
Appendix 2  Coinvestigators 

Name Location Role Contribution 

Marleen Van den 

Hauwe, PT 

Department of Child 

Neurology, University 

Hospitals Leuven, 

Leuven, Belgium 

Universitaire 

Ziekenhuizen Leuven 

Research 

Physiotherapist 

Conducted functional 

assessments 

Nicolas Deconinck, 

MD 

Department of 

Pediatric Neurology, 

Hôpital Universitaire 

des Enfants Reine 

Fabiola, Université 

Libre de Bruxelles, 

Brussels, Belgium 

PRO-DMD-01 

Site Investigator 

Led study conduct at 

site 

Mar Tulinius, MD, 

PhD 

Queen Silvia Children's 

Hospital, Gothenburg, 

Sweden 

PRO-DMD-01 

Site Investigator 

Led study conduct at 

site 

Kevin Flanigan, MD Nationwide 

Children's Center for 

Gene Therapy, 

Columbus, 

Ohio 

PRO-DMD-01 

Site Investigator 

Led study conduct at 

site 

Erik Henricson, MPH Department of 

Physical Medicine and 

Rehabilitation, School 

of Medicine, University 

of California, Davis 

PRO-DMD-01 

Site Investigator 

Led study conduct at 

site 

Maria Bernadete 

Dutra de Resende, 

MD 

Department of 

Neurology, 

University of São 

Paulo, Brazil. 

PRO-DMD-01 

Site Investigator 

Led study conduct at 

site 

Gian Luca Vita, MD Nemo Sud Clinical 

Centre, 

University Hospital "G. 

Martino", Messina, 

Italy 

PRO-DMD-01 

Site Investigator 

Led study conduct at 

site 

Ulrike Schara, MD Universitätsklinikum 

Essen, 

Essen, Germany 

PRO-DMD-01 

Site Investigator 

Led study conduct at 

site 

JanBerd Kirschner, 

MD 

Universitätsklinikum 

Freiburg, 

PRO-DMD-01 

Site Investigator 

Led study conduct at 

site 



Freiburg, Germany 

Haluk Topaloglu, MD Hacettepe University 

Medical Faculty / 

Pediatric Neurology, 

Sıhhiye-Ankara, Turkey 

PRO-DMD-01 

Site Investigator 

Led study conduct at 

site 

Soledad Monges, MD Department of 

Neurology, Hospital J P 

Garrahan, Argentina 

PRO-DMD-01 

Site Investigator 

Led study conduct at 

site 

Claude Cances, MD Unité de 

Neuropédiatrie, 

Hôpital des enfants, 

CHU Toulouse, 

Toulouse, France 

PRO-DMD-01 

Site Investigator 

Led study conduct at 

site 

Stephanie Robb, MD Dubowitz 

Neuromuscular 

Centre, Great Ormond 

Street Hospital for 

Children NHS Trust, 

London, United 

Kingdom 

UK NorthStar Clinical 

Network 

Consultant Pediatric 

Neurologist 

 

Conducted clinical 

assessments 

Rosaline Quinlivan, 

MD 

Dubowitz 

Neuromuscular 

Centre, Great Ormond 

Street Hospital for 

Children NHS Trust, 

London, United 

Kingdom 

UK NorthStar Clinical 

Network 

Clinical Lead 

Designed/ Conducted 

clinical assessments 

Anna Sarkozy, MD Dubowitz 

Neuromuscular 

Centre, Great Ormond 

Street Hospital for 

Children NHS Trust, 

London, United 

Kingdom 

UK NorthStar Clinical 

Network 

Consultant Pediatric 

Neurologist 

 

Designed/ Conducted 

clinical assessments 

Pinki Munot, MD Dubowitz 

Neuromuscular 

Centre, Great Ormond 

Street Hospital for 

Children NHS Trust, 

London, United 

Kingdom 

UK NorthStar Clinical 

Network 

Consultant Pediatric 

Neurologist 

 

Designed/ Conducted 

clinical assessments 



Giovanni Baranello, 

MD, PhD 

Dubowitz 

Neuromuscular 

Centre, Great Ormond 

Street Hospital for 

Children NHS Trust, 

London, United 

Kingdom 

UK NorthStar Clinical 

Network 

Consultant Pediatric 

Neurologist 

 

Designed/ Conducted 

clinical assessments 

Adnan Manzur, MD Dubowitz 

Neuromuscular 

Centre, Great Ormond 

Street Hospital for 

Children NHS Trust, 

London, United 

Kingdom 

UK NorthStar Clinical 

Network 

Consultant Pediatric 

Neurologist 

 

Designed/ Conducted 

clinical assessments 

Mariacristina Scoto, 

MD 

Dubowitz 

Neuromuscular 

Centre, Great Ormond 

Street Hospital for 

Children NHS Trust, 

London, United 

Kingdom 

UK NorthStar Clinical 

Network 

Consultant Pediatric 

Neurologist 

 

Designed/ Conducted 

clinical assessments 

Irina Rybalsky, MD, 

PhD 

Cincinnati Children's 

Hospital Medical 

Center, Cincinnati, OH, 

USA 

CCHMC 

Pediatric Neurologist 

Conducted clinical 

assessments 

K. Courtney 

Shellenbarger, NP 

Cincinnati Children's 

Hospital Medical 

Center, Cincinnati, OH, 

USA 

CCHMC 

Physical Therapist 

Conducted functional 

assessments 

Marika Pane, MD Centro Clinico Nemo, 

Fondazione 

Policlinico 

Universitario A. 

Gemelli, 

IRCCS, Rome, Italy 

The DMD Italian Group 

Site Investigator 

Coordination and data 

management 

Giorgia Coratti, PT, 

PhD 

Child Neurology Unit e 

Centro Nemo, IRCCS 

Fondazione Policlinico 

Gemelli, Università 

Cattolica del Sacro 

Cuore, 

Rome, Italy 

The DMD Italian Group 

Site Investigator 

Data collection, review 

and management 



Sonia Messina, MD, 

PhD 

University of Messina, 

Messina, 

Italy 

The DMD Italian Group 

Site Investigator 

Coordination and data 

management 

Gian Luca Vita, MD, 

PhD 

Nemo SUD Clinical 

Centre, University 

Hospital "G. 

Martino", Messina, 

Italy 

The DMD Italian Group 

Site Investigator 

Coordination and data 

management 

Maria Pia Sormani, 

PhD 

Department of 

Health Sciences 

(DISSAL), University 

of Genova, Genova, 

Italy/IRCCS Ospedale 

Policlinico San 

Martino,Genoa, Italy 

The DMD Italian Group 

Site Investigator 

Data cleaning and 

management 

Adele D'Amico, MD, 

PhD 

Bambino Gesù 

Children's 

Hospital, Rome, Italy 

The DMD Italian Group 

Site Investigator 

Data cleaning and 

management 

Enrico Bertini, MD, 

PhD 

Clinical, Diagnostic 

and Research 

Laboratory Unit of 

Neuromuscolar and 

Neurodegenerative 

Diseases, 

andLaboratory of 

Molecolar Medicine 

of the Bambino Gesù 

Children’s Hospital, 

Rome, Italy 

The DMD Italian Group 

Site Investigator 

Data cleaning and 

management 

Angela Berardinelli, 

MD 

Child Neurology and 

Psychiatry 

Unit, IRCCS, Mondino 

Foundation, Pavia, 

Italy 

The DMD Italian Group 

Site Investigator 

Coordination and data 

management 

Francesca Magri, MD Department of 

Internal Medicine and 

Medical Specialties, 

Dermatology, 

Sapienza, University of 

Rome, Naples, 

Italy 

The DMD Italian Group 

Site Investigator 

Coordination and data 

management 



Giacomo Pietro Comi, 

MD 

University of Milan, 

Neurology Unit, 

I.R.C.C.S. 

Fondazione Ca' 

Granda Ospedale 

Maggiore 

Policlinico, Milan, Italy 

The DMD Italian Group 

Site Investigator 

Coordination and data 

management 

Giovanni Baranello, 

MD PhD 

Instituto Neurologico 

"Besta" 

Milan, Milan, Italy 

The DMD Italian Group 

Site Investigator 

Coordination and data 

management 

Tiziana Mongini, MD "Rita Levi Montalcini", 

University of Turin, 

Turin, Italy 

The DMD Italian Group 

Site Investigator 

Coordination and data 

management 

Antonella Pini, MD IRCCS Istituto delle 

Scienze 

Neurologiche, 

Bologna, Italy 

The DMD Italian Group 

Site Investigator 

Coordination and data 

management 

Roberta Battini, MD, 

PhD 

I.R.C.S.S. Stella Maris 

Foundation, Pisa, Italy 

The DMD Italian Group 

Site Investigator 

Coordination and data 

management 

Elena Pegoraro, MD, 

PhD 

Azienda Ospedaliera 

Padova, 

Padova, Italy 

The DMD Italian Group 

Site Investigator 

Coordination and data 

management 

Claudio Bruno, MD G. Gaslini Institute, 

Genova, 

Italy 

The DMD Italian Group 

Site Investigator 

Coordination and data 

management 

Luisa Politano, MD University of 

Campania, Naples, 

Italy 

The DMD Italian Group 

Site Investigator 

Coordination and data 

management 

Stefano Previtali, 

MD, 

PhD 

IRCCS San Raffaele 

Scientific 

Institute, Milan, Italy 

The DMD Italian Group 

Site Investigator 

Coordination and data 

management 

 


