Every child is born with great potential.

Shouldn't every child have the chance to achieve it?
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Hunter Nelson Sturge-Weber Center

at Kennedy Krieger Institute

Dream. Discover. Cure



Our Program

The Hunter Nelson Sturge-Weber Center at the Kennedy Krieger Institute is

devoted to the diagnosis, treatment, and research of Sturge-Weber Syndrome.
We strive to provide comprehensive diagnostic evaluation and coordination of
clinical services. We also offer patients, their families, and physicians the medi-

cal and educational services needed to maximize patient function. Additionally,

we conduct clinical research to improve the understanding and treatment of

the disorder.

The center was founded in 2002 through Kennedy Krieger’s University

Center for Excellence in Developmental Disabilities in collaboration with
Johns Hopkins University. Since the center’s inception, we have evaluated,

studied, diagnosed, and treated hundreds of patients with the disorder.
We are dedicated to ensuring that patients, families, and physicians around the

world have a better understanding of Sturge-Weber syndrome, its treatment,

and prevention of seizures and other complications associated with the disorder.

What is Sturge-Weber Syndrome?

Our Team

Who is at Risk?

Kennedy Krieger Institute provides care in accordance with all constitutional rights and without discrimination as
to race, color, sex, age, national origin, religion, marital status, sexual orientation, genetic information, physical or
mental disability, veteran status, or sources of payment for care. Additional safeguards include the preservation of
personal dignity as well as cultural, psychosocial, spiritual, and personal values, beliefs, and preferences.



Who We Treat Overview of Research Initiatives
We work with

patients ranging

from day-old babies

to adults in their

sixties. Though .
the average age of

our patients 1s nine

years, the majority .
are infants and

young children. .

Our Treatment Approach
Though there is no known cause or cure for Sturge-Weber syndrome,
we offer a variety of treatments to minimize the syndrome’s effects,

including:

* Hydration, medications, and trigger avoidance to alleviate
headaches.
Antiepileptic drugs and surgical interventions to treat seizures.
Laser treatment of port-wine birthmarks to reduce appearance
and prevent progression.
Medical and surgical procedures — including eye drops,
trabeculectomy, and tubeshunt — to treat glaucoma.
Occupational, physical, and speech therapy, as well as adaptive
equipment and orthotic devices.
Cognitive behavioral and family therapy.

Growth hormone or thyroid hormone replacement, when needed.

-Parent of Sturge-Weber Center patient



PATIENT STORY




A nonprofit organization dedicated
to finding a cure for Sturge-Weber syndrome and supporting
programs for children with special needs, Hunter’s Dream for
a Cure provides essential collaborative support for our center.
This organization, along with our Center, is named for Hunter
Andrews Nelson, a courageous 5-year-old who suffered from
Sturge-Weber Syndrome. Funding from Hunter’s Dream for a
Cure helped establish our center and continues to fund its neuro-

logical research efforts today. For more information, please visit

www.huntersdream.org or call 970-686-7459.

Each spring, the DeCesaris/Heck and Faneca
families host this annual fundraiser that features musical entertain-
ment, auctions, and food. These funds also support our clinical
and research efforts. For more information, please visit

www.bandsonthebay.org.

Since 1987, this foundation has
provided worldwide education and support for Sturge-Weber
syndrome, Klippel-Trenaunay syndrome, and related port-wine
birthmark conditions. The foundation has also provided research
and start-up funding for our programs and continues to collaborate
in patient care and research initiatives. For more information,

please visit www.sturge-weber.com.




Collaborative Relationships, cont’'d

The Vascular Birthmarks Foundation and Sturge-Weber Syndrome
Community: These organizations provide research funding and assistance
to our center. For more information on the Vascular Birthmarks Founda-

tion, an international organization for all birthmark types and associated

syndromes, please visit www.birthmark.org. To learn more about the

Sturge-Weber Syndrome Community, which is committed to networking
and supporting patients
and families, please visit

Www.swscommunity.org.

Contact Information

443-923-9127

www.sturgeweber.kennedykrieger.org.
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