
Dear Friends, 
The great NBA basketball player Michael Jordan once said, “Obstacles 
don't have to stop you. If you run into a wall, don't turn around and give up. 
Figure out how to climb it, go through it, or work around it.”  Here at The 
Evanosky Foundation, we look upon our responsibility to combat MLD and 
other lysosomal storage disorders in the same way. 

The year 2007 afforded us the ability to punch through that wall with a 
number of opportunities, most importantly in the creation of Illinois Senate 
Bill 1566.  After almost a year of hard work, a coalition of agencies, led by 
The Evanosky Foundation, worked with the Illinois legislature and the Gov-
ernor to transform IL SB1566 into a state law requiring that the State 
screen all babies for five lysosomal storage disorders which are fatal if left 
untreated.  This was a historic first within our country. 

The year 2007 also allowed for The Evanosky Foundation to lay the 
groundwork for new research related to brain or nervous system repair for 
children who suffer from neurological damage.  In addition, we also contin-
ued to support the oligodendrocyte research, which is focused on curing 
MLD, that we funded in 2006.  My personal hope is that in 2008 we will 
have human trials using stem cell therapies that will benefit both children 
and adults suffering from metachromatic leukodystrophy along with other 
leukodystrophies. 

I look back to 2007 as a year of accomplishment, as a year that puts us 
one step closer to protecting our future children from numerous terminal 
illnesses and at the same time rescuing children like my three sons from 
the damage that has wreaked havoc on their physical bodies.   

I want to thank all of you who have had a hand in making 2007 the year it 
was; I am proud to be a part of the team of supporters that make up this 
organization. 

We Win In The End, 
Bob 

What Did We Do? 

The Evanosky Foundation put together an approach to help families and 
children affected by MLD and supported three key initiatives in 2007: 

1. Medical Research 

2. Family Support 

3. Newborn Screening 

You can read more about these projects, along with the Foundation’s fi-
nancial activities, on the following pages. ���
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Medical Research 
The year 2007 was a year in which considerable effort was invested in developing 
projects that The Evanosky Foundation will be involved in for the next several years. 

The Evanosky Foundation continued  to sponsor preclinical work at Duke University 
in developing cellular therapies that will treat children with leukodystrophies.  We 
expect to see the beginning of Phase I clinical trials that will administer cells in-
trathecally (into the spinal fluid) for children with advanced leukodystrophies.  Indi-
viduals or organizations who are interested in funding this or other research should 
contact Bob Evanosky at The Evanosky Foundation at evanoskyfounda-
tion@evanoskyfoundation.org. 

Beginning in 2006 and continuing throughout 2007, The Evanosky Foundation 
worked with The Trimper Children’s Fund, Athena’s Hope Foundation, The Stennis 
Foundation and key individuals to provide the funding needed to complete Dr. 
Joanne Kurtzberg’s oligodendrocyte research at Duke University.  Dr. Kurtzberg’s 
project involves harvesting, isolating and growing a particular type of cell that mim-
ics an oligodendrocyte from umbilical cord blood. The unique thing about an oli-
godendrocyte is that it has the potential to stop the degenerative effects of MLD once it is administered into the body. There is 
also the possibility that it can repair prior nerve damage.   Human safety trials that utilize these cells are expected to begin 
soon.   

The final project, which was funded in late 2006 and largely completed in 2007, focused on developing the initial architecture 
for an MLD Physician & Family Registry.  This project was headed by Dr. Maria Escolar at the University of North Carolina at 
Chapel Hill.  Dr. Escolar is a world renowned MLD doctor and holds a vast collection of data pertaining to children who suffer 
from MLD.  One of the many purposes of this registry will be to collect information on the natural course of MLD if it is un-
treated, which will be used to measure the effectiveness of treatments such as bone marrow or stem cell transplants, cell re-
placement therapy or enzyme replacement therapy.  The registry will be a global, web-based registry open to medical profes-
sionals for research.  The more data researchers have, the easier it is for them to identify new and effective treatments for 
MLD.  The Evanosky Foundation hopes that this data will be used to publish a paper in medical journals on the effectiveness of 
early MLD treatment by July 2009.  
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Family Support 
We at The Evanosky Foundation recognize that we must possess the compassion and caring 
needed to care for individual families affected by leukodystrophies, not only in the United 
States but abroad as well.  In 2007, we came in contact with a little boy named Christopher 
“Junior” Luna who lives in the Dominican Republic.  Junior has a leukodystrophy, and we 
worked with two missionaries who befriended Junior’s family to make sure that Junior receives 
proper treatment.  We have provided medical supplies, a wheelchair, clothing and books.  We 
have also paid for Junior’s medical care when necessary, since hospitals in the Dominican 
Republic will discharge a patient regardless of his condition if he does not have the ability to 
pay.  This is what The Evanosky Foundation is all about—making a difference so that other 
families do not have to experience the same 
pain and challenges that we have faced.  To 
read more about Junior’s story, please go to  
www.caringbridge.org/visit/cristopherluna and 
click on “Read Story” in the “My Story” sec-
tion. 

In addition, in 2007, The Evanosky Founda-
tion worked with the Boy Scouts of America to manufacture physical therapy 
equipment for children.  Boy Scouts who want to attain the rank of Eagle Scout 
must participate in an Eagle Scout project that has a significant benefit and/or 
impact on the community, so Troop 81 Eagle Scout candidates teamed up with 
The Evanosky Foundation to manufacture various pieces of physical therapy 
equipment with a total retail value of nearly $30,000.  The Evanosky Founda-
tion will provide this equipment to families whose children need this equipment.  
Since physical therapy devices are often very expensive, this equipment will be 
appreciated!  The Evanosky Foundation has underwritten the cost of most of 
the raw materials necessary for this work. 

Christopher Luna, August 2007 

Boy Scouts from Troop 81 delivering equip-
ment made to benefit disabled children 

Dr. Maria Escolar with John (left), Jack 
(front) and Christopher Evanosky 



Newborn Screening 
Beginning in 2006 and throughout 2007, The Evanosky Founda-
tion worked to expand newborn screening to include lysosomal 
storage disorders (LSDs) in Illinois.  Lysosomes are contained 
within human cells and have enzymes that break food down into 
its basic elements so it can be used by the body.  Individuals who 
do not have one of these enzymes, such as people with MLD, 
have a lysosomal storage disorder.  The Evanosky Foundation 
partnered with a variety of groups and individuals to file  Illinois 
Senate Bill 1566 on February 9, 2007.  The bi-partisan bill, au-
thored by Senator Dale Righter (R),  provided for screening of all 
Illinois babies for five LSDs, which included  Pompe, Krabbe, 
Gaucher, Niemann-Pick, and Fabry diseases.  Like MLD, treat-
ment for these diseases is only effective if started before symp-
toms appear, so newborn screening is essential to early treat-
ment.  After numerous discussions, e-mails, and trips to Spring-
field, Governor Rod Blagojevich signed SB1566 into law on No-
vember 5, 2007, making Illinois the first state in the country to screen for these five LSDs.  This date was of particular signifi-
cance to Bob and Sonya Evanosky since it was John and Christopher Evanosky’s sixth birthday.  It is The Evanosky Foun-
dation’s hope that other states will follow Illinois’ example so that all children in the United States can be screened for these 
diseases. 

Following on the successful passage of Illinois Senate Bill 1566, The Evanosky Foundation will continue to advocate for 
newborn screening for MLD, as well as other lysosomal storage disorders, here in the United States.  Researchers are cur-
rently developing a newborn screen test, or assay, for MLD that can leverage the existing LSD tests.  In late 2007, The 
Evanosky Foundation began to formulate a plan to create a depository to house dried blood spot cards, also known as 
“DBSs”, of individuals affected by MLD.  How this works is that at birth, a baby’s heel is pricked and its blood is blotted onto a 
dried blood spot card.  That card is then submitted to the State public health lab and various tests are done to determine if 
the baby is affected by a disease.  If researchers want to develop a test to screen for a disease, they must have existing 
dried blood spot cards from individuals who are already affected by the disease in order to make sure that the screening 
process is correct and effective.  Knowing that newborn screening for MLD is in the near future, The Evanosky Foundation is 
in the process of developing partnerships with various universities as well as certain select government agencies to develop 
a process to collect dried blood spot cards from individuals who have MLD.  We anticipate being able to actually collect sam-
ples in the fall/winter of 2008.  By doing this, researchers who are working on a newborn screening assay for MLD will be 
able to immediately determine the accuracy of their test.   We promise that once a valid newborn screening test is available 
for MLD, that we will work with both federal and state public health authorities to screen for MLD in all states. 

In addition, in 2007 we developed a working relationship with the 
Centers for Disease Control (CDC) Newborn Screening Quality 
Assurance Program (NSQAP) and are assisting them with their 
newborn screening program for lysosomal storage disorders 
(LSDs).  At present, the NSQAP supports 73 domestic laborato-
ries as well as an additional 53 international newborn screening 
laboratories.  NSQAP assists newborn screening laboratories in 
maintaining and enhancing the quality of their tests.  By identifying 
children affected by an LSD at birth, The Evanosky Foundation 
knows that a family will have more treatment options available, 
like cord blood stem cell transplants and/or enzyme replacement 
therapy.  As the newborn screening test for MLD becomes a real-
ity, we will assist the NSQAP program to assure proper quality 
standards are developed. 
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Texas Hold ‘Em Poker Tournament 
On Friday, March 9, 2007, the Friends of The Evanosky 
Foundation hosted a Texas Hold 'Em Poker Tournament at 
the Oakhurst Clubhouse in Aurora, Illinois. The tournament 
and silent auction raised $8,700 for The Evanosky Founda-
tion!  The winner, Kevin Kochman, walked away with a 27" 
flat screen HDTV.  We appreciate everyone who organized 
and participated in this event! 
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LaSalle Bank Chicago Marathon 
Once again, The Evanosky Foundation was an associated 
charity of the 2007 LaSalle Bank Chicago Marathon.  Over 
20 people ran for Team Evanosky and raised more than 
$38,000—nearly double the amount from 2006!  Chicago 
experienced record-breaking heat on marathon day, and the 
team persevered until the race was cut short early.   In 2008, 
The Evanosky Foundation is an associated charity of the 
Bank of America Chicago Marathon and a participating char-
ity in the Chicago Distance Classic Half Marathon. 

Holly Rodgers and Bob Evanosky running for 
Team Evanosky at the 2007 LaSalle Bank  

Chicago Marathon! 

Jack’s Library 
Jack’s Library provides books, movies, magazines, computers and audio/visual equipment to patients in chil-

dren’s hospitals.  In September 2007, The Evanosky Foundation 
once again teamed up with Kandi Horton and Usborne Books to 
conduct a book drive to benefit Jack’s Library, which raised over 
$1,800.  On December 12, 2007, Bob and Jack Evanosky pre-
sented the Children's Memorial Hospital transplant team with over 
$700 in Usborne Books along with four DVD/VCR combination 
units and mounting brackets.  The books were distributed to chil-
dren undergoing stem cell transplants while the DVD/VCR units 
were installed in the stem cell transplant unit’s day clinic so chil-
dren can watch movies during their multi-hour transfusions.  Addi-
tional donations to Duke Children's Hospital were made in May 
2008.   

Along with the book drive donations, other books and movies 
were donated to Duke Children’s and Children’s Memorial Hospi-
tal throughout the year.  You can make a donation to Jack’s Li-
brary at www.evanoskyfoundation.org, send in a check, or pur-
chase an item online at the Jack’s Library wish list on Ama-
zon.com! 

Jack and Bob Evanosky, 
December 2007 
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The Evanosky Foundation is recognized as a 501(c)(3) organization by the Internal Revenue Service and 
all donations are tax-deductible.  In 2007, the Foundation received $82,893 from individuals and busi-
nesses.   

Expenses totaled $25,011 and 
were primarily used to fund four 
projects, which included New-
born Screening, Medical Re-
search, Family Support, and 
Jack’s Library.   

Due to collaborative efforts with 
other non-profit organizations 
and companies, The Evanosky 
Foundation was able to mini-
mize costs associated with the 
passage of Illinois Senate Bill 
1566, which provided for en-
hanced newborn screening for 
five fatal diseases.  This bill 
made Illinois the first state in the 
US to test for these diseases, 
and is serving as a model for 
other states.   

In 2007, fewer dollars were disseminated for Medical Research because projects that were funded in prior 
years required no additional funding.  However, doctors were brought together to discuss two new research 
projects that will be moving forward and requiring funds in 2008.  Early estimates put the cost of these pro-
jects at approximately $3.1 million.  The Evanosky Foundation will work with both  private and public entities 
to ensure that this research is financially supported.  At present, The Evanosky Foundation has obligated 
$75,000, most of which was raised in 2007, to these two projects.   

During 2007, the Family Support program provided over $14,000 to assist families and children who are 
battling a leukodystrophy. As part of this, the Jack’s Library program gave movies and books to Children’s 
Memorial Hospital in Chicago, with the remainder targeted for Duke University Children’s Hospital.  In addi-
tion, The Evanosky Foundation worked with the Boy Scouts of America to build adaptive therapy equip-
ment.   

General and fundraising expenses accounted for $4,859, which was covered by donations from Bob and 
Sonya Evanosky.   

Key Things You Should Know: 

1. The Evanosky Foundation is an IRS approved, 
501(c)(3) nonprofit organization. 

2. 100% of every donation goes to support initia-
tives such as medical research, family support, 
or newborn screening. 

3. All administrative costs are paid for by the foun-
ders. 

4. The Evanosky Family does not receive any di-
rect benefits from The Evanosky Foundation. 
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The Evanosky Foundation 
2007 Expenditures by Project 
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*includes $75,000 of funds committed for 2008 projects 

How Can I Donate? 

1. You can donate online by going to The Evanosky 
Foundation’s website at 
www.evanoskyfoundation.org and clicking on 
“Make a Donation” on the left hand side 

2. If you don’t want to donate online, you can send 
a check to The Evanosky Foundation at P.O. 
Box 9234, Naperville, Illinois  60567 

 



$5,000+ 
Anonymous 
Bob & Sonya Evanosky 
HSBC Matching Gifts 
 
$2,500 - $4,999 
Vlado Zeravica 
 
$1,000 - $2,499 
Sui Ming Chow 
Sean & Mary Clark 
Rick Erickson 
Bob & Nancy Evanosky 
Tommie Harris 
Kim & Larry Vice 
Mike & Denise Woodward 
 
$500 - $999 
An Answered Prayer 
Matt & Saba Bando 
Commercial Bank & Trust Co. 
Covidien 
Ealliance Corporation 
Kaplan 
Shawn & Monica Landry 
John Lane 
Noel Murphy 
Nicor Gas 
Nova Group 
Brian & Jaime Phillips 
Chris & Renee Price 
Steve & Pam Reed 
Robert & Kathleen Sekany 
Shodeen Family Foundation 
Eric Sloan 
Mike & Dana Smith 
Chris & Pat Stallter 
Ryan & Julie Willhauck 
Will & Beth Wong 
Mose Yoder 
 
$250 - $499 
Always There Concierge 
Scott Benjaminson 
Patricia Bliss 
Kevin Brock 
Bernadette Burrell 
Robert Coulter 
Charlotte & Dave Dockstader 
Karen & Steve Fedyszyn 
Christian Habitz 
Ed & Joan Hurst 
iGive 
J & J Construction of Illinois, Inc. 
Larry & Linda Johansen 
Mitch LaFave 
Mirko & Lisa Martich 
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McDonalds 
Stephen & Lois McPartlin 
Stacey & Chris Metzger 
Nineteen Properties, LLC 
Ed Savant 
Schain, Burney, Ross & Citron, Ltd. 
Sharon Segvich 
Thomas & Myra Steininger 
TDF International 
Thomas & Julie Scott Foundation 
Craig & Sherry Vesper 
 
$100 - $249 
Amazon.com 
Praveen Amudhala 
Phillip & Wendy Armstrong 
Ron Asher 
Dr. Anthony Barravecchio 
Brandon & Megan Bateman 
Susan Bedsole 
Mike Behler 
Peter Blaeser 
Frank & Mary Bleeker 
Sandie & Rick Brace 
Karen Burzdak 
Jerilyn Bus 
Kenneth Bus 
Georgia Buscaglia 
Anthony Cairo 
Beth Campbell 
Tami Carpenter 
Daniel Cawley 
Karen Chung 
Janice Cierniak 
David & Kathy Clolinger 
Mark Daniel 
Nelson & Kristine DeCastro 
Richard Delort 
Tony & Kimberly Dentice 
Michael DeWind 
Jean Downie 
Alan & Heather Ducato 
Rafael Dufficy 
Mike & Tammy DuVall 
Todd & Amanda Eicher 
Charles Emerling 
Sherann Emerling 
Joseph Forsberg 
Jerome & Lenore Fox 
Christina Frank 
Keith Friker 
Daniel Gaddis 
Russell Gall 
Jeremy & Bree Gaskill 
William Glascott 
Constance & John Greene 
Keith & Jodi Hebeisen 
Michelle Hebl 

John & Sheila Henning 
Tina & John Iacono 
Cheryl James 
Anthony Jancevich 
Janko Group, LLC 
JOH Options 
Dr. Mary Keen 
Katherine & Rob Kerr 
Hyon Ko 
Jayaprakasarao & Jayaprada Konijeti 
Julie Kuchenbecker 
Nick Kuper 
Terrill Laughton 
Melinda & Lawrence Lerner 
Darrell & Tiffany Lewis 
Dayton & Helen Marshall 
Jason Martin 
Sean & Amy McKenzie 
Joseph McNeely 
Ryan & Danielle McPartlin 
Michelle Melisko 
Luna & Morris Mikel 
Kathleen Mikos 
Beth Nielsen 
Patrick O’Meara 
Matthew O’Neill 
Christine O’Reilly 
Roger Ostrovecky 
Keri Palko 
David & Jennifer Patzelt 
Vicki Quigley 
Jim & Stacey Ramstedt 
Gopalasetty Ranganath 
Archana Rao 
Ray Redelman 
Daniel Regan 
Rodrigo & Janaina Ribeiro 
William Roberts 
Florence Rodgers 
Fred & Susan Rodgers 
Sue Rodgers 
Mark Rueff 
Michael Ryba 
Saratoga Homes of Illinois, LLC 
Helga Schoeman 
Rick Sciortino 
Toben & Misty Scott 
Signature Design Group 
Frank & Sherry Simons 
Esther Simonson 
Patrice Smith 
Christian Spesia 
Tom & Karol Spriet 
Amy Vondra Stark 
Leonard & Eleanor Stitt 
Bob & Rhonda Tetzlaff 
Elisa Thomas 
Marilyn Thompson 
John Toman 
Nellie Unold 

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 
and not listed your name here, we apologize and encourage you contact us to be certain 
it was received.  
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Jen Valdez 
Matthew Van Ermen 
Sarah Voss 
James Watts 
Renee & Glenn Westra 
Tom & Mary Whitney 
Andy Winter 
Elizabeth Wong 
Thomas & Carolyn Wujek 
Carol Zeng 
 
$50 - $99 
Daniel Alexander 
Meghan Allen 
Carol Angus 
Lisa Benson 
Andy Bodnar 
Beth Boeke 
Rommel Bon 
Scott Brower 
Zenebu Bruk 
Jill Bryant 
Mary Bucio 
Mike Buehrer 
Barbara Burton, MD 
Jamie Campbell 
Malcolm Capel 
John & Elaine Carr 
Christine & Joe Censullo 
Robert Coronado 
David Criddle 
Kelly Cunningham 
Michael Cunningham 
Dalfen Marketing Group 
Susan DeJonge 
Jan DeWeer 
Lou Disilvestro 
Paul Dix 
Marvin Downey 
Bob Drew 
Lindsey Dunn 
Josh Epps 
James & Constance Ershick 
Paul Gaca 
Alex Garcia 
Scott Gates 
Todd Gates 
Sue Ellen Gerchman 
Kaushik Babu Gonuguntla 
Steve Gordan 
Jerry Grannis 
Tom Hague 
Martyn Harris 
Jim Harrison 
Brian Hart 
Beth Haviland 
Michael & Doris Heaney 
James Henly 
Arturo Aldana Hernandez 
Michael Herzberger 
Steven & Sylvia Higa 
Kevin Himmel 
Mark Hoeft 

Barb & Tim Hoskins 
Mohammed & Nasreen Husain 
Stacey & Ellie Johnson 
Tonya Johnson 
Mary & Bobby Johnston 
Edwina Jon 
JPMorgan Chase Foundation 
Matthew Kates 
Scott & Angela Kerivan 
Helen Kim 
Matt Kindelin 
Kevin Kochman 
Cyndy LaFitte 
Heather Lajeunesse 
Bob Larson 
Daniel Lhotka 
Corbin & Debbie Lirot 
Joe & Bea LoBianco 
Steven LoBue 
Srinivas Makam 
John & Cynthia Mangan 
Kevin Marston 
Kevin Martin 
Don McKnight 
Bruce McNair 
Gail Mendenhall 
Kyle Miller 
Laurence & Darladean Miller 
Paul Miller 
Tony Napolitano 
Kin Shun “Joe” Ng 
Suzy Nguyen 
Mollie & Gary Niederpruem 
Jonathan Nieuwsma 
James Nolan 
Laura Nylen 
Christopher Oluwande 
Tim Onderko 
Felipe Orozco 
Debora Osgood 
Nancy Owen 
Eileen Pappas 
Brian Parchem 
Patty Partipilo 
Scott Peterson 
Vince Pizzoferrato 
Steven Pyke 
Rhoel Ramos 
Baskar & Asha Ranganath 
Michelle Riverdahl 
Shellie Robertson 
Mark Rode 
Daniel Rodgers 
Marge & Ellen Rodgers 
Lisa Romanovich 
Nicole Salerno 
Karl Sass 
Diana Schafer 
Jane & Howard Schroeder 
Gertrude Schwager 
Ernesto & Denise Scollo 
Scott Seaton 
Mike Seguin 

John Serio 
Susan Siebert 
Carlisle & Leanna Skogen 
John & Georgianna Steininger 
Patti Stitt 
Tom Sullivan 
Carol Sum 
Adam Taylor 
Joan & Brad Thomas 
Kimberly Thormann 
Jessica Tibbets 
Dennis Unold 
Jerry Unold 
Samantha & David Viscomi 
Thu Vo 
Ann Wach 
Peter & Noreen Wach 
Rob Wachholz 
Bethany Weise 
Scott & Mana Winters 
Kevin Wolfberg 
Miriam Wong Tsao 
David Wong 
Kathryn Woods 
Chris Wronkiewicz 
Janice Yohanan 
Mary Zadrozny 
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Donations may be sent to: 

The Evanosky Foundation 

P.O. Box 9234 

Naperville, Illinois 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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The Evanosky Foundation 
P.O. Box 9234 
Naperville, IL  60567 
(630) 236-8039 
Website: www.evanoskyfoundation.org 
E-mail: evanoskyfoundation@evanoskyfoundation.org 

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 diag-
nosed with metachromatic leukodystrophy (MLD) in early 2005. John and Chris-
topher were initially diagnosed with cerebral palsy, but after experiencing 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 diag-
nosed 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 Carolina.  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 foundation and thus, The Evanosky Foundation was formally established 
in June 2005.  

Mission Statement 
The Evanosky Foundation exists for the purpose of 
generating funds to support three main objectives. It 
will support pediatric leukodystrophy research, uni-
versal newborn screening, as well as provide assis-
tance to families affected by one of the leukodystro-
phies, lysosomal storage disorders, or other disabling 
pediatric conditions. 

· Francis “Bob” 
Evanosky 

· Sonya Evanosky 
· Michael DuVall 

· Karen Fedyszyn 
· Amy McKenzie 

2007 Board Members 


