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Hunter Nelson Sturge-Weber Syndrome Center


          
                      
            Sturge-Weber syndrome is a rare disease where abnormal blood vessels in the brain, skin and eye can cause seizures, paralysis, strokes, migraines, learning problems, vision loss, and other health issues.
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            We offer telehealth/video visits for patients in Maryland.
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Help Children with Sturge-Weber Syndrome

      
        

        
           
            Give to Sturge-Weber Syndrome research and help children enjoy fuller lives through improved diagnosis, care, and education.
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            The Kennedy Krieger Foundation is a 501(c)(3) nonprofit organization.

EIN: 52-1734695

      
        

    



      
  


  


              
            

            
              
                
                    
    
  
    
      
            The groundbreaking identification of the gene that causes Sturge-Weber syndrome was discovered at the Kennedy Krieger Institute in 2013 by Dr. Anne Comi and her collaborators. 

    



            This discovery has drastically revolutionized our medical understanding of Sturge-Weber syndrome and laid the groundwork for clinical trials. Since that time, Dr. Comi has carried out a successful clinical trial of Epidiolex for refractory seizures in Sturge-Weber syndrome and a trial of oral sirolimus for cognitive impairments in Sturge-Weber syndrome. Dr. Comi has also recently carried out a clinical trial of Epidiolex for cognitive impairments in Sturge-Weber syndrome as well.


The faculty and staff of the Hunter Nelson Sturge-Weber Center at Kennedy Krieger Institute are dedicated to providing the highest quality of comprehensive care for patients with Sturge-Weber syndrome. Children with Sturge-Weber syndrome require skillful management by an expert team including neurologists, dermatologists, ophthalmologists, neuropsychologists, physical therapists, occupational therapists and medical rehabilitation specialists. Simultaneously, we advance knowledge of Sturge-Weber syndrome through research that spans basic science, translational research and clinical trials, and we teach and train the pediatricians of tomorrow in the art and science of caring for patients with rare diseases.  


The goals of the Hunter Nelson Sturge-Weber Center are to:


	Provide comprehensive clinical care of patients with Sturge-Weber syndrome
	Educate patients, families, and physician medical educational services about Sturge-Weber syndrome
	Conduct clinical and translational laboratory research to improve future treatment for Sturge-Weber syndrome



Sturge-Weber Syndrome Virtual Family Symposium

[image: A young boy with Sturge-Weber, a rare disease, sits at a table and smiles. ]
Join us for our annual Sturge-Weber Syndrome Virtual Family Symposium on Saturday, May 25. The symposium’s presentations will help those living with Sturge-Weber syndrome and their family members learn more about—and manage—their condition. We will bring together patients and families from around the United States to learn from one another and hear from some of the world’s top doctors and scientists specializing in this syndrome.



We have moved this conference from September to May to coincide with the Sturge-Weber Foundation Month of Awareness and the Vascular Birthmarks Foundation’s International Month of Awareness for Vascular Birthmarks.


Register Today


View Tentative Agenda




The Sturge-Weber Center Announces New Services in 2023


Expanded Clinic Services

More Frequent! Director, Sturge Weber Expert, and Neurologist, Dr. Anne Comi: Evaluation of patients at risk for Sturge-Weber syndrome (SWS), and neurologic or developmental issues related to SWS


When: Now every Wednesdays afternoon and Fridays.

Where: Kennedy Krieger Outpatient Center



Back in Person! Multidisciplinary visits coordinated between Kennedy Krieger SWS Experts: Evaluation by neurology (Comi), Medical Rehabilitation (Dr. Stacy Suskauer), Neuropsychologist (Dr. T. Andrew Zabel) and OT/PT therapists.


When: Continues every 1st Friday of the Month

Where: Kennedy Krieger Outpatient Center



New Experts! Multidisciplinary Coordinated Visits with Kennedy Krieger and Johns Hopkins experts: Welcomes Dr. Courtney Krauss (Glaucoma), Dr. Nara Sobriera (Genetics) and Dr. Anna Grossberg (Vascular Dermatology) providing coordinated SWS visits, as needed, for out-of-state patients, along with Dr. Comi, and Kennedy Krieger experts.


When: Now Wednesdays to Fridays

Where: Kennedy Krieger and Johns Hopkins Broadway campus



New! Coordinated Sturge Weber multidisciplinary care with Dr. Comi and Johns Hopkins epileptologist Dr. Ahmed Marashly: For patients with SWS and medically refractory epilepsy and for education regarding surgical options.


When: Now second Friday of the month

Where: Kennedy Krieger Outpatient Center


For more information, please contact us at 443-923-9127 or 443-923-9569 or at SturgeWeber@KennedyKrieger.org.




Support Our Work


Our ability to further advance key areas of Sturge-Weber syndrome research depends on financial support from individuals who understand and believe in our mission. This support will enable us to achieve the best for our patients through scientific discovery, clinical care, and education and training.


With the recent discovery of the cause of SWS, we have begun to investigate new treatments. We urgently need your support to develop and test these treatments that have the potential to radically improve the lives of those living with SWS.


Every gift we receive will help us advance our mission. Your generosity will directly impact patients and families, and the medical community that seeks to help them. 


Donate now!  Create a Fundraising Page




Ask Dr. Comi


Would you like to receive Dr. Comi's updates by email? Do you have a topic or question you would like to see addressed with a future Update?


Please click the link below to contact Dr. Comi. She will be in touch through email with a response.


Ask Dr. Comi a Question


Related Materials and Information:


	The Hunter Nelson Sturge-Weber Center Factsheet (PDF)
	Multidisciplinary Clinic Information (PDF)
	Occupational Therapy Services for SWS Patients Factsheet (PDF)




      



  


  


                
              
            

            
              
                
                    
    

  
    this section
    Hunter Nelson Sturge-Weber Syndrome Center

    Open
        
        
        
        
    
  
      
        	
              About

                  Show more
                    	
              Diagnosis

              
	
              Educational Resources

              


    
              
	
              Physician Referral Information

              
	
              Tribute to Hunter Nelson

              
	
              Treatment Services

                  Show more
                    	
              Visit Checklist

              
	
              Visitor Information

              


    
              
	
              Patient Stories

                  Show more
                    	
              Anabelle Faneca’s Story

              
	
              Jenna Heck’s Story

              
	
              Lola Happel’s Story

              
	
              Theo Shamberger’s Story

              


    
              
	
              Physicians & Staff Directory

                  Show more
                    	
              Andrew Zabel, PhD

              
	
              Anne M. Comi, MD

              
	
              Bernard A Cohen, MD

              
	
              Doris Lin, MD, PhD

              
	
              Eric Kossoff, MD

              
	
              Stacy Suskauer, MD

              


    
              
	
              Research Initiatives

                  Show more
                    	
              Current Research Studies

              
	
              Completed Research Studies

              


    
              
	
              News & Updates

                  Show more
                    	
              NIH-Funded Clinical Studies

              
	
              News

              
	
              Upcoming Events

              
	
              Videos

              


    
              
	
              How You Can Help

                  Show more
                    	
              Why I Donate

              
	
              Fundraising Pages

              
	
              Our Supporters

              


    
              
	
              Contact Us

              


    


  

  
    
      
                
        
            
              [image: Hunter Nelson Sturge-Weber Syndrome Center]



      
            
            
Help Children with Sturge-Weber Syndrome

      
        

        
           
            Give to Sturge-Weber Syndrome research and help children enjoy fuller lives through improved diagnosis, care, and education.
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Baltimore, MD 21205
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February 2024: What Does it Mean to Have a Rare Disease?
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Researchers Uncover New Treatment to Reduce Seizures Among Infants with Sturge-Weber Syndrome
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May 2022: Unraveling the Mysteries of Rare Childhood Diseases
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Herbal Drug Brings Hope
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FDA Approval of Epidiolex for Lennox-Gastaut Syndrome and Dravet Syndrome
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Giving to Find a Cure
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Clark Family Gets Active While Raising Money for Sturge-Weber 
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Jenna's Story
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Bands on the Bay's 10th Anniversary
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