
With the Leukodystrophy Center of Excellence LCE , we will 
deliver cutting-edge, integrated, multidisciplinary clinical care, 
diagnostic evaluation, and advanced therapeutics to infants, 
children and youth with inherited white matter diseases such as 
metachromatic leukodystrophy, adrenoleukodystrophy, Krabbe 
disease and Alexander disease. 
For newborns identified through neonatal screening and for  
children diagnosed prior to the onset of symptoms, we hope to 
deliver potentially curative therapies. For children already 
living with the complex challenges of these conditions, we 
will provide state-of-the-art care while pursuing research that 
leads to clinical trials for new treatments. 

The multidisciplinary care will incorporate neurology, 
metabolics, rehabilitation medicine, and complex care pediatrics. 
In addition, the center will include a clinic specifically for infants 
who have been identified by the expanding newborn screening 
program in the states of New Jersey and Pennsylvania. 

Utilizing and expanding CHOP’s laboratory diagnostics and 
genetic testing will be a significant early priority of the center. 
We will also emphasize the creation of standardized therapeutic 
strategies for distinct leukodystrophies as well as care algorithms 
for monitoring and initiating enzyme replacement, bone marrow 
or stem cell transplantation, or gene therapy.

Creating a Leukodystrophy Center of Excellence

The Children’s Hospital of Philadelphia CHOP  is home to one of the largest pediatric neurology divisions 
in the world, a world-class metabolic disease center, an infrastructure to perform the latest genetic 
sequencing, and expertise in bone marrow and stem cell transplantation. With the advent of expanded 
newborn screening and neuroimaging protocols to identify infants and young children with 
leukodystrophies, it is both imperative and timely that CHOP create a formal Leukodystrophy Center of 
Excellence. 
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Thank you for choosing CHOP’s LCE for your child and family’s 
needs. We aim to provide you with comprehensive care for your 
child in an efficient manner in hopes to improve your child's health 
and decrease the burden of trips you need to make to the hospital. 
We understand the hardships and difficulties of caring for a child 
with special needs and want to ease that in any way that we can.

When children inspire science,
extradordinary discoveries happen.

You may schedule an appointment by calling Ebonye Conyon, our 
LCE coordinator, at 215-5 0- 05  or emailing LCE email.chop.edu.
Prior to your visit, Erin O’Connor Prange, our nurse practitioner, will 
call you to discuss your child’s current state of health and your 
concerns and goals for the upcoming clinic visit. 
Our nurse Beth Kunzelman , social worker Sarah Stoney , and 
coordinator Ebonye Conyon  can assist you with travel, insurance 
authorizations, and questions prior to your arrival at CHOP.
On the day of the visit, our social worker will be available to meet 
with you and provide support as needed throughout your day. If you 
choose, you may meet with other families during this time in our 
snack room  where we provide coffee, water, and snacks. 

 am  Arrival for registration and vital signs. You will be brought to a 
room where you will remain for all of the appointments during the day.

0 am  Evaluations by neurology, metabolism, and genetic counselors
0 am  Evaluations by physiatry rehabilitative medicine , PT, and OT

10 0 am  Evaluations by complex care pediatrics and nutrition
11 0 am  Evaluation by speech and language pathology
12 00 pm  Break for lunch during this time, the team meets to discuss 
the care plan for your child
1 00 pm  You and LCE team members will discuss the care plan for 
your child
1 0 pm  Discharge home or to the laboratory for further testing
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Contact us
Phone  215-5 0- 05   Fax  215-5 0-222

Email  LCE email.chop.edu
http //www.chop.edu/centers-programs/leukodystrophy-center

Leukodystrophy Center of Excellence Team
Amy Waldman, M.D., M.S.C.E.
 Medical Director, Leukodystrophy Center of Excellence
Brenda Banwell, M.D., Chief, Division of Neurology
James Wilson, M.D., Ph.D., Director, Orphan Disease Center
Marc Yudkoff, M.D., Chief, Division of Metabolic Disease
Beverly Davidson, Ph.D., Director, Center for Cellular and  
 Molecular Therapeutics
Can Ficicioglu, M.D., Ph.D., Director, Newborn Metabolic 
 Screening Program
Erin O’Connor Prange, M.S.N., C.R.N.P.
 Administrative Director, Leukodystrophy Center of Excellence
Gihan Tennekoon, M.B.B.S., Neurology
Sona Narula, M.D., Neurology
Holly Dubbs, M.S., G.C.G., Neurogenetics
Paige Kaplan, M.B.B.Ch., Enzyme Replacement Therapy, Metabolism
Phillip Bryant, D.O., Division Chief, Physical Medicine  
 and Rehabilitation
Annique Hogan, M.D., Integrated Care Service and 
 Complex Care Pediatrics
Pamela Mazzeo, M.D., Integrated Care Service and 
 Complex Care Pediatrics
Nancy Bunin, M.D., Transplant Medicine
Mary Pipan, M.D., Developmental Pediatrics
Erin Simon Schwartz, M.D., Neuroradiology
Arastoo Vossough, M.D., Ph.D., Neuroradiology 
Tammy Kang, M.D., Pediatric Advanced Care Team
Daniel Licht, M.D., Pediatric Advanced Care Team
Allan Glanzman, P.T., D.P.T., P.C.S., Physical Therapy
Stacey Caviston, P.T., D.P.T., P.C.S., Physical Therapy 
Kimberly Kopin P.T., D.P.T., Physical Therapy
Timothy Estilow, O.T.R./L., Occupational Therapy
Nina Thomas, Ph.D., Neuropsychology
Sarah Stoney, M.S.W., L.S.W., Social Work
Elizabeth Kunzelman, B.S.N., R.N., Neurology
Ebonye Conyon, Coordinator
John Wolfe, V.M.D., Ph.D., Pathobiology, Research
Charles Vite, D.V.M., Ph.D., Veterinary Neurology, Research 
Allison Bradbury, Ph.D., Research
Judith Grinspan, Ph.D., Research
Steven Scherer, M.D., Ph.D., Research 
… and more to come as we grow!
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The Children's Hospital of Philadelphia stands for 
excellence. Here, children receive the highest level of 
pediatric medical care available. The Buerger Center for 
Advanced Pediatric Care will push that frontier even 
further as the nation's most state-of-the-art facility for 
outpatient medicine. As the future home of our LCE, the 
Buerger Center will revolutionize care for children with 
leukodystrophies and complex health needs.


