
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. I first learned about Ryan when I 
read one of his personal journal entries that was reproduced, framed and cur-
rently resides on the walls of ñ5200ò at Duke University Childrenôs Hospital.  
One of the entries has deeply affected me and I would like to share it with all 
of you:  
 

I know there is no answer to what I am asking, but then tell me, if we 
canôt change this world, what are we here for? If I canôt make some-
one love herself, what am I here for? If I canôt help, what use am I? I 
know the answers are there, I know I 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 I make 
a difference, with such opposition, can I do anything to help? Can I do 
what nobody else is able to, can I make them see? Can I open their 
eyes? The world wasnôt 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. Donôt waste it. Youôll never get a second 
chance. None of us do. 

 
These words written by Ryan have had a profound impact upon me since I 
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, I echo Ryanôs words:  ñuse 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. Donôt waste it. Youôll never 
get a second chance. None of us do.ò  
 

In a large way, The Evanosky Foundation, along with its volunteers and sup-
porters, works daily to honor Ryanôs 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 
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A Message From 
Bob Evanosky 



 
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 preï 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 ñlast resortò 
source of funding when all other forms of financial 
support have been exhausted or denied.  The 
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 
Foundationôs mission of assisting and caring for chil-
dren and families affected by MLD. 
 
 
In late September 2008, The Evanosky Foundation revealed a collaborative relationship with the CDC 
(Centers for Disease Control and Prevention) Foundationôs 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 
samples from people who are carriers or 
have been affected by MLD or other ly-
sosomal storage disorders.  In doing so, 
researchers throughout the world can use 
this information to  help identify the crite-
ria for ñnormalò and ñabnormalò test re-
sults.  

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-
ronment.  In the future, this will give each 
state the ability to test every baby for 
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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Accomplishments 

Bob Evanosky (right) presents Dr. Maria Escolar a check in 
establishment of The John, Christopher, and Jack Evanosky 

MLD Treatment Fund. 

Bob Evanosky (left) and Sonya Evanosky present Dr. Robert Voght of 
the CDC Foundation with a check to establish the Newborn Screen  

Assay and Dried Blood Spot Repository Fund 


