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A Message From
Bob Evanosky

On January 3, 2003, a young man named Ryan Patrick Kishbaugh finally lost
his fight against cancer. He was 18 years old when he died and from what
people tell me, he was a brilliant individual. | first learned about Ryan when |
read one of his personal journal entries that was reproduced, framed and cur-
rently resides on the walls of “56200” at Duke University Children’s Hospital.
One of the entries has deeply affected me and | would like to share it with all
of you:

| know there is no answer to what | am asking, but then tell me, if we
can’'t change this world, what are we here for? If | can’t make some-
one love herself, what am | here for? If | can’t help, what use am 1? |
know the answers are there, | know | will never be able to understand
them, so just try and see it from my eyes for a moment. We are sup-
posed to go on believing that everything will get better, that we will
make a difference, but when we are gone, does anything ever
change? Do people ever change? Cultures? Nations? DO the wars
ever stop? Does the hatred ever end? Where? When? And can | make
a difference, with such opposition, can | do anything to help? Can | do
what nobody else is able to, can | make them see? Can | open their
eyes? The world wasn’t created to be perfect, but if we all believed it
could be, could it actually happen? Would you ever let it? Would we
ever let it? Use your life to make a difference. Each person we help, it
is a small step in making the world a better place. Open your eyes to
that, and to the beauty of life. Don’t waste it. You'll never get a second
chance. None of us do.

These words written by Ryan have had a profound impact upon me since |
first read them back in 2005 when The Evanosky Foundation was being cre-
ated. For those reading this who have never contemplated the question of
whether one person can make a difference, or for those who still seek to
have it answered, | echo Ryan’s words: “use your life to make a difference.
Each person we help, it is a small step in making the world a better place.
Open your eyes to that, and to the beauty of life. Don’t waste it. You'll never
get a second chance. None of us do.”

In a large way, The Evanosky Foundation, along with its volunteers and sup-
porters, works daily to honor Ryan’s request. We invite you to come along
with us on this journey of making the world a better place.

We Win In The End,

Bob Evanosky




Accomplishments

Treatment and Research Funds

In June 2008, The Evanosky Foundation announced
the formation of The John, Christopher, and Jack
Evanosky MLD Treatment Fund at the University of
North Carolina - Chapel Hill. The fund will be used
solely to provide assistance to families with children
diagnosed with metachromatic leukodystrophy who
are seeking treatment from Dr. Maria Escolar, who
provides pre— and post-transplant developmental
evaluations at the University of North Carolina Cen-
ter for Development and Learning. The fund, cur-
rently valued at $10,000, will be a “last resort”
source of funding when all other forms of financial
support have been exhausted or denied. The e ot st LR
money may be used for travel and lodging ex-
penses, medical evaluations and testing, parking
fees, or other items that will help MLD families re-
ceive care and treatment from Dr. Escolar. The es-
tablishment of this fund supports The Evanosky
Foundation’s mission of assisting and caring for chil-
dren and families affected by MLD.
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Bob Evanosky (right) presents Dr. Maria Escolar a check in
establishment of The John, Christopher, and Jack Evanosky
MLD Treatment Fund.

In late September 2008, The Evanosky Foundation revealed a collaborative relationship with the CDC
(Centers for Disease Control and Prevention) Foundation’s Newborn Screening Translational Research Initia-
tive (NSTRI). As a result of this relation-
ship, The Evanosky Foundation created a
fund with the CDC Foundation to accom-
plish two very important objectives:

1. It will create a dried blood spot (DBS)
card repository, which will collect blood

\ I samples from people who are carriers or

gpooooooo :‘K:“ ::,SN have been affected by MLD or other ly-
e T oATE 0b sosomal storage disorders. In doing so,
researchers throughout the world can use

. i CDC Fouy\aaﬁoﬂ $ this information to help identify the crite-
PoAgD-EROF o ria for “normal” and “abnormal” test re-

Twelve thousand ard Yoo : sults.

FOR Wgﬁeﬁ”ﬁﬂ 2. It will focus on developing and imple-
menting tests to screen all newborn ba-
- bies for MLD and other lysosomal storage

disorders (LSDs) in a public health envi-
Bob Evanosky (left) and Sonya Evanosky present Dr. Robert Voght of  ronment. In the future. this will give each
the CDC Foundation with a check to establish the Newborn Screen state the ability to test every baby for

Assay and Dried Blood Spot Repository Fund these diseases at birth.

The initial focus of this collaborative relationship will include not only the CDC, but transplant programs from
various hospitals and universities throughout the United States.
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House of Hope

The Evanosky Foundation’s first apartment for families re-
ceiving medical treatment in the Durham, North Carolina
area opened on September 17, 2008. The professionally
decorated luxury apartment is designed to be a home away
from home for families while their children are receiving
stem cell transplants at Duke Children’s Hospital.

The House of Hope features conveniences such as a high-
efficiency washer and dryer, laptop computer with wireless
high-speed Internet access, flatscreen televisions, DVD
players, and a video gaming system.

In mid-September 2008, The Evanosky Foundation wel-
comed a family whose child had MLD and was recovering
from a stem cell transplant received at Duke Children’s Hos-
pital. When that family “graduated” and headed home in
November, the apartment underwent major renovations, in-
cluding the installation of wood floors, ceiling fans, custom-
ized window treatments, and specially upholstered furniture
provided by Flexsteel Industries. All of these amenities are
critical for children who have compromised immune systems
and require a clean, allergen-free environment. Unlike most
apartments, the House of Hope is professionally decorated,
with all walls featuring warm paint colors, crown moulding,
and decorator art and accessories (provided by Uttermost).

Not only is the House of Hope fully furnished, but all house-
hold items such as sheets, towels, and a fully-equipped
kitchen are included. Many household items for the House

The child’s bedroom in the House of Hope fea-
tures gender neutral colors and fabrics and
flooring that are durable and easy to clean.

of Hope were donated by supporters of The Evanosky Foundation from registries at retailers Bed Bath &

Beyond, Target, and Amazon.com.

MLD patient Tyler McAdams, of New Mexico, and his family , X )
Julie, Robert, and Robert Allen with Bob Evanosky in the  '€ceived in Durham.
House of Hope - December 2008.

Julie Allen and her family moved into the reno-
vated House of Hope in December 2008 with
her grandson, Tyler. Tyler has MLD and lives
in New Mexico, and Duke provided the best
options for Tyler's treatment. "We arrived at
House of Hope on December 5th. What an in-
credible apartment. First, it was just wonderful
not having to be in the hospital any longer. The
completely furnished apartment was so invit-
ing. There are so many amenities (we don't
even have some of this stuff at home). Tyler
liked using the XBox, watching his dad play
Guitar Hero, and having the wireless computer
available made communication easier. It is our
goal to continue to support The Evanosky
Foundation for all the support and kindness we

The Evanosky Foundation plans to open two additional Houses of Hope in 2009.
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Other
Accomplishments

MLD Parent Education Program (MLD PEP)

In November 2008, The Evanosky Foundation debuted its

new MLD Parent Education Program (PEP), designed to MLD - PEP1

inform parents and healthcare providers about MLD. The

Foundation teamed with Dr. Maria Escolar of the University

of North Carolina - Chapel Hill's Program for Neurodevelop- My child has MLD, what do I
mental Function in Rare Disorders (NFRD) to produce a do now?

web-based video in which Dr. Escolar, a well-known re-
searcher and clinician, discusses MLD, its symptoms, treat-
ments, and current research. The 28-minute professionally
produced episode is posted online and is available at The
Evanosky Foundation’s website
(www.evanoskyfoundation.org/25101.html) as well as the
NFRD website (www.nfrd.cdl.unc.edu/mld-pep/session-1).

Maria L. Escolar, MD, MSc

Director, Program for Neurodevelopmental
Funétion in Rare Disorders (NFE{D)

Center for Development and Learning
University of North Carolina at Chapel Hill
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Dr. Maria Escolar is one of the foremost experts in the world
on MLD and its progression and treatment. As the disease is rare, many parents and healthcare practitioners
are unfamiliar with the disease, and this video provides accurate, fact-based information that is accessible to
anyone with a computer and an internet connection.

The Evanosky Foundation plans to continue to expand this program to include more educational videos in the
future.

Fundraisers

Chicago Distance Classic Half Marathon and Bank of America Chicago Marathon

] In 2008, The Evanosky Foundation
| added another running event, The Chi-
- cago Distance Classic Half Marathon, as

|

part of its annual fundraising activities.
The half marathon attracted more run-
ners—including Sonya Evanosky and
her mother, Linda Johansen, who both
completed their first half marathon!

For the third consecutive year, The
Evanosky Foundation was also an offi-
cial associated charity of the Bank of
| America Chicago Marathon which took

Will Wong (back left), Jack and Bob
Evanosky, and Beth Wong (back right)
along with Christopher (front left) and
John Evanosky the day before the 2008
Bank of America Chicago Marathon in
October 2008. Will and Bob both ran the
marathon on behalf of Team Evanosky
and crossed the finish line together!

place in October.

A total of thirteen runners participated in
these events and collectively they raised
over $35,000 for The Evanosky Founda-
tion!

Sonya Evanosky (left) and
Linda Johansen after com-
pletion of the 2008 Chicago
Distance Classic in
August 2008.
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Financials

The Evanosky Foundation is recognized as a 501(c)(3) organization by the Internal Revenue Service and all
donations are tax-deductible. In 2008, the Foundation received $77,292 from individuals and businesses.

Expenses totaled $100,117 and

were primarily used to fund three
major projects in the areas of New-

The Evanosky Foundation
2008 Expenditures by Project

born Screening, Medical Research
and Family Support.

Family Support, which includes
Jack’s Library and the House of
Hope program, commanded the
largest allocation of funds in 2008.
In this area, The Evanosky Founda-
tion established the John, Christo-
pher and Jack Evanosky MLD
Treatment Fund at the University of
North Carolina (see page 2 for more
details). Additionally, The Evanosky
Foundation partnered with Dr. Maria
Escolar to create the first MLD Par-
ent Education Program (PEP) enti-
tled “My Child Has MLD, What Do |
Do Now?” which is available as a
free, authoritative online resource

Family Support _
$42,594

Newborn Screening
$14,598

b

Medical Research
$28,915

/

|
General
$14,010

for both doctors and families (see

page 4 for more details). The Evanosky Foundation also contributed $2,500 to the purchase of new washer
and dryer units on the Duke University Children’s Hospital transplant ward (“5200”). Finally, over $15,000
was spent for rent and living expenses associated with the House of Hope program (see page 3 for more de-
tails).

From a medical research perspective, $25,000 was donated to the Duke Pediatric Bone & Marrow Transplant
Program to further studies in MLD treatment and nerve repair. Remaining funds were spent to complete the
initial development of an online, international MLD registry through the University of North Carolina.

For Newborn Screening, The Evanosky Foundation worked closely with the Centers for Disease Control
(CDC) Foundation and donated $12,000 to establish the Newborn Screening Assay and Dried Blood Spot
Repository fund (see page 2 for more details).

General and fundraising expenses accounted for $14,010, which was covered by donations from the
Evanosky family.

Key Things You Should Know: How Can | Donate?

1. The Evanosky Foundation is an IRS approved, 501(c) 1. You can donate online by going to The

(3) nonprofit organization.

2. 100% of every donation goes to support initiatives such
as medical research, family support, or newborn screen-

ing.
3. All administrative costs are paid for by the founders.

4. The Evanosky Family does not receive any direct bene-
fits from The Evanosky Foundation.

Evanosky Foundation’s website at
www.evanoskyfoundation.org and clicking on
“Make a Donation” on the left hand side

2. If you prefer to send a check, you may send it
to The Evanosky Foundation at P.O. Box
9234, Naperville, lllinois 60567
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The Evanosky Foundation’s success is made possible by the generous contributions of

its donors. Thank you! If you believe we have inadvertently overlooked your donation
O ’ 1 O rS and not listed your name here, we apologize and encourage you contact us to be certain

$5,000+

Anonymous

Bob & Sonya Evanosky
HSBC Matching Gifts

$2,500 - $4,999
Sui Ming Chow
Wood Dale Bowl

$1,000 - $2,499
Simon Boag & Yasmin Ke-
shavjee

Deutsche Bank Americas
Foundation

Mike & Dana Smith
Larry & Kim Vice
Mike & Denise Woodward

$500 - $999

Vincent Kam Ki Chan
Mike & Heather Davison
Bob & Nancy Evanosky
Will & Beth Wong

$250 - $499
Michael Bellotto

Community Health Charities
of California

Arthur & Rachel Dykxhoorn
Morgan Ford

Russel & Jeanette Johansen
McDonalds

Kathleen Michael

Gary & Carol Niederpruem
Pat Smith-Pierce

Dan & Ruth Rivers

Robert & Kathleen Sekany
Thomas & Myra Steininger
John Swadener

Elizabeth Therkelsen
Matthew Wanzenberg

$100 - $249

10211 Business Solutions
Always There Concierge
Steven Ainger

Andrew & Amanda

it was received.

Armishaw
Mike Arnold
Sunil Arora
Steven & Susan Azevedo
Scott Baker
Marian Bergan
Larry & Samantha Blaszynski
Bryan Booze
Dennis Boyce
Marcia Brown
Michael & Elizabeth Buell
Tami Carpenter
Steve & Dawn Clark
Kristine Conlin
Ken Cucarola
Paulette Cummings
Barbara Davidson
Peter Davies
Lynne Davis
Susan DeJonge
Dave & Charlotte Dockstader
Jean Downie
Susan Dunseth
Mike & Tammy DuVall
Ealliance Corporation
Susan Edwards
Menno & Keri Ellis
Sherann Emerling
Garo Emerzian
James Foster
Robert Gilbert
Brenda Gonzalez
W.W. Grainger
Carole Ann Helminski
Noreen Horton
Ryan & Kandi Horton
Ed & Joan Hurst
iGive
Larry & Linda Johansen
Terry & DelRaye Johansen
Edwina Jon
Bozena Kalita
Bibi Kane
Rob & Katherine Kerr
Hyon Ko
Kevin Kochman

Terrill Laughton
Lawrence & Melinda Lerner
Jason Licar

David & Charlotte Lymangrover
Ann Madea

Dayton & Helen Marshall
Skip & Ruth Maynard
Sarah McClintock

Sean & Amy McKenzie
Metco Strip

Rob Mian

Jason Michelli

Kathleen Mikos

Katherine Miller

Jay Moller

Greg Nardiello

Pat & Beverly Neighbors
Amy Niederpruem

Gary & Mollie Niederpruem
George & Jeanice Officer
Darla Osborn

Kristalee Overdahl

Mike & Nadezda Palumbo
Brian & Michelle Parchem
Brian & Jaime Phillips
Tim & Cara Price

Angela Redmond

Steve & Pam Reed

Sean Rezentes

Carol Richardson

Luda Riebe

Susan Riley

Florence Rodgers

Lisa Romanovich

Karyn Sardar

Jack Saunders

Rick Sciortino

Michael Slain

Lance & Julie Staker
Chris & Pat Stallter

Eric & Sara Stettler

Terry & Julie Stewart
Carol Sum

Jack & Shelley Swanson
Lisa Sweet

Calvin Takeshita
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Marilyn Thompson

Don Tomsik

Matthew Van Ermen
Nancy Vasquez
Gordana Vuckovic
Jason Wagner

Blair Warman

Aaron & Jennifer Weiner
Jim & Amy Wenz
Elizabeth Wong

$50 - $99

Rose Babendir

Bank of America Foundation
Michael Bauschelt
William Bejin

Lisa Benson

Beth Berselli

Jan Bleeker

Donald & Michelle Brown
Kevin & Kay Brown

C. Michael Buescher
Albert & Concetta Cacini
Beverly Carter

Certified Collision

Ron Charmoy

Eric Chavez

Monica Crawford

Jo Dermitt

Gretchen Diver

Steve & Karen Fedyszyn
Rocco Filipponio

Ronnie Fowler

Allen & Karen Franck
Courtney Frisella

Bob & Mary Gately
Stuart & Pam Gish
Gordon & Alene Guthmiller
Byron Hamilton

Dalia Harami

Penny Hartwell

Beth Haviland

Steve & Sylvia Higa

Tim & Barb Hoskins

Jim Hutchings

Gregory & Patricia Irwin
Arnold & Sheridan Jansen
Peter Jaskowiak

Ellie & Stacey Johnson
Erika Johnson

Kathleen Katrenak
Darryl Keck

Karen Ketteringham
Dayton Kishimoto
Reagan Knaus

Carolyn Lese

Ron Lockhart

Dave Long

Dean Magnuson

Paul & Holly McDermott
Kevin & Jennifer McKinney
Kirk McKinney

Bruce McNair

Gail Mendenhall

Barry Metzger

Raman Muralidharan
Ravin Narain

Gina Nelson

Dell Norman

Tim Olson

Eileen Pappas

Katie Pepitone

Paul Peterson

Ari & Jamie Potash

Art Racek

David Redeker

Rodrigo & Janaina Ribeiro
Colleen Rodman

Frank Salinas

Rita Ann Schwolow
Jennifer Segal

Brent & Jenny Shults
Carlyle & Leanna Skogen
Curtis Spall

Robert Stewart
Alejandra Tena
Dominic & Becky Triveri
Steve & Beth Trubich
Steve Vara

Thu Vo

Sarah Voss

Dennis Ward

Glenn & Renee Westra
Miriam Wong Tsao

Donations may be sent to:
The Evanosky Foundation
P.O. Box 9234

Naperville, lllinois 60567

Donations can also be made
online through our website at
www.evanoskyfoundation.org.

Many employers -- like IBM and
Sacramento County, California --
allow donations to The Evanosky
Foundation through payroll de-
duction. Check with your em-
ployer to see if this option is
available for you!
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About Us

The Evanosky Family’s Story

Bob and Sonya Evanosky have three sons: John and Christopher, who are
identical twins, and Jack, who is 26 months younger. All three boys were di-
agnosed with metachromatic leukodystrophy (MLD) in early 2005. John and
Christopher were initially diagnosed with cerebral palsy, but after experienc-
ing a rapid decline in their abilities, they were properly diagnosed with MLD
in January 2005. The Evanoskys were told that John and Christopher, who
were diagnosed at age three, most likely would not live past the age of six. A
few weeks later, Jack also tested positive for MLD at the age of one.

The Evanoskys learned that cord blood stem cell transplants were being
used to treat MLD at Duke University Medical Center in Durham, North Caro-

lina. After an evaluation by the doctors at Duke, Jack received his stem cell
transplant on April 1, 2005. During this time, friends approached the Evanoskys with a proposal to form a founda-
tion and thus, The Evanosky Foundation was formally established in June 2005.

Mission Statement

The Evanosky Foundation supports pediatric leu-
kodystrophy research, universal newborn screening,
and assists children and families affected by a leu-
kodystrophy, lysosomal storage disorder, or other
disabling pediatric conditions. We are a dynamic or-
ganization committed to seeing meaningful change
and improvement in each of these areas.

2008 Board Members

e Francis “Bob” e Karen Fedyszyn
Evanosky e Amy McKenzie

e Sonya Evanosky

¢ Michael DuVall

The Evanosky Foundation
P.O. Box 9234

Naperville, IL 60567

41 (630) 236-8039

THE EVANOSKY Website: www.evanoskyfoundation.org

FOUNDATION

We Win in the End

E-mail: evanoskyfoundation@evanoskyfoundation.org




