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cal procedures. Children can be faced with drug infusions, blood

ransfusions, surgery, bone marrow aspirates, lumbar punctures, fin-
ger pokes, and other invasive procedures. They often have to remain in the
hospital for extended stays and sometimes travel to other cities for treat-
ment.

Clhildren treated for cancer undergo an overwhelming number of medi-

Candlelighters’ Courage Beads are designed to let children with cancer
commemorate their personal cancer journey. Every time that a child has a
procedure—whether a chemotherapy infusion, radiation therapy, a bone mar-
row aspirate, a blood transfusion or other procedures, their parent or a mem-
ber from their medical team can provide them with a special bead to add to
their ‘courage bead necklace.” Each bead represents a specific treatment
that the child received. For example, a red heart bead represents a blood
transfusion. The treatment legend and the associated beads will be
posted the beginning of June on our national website at:
www.candlelighters.org

Candlelighters’ Courage Beads provide a symbol of each child’s unique can-
cer journey—a symbol that demonstrates the child’s strength and accom-
plishments. Wearing the necklace can help their friends, school mates and
extended family members to better understand what the child has been going
through. Parents might also want to wear the courage bead necklace to work
as a means to visually share their child’s cancer journey in a meaningful way
with their colleagues.

Beads may be purchased individually by families or in bulk by hospi-
tals and Candlelighters’ Affiliated groups using our website store at
www.candlelighters.org/store. Prices will vary according to quantity or-
dered and will include shipping and handling. We encourage you to watch our
website for the announcement of this exciting national program!

ancer is the leading cause of death

from disease in adolescents aged 15-

19in the U.S. It affects over four thou-
sand older teens each year, 1.9 times the num-
ber in 5- to 9-year olds, and 1.7 times that in
10- to 14-year-olds. However, you may be
surprised to learn that only one-third of these
adolescent cancer patients receive their care
at pediatric oncology centers. And when they
do, they often feel out of place, as over 85% of
patients seen at pediatric oncology programs
are under age 15, and these programs focus
their research, clinical care and psychosocial
support on the needs of these younger
patients. Alternatively when they are seen by
adult medical oncologists in an adult cancer
facility, they are an even greater anomaly, as
they account for 1% of the population seen by
this specialty. What determines which spe-
cialist they see? Mostly, random referral pat-
terns. Upper age limits at pediatric oncology
centers range from 16 to 21 years, while adult
oncology programs accept patients as young
as 15. Therefore, some patients in this age
group are being treated as adults, while some
are being treated as children, with no system-
atic method for discerning what is most
appropriate for the patient. This leaves this
population without a home, stranded between
two cultures that do not ‘own’ it. Without any
focus on them, they have suffered.

Studies show that statistically there has been
much less improvement in the survival rates
for cancer patients within this adolescent age
group compared with the steady progress that
has increased survival rates by 30% both for
children and older adults over the last twenty
years (the lack of improvement is even worse
Continued on page 3
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Introduction of Board Pres.

of Candlelighters Childhood Cancer Foundation. It is my hope to lead the con-
tinued growth of our organization over the next year as we serve children with
cancer, survivors, and their families.

] am writing to introduce myself as the new President of the Board of Directors

I myself am a survivor of childhood cancer. | was diagnosed at 5 years of age with
non-Hodgkins lymphoma and treated as an outpatient at Children’s Memorial Hos-
pital in Chicago. Treatment included multi-agent chemotherapy, emergent chest
radiotherapy, and cranial irradiation. This experience led to my subsequent training
in pediatrics, preventive cardiology, and public health. My research interests spring
largely from my primary cancer experience and the late effects that resulted from
my treatment. Currently | am an Assistant Professor in Epidemiology at the Univer-
sity of Rochester, NY. My primary research interest is the cardiovascular effects of
childhood cancer therapy, specifically radiation to the chest and brain.

| have served on the board of Candlelighters since 2003, and hope that my experi-
ence as a childhood cancer survivor and physician-scientist allows me to bring a
special perspective to advocate on behalf of children with cancer and their families.
I have been proud to serve with, and learn from my fellow board members and am
honored to be taking over the Presidency from Steven Payne. Under his leadership,
the commitment of the entire board, and the strong work of Ruth Hoffman our
Executive Director, and her assistant Bonnie Shoval, | believe the national office is
well poised for growth. | want to personally thank all of you for supporting your own
children, other children and adolescents with cancer, as well as your support of
Candlelighters.

Jacob Adams MD, MPH, President, Candlelighters Childhood Cancer Foundation
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Tips For Teens

Excerpted from the upcoming book Bald or Shaved
by Jarrett Stein

7
*

Set goals for yourself. Each day | tried to do and accomplish more than the day before, whether it was walking
down the hall, eating more protein or beating my Dad at pool. It helped me to continue to move forward when |
could see the progress | was making. | also made long term goals. My major goal was being well enough to stay
in the same grade as my friends, even though | missed so much school. When | knew | was working toward
something, | learned to become more resilient.

7
*

Become friends with all of the medical personnel, believe in them, and know that they have your best interest at
heart. I'd talk to my oncologist about baseball, my surgeon about U.S. History, my radiologist about cooking, one
nurse about dogs, another nurse about stand-up comics, and my anesthesiologist about Star Wars. It felt good to
laugh with them and it helped me to relax.

% Be an active member of the team that is helping you to get well. Ask questions about procedures, lab results or
anything else you want to know. | would even ask about what medication the nurse was adding to my IV, so | could
time the dose.

% Find ways to make yourself happy. Even on “bad” days, between treatments, it always made me happy to
remember that | was in my own bed, rather than a hospital bed. Also, to help keep me smiling in the hospital, |
always brought a picture of my dog, music to help me fall asleep, and my own pillow.

% If you aren’t eating and the pills taste terrible, ask if they can be put inside an empty gel cap — they go down more
easily and it masks the taste.

% Realize that you have choices and that you can still make some decisions. | chose whether to be asleep or awake
for some procedures, and | chose not to eat hospital food.

% Stay as independent as you can. | took care of my own catheter and cooked for myself whenever | could.
% | hated the smell of the hospital. To help make my room more enjoyable, | would bring extracts of smells | liked.

% Something they don't tell you before chemo, is that things you eat while you are undergoing therapy and even
things you do will for some reason seem terrible after your therapy is over. My first night in the hospital | ate my
favorite food—fried chicken, and | haven’t eaten it since. | also won'’t eat barbeque sauce anymore. Afriend lent me
a Playstation 2 to distract me in the hospital and so that | could play with my brother. | haven’t been able to pick
up a controller since, even now, two years after treatment (though controllers for other games are fine). So, keep
that in mind.

% When you are in the hospital, it is easy to get depressed and miss your home and friends. | would make specific
plans about what | was going to do once | got out of the hospital, and that made it much easier.

% If you are faced with what seems like an unbelievable procedure, relax and think it through. I'd say what sounded
horrible about it, convince myself that if it was necessary, I'd better do it, put on my “game”
face and resolve to move forward and get it done.

% When you are in the hospital, try to make the best out of everything that gets thrown at you.
Keep your sense of humor and stay happy; it really makes everything seem better.
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...Because Kids Can’t
Fight
Cancer Alonhe!

Link to Candlelighters Childhood Cancer
Foundation’s Website to read the latest
edition of our national newsletter, new
publications, curent childhood cancer
information and membership form.
http://www.candlelighters.org

For News and
Notifications from
Candlelighters’ National
Office

JOIN THE ELECTRONIC
MAILING LIST!

http://
groups.yahoo.com/
roup/
CandlelightersNational



