In This Newsletter:

Pg 2 Stampin’ Up! Fundraiser
POST Training Opportunity,
May 16, 2006
A Lion in the House

Pg3 CAMPS!

Pg 4 Hero Beads Program Update

Pg5 Summer Picnic, August 13
PHOAG Invitation

Pg 6 Cure Kids Cancer Radiothon
Leukemia and MDS Conference

Pg 7 2006 Calendar

Pg 8 Haraldson Brothers Open Golf
Classic, August 19

Pg9 News from the Candlelighters’
Office

Pg 10 Donor Acknowledgements

Pg 11 How You Can Help



Capital Candlelighters

Spring 2006 2

Parents On Site Talking(POST)
training, Tuesday, May 16

Parents of children with cancer know that it is
helpful to connect with others who have lived
through a similar experience. Volunteer
parents can offer support, provide practical
information and share resources. UW Peds
Oncology has begun a program offering
patients direct contact with a parent volunteer
when they visit the clinic or the hospital for
treatment and will offer a training on May™.6
from 5 pm to 7:30 pm. Volunteers who have
already attended Parent to Parent training do
not need to go through another training to take
part in POST. Once trained, a volunteer can
schedule a time to be in clinic or the hospital
to be available to other parents. Parents or
adult survivors wishing to attend a training for
this program or who would like more
information can contact Sandy Bakk at 608-
265-5386, or email sl.bakk@hosp.wisc.edu

A Lion in the House

At 8 p.m. on Wednesday, June 21 and
Thursday, June 22 Wisconsin Public
Television will air Independent Lens "A Lion

in the House."This inspiring, harrowing and
intimate series follows five children as they
fight against cancer with the help of their
families, nurses and doctors over a span of six
years.

Stampin’ Up! Fundraiser for
Capital Candlelighters

Tuesday, May 16
6:30 PM

CSCI Boardroom
517 N Segoe Rd,"¢floor
Madison (behind Hilldale)

Plenty of free parking, refreshments and
stamping fun with Stampin’ Up!
Demonstrator Tracy Filter. Tracy will
donate 10% of profits to Capital
Candlelighters.

Try your hand at some fun projects. Help
raise money to support kids with cancer an
their families, and enjoy some great craftin

A special part of our evening will be trying
out Stampin’ Up! products as we make
beautiful cards to donate to families in the
UW Peds Oncology inpatient unit.

To RSVP, please call Anne in the
Candlelighters’ office at 608-231-8006

If you'd like to make a purchase but canng

attend on May 16, you can call Tracy Filte

at 608-834-0029 or visit her web site
www.tracyfilter.stampinup.net
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One Step at a Time Camp
Lake Geneva, WI

One Step at a Time Camp has been serving
children ages 7-19 with cancer and leukemia
for over 25 years. They run a one to two week
summer camp at Aurora University-George
Williams-Lake Geneva Campus in Williams
Bay, WI every July. There’s also a fall

Family Camp and a short camp over winter
break. Children can be on treatment, off
treatment or have no further treatment
available. There is medical staff in camp at all
times including an oncologist, nurses and a lab
tech to do counts if they are needed during the
week. The staff is experienced in central line
care, medications and other special care that
may be required by the child with cancer. All
activities are adapted to be inclusive, and kids
are grouped into separate sessions where by
age and interests. Visit
www.onestepcamp.org or call 312-924-4220.

Camp Sunshine Wisconsin
Warrens, WI

This is Wisconsin’s first outpost of the
legendary Maine retreat serving kids with
cancer and their families. This free camp runs
for one week in the spring and fall; the next
session will be October 15-20, 2006. Families
stay in lodges at Yogi Bear’s Jellystone Park
Camp-Resort. A Capital Candlelighters’
family had this to say about their time at Fall
camp, 2005:

“Camp Sunshine was a lot of fun. | liked
it because | didn't have to cook or clean . .
. They had lots of activities for adults and
kids. For adults there was a shoulder
massage, scrapbooking, group
discussion, group games, one dinner for
adults only with karaoke, and more. For
kids, there were day camps with lots of kid
activities and crafts. And then there were

whole family activities like movies, a
costume ball, and a photo session with a
professional photographer ... our child's
napping needs were beyond what they
wrote in the schedule because of her age
and the intensity of her chemo. So, what
we learned was to do what we wanted on
the schedule and not to pressure
ourselves to do everything on the
schedule.

I'd recommend the camp highly. The staff
were caring and accommodating, and it
was nice to meet other families. Also, the
facilities were wonderful and the food was
pretty good. There was lots of food,
plenty of options, and the camp was
considerate of people with dietary
restrictions or special needs.”

Find out more about Camp Sunshine
Wisconsin at their web site,
www.campsunshinewisconsin.org.

Hozhoni Weekend
Rosholt, WI

Many Wisconsin families of kids with cancer
hold Hozhoni Weekend near and dear to their
hearts. Sponsored by Friends of Oshkosh
Area, Inc and the American Cancer Society,
this family retreat is held every year at the
Wisconsin Lions Camp near Stevens Point, on
the weekend after Labor Day. It's a

wonderful, uplifting experience in a beautiful
natural setting. Relax and share with other
kids and families while you enjoy playing in

the outdoors. Share comfortable lodge
accommodations and let someone else prepare
your meals and spin the tunes for the Saturday
night dance! Experience the healing power of
flashlight tag and wagon rides. Get an
application from the UW Peds Heme Onc

staff or call the American Cancer Society at
(800) 947-0487 ext. 5536. Encourage another
family or two to come along with you!
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Hero Beads let kids and teens with cancer or
blood disorders commemorate their personal
treatment journey in the form of a simple,
visible medical record. You will initially
receive a cord with letter beads that spell out
your first name, plus a Diagnosis bead and a
bead representing the UW Children’s
Hospital. Every time you have a procedure or
pass a particular milestone, a member of your
medical team can give you a special bead to
add to your cord of beads. Over time, Hero
Beads provide a symbol of each patient’s
personal journey, a touchable testament to
strength and endurance.

Please talk to your nurse or Child Life
specialist about the Hero Bead program.
Patients who join the program in mid-
treatment are welcome to obtain one or more

cords and collect the beads they need to “catch

up.” Patients who have already finished
treatment or bereaved families may create a
set by visiting the Capital Candlelighters
office. Call 608-231-8006 to set up a time to
come in.

Safety Warning To avoid possible choking

or strangulation, beads should only be worn
with adult supervision. Child should NOT
wear beads in bed, while playing, on climbing
equipment or while under sedation. Parents
of children under age 4 should collect the

beads on their child’s behalf and display the
strand of beads on the wall or in another safe
place.

Here's the current list of available beads:

Air Lift

Biopsy Complete

Birthday on Treatment

Blood Culture

Blood Draw

Blood Transfusion

Bone Marrow Aspiration

Bone Marrow Transplant

Cast

Central Line surgically in / out
Course of Chemo

CT Scan

Diagnosis

Echocardiogram

End of Treatment

Hair Loss

ICU/PICU

Inpatient Admission

IV Infusion

Lumbar Puncture

MRI

Nuclear Med Scan

PET Scan

Platelet Transfusion

Port Access

Radiation

Relapse

Remission, No Evidence of Disease
Sedation

Stem Cell Harvest

Surgery

Total Body Irradiation

Travel Long Distance to treatment
Tube Insertion (NG, G-tube, Chest tube)
Ultrasound

UW Children’s Hospital bead
X-Ray

Wish Trip

WOW Bead (for a special accomplishment)
Years Off Treatment (1, 2, 3, etc.)
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Sunday, August 13
Noon to 3 pm
Elver Park Madison, WI

Capital Candlelighters and the Peds Heme-Onc Adyi&ooup (PHOAG) will host this
annual party. Come for the food and games, stathtbentertainment, prizes and fun!

All current and former patients and immediate fgmiembers are invited
RSVP by August 8to 608-231-8006 or by email smne@capcan.org
**As always, on-treatment families can RSVP uphe tay before**

Peds Heme-Onc Advisory Group Needs You!

3%

Families of children who have been patients in U¥d9$°Oncology have a uniquy
opportunity to advise the staff and administratbhe hospital and clinics.
PHOAG unites parents and young adult survivors @vesy quarter to discuss
pressing issues and make recommendations to reekidff best meet the needs pf

new patients and families.

By sharing your insights, you can help improvedkperience of those
who go through treatment after you.

To learn more about PHOAG, contact your clinic eurs
call Mary at 608-263-8556
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)96%*
May 16 Stampin’ Up! fundraiser, CSCI Boardroon8@:
May 16 POST Orientation at UWCH
July 10 Summer Newsletter in the mail
July 21 Fort Atkinson Relay for Life table
July 22 Moms of Kids with Brain/CNS Tumors Retreat
August 13 Summer Picnic, Elver Park, noon to 3
August 19 HBO Golf Classic, Lake Windsor Golf Club
August 26 Italian Golf Classic, Sun Prairie

September 2,3  Taste of Madison, Delitalia Booth
Early Fall Vitensefest 2006

September 20 Sheraton Madison LLS “Childhood Carigack to
School” Conference , 8:30-1:15

October 10 Fall Newsletter in the mail
October 14 Parents of kids w/ solid tumors ret(akh date 10/21)
October 28 Halloween Party — open to all currewt former

patient families

December 9 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 theseageus 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 activities: OYes Q\Io
(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

Payment Options

O Personal check or money order. Make 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

Jim Gilmore

Joel Haraldson
Tracey Hensen
Helena Scherer-Jones

Lorie Miller Madison East High School
Candlelighters’ Sponsor

Anne Spurgeon  Executive Director




