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Kyle' sHeroes

The first annual Kyle's Heroes golf outing
was held on September 20, 1999 at L akewood
Country Club in Lakewood, NJ.

Those family, friends, golfers and sponsors
gathered for the golf tournament were fortunate
enough to share in the celebration of Kyle
Killeen's 16th birthday as well as mark the 6
month anniversary of the complete resection of
the craniopharyngioma that had hampered
Kyl€e's physical growth and adolescence.

Kyle had been treated for headaches for four
years and had undergone sinus surgery in an
attempt to alleviate the daily pain. The endless
testing which included a CT scan and a non-
contrast agent MRI was inconclusive. Kyle
began visiting an endocrinologist for evaluation
of his delayed puberty and as a precaution a
second MRI using a contrast agent was ordered.
A 2.5cm craniopharyngioma was discovered on
the stalk of the pituitary gland.

Kyle' s Heroes (continued on page 2)
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Update Your Fall Calen-
dars!

(for Becca’'s Run fund-
raiser)

Before The Childhood
Brain Tumor Foundation’s
“Newsletter” breaks for
summer vacation, we wanted |
to let everyone know about |'
an important fall family|
event. The fourth annua |
Becca s Run hasbeen sched-
uled for Saturday, October
21, 2000. This 5K run and
walk is in memory of Re-
becca Erin Lilly, who lost a courageous 6 year
battle with brain cancer in June 1997 at age 16.
Her family began the run in the fall of 1997.

(continued on page 2)

Angiogenesis I nhibitors —
A New Frontier in Cancer

For over 50 years, the field of cancer therapy
has been dominated by the concept that the tumor
must be the selected target of the chemotherapy
delivered. Therefore, any drug with the ability to
directly kill tumor cells in the laboratory was by
definition a candidate for use as chemotherapy in
humans. However, because of the high mutation
rate of cancer cells (genetic instability), repeated
exposures to chemotherapy often resultsin a pop-
ulation of residual tumor cells that have become
resistant to the effects of the chemotherapy. Itis
this genetic instability and the development of
resistance to therapy that has most hindered our
success in finding a cure for childhood brain tu-
mors.

It was a so readily apparent that normal cells of
the body are susceptible to the effects of
chemotherapy. These changes in the normal cells
or organs of the body are referred to as the “side
effects’ of the drug and are responsible for limit-

(continued on page 4)




Page 2

The Childhood Brain Tumor Foundation, Inc.

A Make-A-Wish®
EXxperience with
Mother Nature

Eric truly enjoys the beauty of nature. He has
always had an affinity for the study of dinosaurs
and other wondrous creatures. The 16-year-old was
volunteering at a museum in Bozeman, Montana
giving tours and designing displays when he de-
cided on his wish. To no one’s surprise Eric wanted
to travel to the Galapagos Islands, a biological
wonder unlike any other on Earth.

The Make-A-Wish Foundation® of Utah organized a
vacation for Eric and his family to the islands,
located off the coast of Ecuador. To say Eric was in
his element would be an understatement. During
their stay, Eric and his family went on many hikes
and saw sally lightfoot crabs, sea lions, marine
iguanas, sea turtles, sea rays and flightless cor-
morants, in addition to the amazing plantlife.

While snorkeling, Eric saw schools of thousands of
fish, many of which cannot be found anywhere else
on the planet. Other memorable sights included
lava lizards, a Galapagos Hawk and even a penguin.

Eric was deeply touched by his wish, and very
thankful for the experience. In a letter to the
Foundation, Eric said, “lI could never in a million
years say thank you enough to everybody who
helped make this trip possible for me. It was a true

Update Your Fall Calendars! (continued from page 1)

Becca was so active in the community, and loved athletics
—so0 arun in her memory seemed to be a perfect way to
bring people together and raise money to benefit child-
hood cancer related groups.

This run, now in its fourth year has grown into a mgjor
community event. Net proceeds from the first three years
have been over $80,000, benefiting the Candlelighters
Childhood Cancer Foundation, Children’s National Medi-
cal Center and Special Love, Inc. Participation in the run
grows each year, with over 1,200 walkers, runners and
volunteers last year alone!

This year the Lilly family has chosen The Childhood Brain Tumor
Foundation, Inc. as beneficiary of the funds raised in Becca s Run.
We hope many of you can participate on behdf of the Foundation as
runners, walkers, or volunteers! Brochures will be available late this
summer. Please cdl (301) 515-2900 for more information, or to
obtain abrochure.

- submitted by Kristen Savercool

Eric enjoying his Make-A-Wish Foundation? trip with his family.

Kyle s Her oes (continued from page 1)

Kyle underwent a successful tumor resection at
Columbia Presbyterian Babies & Children’s Hospital in
New York, NY on March 19, 1999. Thanksto theextraor-
dinary talents of the neurosurgeon, the entire medical
team and Kyl€e's own determination he was playing Ping-
Pong in the hospital game room six days post surgery.

Kyle continues to require medications to do the work
for his damaged pituitary gland and has recently started
hormone and growth replacement therapies. He self-
manages daily injections and other oral and spray medica-
tions.

Kyle recently attended his high school prom and com-
pleted the third semester of his junior year with an A
average. Kyle is looking forward to selecting a college

| and even though the surgery has left him with a peripheral

vision loss he is preparing to take his driver’s test in the
fall.

Kyle's Heroes is a group established by the family and
friends of KyleKilleen. The group’ sgoal isto help defray
medical costs and support funding for research and the
development of treatment.

We are thankful for al the information provided to us
by the Childhood Brain Tumor Foundation and are honored
to support its hard work.

The second annual golf outing is being planned for
September 18, 2000 at Lakewood Country Clubin Lake-
wood, NJ. Anyone interested in joining us can contact
Peggy Killeen at PegKilleen@aol.com for further
information.
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Spring Biathlon 2000

In the early morning of April 29th, CBTF, in conjunction
with The Capitol Sea Devils and - ; o
The Madeira School hosted the
6th annual Spring Biathlon. The
race consisted of a 525 yard swim
and the usual challenging 5k cross-
country run. Participants could
either compete asindividuas or as
ateam. Blessed with another glori-
oudy sunny day, the race was a
smashing success. Despite al the
hills in the run, everyone had a
great time.

Biathletes of al shapes, sizes and ages successfully
completed the race. The overall menswinner thisyear, with
atime of 26:18, was Jesse Leifert, alocal triathlete. Emer-
son Davis two year stint as the overall champion was ended
by Penny Batesin an outstanding time of 30:47 barely eking
out Kristin Balint for who finished second in 30:50. Emer-
son Davis place third in 31.06. It is important to note that
Emerson is only 13! One of the most impressive perfor-
mances was by the brother-brother team of Daniel and Eric
Rohleder who dethroned the defending male/male relay
team of father-son Dolan and Patrick Sullivan (9 years old)
in a smoking time of 26:11. The Sullvans finished close
behind in a PR of 26:48 Other winners include Felice
Physioc (14-UF), Sarah Aronoff (15-19F), Laura Toth (20-
29F), Cheryl Conlin (30-39F), Sumie Emory (40-49F), Ann
Lyttle (50+ F), Simon Gilna (14-UM), Charlie Palen (15-
19M), Tom Campbell (20-29M), Bradley Binford (30-
39M), Tom Cook (40-49M), Dick/Amy Stark (M/F Relay),
and Ginny Sasser/Sarah Oxford (F/F Relay).

Before and after the race, participants feasted on bagels,
various juices and fruits, Snickers, hot dogs and assorted
donuts. As you can see there was a little something for
everyone!!! A fond thank-you to our generous snack con-
tributors, including DrinkMore, Chesapeake Bagels, Lake
Ridge, Giant Food, Safeway, and Shoppers. Thank you to all
participants and volunteers for their time and efforts. A
specia thanks to the Whi pkeys angers Hawes, and

R =g Emorys for
their gener-
jous contri-
5 = |butions. We
(. {100k forward
to seeing
you again
next year.

White House Easter Egg Roll

The Childhood Brain Tumor Foundation was delighted
to beinvited by President Clinton and Mrs. Clinton to be
their guests at the special event, the annual White House
Easter Egg Roll, held on Monday, April 24, 2000.
Twenty-one of our CBTF families were represented, with
children ages 3-6, dong with their parents. The wonder-
ful Egg Roll tradition dates back to 1878 and is one of the
most cherished traditionsin our nation’s capital.

The White House Easter Egg Roll included Prescrip-
tion for Reading featuring g . ’
Cahinet Secretaries and Ad- B¢
ministration Officials who §
read stories throughout the
event. Many of the children &
were delighted to see Justin
Timberlake and Lance Bass of |
N’ Sync who were the Masters &
of Ceremonies on the Cotton- |
tail Stage. Other featured en-
tertainerswere Julie Andrews,
JK. Rowling, Deborah Norville, Ted Danson and Mary
Steenburgen. Each child attending received a lovely
Longaberger Easter basket filled with specia storybooks
and jelly beans. Autographed celebrity eggs were given
to the children as an added treat.

Exciting events of the morning included colorful egg
decorating, ongoing story telling sessions, strolling
Easter-related charactersin full costume, a CD Pavillion,
and a virtual tour of the White House. The children
enjoyed having photographs taken on the Great Nest and
participating in easter egg rolling on the South White
House Lawn. Everyone had a wonderful time at the
White House on the beautiful spring day.

President and
Mrs. Clinton
warmly greet the
crowd for the
eighth year in a
row.
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Angiogenesis I nhibitor s (continued from page 1)

ing the amount of chemotherapy that can be safely given.
However, recent discoveries that aterations in specific
functions of normal cells can aso inhibit tumor growth
has led to enthusiasm for the development of drugs that
effect their function is unlikely to occur. With this
approach, oncologists no longer need to restrict their
attention to the individual cancer cell, but may focus on
the entire tissue environment as potential targets of
therapy.

Angiogenesis inhibition: One of the most promising
avenuesin thisfield of cancer research isthe study of a
group of drugs called angiogenesis inhibitors (Als).
These are drugs that block the development of normal
new blood vessels, a process known as angiogenesis. By
blocking the development of new blood vessels, re-
searchers are hoping to cut off the supply of oxygen and
nutrientsto the tumor. Although the blood vessels of
tumors have been studied since the early 1800s, itis
only in the past few years that this approach as an effec-
tive therapy has become realistic. The concept of cancer
anti-angiogenic therapy stems from the work of Dr. Ju-
dah Folkman, a pediatric surgeon at the Children’sHos-
pital in Boston, inthe early 1970s. Dr. Folkman was the
first to emphasize that solid tumors cannot grow beyond
the size of apinhead (1 to 2 cubic millimeters) without
inducing the formation of new blood vessels to supply
the nutritional and other needs of the tumor. Hethen
recognized that inhibiting the growth of tumor blood
vessels should lead to effective methods in attacking
malignancy. Thistheory, now confirmed by alarge body
of experimental evidence, implies that tumors can poten-
tially be starved to death by inhibiting their blood supply.

How Alswork: In normal tissue, new blood vessels are
formed in response to signals generated during tissue
growth and repair (wound healing), during the normal
female reproductive cycle, and during the development
of the fetus in pregnancy. About 15 proteins are known
to activate new blood vessel growth. Of these, the most
potent is called vascular endothelial growth factor
(VEGF). Other important ones include fibroblast growth
factors (FGF), angiogenin, epidermal growth factor
(EGF), placental growth factor (PIGF), platelet derived
growth factor (PDGF), and tumor necrosis factor alpha
(TNF-apha) to name a few. In cancerous tissue, tumor
cellsproduce their own VEGF and other chemical signals
that induce the existing blood vessels in the surrounding
tumor environment to make new blood vessels for the
growing tumor. Endothelial cells, the cells that form the
walls of blood vessdls, are the source of new blood

vessels. In response to these chemical signals, endothe-

lial cels divide and grow, breakdown their surrounding
tissue barriers with enzymes called matrix metallopro-
teinases (MM Ps), and migrate toward the tumor to form a
connection to the body’s blood supply. Each of the steps
inthis processisapotential target for Alsto block. Some
of the naturally occurring inhibitors of angiogenesis in-
clude angiostatin, endostatin, interferons, platelet factor
4, thrombospondin, transforming growth factor beta, and
tissue inhibitor of metaloproteinase. In general, four
strategies are being used by investigators to design anti-
angiogenesis agents:

1) Block the ability of endothelial cells to break down
their surrounding tissue barriers.

Inhibit normal endothelia cellsdirectly.

Block the chemical signals that stimulate angiogene-
sis.

Block the action of proteins called integrins that are
on the surface of endothelial cells and are responsi-
ble for the continued survival of endothelia cells
undergoing angiogenesis.

2)
3)

4)

Als in clinical trials: Today, about 20 angiogenesis
inhibitors are being tested in adult human cancer trials
(see below). Most arein early Phase | or Il adult human
clinical studies. Some arein or entering phase |11 testing.
With the exception of thalidomide, pediatric studies with
angiogenesis inhibitors have not been started. The first
group-sponsored pediatric trial will be conducted by
member institutions of the Pediatric Brain Tumor Con-
sortium (PBTC) in early 2000. Thiswill be aphasel trial
with the VEGF blocking compound, SU5416. In phase I/1
trials, a limited number of people are given the drug to
determineits safety, dosage, side effects, and preliminary
activity. Inphaselll trias, hundreds of people around the
country areinvolved in studiesto determine how effective
thedrugis. Sinceal of thesetrialsarein the early stages,
commenting on their usefulness against tumors in humans
would be premature, but al have been shown to retard
tumor growth either in the test tube or in animals. The
following Isare currently in trial or about to begin and are
grouped according to their method of inhibition, which is
denoted by one of the four corresponding numbered
strategies listed above:

1) Marimastat, AG3340, COL-3, Neovastat, BMS-
275291

TNP-470, Thalidomide, Squalamine, Combretastin
A-4 Prodrug, Endostatin

SU5416, SU6668, PTK787/ZK 22584, Interferon-
apha, Anti-VEGF Antibody

2)

3)

(continued on page 5)
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Spring Retreat Day

Spring Retreat Day was held on Sunday, May 7, 2000
a the Bannockburn Community Center in Glen Echo,
Maryland. Sixty-six people attended the Retreat Day.
The medical topics included Dr. Roger Packer’s topic
Alternative Treatments for Childhood Brain Tumors
and Dr. Marianna Horn's topic Sem Cell Rescue in
Children. Stacee Springer, LCSW, session was Heal-
ing Back to Health. Many thanks to our speakers who
gave so generously of their time.

Thank you to the vol- s
unteers from BIA Finan- &%
cial Network who do-
nated and dedicated their
time to make sure the
children were well enter-
tained. Donna Brooking
and friends supplied
some wonderful craft ac-

tivities for the children 5, o Brynne, Alyssa and
throughout the day. The papjelle pose for pictures
children were also de- after having their faces

lighted about the limou-

sine trips to Glen Echo Amusement Park, compliments
of David Shalap from Washington Sedan. He also
helped provide additional entertainment by bringing the
clown, Dot.com who accompanied the children and
volunteers on trips to Glen Echo to ride the carousel.
Y vonne Soghomonian did a superb job putting together
aterrific luncheon for everyone.

=

Right: Children enjoying the carousel rides at Glen Echo
Amusement Park

Above: Washington Sedan’s David Shalap with a few
volunteers from BIA Financial Network and a few of the
children.

Right: Dot.com entertains the children

Angiogenesis | nhibitor s (continued from page 4)

4) EMD121974

CAl, Interleukin-12, and IM862 are also in clinical trials;
however, their mechanism of inhibition is unknown.

Some of the differences between standard chemotherapy
and anti-angiogenesis therapy are the result of Alstarget-
ing dividing endothelial cellsrather than tumor cells. Als
are not as likely to cause bone marrow suppression,
gastrointestinal symptoms, or hair loss. Also, Als may
not necessarily kill tumors, but rather hold them in check
indefinitely. Therefore, it may be necessary to continue
therapy with Als for the life of the individual or use in
combination with other standard chemotherapy drugs.

In summary, Als offer an exciting new approach to the
treatment of childhood tumors. Potential important ben-
efits over standard chemotherapy are the lack of resis-
tance to therapy and the lack of significant side effectson
other normal tissues. How realistic are the prospects of
anti-angiogenesis therapy? The fina answers will come
only through the completion and anaysis of ongoing
clinical trials.

This article was written by Tobey MacDonald, M.D.,
pediatric oncologist, Children’s National Medical
Center, Washington, DC.
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Your Dash.....
“l read of 3 man who stood to speak
At the funeral of 3 friend.
He referred to the dates on her tombstone
From the beginning...to the end.

He noted that first came her date of birth
And spoke the following date with tears,
But he said what mattered most of all
Was the dash betwtfsagt;rose years. (1934 -

For that dash represents all the time
That she spent alive on earth...
And now only those who loved her
Know what that little line is worth.
For it matters not, how much we own;
The cars...the house...the cash,
What matters is how we live and love
And how we spend our dash.

So think about this long and hard...
Are there things you’d like to change?
For you never knf)e\%’how much time is

That can still be rearranged.

If we could just slow down enough
To consider what’s true and real,
And always try to understand
The way other people feel.
And be less quick to anger,
And show appreciation more
And love the people in our lives
Like we’ve never loved before.

If we treat each other with respect,
And more often wear a smile..
Remembering that this special dash
Might only last a little while.
So, when your eulogy’s being read
With your life’s actions to rehash...
Would you be progadyof the things they

About how you spent your dash?”
--Author Unknown
Poem provided by Karen Dunbar
After along and courageous battle against cancer, Dash passed

away on May 9, 2000. He will be missed by those who knew and
loved him.

BN memory of

“Sometimes, no matter
how much faith we have,
we lose people. But you
never forget them. And
L someti mes, it's those

P9 memories that give us the
faith to go on.”

Monologue from
CBS Early Edition

Left: Poemin
memory of Dash
Dunbar.

Right: Photo

Dash: TheBig
Dog of Super
Heroes was our
feature story in
the Winter 2000

newsletter.
Remembrances
Stephen Boyce Wesley Hall Lewis, |1
Jeff Brown Wesley Hall Lewis, Jr.
Kelley Bula Jay Rowley
Janice Carpenter Lauren Lockard
Catherine Cason Margie Kane
Ryan Caspar Emily Mau
Ryan Crozier Donald McGettigan
Dash Dunbar Bernard Miller
Shawn Edwards TheresaMyers
Vanessa Gonzalez RebeccalLilly
Katie Harris Grace Powers
EricaHolm Nicole Ringes
Samuel Robertson Johnson ~ Amy Schiller
Tommy Kelleher Lynda Santelli
Mitzi Levine Teresa Stargel
Jodi E. Lewis Jaime Vanderheyden
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Future Events:
Fall Family Retreat Day, Sunday, September 10,
2000- Retreat Day will be held at the Carol Jean Cancer

Foundation’s Camp Friendship. Call (301) 515-2900 for
more information.

Fund-raisers:

Fall Party 2000, a gala event - Casino,
Music, Art Auction and the People’'s

Choice Floral Design Competition:
Saturday, November 18, 2000

This exciting event will include a Casino, musical
entertainment by RedLine, Art Auction with Galery
L'Cham which will include a vast sdection of well
known art pieces and styles. The areas finest floral
designers will display exquisite flord creations for a
People’ s Choice competition that will be auctioned after
voting. Musical entertainment, open-bar, food and door
prizes will be included. Cal (301) 515-2900 for more
information.

The Childhood Brain Tumor Foundation is proud to an-
nounce it is an Affiliate Member of the North American
Brain Tumor Codition (NABTC). The NABTC Mission:
The NABTC is a network of charitable organizations dedi-
cated to eradicating brain tumors. The Coalition represents
the interests of its combined constituency by raising aware-
ness of the problem and by advocating for increased research
funding, health care, and other issues affecting brain tumor
patients. Supported by its member organizations, the Coali-
tion works independently and in collaboration with other
patient and professional groups towards these goals.

The Childhood Brain Tumor Foundation (CBTF) will an
nounce our recent funding of two medical grants and other
projects for Y2K in our fal newsletter. Thank you to
everyone who has supported CBTF, enabling us to fund
important projects and studies.

The 9th International Symposium on Pediatric Neuro-
oncology was held on June 11 to June 14, 2000 in San
Francisco, CA. The Childhood Brain Tumor Foundation was
pleased to provide $2000 toward the sponsorship of the
symposium. More information will be provided in a future
newsletter.

Editor: Jeanne Young

Contributing Editor: Colleen Snyder

Contributing Writers: Peggy Killeen, Tobey MacDonad, M.D.,
Kristen Savercool, Gib Smith

Graphic Design and Production: Jeanne Y oung

Our mission is to support and fund basic science and
clinical research for childhood brain tumors. We are
dedicated to heightening public awareness of this devastat-
ing disease and improving the quality of life for those that
it affects.

CBTF is now in the
Combined Federal Campaign,
United Way of the National Capital Area
and Children’s Charities of America.
Our designated number for the
Fall 2000 campaign is

H2742

Thank you to those who choose us as their charity!

CBTF has awebsite!
Visit us at:
http://www.mnsinc.com/cbtf
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1] Thank you for your support!
0 The Childhood Brain Tumor Foundation, Inc.
0 Donation Form
Enclosed is my contribution of $:

I

0in Memory of:

I

0 In Honor of:

I

On the occasion of:

[] General donation:
I

[] Please send remembrance card to:
Name:

Address:
City/State/Zip:
Optional Phone:

I

1 Please make checks payable to:

The Childhood Brain Tumor Foundation
[ 20312 Watkins Meadow Drive

0 Germantown, Maryland 20876
(301) 515-2900
0 Charge my: MasterCard

Card#

Visa

exp. /

I
[ Note: minimum charge donation is $20

I
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