
Outcome Measures and Infrastructure for Phase III Studies in Batten Disease (JNCL) 
December 6-7, 2013. Rochester, New York USA 

 
Participant Roster 

 

 

Heather R. Adams, PhD 

Assistant Professor of Neurology and Pediatrics 

Division of Child Neurology  

University of Rochester Medical Center 

Rochester, New York, USA 

 

URMC Batten Disease Diagnostic & Clinical Research Center 

& BDSRA Batten Center of Excellence 

www.urmc.rochester.edu/neurology/batten-disease-center/ 

http://www.urmc.rochester.edu/neurology/batten-disease-center/
http://www.urmc.rochester.edu/neurology/batten-disease-center/
http://www.bdfa-uk.org.uk/
http://www.urmc.rochester.edu/neurology/batten-disease-center/
http://www.nationwidechildrens.org/batten-disease
http://www.beyondbatten.org/


http://www.urmc.rochester.edu/neurology/batten-disease-center/
http://www.bdsra.org/
http://www.urmc.rochester.edu/neurology/batten-disease-center/


Outcome Measures and Infrastructure for Phase III Studies in Batten Disease (JNCL) 
December 6-7, 2013. Rochester, New York USA 

 
Participant Roster 

 

 

Jonathan W. Mink, MD, PhD 

Vice Chair, Department of Neurology 

Chief, Division of Child Neurology 

Professor, Departments of Neurology, Pediatrics, Brain and 

Cognitive Sciences; Neurobiology and Anatomy 

University of Rochester Medical Center 

Rochester, New York, USA 

 

Director, URMC Batten Disease Diagnostic & Clinical 

Research Center & BDSRA Batten Center of Excellence 

www.urmc.rochester.edu/neurology/batten-disease-center/ 

Aimee Morris 

Medical Student 

University of Rochester School of Medicine 

Rochester, New York, USA 

 

Poster Title 

Treatment of Tremor in Ataxic Cerebral Palsy with Deep Brain 

Stimulation 

 

  

  

John R. Østergaard DMSc 

Centre for Rare Diseases / Center for Sjældne Sygdomme 

(CSS) 

Department of Clinical Medicine ï The Department of 

Paediatrics 

Aarhus University Hospital 

Aarhus, Denmark 

 

http://www.auh.dk/om+auh 

David A. Pearce, PhD 

Director Sanford Children's Health Research Center, Sanford 

Research USD 

Professor, Department of Pediatrics 

Sanford School of Medicine of the University of South Dakota 

Sioux Falls, South Dakota, USA 

 

Pearce Lab for Genetically Inherited Diseases of Children 

www.sanfordresearch.org/researchcenters/childrenshealth/pearcelab/ 

  

  

Lori Sikorra 

Parent 

Westlake Village, California, USA 

 

 

 

 

Angela Schulz, MD 

Childrenôs Hospital, Department of Pediatrics 

University Medical Centre Hamburg-Eppendorf 

Hamburg, Germany 

 

Coordinator ï DEM-CHILD 

http://www.dem-child.eu/index.php/background-16.html 

  

  

Katherine B. Sims, MD 

Professor of Neurology, Harvard Medical School 

Massachusetts General Hospital 

Boston, Massachusetts, USA 

 

Director, NCL Disorders Clinic, MGH-CHGR Batten 

Center of Excellence

http://www.urmc.rochester.edu/neurology/batten-disease-center/
http://www.auh.dk/om+auh
http://www.sanfordresearch.org/researchcenters/childrenshealth/pearcelab/
http://www.dem-child.eu/index.php/background-16.html
http://www.biogenidec.com/
http://www.massgeneral.org/neurology/doctors


http://www.marshfieldclinic.org/
http://www.ncats.nih.gov/
http://www.urmc.rochester.edu/neurology/batten-disease-center/
http://www.urmc.rochester.edu/neurology/batten-disease-center/
http://www.urmc.rochester.edu/neurology/batten-disease-center/

