
Focus on Pediatric Neurology and Neurosurgery Affiliated with Columbia University College of Physicians and Surgeons and Weill Cornell Medical College

NewYork-Presbyterian Hospital
525 East 68th Street 
New York, NY 10065

www.nyp.org/kids

Top Ranked Hospital in New York.
Thirteen Years Running.

NON-PROFIT ORG.

US POSTAGE

PAID

STATEN ISLAND, NY

PERMIT NO. 169

December 2013

NewYork-Presbyterian 
Hospital provides medical 
and surgical care for  
benign and malignant  
pediatric neurological  
disorders based on the 
latest medical advances.
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Morgan Stanley Children’s 
Hospital Leads City in Treatment 
of Neuromuscular Disorders
One in 50 people are carriers of the 
gene associated with the disease. It’s 
the number one genetic killer of infants 
and toddlers. It’s spinal muscular atro-
phy (SMA), which affects up to one in 
10,000 births worldwide.
 Traditionally, children with SMA 
are treated with supportive care that, 
depending on the severity of their 
illness, may include a feeding tube 
or other nutritional support, respira-
tory therapy (such as ventilation), and 
physical therapy. But much has been 
learned about the genetics of the dis-
ease, leading to new therapeutic targets. 
 At NewYork-Presbyterian Morgan Stanley Children’s Hospital, 
clinicians and scientists are developing and assessing new treatments 
for SMA at the nation’s primary clinical research site for the disease. 
Their efforts are bolstered by a robust and internationally renowned 
motor neuron research program based at NewYork-Presbyterian/
Columbia University Medical Center which continues to glean new 
insights into the biology of SMA and related diseases.

A Long-Established History
The Pediatric Neuromuscular Disease Clinic dates back to 1979. It 
was established by Darryl C. De Vivo, MD, Sidney Carter Professor 
of Neurology and Pediatrics at Columbia University College of 
Physicians and Surgeons and Co-Director, Motor Neuron Center. 
The program provides comprehensive multidisciplinary care for 
children with SMA, muscular dystrophy, and other neuromuscular 
disorders, including diagnostic assessment, care management and 
therapy recommendations, orthotics design, equipment recommen-
dations, and genetic and nutritional counseling. The SMA program 
has been funded since 2004 with generous support from the SMA 
Foundation. 
 Patients who come to the clinic have the vast resources of Morgan 
Stanley Children’s Hospital at their disposal, including the expertise 
of pediatric neurologists, pulmonologists, cardiologists, orthopedists, 
gastroenterologists, genetic counselors, physical therapists, ortho-

Komansky Center Treats 
Emergent Neurological Needs of 
Young Patients
When the brain or spinal cord has been injured, time is of the 
essence. Treatment must begin immediately not only to stabi-
lize the patient, but to prevent secondary neurologic injury. At 
NewYork-Presbyterian Phyllis and David Komansky Center for 
Children’s Health/Weill Cornell Medical Center, three beds in 
the Pediatric Intensive Care Unit are dedicated to young patients 
in immediate need of intensive neurologic care, either due to 
trauma or following complex neurosurgery. The only such unit in 
New York City, this center of excellence designated by the Adam 
Williams Initiative affords a level of surveillance and monitor-
ing that is unparalleled, giving children and adolescents the best 
chance of achieving a full recovery.
 The Pediatric Neuro ICU at the Komansky Center for 
Children’s Health is one example of the commitment the hospital 
makes to providing comprehensive care to pediatric patients. Our 
neurologists and neurosurgeons care for children with the full 
range of neurological diseases and disorders, including epilepsy, 
concussion, brain and spine trauma, brain and spinal tumors, 
autism, stroke, craniofacial deformities, and others.
 Our multidisciplinary approach ensures that children are 
offered optimal treatment plans — taking into account not only 
the disease, but also its lifetime implications. This perspective 
offers pediatric neurology and neurosurgery patients the best 
opportunity to enjoy a normal transition from childhood to 
adulthood. Once children reach adulthood, we also provide tran-
sitional care, connecting them with the specialists at NewYork-
Presbyterian/Weill Cornell who can continue to meet their 
healthcare needs.
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DARRYL C. DE VIVO, MD, 
ESTABLISHED THE PEDIATRIC 
NEUROMUSCULAR DISEASE 
CLINIC IN 1979.

PEDIATRIC NEUROSURGEON MARK SOUWEIDANE, MD, WITH A YOUNG PATIENT.



Exceptional Pediatric Neurocritical Care
Pediatric critical care specialists at the Komansky Center for 
Children’s Health have extensive experience treating children who 
have sustained a traumatic brain or spinal injury, status epilepticus, 
encephalitis, meningitis, and coma. The rapid availability of neu-
rodiagnostic studies and physicians who can review and interpret 
them and collaborate to design a child’s care is necessary to achieve 
an optimal outcome. 
 The management of children with traumatic brain injury requires 
the coordination of multiple pediatric subspecialties and sophisti-
cated technologies in the pediatric ICU. Cutting-edge treatment 
and diagnostic monitoring are provided by the pediatric intensivist, 
neurosurgeon, neurologist, neuroradiologist, critical care nurses, 
respiratory therapists, and rehabilitation team. “From the moment 
a child is admitted to the PICU, we assemble a plan of care to 
maximize his or her potential to recover,” said Barry Kosofsky, 
MD, PhD, Chief of Child Neurology and Horace W. Goldsmith 
Foundation Professor of Pediatrics.
 “This unit allows us to conduct state-of-the-art monitoring that 
provides more information about brain function and the potential 
for recovery,” added Mark Souweidane, MD, Director of Pediatric 
Neurological Surgery and Professor of Neurological Surgery.
 Moreover, we take a family-centered approach to care, which 
ensures that parents are always actively involved in their child’s 
care. As part of our ongoing effort to achieve even higher levels of 
excellence, the PICU is participating in a number of cutting-edge 
research programs designed to advance our diagnostic capabilities, 
and to develop new strategies to improve outcomes further after 
brain injury.

Early Assessment and Ongoing Management for Concussions
Appropriate early assessment is necessary to identify children with 
post-concussive syndrome to develop a program for appropriate 
management of symptoms, and timely reintroduction into everyday 
activities. The Pediatric Concussion Clinic at the Komansky Center 
for Children’s Health is staffed by a team of medical professionals, 
including neurologists, neurosurgeons, intensive care physicians, 
and neuroradiologists, working closely with experts in neuropsy-
chology. Children are seen quickly to facilitate rapid diagnosis and 
treatment, enabling a speedy return to their regular activities.
 “When an otherwise healthy child suffers even a mild brain 
injury, their future success in school and sports may be jeopardized,” 
said Dr. Kosofsky. “At the Pediatric Concussion Clinic, the team 
quickly and continuously evaluates each child’s brain function after 
the injury to determine the best course of care.”
 Since the effects of concussion cannot be fully visualized using 
MRI, CT, or other neuroimaging approaches, our Concussion Program 
employs neuropsychological evaluations to assess the presence and 
extent of any functional deficits and to develop safe return-to-school 
and return-to-play recommendations. We work closely with schools to 
evaluate children who have sustained a concussion to make sure their 
return to schoolwork does not aggravate their concussion symptoms. 

Restoring Craniofacial Form and Function
The Komansky Center for Children’s Health is world-renowned 
for our Craniofacial Program, which brings together a team of 
experts who offer the latest non-operative and surgical treatments 

for children with congenital or acquired abnormalities of the face, 
mouth, ears, and skull — such as craniosynostosis, cleft lip/palate, 
and hemifacial microsomia, and children who are affected by burns, 
trauma, or cancer. Because such disorders can impact more than just 
the child’s appearance, comprehensive evaluation, genetic analysis, 
and family planning are available to patients and their families.
 Children in need of surgical intervention receive input from a 
multidisciplinary team of specialists from a variety of disciplines, 
including pediatric neurosurgery, otolaryngology, dentistry, oral 
surgery, orthodontics, and speech therapy; genetics; social work; 
plastic and reconstructive surgery; anesthesiology; and occupational 
and physical therapy. Minimally invasive approaches are used when-
ever possible, such as endoscopic suturectomy for children with cra-
niosynostosis. The team safely performs advanced procedures aimed 
at improving deformities, optimizing functional capacity, and ulti-
mately reducing social sequelae.  
 Because such treatment may be a lengthy process and involves 
the input of multiple individuals, patients and families in the pro-
gram benefit from the services of a Patient Care Coordinator, who 
helps the family organize all aspects of the child’s care. “Having this 
person in place paves the path for our patients and makes this jour-
ney easier for them and their families,” said Dr. Souweidane.

Tackling the Most Challenging Tumors
Brain tumors are the most common solid tumors in pediatric 
patients. The Children’s Brain Tumor Project, founded in 2011 at 
the Weill Cornell Pediatric Brain and Spine Center, will offer phy-
sicians the unprecedented ability to quickly identify a brain tumor’s 
“fingerprints” at the molecular level, yielding genomic data that 
allow for personalized tumor therapy. The project is powered by 
families of children, adolescents, and young adults diagnosed with 
these tumors.
 Armed with individual genetic information, researchers hope to 
identify alternative delivery methods and drugs that specifically 
target each patient’s tumor. Dr. Souweidane’s research investigating 
those innovative delivery systems and agents — such as anticancer 
agents delivered directly to tumors via microcatheters — dovetails 
seamlessly with the genetic research of Jeffrey Greenfield, MD, 
PhD, Assistant Professor of Neurological Surgery. Such clinical 
research is being supplemented by others on our team pursuing 
experimental studies in animal models of pediatric brain tumors.
 Through this collaboration and using these tools, pediatric 
neurosurgeons and neuro-oncologists at the Komansky Center for 
Children’s Health are taking on the most clinically challenging can-
cers. “We’re going to tackle the beasts of the beasts, with the goal 
of offering patients something they can’t get elsewhere,” concluded 
Dr. Souweidane. “’Incurable’ is a word we will attempt to strike 
from the record.”
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Komansky Center Meets Medical and Surgical Neurological Needs of Young Patients (continued from page 1) 

tists, dietitians, and psychologists. They may also have 
the opportunity to participate in clinical trials of novel 
therapies. “It’s fair to say there is no other pediatric 
neuromuscular disease center in New York City that 
comes close to the one here,” said James J. Riviello, 
Jr., MD, Chief of Child Neurology and Professor of 
Neurology. “We’re also adding new imaging and test-
ing modalities that will help us better assess patients 
and monitor their response to treatment.”

Hope on the Horizon
A great deal of excitement has been generated by the 
promising results of early-stage clinical trials of a new 
therapy for SMA. “We’re on the cusp of treating SMA 
by modulating the genes involved,” added Dr. Riviello. That modu-
lation comes in the form of an investigational drug that targets the 
SMN2 gene. Patients with SMA have a mutated, dysfunctional form 
of the SMN1 (Survival of Motor Neuron) gene, but all of them have 
one or more functional SMN2 genes. Upregulating SMN2 through 
targeted therapy ramps up production of the SMN protein, which 
in higher amounts mitigates the effects of mutant SMN1 gene.
 NewYork-Presbyterian/Columbia investigators have been col-
laborating with Isis Pharmaceuticals, Inc. to evaluate an antisense 
oligonucleotide called ISIS-SMNRx which raises SMN protein pro-
duction by targeting the SMN2 gene. Early results showed that a 
single 9 mg injection of ISIS-SMNRx improved function and symp-
toms in children with SMA for nine to 14 months, and the children 
continue to improve. Moreover, the drug was well tolerated. Study 
of this drug is ongoing, including assessment of higher and more 
frequent doses. “We’re very encouraged by all we’ve witnessed so 
far. Hopefully, we’ll be able to demonstrate an even more dramatic 
benefit with higher doses,” said Dr. De Vivo.

A Shared Commitment
 Such progress was made possible by a staff of 
dedicated SMA scientists affiliated with the Motor 
Neuron Center, which is comprised of some 40 labo-
ratories all focused on the challenge of motor neuron 
diseases. It is translational medicine at its best. “There 
is cross-fertilization here between the laboratory and the 
clinic that brings out the best in everybody and lets us 
move forward at a rapid clip,” Dr. De Vivo noted. “It 
is the most able group of people anywhere in the world 
committed to solving the problem of SMA and other 
motor neuron diseases.”
 Progress against muscular dystrophy is moving 
in the same  

direction, with promising molecular therapies on the table. A 
technique known as “exon skipping” is under study to convert 
Duchenne muscular dystrophy, the more severe form, to a  
less-severe form like Becker muscular dystrophy. The approach,  
if deemed effective, may enable patients to live longer and with 
fewer cardiopulmonary deficits.
 “Both SMA and muscular dystrophy have new therapeutics 
on the horizon that came about from advances gained during the 
molecular genetic era,” concludes Dr. De Vivo. “For those of us  
who have been trying to help these patients for so long, with not 
many effective tools in our tool box, it’s very exciting.”

Morgan Stanley Children’s Hospital Offers Leading Program for Neuromuscular Disorders (continued from page 1) 

For more information or to refer a patient, call (212) 746-3278  
for Child Neurology or (212) 746-4684 for Pediatric 
Neurosurgery, or visit nyp.org/kids/komansky.

NewYork-Presbyterian 
Komansky Center for Children’s Health/
Weill Cornell Medical Center 
525 East 68th Street, New York, NY 10065

For more information or to refer a patient, call  
(212) 342-0263 or visit nyp.org/kids/morganstanley.
NewYork-Presbyterian Morgan Stanley Children Hospital/
Columbia University Medical Center, 3959 Broadway,  
New York, NY 10032

 NewYork-Presbyterian Hospital offers specialty care for chil-
dren and adolescents who need epilepsy surgery, those whose 
seizures are associated with tuberous sclerosis, and children 
who may respond to dietary modification.

• The Epilepsy Surgery Program at Morgan Stanley Children’s 
Hospital and the Pediatric Comprehensive Epilepsy Center at 
the Komansky Center for Children’s Health bring together 
pediatric neurosurgeons and pediatric neurologists to treat 
children with seizures refractory to medication. Having 
mapped areas of the brain where seizures are occurring, 
surgeons may interrupt nerve fibers that carry the impulses 
responsible for epilepsy symptoms, or they may remove the 
specific area of the brain generating seizures.

• Tuberous sclerosis complex (TSC) is a genetic disorder 
caused by a mutant TSC1 or TSC2 gene. At Morgan Stanley 
Children’s Hospital, specialists control TSC-associated sei-

zures with medical treatment and refer patients whose  
seizures are not well controlled by drugs for surgery. Based 
on this commitment to patients with TSC, the hospital is 
applying to the Tuberous Sclerosis Alliance for status as a 
Center of Excellence.

• For some children, dietary changes may reduce or eliminate 
their seizures. A specialized pediatric epilepsy nutritionist at 
the Komansky Center for Children’s Health can meet with 
each family to determine the child’s nutritional needs and to 
see if diet, supplements, or vitamin therapies are indicated.

Special Expertise for Children with Epilepsy

JAMES J. RIVIELLO, JR., 
MD, CHIEF OF CHILD 
NEUROLOGY AT MORGAN 
STANLEY CHILDREN’S 
HOSPITAL

For more information about pediatric epilepsy care, 
call (212) 305-7549 (Morgan Stanley Children’s 
Hospital) or (212) 746-3278 (Komansky Center for 
Children’s Health). 


