
 
 

Appendix 2. Co-investigators 

PRO-DMD-01 

Name Location Role Contribution 

Nicolas Deconinck, 

MD 

Department of Pediatric 

Neurology, Hôpital 

Universitaire des Enfants Reine 

Fabiola, Université Libre de 

Bruxelles, Brussels, Belgium 

Co-investigator Data collection 

Mar Tulinius, MD, 

PhD 

Queen Silvia Children's 

Hospital, Gothenburg, Sweden 

Co-investigator Data collection 

Erik H Niks, MD, PhD Leids Universitair Medisch 

Centrum, Leiden, Netherlands 

Co-investigator Data collection 

Imelda De Groot, MD, 

PhD 

Radboud University Nijmegen 

Medical Center, Nijmegen, 

Netherlands 

Co-investigator Data collection 

Kevin Flanigan, MD Nationwide Children's Center 

for Gene Therapy, Columbus, 

Ohio 

Co-investigator Data collection 

Erik Henricson, MPH Department of Physical 

Medicine and Rehabilitation, 

School of Medicine, University 

of California, Davis 

Co-investigator Data collection 



 
 

Brenda Wong, MD UMass Memorial Medical 

Center, Worcester, 

Massachusetts 

Co-investigator Data collection 

Maria Bernadete Dutra 

de Resende, MD 

Department of Neurology, 

University of São Paulo, Brazil. 

Co-investigator Data collection 

Gian Luca Vita, MD Nemo Sud Clinical Centre, 

University Hospital "G. 

Martino", Messina, Italy 

Co-investigator Data collection 

Ulrike Schara, MD Universitätsklinikum Essen, 

Essen, Germany 

Co-investigator Data collection 

JanBerd Kirschner, 

MD 

Universitätsklinikum Freiburg, 

Freiburg, Germany 

Co-investigator Data collection 

Eugenio Mercuri, MD, 

PhD 

Catholic University, Rome, 

Italy 

Co-investigator Data collection 

Haluk Topaloglu, MD Hacettepe University Medical 

Faculty / Pediatric Neurology, 

Sıhhiye-Ankara, Turkey 

Co-investigator Data collection 

Soledad Monges, MD Department of Neurology, 

Hospital J P Garrahan, 

Argentina 

Co-investigator Data collection 

Claude Cances, MD Unité de Neuropédiatrie, 

Hôpital des enfants, CHU 

Toulouse, Toulouse, France 

Co-investigator Data collection 



 
 

CINRG DNHS 

Name Location Role Contribution 

V Vishwanathan, 

MD 

Sundaram Medical Foundation and Apollo 

Children's Hospital, Chenneai, India 

Co-investigator Data collection 

S. 

Chidambaranathan, 

MD 

Sundaram Medical Foundation and Apollo 

Children's Hospital, Chenneai, India 

Co-investigator Data collection 

W. Douglas Biggar, 

MD 

Holland Bloorview Kids Rehabilitation 

Hospital 

Co-investigator Data collection 

Laura C. McAdam, 

MD 

Holland Bloorview Kids Rehabilitation 

Hospital, Toronto, Ontario, Canada 

Co-investigator Data collection 

Jean K Mah, MD Alberta Children’s Hospital, Calgary, Canada Co-investigator Data collection 

Mar Tulinius, MD Queen Silvia Children’sHospital, 

Gothenburg, Sweden 

Co-investigator Data collection 

Avital Cnaan, PhD TRiNDS, Kensington, Maryland Co-investigator Data collection 

Lauren P 

Morgenroth, MS 

TRiNDS, Kensington, Maryland Co-investigator Data collection 

Robert Leshner, 

MD 

University of California San Diego Medical 

Center, La Jolla, California 

Co-investigator Data collection 

Carolina Tesi-

Rocha, MD 

Stanford University School of Medicine, Palo 

Alto, California 

Co-investigator Data collection 

Mathula 

Thangarajh, MD 

Children's National Health System, 

Washington, DC 

Co-investigator Data collection 



 
 

Tina Duong, MPT Stanford University School of Medicine, Palo 

Alto, California 

Co-investigator Data collection 

Andrew Kornberg, 

MD 

Royal Children’s Hospital, Melbourne, 

Australia 

Co-investigator Data collection 

Monique M. Ryan, 

MD 

Royal Children’s Hospital, Melbourne, 

Australia 

Co-investigator Data collection 

Yoram Nevo, MD Schneider Children’s Medical Center, Tel 

Aviv, Israel 

Co-investigator Data collection 

Alberto Dubrovsky, 

MD 

Fundacion Favaloro Hospital Universitario, 

Buenos Aires, Argentina 

Co-investigator Data collection 

Paula R Clemens, 

MD 

University of Pittsburgh, Pittsburgh, 

Pennsylvania 

Co-investigator Data collection 

Hoda Abdel-Hamid, 

MD 

University of Pittsburgh, Pittsburgh, 

Pennsylvania 

Co-investigator Data collection 

Anne Connolly, MD Washington University, St. Louis, Missouri Co-investigator Data collection 

Alan Pestronk, MD Washington University, St. Louis, Missouri Co-investigator Data collection 

Jean Teasley, MD Children's Hospital of Virginia Co-investigator Data collection 

Tulio Bertorini, MD University of Tennessee, Memphis Co-investigator Data collection 

Richard Webster, 

MD 

The Children’s Hospital at Westmead, 

Sydney, Australia 

Co-investigator Data collection 

Hanna Kolski, MD University of Alberta, Edmonton, Canada Co-investigator Data collection 

Nancy L Kuntz, 

MD 

Ann & Robert H. Lurie Children’s Hospital, 

Chicago, Illinois 

Co-investigator Data collection 



 
 

Sherilyn Driscoll, 

MD 

Washington University, St. Louis, Missouri Co-investigator Data collection 

John Bodensteiner, 

MD 

Mayo Clinic, Rochester, Minnesota Co-investigator Data collection 

Jose Carlo, MD University of Puerto Rico, Puerto Rico, USA Co-investigator Data collection 

Ksenija Gornia, MD University of Pavia and Niguarda Ca’ Granda 

Hospital 

Co-investigator Data collection 

Timothy Lotze, MD Texas Children's Hospital, Houston, Texas Co-investigator Data collection 

John Day, MD University of Minnesota Co-investigator Data collection 

Peter Karachunski, 

MD 

The University of Minnesota- Paul and Sheila 

Wellstone Muscular Dystrophy Center, 

Minneapolis, Minnestoa 

Co-investigator Data collection 

E Henricson, MPH Department of Physical Medicine and 

Rehabilitation, School of Medicine, 

University of California, Davis 

Co-investigator Data collection 

R. Ted Abresch, MS Department of Physical Medicine and 

Rehabilitation, School of Medicine, 

University of California, Davis 

Co-investigator Data collection 

Nannette Joyce, DO Department of Physical Medicine and 

Rehabilitation, School of Medicine, 

University of California, Davis 

Co-investigator Data collection 

 

 



 
 

Imaging DMD 

Name Location Role Contribution 

Harneet Arora, PT, 

PhD 

Department of Physical 

Therapy, University of 

Florida 

Co-investigator Data collection 

Rebecca J Willcocks, 

PhD 

University of Florida, 

Gainesville, Florida 

Co-investigator Data collection 

Donovan J Lott, PT, 

PhD 

University of Florida, 

Gainesville, Florida 

Co-investigator Data collection 

Ann T Harrington, PT, 

PhD 

The Children's Hospital of 

Philadelphia, Philadelphia, 

Pennsylvania, USA. 

Co-investigator Data collection 

Claudia R Senesac, 

PT, PhD 

University of Florida, 

Gainesville, Florida 

Co-investigator Data collection 

Kirsten L Zilke, PT Oregon Health & Science 

University, Portland, 

Oregon, USA. 

Co-investigator Data collection 

Michael J Daniels, 

ScD 

The University of Texas at 

Austin, Austin, Texas 

Co-investigator Data collection 

Dandan Xu, PhD Department of Statistics & 

Data Sciences, The 

University of Texas at 

Austin, Austin, Texas, USA. 

Co-investigator Data collection 



 
 

Gihan I Tennekoon, 

MD 

Children's Hospital of 

Philadelphia, Philadelphia, 

Pennsylvania 

Co-investigator Data collection 

Erika L Finanger, MD Oregon Health & Science 

University, Portland, 

Oregon 

Co-investigator Data collection 

Barry S Russman, MD Oregon Health & Science 

University, Portland, 

Oregon 

Co-investigator Data collection 

Richard S Finkel, MD Nemours Children’s 

Hospital, Orlando, Florida 

Co-investigator Data collection 

William T Triplett, BS University of Florida, 

Gainesville, Florida 

Co-investigator Data collection 

Barry J Byrne, MD, 

PhD 

University of Florida, 

Gainesville, Florida 

Co-investigator Data collection 

Glenn A Walter, PhD University of Florida, 

Gainesville, Florida 

Co-investigator Data collection 

HL Sweeney, PhD University of Florida, 

Gainesville, Florida 

Co-investigator Data collection 



 
 

The DMD Italian Group 

Name Location Role Contribution 

Marika Pane, MD Centro Clinico Nemo, 

Fondazione Policlinico 

Universitario A. Gemelli, 

IRCCS, Rome, Italy 

Co-investigator Data collection 

Elena Mazzone, MD Child Neurology Unit e Centro 

Nemo, IRCCS Fondazione 

Policlinico Gemelli, Università 

Cattolica del Sacro Cuore, 

Rome, Italy 

Co-investigator Data collection 

Sonia Messina, PhD University of Messina, Messina, 

Italy 

Co-investigator Data collection 

GianLuca Vita, PhD Nemo SUD Clinical Centre, 

University Hospital "G. 

Martino", Messina, Italy 

Co-investigator Data collection 

Maria Pia Sormani, 

PhD 

Department of Health Sciences 

(DISSAL), University of 

Genova, Genova, Italy/IRCCS 

Ospedale Policlinico San 

Martino,Genoa, Italy 

Co-investigator Data collection 

Adele D'Amico, MD Bambino Gesù Children's 

Hospital, Rome, Italy 

Co-investigator Data collection 



 
 

Enrico Bertini, MD Clinical, Diagnostic and 

Research Laboratory Unit of 

Neuromuscolar and 

Neurodegenerative Diseases, 

andLaboratory of Molecolar 

Medicine of the Bambino Gesù 

Children’s Hospital, Rome, Italy 

Co-investigator Data collection 

Angela Berardinelli, 

MD 

Child Neurology and Psychiatry 

Unit, IRCCS, Mondino 

Foundation, Pavia, Italy 

Co-investigator Data collection 

Francesca Magri, MD Department of Internal Medicine 

and Medical Specialties, 

Dermatology, Sapienza, 

University of Rome, Naples, 

Italy 

Co-investigator Data collection 

Giacomo Pietro Comi, 

MD 

University of Milan, Neurology 

Unit, I.R.C.C.S. Fondazione Ca' 

Granda Ospedale Maggiore 

Policlinico, Milan, Italy 

Co-investigator Data collection 

Giovanni Baranello, 

PhD 

stituto Neurologico "Besta" 

Milan, Milan, Italy 

Co-investigator Data collection 

Tiziana Mongini, MD "Rita Levi Montalcini", 

University of Turin, Turin, Italy 

Co-investigator Data collection 



 
 

Antonella Pini, MD IRCCS Istituto delle Scienze 

Neurologiche, Bologna, Italy 

Co-investigator Data collection 

Roberta Battini, MD, 

PhD 

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

Foundation, Pisa, Italy 

Co-investigator Data collection 

Elena Pegoraro, MD, 

PhD 

Azienda Ospedaliera Padova, 

Padova, Italy 

Co-investigator Data collection 

Claudio Bruno, MD G. Gaslini Institute, Genova, 

Italy 

Co-investigator Data collection 

Luisa Politano, MD University of Campania, Naples, 

Italy 

Co-investigator Data collection 

Stefano Previtali, MD, 

PhD 

IRCCS San Raffaele Scientific 

Institute, Milan, Italy 

Co-investigator Data collection 
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