallesra brain
tumor.” | stared blankly out the window at the pagstrees,
not even able to cry at first. The shock had takeay my abil-
ity to comprise any emotion. Then, all at once, emyotions
returned as tears began streaming down my facekaptimy

vere migraines about mid-December, my parents andybs concentrated on my outside surroundings, bofiey

thought nothing of it except for the typical “finstress” head-

ache. Parker, on the other hand, begged to diffee to his
persistence, my mother eventually scheduled aniajrpent
for a CAT scan when three Excedrin Migraine pilleren’t
doing the trick. The day of the CAT scan, | washatne,
sleeping in, while my mom went through just abdw@ tmost
horrifying moment of her life. While the CAT scarasvbeing
read, the worst words a mother could hear came fhentloc-
tor's mouth as he peered around the edge of the dlothe
reading room. He strode towards the area where wiyen
was standing as if he were on a grave mission. fists

clenched until her knuckles were white, as his dtegis ech-

oed down the seemingly endless hallway, every steper

dragging my mother into a deeper level of fear. tMaould
we talk to you for a second?” Her heart dropped wivery
word infected by the doctor’'s worried voice. Thetneords
came as her heart hit the floor. “We found a masgaur
son’s brain.” No one could truly imagine how shi & this

would engulf me and remove me from my current sibua In
spite of what | hoped and prayed for, | knew thasweality,
and what | had just heard, | would have to accept.

My dad and | finally arrived at Texas Children’s diital

where we raced down a long, sterile hallway to ad wom
where we found Parker, lounging in the hospital, veatching
his favorite TV show. His large, goofy feet neahyng over
the edge of the slightly under-sized children’s el his awk-
ward, lanky body was growing by the day. The minui
walked in, my thoughts began piling up only to berdly in-

terrupted by a knock on the door. The man introduuenself
as Dr. Dauser, the head of pediatric neurosurgéryexas
Children’s Hospital. He then brought my mother, fayher,

and me into a room with a large computer displagngmage
of my brother’s brain. On the right side of hisibrevas a large,
orange-sized mass pushing over and curving theecéne of
his brain into the left hemisphere.

My jaw nearly dropped. This mass could be the thieg ends
up taking my brother from me. We re-entered therraghere
Parker remained lying, acting as brave as eveh miire com-
posure than | would ever be able to retain. A oillthoughts
were racing through my head. The surgery the faligwnorn-
ing could go wrong; the tumor could be malignargpuld po-
tentially not see him in the morning; | could neteip him out
on his first date, or pick out his clothes on histfday of high
school. | looked at him as if | had never seen héefore. | no-
ticed every facial feature, every mannerism; evyagysonality
trait flooded the air about him. | then realizeghttall of this,
all I had taken for granted for the fourteen ydahnad known
him, could be gone at any second. If | were nog@h of these
things about him in the five minutes | had beenteomplating,
| could only imagine what | was supposed to notter four-
teen yearsHowever, | always thought he would be there for
(continued on page 4)
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A Christmas Not Taken Granted(continued from page 3)

me. | never took the time to notice these thirg;ause |
never had the fear of them being taken away from @feall
the things | took for granted, | took my closedilisig, my
younger brother, for granted the most.

The next few days, including the surgery and theovery,
were all a blur. Friends and family were extrensipportive,
as even my friends came to visit my little brothrethe hospi-
tal, bringing him his favorite foods and magaziaes any-
thing else they could dream of to make him feel enoom-
fortable. Dr. Dauser was even able to release P the
hospital Christmas morning. As many pain-killersheswas
on, and in spite of the incision running acrosseritire, now
bald, head, Parker maintained a smile on his fawk that
gleam in his eye that he had every Christmas mgreince

remember. | nevel

thought | can | would

learn such an important

lesson from my

younger brother, but a$

much as | would like to
deny it, that little boy

taught me one of th
most imperative thingg
in life. Never again will
| take the simple as
pects of life for granted
for we never know
when they may beg
gone.

A Multi-Institutional Phase Il Clinical Trial of a Novel
Salvage Induction Chemotherapy Regimen-Gemcitibin
Paclitaxel and Oxaliplatin (GemPOXx) Followed by argle
High does Chemotherapy (HDC) and Autologous Hematqg
poietic Progenitor Cell Rescue (AuHPCR) for Patianivith
Recurrent or Progressive Intracranial Germ Cell Tumns
Jonathan Finlay, M.D. Children’s Hospital Los Aregl CA,
and Co-Principal Investigator Neha Patel, M.D., uénsity
of Wisconsin-Madison Children’s Hospital

Recently, Dr. Jonathan Finlay met with 20 invegtigafrom
the "key" institutions who are involved with hisugdy. Eve-
ryone was thrilled to learn of the grant and disedsthe
finer details of the clinical trial, soon to be suitted for IRB
approval.

The protocol includes a "template induction cheraciby
regimen which will permit the investigators, upoonple-
tion of the first induction chemotherapy regimeralerated,
to rapidly substitute a second new regimen for u@itadn.
The "backbone" of the protocol will remain stabta fll
studies, and includes consolidation with marrowatbé
chemotherapy and stem cell rescue for all patieuits re-
current non-germinomatous germ cell tumors, andtiten
for select patients with recurrent germinomas, lse eadia-
tion therapy for patients with recurrent germinoma

1%

(continued on page 5)
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J. Finlay, Funded Graiitontinued from page 4)

Participating institutions at this time include:

Boston Floating Children’s Hospital

Children’s Hospital Los Angeles

Children’s Hospital of Oakland

Children’s National Medical Center, Washington, DC
Children’s Memorial Hospital, Chicago

Cincinnati Children’s Hospital

Dana Farber Cancer Center, Boston

Duke University Medical Center

Johns Hopkins University Medical Center

M.D. Anderson Cancer Center

New York University Medical Center

Toronto Sick Children’s Hospital

University of California-San Francisco

University of Wisconsin-Madison Children’s Hospital

The Co-Principal Investigators of this study are:

Jonathan Finlay, M.B., Ch.B.,

Professor of Pediatrics, Neurology & Neurosurgery,
Keck School of Medicine,

University of Southern California.

Dirdector, Neural Tumors Program,

Children’s Hospital Los Angeles

Neha Patel, M.D.,

Assistant Professor of Pediatrics,

University of Wisconsin-Madison Children’s Hospital

CBTF Web Seminars

Check our web site periodically, we will be postimew

Web seminars. Dr Paul Fisher’s Late Effects Webisanwill
be available soon.

Contact us with topics you would be interestecbin f

Web Seminars or articlexbtf@childhoodbraintumor.org
Knowing your interests are important to us.

Thank you to our friends who
donated through
workplace charitable giving
campaigns this year,
inclusive of the CFC,
Maryland Charity Campaign,
and the United Way.

The Childhood Brain
Tumor Foundation, friends
and families are very
appreciative of your

support.

Firstgiving

If you would like to raise funds to support the

Childhood Brain Tumor Foundation’s research or aetiooal
initiatives; to encourage friends or family to spon events;
build donations in memory or in honor of someorisit:v
www.firstgiving.com/childhoodbraintumor

This is an excellent outreach to gain additionglpsut for a
special person or for any reason while helpingdrhit with
brain tumors. If you enjoy goal setting, this igm@at way to
track donations from your friends. Although we ao# able to
accept registration for events through this givsitg, it is a
novel way to team build.

Give Online

Donors may also be directed to our secure Giver@rutton
on our Website donation page. All donations madeMC and
VISA through the Give Online site are passed thhotgyus at
100%. Soitis a great way to maximize your givinbhere is
an option to donate stocks through Give Online.also

The Childhood Brain Tumor Foundation is dedicatefunhding
research for all pediatric brain tumor types. @ohtus if you
have any questions:

301-515-2900 or cbtf@childhoodbraintumor.org

The National Cancer Institute
Redesigns Clinical Trials
Search Web site

It is now easier to find clinical trial results bgncer type
on NCI's clinical trials online portal. To see thew
search features and other educational materials for
patients, family members and researchers, visit:
http://www.cancer.gov/clinical trials

Office of Liaison Activities Presents:
“Understanding NCI: Toll-Free
Teleconference Series”

A downloadabile flyer is available on the NCI Wetesi
http://la.cancer.gov/teleconference.html

*% +
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Thank you for your support!
The Childhood Brain Tumor Foundation, Inc.
Donation form or may be used to be
added to our mailing list or for information requests.

Enclosed is my contribution: $

In Memory of:
In Honor of:
On the occasion of:
General donation:
Information request:

Please send remembrance card to:
Name:
Address:
City/State/Zip:
Optional Phone:

Please make checks payable to:
The Childhood Brain Tumor Foundation or (CBTF)
20312 Watkins Meadow Drive
Germantown, Maryland 20876
Telephone: 301.515.2900 Toll free: 877.217.416
Charge my: _ MasterCard Visa

Card# exp. /
Note: minimum charge donation is $20

Name:
Address:
City/State/Zip:
Optional Phone:
Optional E-Mail:

Master Card and VISA donations for CBTF are alstepted
through our secur&ive Online Button. American Express is onlyﬂ
accepted via our Give Online Button on our Weé:sit ]
www.childhoodbraintumor.org I
Your donation is tax-deductible. i

s [ s [ [ s [ s [ s [ s [ s s s s s [ s s s s s [ s s s B s s [ s s [ S B

—O 1 43 3 3 31 3 43 3 3 3 3 3 g g 333 3 3 3 3333
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If you would like to receive our newsletter pubticas or other information, please notify us witbhuy

contact information. Contact us anytime.

WORKPLACE GIVING

United Way Nationwide (numbe

Campaign donations may be made

their support.

Thank you to those who choose us as their charity!

Combined Federal Campaidr2035
Children’s Medical Charities of America (Nationdl2035

United Way D.C. National Capitol Area/42

choice.” Please check with your employer in rafieeeto United Way campaigns. We thank our donodsmailitary for

r will be in our nessue); and

for the United Wiaugh the “donor option” or “donor

GIVE ONLINE:

Visit our web site donation page, Give Online asyesay to
donate and it is secure. Your support helps ueeelsuc-
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. Contact CBTF with any questions ¢erests

Vehicle Donation Program

CBTF now accepts vehicle donations. Donate ordineall
877-999-8322 and designate the Childhood Braindrum
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

The Childhood Brain Tumor Foundation is foreveregfal to
our Medical/Scientific Advisors, the Founders, vikers
CFC and UW donors, and supporters. Your suppartak-
ing a difference.

Bequests, Planned Giving, and Trusts

Through a trust, bequest, or planned giving you can
contribute to furthering the future research arafjpms of the

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

Childhood Brain Tumor Foundation.
By including the CBTF in your estate planning yanc
minimize your taxes.

have a form that would be sent to the ChildhoodirBieumor
Foundation reporting a contribution, stating theyl watch the
contribution. We return the form to the employeathmthe proper|
acknowledgment and information required.

Editor: Jeanne Young
Contributing Editor: Colleen Snyder and Liz Irvin

Contributing Writers: Hannah Boyle, Dr. Michael Q&o, Dr.
Jonathan Finlay, Colleen Snyder, Dr. Gary Tye, |@aitVitte
Photographs: C. Witte, J. Young

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.

Call or e-mail us if you have questions. Thanks!

Thank you to our bulk mail team for preparing sienmer issue
Jessica Gavelin, The Rosenbaum and the O’Brienliesmi

Thank you so much to tHeocking Moon Foundatiorfor
donating printing costs for our newsletters, braesuand our
bapok of compiled articles and stories. The Rockitapn
Foundation also covers the mailing costs for thestetter. Their
generous support is appreciated.




