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Health "Passport” Helps Childhood
Cancer Survivors Manage Their Care

By Phyllis Brown

University of California-San Francisco pediatric
oncology specialists have developed a new tool
in an effort to address the needs of survivors of
childhood cancer: a pocket-sized "health
passport" the size of a credit card.

The Survivor Health Passport is aimed at
educating the survivors, their families and
physicians about their disease, their treatment
and the potential long-term consequences,
empowering them to know their individualized
follow-up recommendations, according to
Robert Goldsby, MD, medical director of the
Survivors of Childhood Cancer Program at
UCSF Children's Hospital.

Goldshy said that continuing advances in
pediatric cancer treatments have resulted in a
growing population of survivors of childhood
cancer, and physicians still are learning about
the long-term consequences of childhood
cancer and its therapy. "The most common
childhood cancer is acute lymphoblastic
leukemia (ALL), which was almost uniformly
fatal prior to the 1970s. However, now we
expect about 80 to 85 percent of ALL patients
to be cured of their cancer," he said. He added
that about 70 percent of all children diagnosed
with cancer should expect to live long-term.

"The study of the late effects of cancer therapy
is actually a new field of medicine," Goldsby
said. "We are just beginning to discover the
long-term consequences of our intensive
therapies and it is important to provide the
growing population of survivors of childhood
cancer with appropriate follow-up care."

"We want to make sure that pediatric cancer
survivors are getting the appropriate clinical
follow up and that they are knowledgeable
about their risks for recurrence of disease and
late effects,” he said.

In 2004, the President's Cancer Panel reported
that the number childhood cancer survivors
underscored the need for a concise but detailed
documentation of care received by each patient
that could be shared with physicians and
others, according to Goldsby.

The UCSF health passport contains all of the
information relevant to each individual cancer
patient's treatment regimen and follow-up
needs.

On one side of the card is the patient's
treatment history, including the details of all
chemotherapy, what drugs were administered,
in what dosages, at what ages, and the
cumulative dosages given. It also includes a
description of the significant surgeries and
radiation therapy treatments that the patient
underwent.

On the opposite side of the card is information
about the patient, including name, date of birth,
and the name of the treating oncologist with
contact information. There also is a list of
specific "therapy-related risks" and a
description of specific exams the patient should
undergo and at what intervals in order to ensure
that health is closely monitored.

Goldshy explained that "therapy-related risks"
refers to the potential health effects of specific
therapies. "If there is a therapy that is tough on
the heart we want to make sure that the
patient's heart is healthy." He added, "We like
the passport because it's a permanent copy that
each patient can keep, and it's portable so it
can be used if the patient moves to another
place," he said.

This article reprinted with permission of UCSF
News Office, from a UCSF news release dated
June 6, 2006.
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Wisconsin Department of Justice Grant
Brings $10,000 to Capital Candlelighters in Lup&=ttlement

On May 25, 2006, Attorney General Peg Lautenscilageounced that the Wisconsin Department of
Justice (DOJ) has reached a settlement with TAPnRAIweutical Products, Inc. (“TAP”) to pay
$798,000 for fraudulent marketing practices whintiuded improperly influencing doctors to prescribe
the high-priced cancer drug, Lupron. The money aisisibuted by court order to forty-eight
Wisconsin organizations engaged in the care amadhtient of cancer or the promotion of improved
health care for Wisconsin citizens. Capital Cahghters was approved by the federal court asobne
those 48 non-profits organizations, and receivedexk for $10,000 in a ceremony at the Wisconsin
State Capital.

“I am pleased to have obtained this money anddwildute it to several outstanding Wisconsin
organizations,” Lautenschlager said in a pressazente in the Senate Parlor. “This money, takem fr
one large multinational drug company, will servé owoly to punish TAP for its wrongful conduct, but
will serve as a warning to other drug companies.”

The grant has immediately been put to work to b@astdlelighters’ Emergency Assistance Grants to
families. These grants are available to helprgarpay expenses that, if left unmet, might compsem
the health or safety of the child with cancer.
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Food and games, entertainment, prizes, crafts amd!m

All current and former patients and immediate fgmiembers are invited
Please RSVP by August & 608-231-8006 or by email amne@capcan.org
**As always, on-treatment families can RSVP uphte tay before**
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ltalian Golf Classic
Sunday, August 27
Sun Prairie Golf Course

Tee times 10 am to 1pm
Dinner and raffle start after 5:00

$75 fee includes 18 holes of golf, cart, Italian sausage sandwich at the turn,
complimentary drinks and a steak dinner.
Dinner only - $20

All proceeds donated to Capital Candlelighters to support kids with cancer and their families.

For registration materials call Tony Bruno at 608-837-5427 or the Candlelighters’ office, 608-231-8006
Sponsorships are available! Promote your business at this fun event.

Childhood Cancer- Easing the Transition Back to Sobi
Conference

Hosted by the Leukemia & Lymphoma Society

Wednesday, September 20, 2006:30 a.m. — 1:15 p.m.

Sheraton Madison Hote] 706 John Nolen Dr., Madison, WI

What is Cancer and the Acute and Late Effects of Teatment -Margo Hoover-Regan,
MD, University of Wisconsin Children’s Hospital,ddison
ABCs of School Re-entry
a. For the Elementary Aged Child -  Sharon FrehhdNP

Andrea Urbon, MSW, UW Madison
b. For Middle/High School Students — Sheila Feel8W, Children’s Hospital of WI
Panel Discussiong(Including Students, Parents, School and Healtheeséessionals)
Let's Not Forget about Siblings—  Sandra Ring, MS, CCLS, SuperSibs
Spiritual and Emotional Support - Peg Weber, RN, St. Mary’s Hospital

This free conference is open to glarents, school professionals and healthcare pd®iris
working with children with cancer, regardless of éitype of cancer the child has.
A light breakfast and lunch will be provided.

Pre-registration is required. For more informatowrio register, please call at 1-800-901-0771],
ext. 1 or e-mail nehlsloweb@lls.org or enwalds@fig. Please provide complete name, address
andphone number for each person attendinhank you.
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July 21

July 22-23

August 13

August 19

August 27

September 20

September 30
October 14-15

October 28

November 11

December 9

Fort Atkinson Relay for Life table

Moms of Kids with Brain/CNS Tumors R,
Quiality Inn, Fitchburg

Summer Picnic, Elver Park, noon to 3

HBO Golf Classic, Lake Windsor Golf Club
All proceeds benefit Capital Candlelighters
For registration materials, call 608-231-8006

Italian Golf Classic, hosted by theidialWorkmen’s Club
Sun Prairie Golf Course Tee times 10 amto 1 pm
All proceeds benefit Capital Candlelighters

Register by August 18, forms available in the
Candlelighters’ office

Sheraton Madison “Childhood Cancesk Ba
School” Conference, 8:30-1:15 sponsored by LLS

Vitensefest 2006

Moms of Kids w/ Solid Tumors Retreat

Halloween Party for all current anahrfer patients
Madison East High School cafeteria, 1 PM
Prizes, food and fun!

Community Day fundraiser at Boston&itiest Towne

Holiday Party - by invitation for oedtment and recent
peds heme onc patient families

Call the Candlelighters’ office for more informatio

608-231-8006
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We are very grateful for recent gifts from theseegeus donors:
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Donation Form

** Please type or print legibly. We want to make sure we have your correct information. **

Your Information

First Name M.l. __ Las t Name

Business Name

Address 1

Address 2

City State Zip Code

** Please include me in mailings for other Candeli  ghters activites: ~ (OYes  (ONo
(NOTE: Capital Candelighters does not sell or share mailing lists or other personal information.)

Support Levels and Payment Options

O Shooting Star — Greater Than $1000.00 $
O Beacon - $1000.00 (O Torch-$ 500.00 (O Candelabra - $250.00
O Pillar - $150.00 O llluminator -  $100.00 O Shining Light - $5 to $99

Gift made In Honor Of In Memory Of

Payment Options

O Personal check or money order. payable to Capital Candelighters

O Cash

O MasterCard or Visa  # Exp. Date
Signature

Mail the completed form with donation to:
Capital Candlelighters, 517 N. Segoe Rd, PO Box 25 8133, Madison, WI 53725
Please do not mail cash.
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Capital Candlelighters Board 2006:

Barbara Byrne

Jim Egle

Kent Emerson

James Gilmore, Jr. President
Joel Haraldson Treasurer
Tracey Hensen

Helena Scherer-Jones

Kevin Straka

Lorie Miller Madison East High School
Candlelighters’ Sponsor

Anne Spurgeon  Executive Director

Vitensefest 2006
September 30 Vitense Golfland



