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for families and friends of
children with Neuroblastoma

An informative newsletter to educate, support, and increase awareness

CHILDREN ARE OUR FUTURE! THEY ARE THE RAINBOW THAT MAKE OUR DAYS BRIGHT

H O P E for more tomorrows

for children with Neuroblastoma
is the theme of the Neuroblastoma
Children's Cancer Society. HOPE
stands for the following:

H elp for Children and their
Families

Oncology Research

Public Awareness

Education

IN HoNOR OF... KAITLYN AUGUST
State: Arizona

Family: Sister Rikki-Lea, Brother Bradley, and
Brother Travis

Pets: Preston the pup

Favorite thing: Watching videos
Favorite movie: Finding Nemo

When | grow up, | want to be: A princess

Something special about Kaitlyn: Kaitlyn has her
own website www.caringbridge.org/ne/kaitlyn/

The Neuroblastoma Children's Cancer Society is a group of volunteers, many with children or relatives who have been both victims and
survivors of the disease. The Organization is an advocate for the children and their families and is dedicated to providing support. The
primary focus of the Organization is to raise money to assist local research in neuroblastoma cancer and to bring the pght to a national
level to try and focus additional research and funding until a cure can be found!
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Those areas in bold will be the focus of our quarterly newsletter.
Please send in your ideas, articles, requests, special stories and
pictures to:  The Neuroblastoma Children’s Cancer Society

P. O. Box 957672 « Hoffman Estates, IL 60195

Newsletter Generously Funded by:
We need a sponsor for our newsletter!

NOTE FROM THE EDITOR

The views contained in the articles of this newsletter are the
opinions of the authors. The editor and Neuroblastoma Chil-
dren's Cancer Society are not in any way afpliated and make no
attestation in support (or against) the information supplied in
these articles.
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Jim Sexton, Chairman Renee Williams

Kenna Anderson, Vice President Dr. Susan Cohn *
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GUIDE TO INTERNET CONNECTIONS

Please note that some of this information is the most current that is available, while

some is not always updated regularly, particularly medical information.

AMERICAN BRAIN TUMOR ASSOCIATION HOME PAGE:
www.abta.org

AMERICAN SELF-HELP CLEARINGHOUSE, SELF-HELP SOURCE-
BOOK ON-LINE: Information on national and model self-help support
groups, clearinghouses, organizations, and resources — www.cmhc.
com/self-help/

CANCER KIDS WEBSITE: www.cancer.org

CANCERNET and PDQ: This website is managed by the National Cancer
Institute and provides information on cancer treatment, supportive care,
and advocacy — www.cancernet.nci.nih.gov

CANDLELIGHTERS CHILDHOOD CANCER FOUNDATION: Links to
other information and resources on childhood cancer.
www.candlelighters.org

CHILDREN'S MEMORIAL HOSPITAL
www.childmmc.edu/cmhweb/default.htm

UNIVERSITY of CHICAGO COMER CHILDREN'S HOSPITAL
www.uchicagokidshospital.org

HISTIOCYTOSIS ASSOCIATION OF AMERICA: The goals of this orga-
nization include public and professional education, patient and family
support, and stimulation and support of research — www.histio.org

KIDS WITH CANCER — www.kidswithcancer.com

MEDHELP INTERNATIONAL: An extensive brain tumor library — http://
medhlp.netusa.net

NATIONAL CHILDHOOD CANCER FOUNDATION (NCCF): Describes
NCCF and offers a listing of CCG clinical cooperative group protocols
— www.nccf.org/

NATIONAL HEALTH INFORMATION CENTER (NHIC): This website
is managed by the NHIC, a government sponsored health information
referral service. Offers direction to other organizations and resources
— http://nhic-ht.health.org

NEUROBLASTOMA CHILDREN'S CANCER SOCIETY: Provides informa-
tion on neuroblastoma for families of children diagnosed with this form
of cancer — www.neuroblastomacancer.org

PEDIATRIC ONCOLOGY GROUP (POG): www.pog.uy.edu/main.html

INFORMATIONAL SITES ON THE INTERNET: www.acor.org;
http://cancer.med.upenn.edu/ WWW.Cancer.org
http://cancerguide.org/bonemarrow.htmi
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TREATMENT AND RESEARCH

MEebpicaL RESEARCH FUNDED AND
SuprpPoRTED BY NCCS

Following is a list of medical research grants in neuroblas-
toma children's cancer that have been funded and supported
by the Neuroblastoma Children's Cancer Society.

2009 $50,000 Neuroblastoma Research Grant awarded
to Dr. Susan Cohn at the University of
Chicago Comer Children's Hospital

2009 $50,000 Neuroblastoma Research Grant awarded
to Dr. Wendy London (Children's Hospi-
tal, Philadelphia) and to the University
of Chicago Comer Children's Hospital

"Neuroblastoma Virtual Tumor Bank"

2008 $60,000 Neuroblastoma Research Grant awarded
to Dr. Susan Cohn, at the University of

Chicago Comer Children's Hospital

2008 $50,000 Neuroblastoma Research Grant awarded
to Dr. Robert Seeger at the Children's
Hospital Los Angeles

"Neuroblastoma Genomic Signatures

Predict Survival of Patients"

2007 $65,000 Neuroblastoma Research Grant awarded
to Dr. Susan Cohn, at the University of

Chicago Comer Children's Hospital

2007 $50,000 Neuroblastoma Research Grant awarded
to Dr. Katherine Matthay, Leader of the
NANT Consortium"

New Approaches to Neuroblastoma
Therapy (NANT) Consortium Phase |

and Il Clinical Trials.

Since 1994, NCCS has awarded and supported over $1.5
million in neuroblastoma research grants.

ProJects IN NEED oF FUNDING
2010 $50,000 "Interactive International Neuroblastoma
Information Network" to be co-directed
by Drs. Susan Cohn, Eneida Mendonca,
and Wendy London.
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NCCS WEeBsITE LINKS

TO MEDICAL EXPERTS

Dr. Susan Cohn has dedicated her career to research and
treatment of neuroblastoma pediatric cancer and patients in
the hope of pnding a cure. NCCS has supported Dr. Cohn's
neuroblastoma lab research and clinical trials at Children's
Memorial Hospital at Northwestern University, Chicago, IL,
and more recently at the University of Chicago, Chicago,
IL.

Dr Susan Cohn and Dr. Sam Volihenboum during a recent tour of
their expanded lab at the University of Chicago Hospital.

Dr. Cohn has teamed up with Dr. Samuel Volihenboum,
Department of Pediatrics, the University of Chicago, to
continue their quest to pnd a cure.

Dr. Cohn has served as Chairman of the Neuroblastoma
Section of the Pediatric Oncology Group, a group of the
leading pediatric doctors and hospitals in the country. Dr.
Cohn and Dr. Volihenboum are also leading collaborators of
aworldwide neuroblastoma database collection of samples,
data, and collaborating lab results to assist and accelerate
research efforts on a worldwide basis.

NCCS' updated website includes a link to Dr. Cohn and Dr.
\olihenboum for families to reach these medical experts for
online support, to assist families with medical treatments,
and to address other questions.
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Friends of Michael Williams

cordially invites you to

The 9th Annual Golf Outing
Saturday, September 25, 2008

Green Garden Country Club
e 4511 W. Manhattan-Monee Rd, Frankfort, IL 60423 < (815) 469-3350

Registration begins at 8:30 a.m. A Doves yy at 10:00 a.m. A Dinner at 4:00 p.m.
Kindly RSVP as soon as possible (reservations on a prst come/prst served basis)

Proceeds to Benept The Neuroblastoma Children's Cancer Society

An advocate for stricken children and their families, the primary focus of this Society is to
raise money to assist research in Neuroblastoma. The Society hopes to bring the pght to a
national level to increase funding for additional research for a cure. Friends of Michael Williams supports this effort.

Hole-in-One Prizes

. , , 7 0
Rafye Friends of Michael Williams T
Golf Awards

Yes, | want to help The Neuroblastoma Children’'s Cancer Society fund research for new treatments inthe pght against
neuroblastoma and provide support for patients and their families.

My tax-deductible contribution is enclosed.

General Donation $ For All Donations:
Golf only ($140 per golfer) $ My name is
Dinner only - 4:00 p.m. $ Address

$45 per person: # of guests
City State Zip

Rafye Tickets $
$5 each, 5 for $20, and 30 for $100 s s NCCS, Friends of Michael Williams
Rafye Ticket order needs to be q c/o Beth and Hank Possley
received by date of the event . .1 599 Berkley Avenue

o . Elmhurst, IL 60126

TOTAL  § (630) 832-1847

See related article on page 5
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