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CBTF is a nonprofit 501(c)(3) all-volunteer 
organization, founded in 1994.   
 

Board Members: 
Jeanne P. Young, President 
Gilbert P. Smith, JD, Vice President 
Michelle O’Brien, Secretary 
James M. Young, Treasurer 
 

Directors: 
Neil Conley                   Debbie Rosenbaum 
Carol Cornman              Kiren Day 
Bridget Hestand              Claire Wynn 
 

Senior Medical/Scientific Advisor:   
Roger J. Packer, M.D., pediatric neurologist,  
Children’s National Medical Center,  
Washington, D.C. 
 

Medical/Scientific Advisors: 
Susan M. Blaney, M.D., pediatric oncologist,  
Texas Children’s Cancer Center, Houston, TX 
 

Derek A. Bruce, M.D.,  
pediatric neurosurgeon 
 

Peter C. Burger, M.D., neuro-pathologist,  
Johns Hopkins Medical Center, Baltimore, M.D. 
 

Kenneth J. Cohen, M.D., pediatric oncologist,  
Johns Hopkins Medical Center, Baltimore, MD 
 

Paul G. Fisher, M.D., pediatric neurologist,  
Stanford University Hospital, CA 
 

Marianna Horn, M.D., pediatric oncologist,  
Children’s Hospital, Falls Church, VA 
 

George Jallo, M.D., pediatric neurosurgeon 
Johns Hopkins Medical Center, Baltimore, MD 
 

Tobey J. MacDonald, M.D., pediatric oncologist,  
Children’s National Medical Center, 
Washington, D.C. 
 

Brian Rood, M.D., pediatric oncologist,  
Children’s National Medical Center, 
Washington, D.C. 
 

Eva Perdahl-Wallace, M.D., Ph.D.,  
pediatric oncologist, 
Children’s Hospital, Falls Church, VA 
 

Katherine Warren, M.D., 
pediatric oncologist, Bethesda, MD 
 

Survivorship 
Aziza T. Shad, M.D., 
pediatric oncologist,   
Georgetown University Hospital 
 

Scientific Advisor: 
Gil Smith, Ph.D., researcher, Bethesda, MD 
 

Legal Advisor: 
Frederic Rickles, Esq., NY 
Community Representatives: 
Rachel Baron, MD 
Run with the Saints:  Mary T and Tierney 
Callahan, & Caitlyn Witte, TX 
Doug & Lydia DeFeis, FL  
Danielle Kerkovich, IL   
Kyle’s Heroes:  Kyle Killeen, & Peggy Killeen 
Danielle Leach, MD 
Cady Lyon, MD 
Kate Lund, CT 
Pat Macy, NY 
Barbara Norris, MA 
Carol A. Parham, CT 
Linda Q. Turner, UT 
Pat & Kevin Schlosser, IN 
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Michael Schoenfeld, DC 
JSK Spirit Fund:  Diane Smith, MD 
Tennis for Tumors:  Cindy & Brittany Truitt, FL  
Susan Young, MD 
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Beth Zermani, MA 
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· (page 1) Persevering Young Girls Create a Mini Biathlon 

· (page 2)  Stride for life, 2009 , Remembering Ricky 

· (page 3)  CNS Rhabdoid Tumors:  Integrating Biologic 
Insights with Clinical Success; and Urbana Volunteer Fire 
Dept. Welcomes the Easter Bunny for Charity 

·  (page 4)  A Second Chance, Brain Tumor Awareness 

·  (page 5) Casino Gala, Firstgiving, and In Honor of 
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CNS RHABDOID TUMORS:  INTEGRATING  
BIOLOGIC INSIGHTS 

 
 

Dana-Farber Cancer Institute 
Conference Summary 

March 9-10, 2009 
 

On March 9-10, 2009, more than 30 scientists and clinical researchers from around the world gathered for a joint consensus 
meeting titled “CNS Rhabdoid Tumors: Integrating Biological Insights with Clinical Success” in Boston, MA.  The two-pronged 
goal of this meeting was to summarize recent international clinical experiences in CNS rhabdoid tumors and to present recent 
insights into the underlying biology.  Organized by Susan Chi, MD, Charles Roberts, M.D., Ph.D., and Mark Kieran, M.D., 
Ph.D., all from Dana-Farber Cancer Institute/Children’s Hospital Boston, this meeting was held in collaboration with colleagues 
from the International Society of Paediatric Oncology (SIOP) CNS Rhabdoid Tumor subcommittee.  The topics presented 
included the identification of the driving genetic mutation of rhabdoid tumors, the characterization of molecular pathways, and 
recent international experiences and improvements in outcome.  It is the hope of the organizers and participants that future 
clinical trials will incorporate biologic studies and lead to future clinical innovations, because for the majority of patients, 
rhabdoid tumor remains a lethal disease. 
 

Dana-Farber greatly appreciated the sponsorship of the Childhood Brain Tumor Foundation and other organizations. CBTF’s 
generosity made this important conference possible.   
CBTF and Kyle’s Heroes collaboratively provided funding support. 

Urbana Volunteer Fire Department  
Welcomes the Easter Bunny in support of 

Research for Pediatric Brain Tumors  
 
Two weeks before Easter Sunday 2009, the Urbana Volunteer 
Fire Department in Frederick, Maryland enjoyed a special visit 
from the Easter Bunny. 
 

The families who attended the event had a marvelous time and 
their parents enjoyed taking photographs while showing their 
support for the Childhood Brain Tumor Foundation.  Those 
who attended participated in several activities.   
 

Volunteers helped organize crafts and games for the children.  
There were hand-crafted items and baked goods for sale.  For 
the parents, a 50/50 was held and a fabulous auction was set 
up.  Thanks  to the dedicated volunteers the event was a great 
success. 
 

D i a n e  S m i t h , 
organizer, did a 
terrific job.  The 
Childhood Brain 
Tumor Foundation 
is deeply grateful 
to Diane and the 
JKS Spirit Fund 
for the support 
they have given in 
funding research 
for childhood brain 
tumors. 

WITH CLINICAL SUCCESS 

Left:  Easter Bunny 
entertains two 
young visitors. 

Above:  Mother Goose sharing stories with the children. 
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Remembering ^Jessica^;  forever 17   
 
 

Brain Tumor Action Week Initiative in Memory of Jessica and the Brave Warriors  
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The National Cancer Institute 
Clinical Trials Search Web site 

 

NCI’s clinical trials online portal, 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 downloadable flyer is available on the NCI Web site:   
http://la.cancer.gov/teleconference.html 

CBTF Web Seminars: 
 

Contact us with topics you would be interested in for  
Web Seminars or articles:  cbtf@childhoodbraintumor.org 
Knowing your interests are important to us. 
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Firstgiving 
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Thank you to our friends who donate through workplace  
charitable giving campaigns, 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. 

Fund-raising 
 

Casino Night  
and  

Gala Party 
 
 
 
 

VisArts at the Rockville Town Center, 
Rockville, MD 

Saturday, November 14, 2009 
Casino games, live entertainment,  

silent auction, open bar, and  
buffet dinner 

 

Questions or volunteer:   
301-5150-2900  or  cbtf@childhoodbraintumor.org 
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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:  877.217.4166 
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 also accepted 
through our secure Give Online Button.  American Express is only 
accepted via our Give Online Button on our Web site:  

www.childhoodbraintumor.org 
Your donation is tax-deductible.  

® 
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Visit us at  
http://www.childhoodbraintumor.org  

WORKPLACE GIVING 
    Thank you to those who choose us as their charity! 
 

· Combined Federal Campaign 12035 (NEW for    2007!); 

· Children’s Medical Charities of America (National) 12035; 
· United Way Nationwide (number will be in our next issue); and 
· United Way D.C. National Capitol Area 2742 

Campaign donations may be made for the United Way through the “donor option” or “donor choice.”  Please check with 
your employer in reference to United Way campaigns.  We thank our donors and military for their support. 

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

Contributing Writers:  Dr. Mark Kieran, Heide Randall,  and 
Gayle Wilson 
Photographs:  Diane Smith; Heide Randall; (Mini-Biathlon) Doug 
Miller, Gayle, Lexie, Laura, and all 
 

Thank you to our bulk mail team for preparing the fall issue. 
 

Thank you so much to the Rocking Moon Foundation for 
donating printing costs for our newsletters, brochures, and our 
book of compiled articles and stories.  The Rocking Moon 
Foundation also covers the mailing costs for the newsletter.  Their 
generous support is appreciated. 

 
CBTF accepts donations via stock securities through Bank of 
America Investment Services, Inc.   
Contact our Broker, Steven P. Burroughs at  
301-493-2893. CBTF also accepts stock securities through our 
Give Online donation button. 
 

Vehicle Donation Program 
 

CBTF now accepts vehicle donations.  Donate online or call  
866-332-1778 and designate the Childhood Brain Tumor 
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 Web site; 
Http://www.childhoodbraintumor.org 
 

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

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

 

Bequests, Planned Giving, and Trusts 
 

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

Childhood Brain Tumor Foundation.   
By including the CBTF in your estate planning you can  

minimize your taxes. 

GIVE ONLINE: 
 

Visit our web site donation page, Give Online an easy way to 
donate and it is secure.  Your support helps us achieve 
success in our mission to find cures for  all children with 
brain tumors.  Childhood brain tumors are relatively rare and 
all of the children deserve a better quality of life and cures. 
 

Please be sure to include your message or wishes when 
donating online. Through this service MasterCard and VISA 
donations are 100% with no fees taken by MC or VISA. 
Your donations are applied to the grants and programs 
offered by the Childhood Brain Tumor Foundation.  Help us 
make a difference by contributing to help children with all 
types of brain tumors. Contact CBTF with any questions or 
interests: cbtf@childhoodbraintumor.org 
 
 

The Childhood Brain Tumor Foundation is forever grateful 
to our Medical/Scientific Advisors, the Founders, volunteers, 
CFC and UW donors, and supporters. 

Gift Matching Opportunities  
 

Many companies offer a matching gifts program to support 
charitable organizations.  Your human resources department can 
tell you if such a program exists in your organization.  Generally, 
they have a form that would be sent to the Childhood Brain Tumor 
Foundation reporting a contribution, stating they will match the 
contribution.  We return the form to the employer with the proper 
acknowledgment and information required. 



THIS NEWSLETTER IS A FREE PUBLICATION OF 
THE CBTF.  PLEASE LET US KNOW IF YOUR 
ADDRESS HAS CHANGED.  WE ARE FUNDED 

THROUGH CONTRIBUTIONS AND SPONSORSHIPS 
FROM INDIVIDUALS AND CORPORATIONS. 

 
WE WELCOME ANY DONATIONS IN THE WAY 
OF FINANCIAL SUPPORT, COMMENTARY OR 
INFORMATION FOR THIS NEWSLETTER, OR 
VOLUNTEER SERVICES TO HELP WITH OUR 

OPERATIONS. 
 

CBTF IS A TAX-EXEMPT, NOT FOR PROFIT 
FOUNDATION IRS 501(C)(3) WHOSE MISSION 
IS TO RAISE MONEY TO IMPROVE PROGNOSIS 

AND QUALITY OF LIFE FOR CHILDREN 
SUFFERING FROM BRAIN TUMORS. 

 

(301) 515-2900 
(877) 217-4166 

Designate funds for the 2007  
Combined Federal Campaig  
Check your donor guide for your  
 United Way number.  

Nonprofit Org. 
U.S. Postage 

PAID 
Suburban, MD 

Permit No.  
1157 

The Childhood Brain Tumor Foundation 
20312 Watkins Meadow Drive 
Germantown, MD 20876 
 

 

Summer 2009 
· I (page 1)  Persevering Young Girls Create a Mini B iathlon 

· (page 2)  Stride for life, 2009 , Remembering Ricky  

· (page 3)  CNS Rhabdoid Tumors:  Integrating Biologi c 
Insights with Clinical Success; and Urbana Voluntee r Fire 
Dept. Welcomes the Easter Bunny for Charity  

·  (page 4)  A Second Chance, Brain Tumor Awareness  

·  (page 5)  Casino Gala, Firstgiving, and In Honor o f 

Change Service Requested 


