
Appendix 2. FOR-DMD collaborators 

Name Location Role Contribution 
Michela Guglieri, MD John Walton Muscular Dystrophy 

Research Centre, 
Newcastle University 

Co-Principal Investigator Study design, analysis and 
interpretation of data, study oversight 

Kate Bushby, MD John Walton Muscular Dystrophy 
Research Centre, 
Newcastle University 

Initial Co-Principal 
Investigator 

Study concept and design, study 
oversight 

Rabi Tawil, MD University of Rochester, Rochester, 
NY 

Steering Committee Study concept and design 

Barbara E. Herr, MS University of Rochester, Rochester, 
NY 

Steering Committee Study concept and design, securing 
trial funding 

Elaine McColl, PhD John Walton Muscular Dystrophy 
Research Centre, 
Newcastle University 

Steering Committee Study concept and  design, study 
supervision and coordination in UK 

Janbernd Kirschner, 
MD 

Medical Center-University of 
Freiburg, Germany 

Steering Committee; 
Site Investigator 

Study concept and design, study 
coordination in Germany, data 
acquisition 

Sabine Schneider-
Fuchs, PhD 

Medical Center-University of 
Freiburg, Germany 

Project Manager Study coordination in Germany 

Mary W. Brown, MS, 
RN 

University of Rochester, Rochester, 
NY 

Steering Committee Study database creation and oversight 

Tracey Willis, MD, 
PhD 

Robert Jones & Agnes Hunt 
Orthopedic Hospital, Oswestry 

Medical Monitor Review and advise on trial medical 
safety issues 

Emma Ciafaloni, MD University of Rochester, Rochester, 
NY 

Site Investigator Data acquisition 

Katy Eichinger, PhD, 
PT 

University of Rochester, Rochester, 
NY 

Site Physiotherapist Data acquisition 

Debra Guntrum, MS, 
FNP 

University of Rochester, Rochester, 
NY 

Site Coordinator Data acquisition, trial coordination  

Volker Straub, MD, 
PhD 

Clinical Research Centre, 
Newcastle University 

Site Investigator Data acquisition 

Henriette van 
Ruiten, MD 

Clinical Research Centre, 
Newcastle University 

Site Sub-Investigator Data acquisition 

Anna Mayhew, PT Clinical Research Centre, 
Newcastle University 

Site Physiotherapist Data acquisition 

Anne-Marie Childs, 
MRCP, FRCPCH 

Leeds Teaching Hospitals, Leeds Site Investigator Data acquisition 

Lindsey Pallant, PT Leeds Teaching Hospitals, Leeds Site Physiotherapist Data acquisition 
Neil Hall Leeds Teaching Hospitals, Leeds Site Coordinator Data acquisition, trial coordination  
Asyah Chhibda Leeds Teaching Hospitals, Leeds Site Coordinator Data acquisition, trial coordination  
Perry B. Shieh, MD, 
PhD 

University of California, Los Angeles Site Investigator Data acquisition 

Loretta Staudt, MS, 
PT 

University of California, Los Angeles Site Physiotherapist Data acquisition 

Ummulwara Qasim University of California, Los Angeles Site Coordinator Data acquisition, trial coordination  
Stefan Spinty, 
MRCPCH, MMedSc 

Alder Hey Children’s Hospital, 
Liverpool 

Site Investigator Data acquisition 

Caroline 
Charlesworth, 
MRCPCH 

Alder Hey Children’s Hospital, 
Liverpool 

Site Sub-Investigator Data acquisition 

Allison Shillington, 
PT 

Alder Hey Children’s Hospital, 
Liverpool 

Site Physiotherapist Data acquisition 

Lisa Hughes Alder Hey Children’s Hospital, 
Liverpool 

Site Coordinator Data acquisition, trial coordination  

Russell J. 
Butterfield, MD, PhD 

University of Utah Medical Center, 
Salt Lake City 

Site Investigator Data acquisition 

Melissa McIntyre, 
DPT 

University of Utah Medical Center, 
Salt Lake City 

Site Physiotherapist Data acquisition 

Becky Crockett University of Utah Medical Center, 
Salt Lake City 

Site Coordinator Data acquisition, trial coordination  

Iain Horrocks, 
MRCPCH 

Greater Glasgow and Clyde NHS 
Yorkhill Hospital, Glasgow 

Site Investigator Data acquisition 

Marina Di Marco, PT Greater Glasgow and Clyde NHS 
Yorkhill Hospital, Glasgow 

Site Physiotherapist Data acquisition 



Name Location Role Contribution 
Jennifer Dunne Greater Glasgow and Clyde NHS 

Yorkhill Hospital, Glasgow 
Site Coordinator Data acquisition, trial coordination 

Helen Roper, MD, 
FRCPCH 

Birmingham Heartlands Hospital, 
Birmingham 

Site Investigator Data acquisition 

Zoya Alhaswani, MD Birmingham Heartlands Hospital, 
Birmingham 

Site Investigator Data acquisition 

Heather McMurchie, 
PT 

Birmingham Heartlands Hospital, 
Birmingham 

Site Physiotherapist Data acquisition 

Alison Watson, Ped. 
Research Nurse 

Birmingham Heartlands Hospital, 
Birmingham 

Site Coordinator Data acquisition, trial coordination 

Giovanni Baranello, 
MD 

Fondazione IRCCS Istituto 
Neurologico Carlo Besta, Milan 

Site Investigator Data acquisition 

Lorenzo Maggi, MD Fondazione IRCCS Istituto 
Neurologico Carlo Besta, Milan 

Site Investigator Data acquisition 

Maria Teresa 
Arnoldi, PT 

Fondazione IRCCS Istituto 
Neurologico Carlo Besta, Milan 

Site Physiotherapist Data acquisition 

Angela Campanella Fondazione IRCCS Istituto 
Neurologico Carlo Besta, Milan 

Site Coordinator Data acquisition, trial coordination 

Kevin M. Flanigan, 
MD 

Nationwide Children’s Hospital, 
Columbus 

Site Investigator Data acquisition 

Natalie F. Miller, 
DPT 

Nationwide Children’s Hospital, 
Columbus 

Site Physiotherapist Data acquisition 

Allie Fenter Nationwide Children’s Hospital, 
Columbus 

Site Coordinator Data acquisition, trial coordination 

Nancy L. Kuntz, MD Ann & Robert H. Lurie Children’s 
Hospital, Chicago 

Site Investigator Data acquisition 

Colleen Blomgren, 
PT 

Ann & Robert H. Lurie Children’s 
Hospital, Chicago 

Site Physiotherapist Data acquisition 

Carolyn Hyson, PT Ann & Robert H. Lurie Children’s 
Hospital, Chicago 

Site Physiotherapist Data acquisition 

Theresa Oswald, MS Ann & Robert H. Lurie Children’s 
Hospital, Chicago 

Site Coordinator Data acquisition, trial coordination 

Adnan Y. Manzur, 
FRCPCH  

Great Ormond Street Hospital, 
London, UK 

Site Investigator Data acquisition 

Francesco Muntoni, 
MD 

Great Ormond Street Hospital, 
London, UK 

Site Investigator Data acquisition 

Jordan Butler, PT Great Ormond Street Hospital, 
London, UK 

Site Physiotherapist Data acquisition 

Hinal Patel Great Ormond Street Hospital, 
London, UK 

Site Coordinator Data acquisition, trial coordination 

Basil T. Darras, MD Boston Children’s Hospital Site Investigator Data acquisition 
Amy Pasternak, PT Boston Children’s Hospital Site Physiotherapist Data acquisition 
Audrey Ellis Boston Children’s Hospital Site Coordinator Data acquisition, trial coordination 
Jean K. Mah, MD, 
MSc 

University of Calgary, Calgary Site Investigator Data acquisition 

Angela Chiu, PT Alberta Children’s Hospital, Calgary Site Physiotherapist Data acquisition 
Natalia Rincon, MSc Alberta Children’s Hospital, Calgary Site Coordinator Data acquisition, trial coordination 
Tiziana Mongini, MD AOU Citta della Salute e della 

Scienza, Turin 
Site Investigator Data acquisition 

Enrica Rolle, PT AOU Citta della Salute e della 
Scienza, Turin 

Site Physiotherapist Data acquisition 

Federica Ricci AOU Citta della Salute e della 
Scienza, Turin 

Site Coordinator Data acquisition, trial coordination 

Leslie Morrison, MD University of New Mexico, 
Albuquerque 

Site Investigator Data acquisition 

Guangbin Xia, MD, 
PhD 

University of New Mexico, 
Albuquerque 

Site Investigator Data acquisition 

Kathy Dieruf, PT University of New Mexico, 
Albuquerque 

Site Physiotherapist Data acquisition 

MacKenzie Cox University of New Mexico, 
Albuquerque 

Site Coordinator Data acquisition, trial coordination 

Maja von der Hagen, 
MD 

Children’s Hospital, Technical 
University Dresden 

Site Investigator Data acquisition 

Ilka Lehnert, PT Children’s Hospital, Technical 
University Dresden 

Site Physiotherapist Data acquisition 

Katja Uhlitzsch Children’s Hospital, Technical 
University Dresden 

Site Coordinator Data acquisition, trial coordination 



Name Location Role Contribution 
Richard S. Finkel, 
MD 

Nemours Children’s Hospital, 
Orlando 

Site Investigator Data acquisition 

Matt Civitello, PT Nemours Children’s Hospital, 
Orlando 

Site Physiotherapist Data acquisition 

Melisa Vega Nemours Children’s Hospital, 
Orlando 

Site Coordinator Data acquisition, trial coordination 

Hector Omar 
Oquendo 

Nemours Children’s Hospital, 
Orlando 

Site Coordinator Data acquisition, trial coordination 

Craig M. McDonald, 
MD 

University of California, Davis Site Investigator Data acquisition 

Erik Henricson, PhD University of California, Davis Site Sub-Investigator Data acquisition 
Alina Nicorici, BS University of California, Davis Site Physiotherapist Data acquisition 
Randev Sandhu, BS University of California, Davis Site Coordinator Data acquisition, trial coordination 
Erica Goude, MS University of California, Davis Site Coordinator Data acquisition, trial coordination 
Ulrike Schara, MD, 
PhD 

University of Essen, Germany Site Investigator Data acquisition 

Andrea Gangfuss, 
MD 

University of Essen, Germany Site Sub-Investigator Data acquisition 

Barbara Andres, PT University of Essen, Germany Site Physiotherapist Data acquisition 
Baerbel Leiendecker University of Essen, Germany Site Coordinator Data acquisition, trial coordination 
Corinna Seifert University of Essen, Germany Site Coordinator Data acquisition, trial coordination 
Matthew P. 
Wicklund, MD 

Hershey Penn State College of 
Medicine 

Site Investigator Data acquisition 

Ashutosh Kumar, 
MD 

Hershey Penn State College of 
Medicine 

Site Investigator Data acquisition 

Victoria Kern, MPT Hershey Penn State College of 
Medicine 

Site Physiotherapist Data acquisition 

Heidi Runk Hershey Penn State College of 
Medicine 

Site Coordinator Data acquisition and trial coordination 

Ekkehard 
Wilichowski, MD 

University Medical Center, 
Goettingen, Germany 

Site Investigator Data acquisition 

Elke 
Hobbiebrunken, MD 

Children’s University Hospital, 
Goettingen 

Site Sub-Investigator Data acquisition 

Gerda Roetmann, 
PT 

Children’s University Hospital, 
Goettingen 

Site Physiotherapist Data acquisition 

Anja Nolte Children’s University Hospital, 
Goettingen 

Site Coordinator Data acquisition, trial coordination 

Richard J. Barohn, 
MD 

University of Kansas Medical 
Center 

Site Investigator Data acquisition 

Jeffrey Statland, MD University of Kansas Medical 
Center 

Site Investigator Data acquisition 

Melanie Glenn, MD University of Kansas Medical 
Center 

Site Sub-Investigator Data acquisition 

Melissa Currence, 
PTA 

University of Kansas Medical 
Center 

Site Physiotherapist Data acquisition 

Laura Herbelin, PT University of Kansas Medical 
Center 

Site Physiotherapist Data acquisition, trial coordination 

Kiley Higgs University of Kansas Medical 
Center 

Site Coordinator Data acquisition, trial coordination 

Craig Campbell, MD University of Western Ontario, 
Ontario Canada 

Site Investigator Oversight of Canadian sites, data 
acquisition 

Cheryl Scholtes, PT Thames Valley Children’s Centre, 
London Ontario 

Site Physiotherapist Data acquisition 

Rhiannon Hicks Children’s Hospital London Health 
Sciences Centre, Ontario Canada 

Site Coordinator Data acquisition, trial coordination 

Jennifer Petzke Children’s Hospital London Health 
Sciences Centre, Ontario Canada 

Site Coordinator Data acquisition, trial coordination 

Sabine Stein, PT Medical Center – University of 
Freiburg, Germany 

Site Physiotherapist Data acquisition 

Sabine Wider Medical Center – University of 
Freiburg, Germany 

Site Coordinator Data acquisition, trial coordination 

Giuseppe Vita, MD University of Messina & Nemo Sud 
Clinical Center AOU Policlinico 
Gaetano Martino, Messina 

Site Investigator Data acquisition 

Gian Luca Vita, MD Nemo Sud Clinical Center AOU 
Policlinico Gaetano Martino, 
Messina 

Site Physiotherapist Data acquisition 



Name Location Role Contribution 
Sonia Messina, MD University of Messina & Nemo Sud 

Clinical Center AOU Policlinico 
Gaetano Martino, Messina 

Site Coordinator Data acquisition, trial coordination 

James F. Howard, 
Jr. MD 

University North Carolina, Chapel 
Hill 

Site Investigator Data acquisition 

Jennifer Newman, 
PT 

University North Carolina, Chapel 
Hill 

Site Physiotherapist Data acquisition 

Manisha Chopra, 
MBBS, CCRP 

University North Carolina, Chapel 
Hill 

Site Coordinator Data acquisition, trial coordination 

Imelda Hughes, 
FRCPCH 

Royal Manchester Children’s 
Hospital, UK 

Site Investigator Data acquisition 

Sinead Warner, PT Royal Manchester Children’s 
Hospital, UK 

Site Physiotherapist Data acquisition 

Fran Binici Royal Manchester Children’s 
Hospital, UK 

Site Coordinator Data acquisition, trial coordination 

Donna Danziger Royal Manchester Children’s 
Hospital, UK 

Study Nurse Data acquisition 

Hugh J. McMillan, 
MD, MSc 

Children’s Hospital of Eastern 
Ontario, Ottawa 

Site Investigator Data acquisition 

Catherine LaCroix, 
PT 

Children’s Hospital of Eastern 
Ontario, Ottawa 

Site Physiotherapist Data acquisition 

Rosa Ramos Children’s Hospital of Eastern 
Ontario, Ottawa 

Site Coordinator Data acquisition, trial coordination 

Elena Pegoraro, MD, 
PhD 

University of Padova, Italy Site Investigator Data acquisition 

Luca Bello, MD, PhD University of Padova, Italy Site Sub-Investigator Data acquisition 
Andrea Barp, MD University of Milan, Italy Site Physiotherapist Data acquisition 
Claudio Semplicini, 
MD, PhD 

University of Padova, Italy Site Coordinator Data acquisition, trial coordination 

W. Bryan Burnette, 
MD 

Vanderbilt Children’s Hospital, 
Nashville 

Site Investigator Data acquisition 

Penny Powers, PT Vanderbilt Children’s Hospital, 
Nashville 

Site Physiotherapist Data acquisition 

Diana Davis, RN, 
BSN 

Vanderbilt Children’s Hospital, 
Nashville 

Site Coordinator Data acquisition, trial coordination 

Taeun Chang, MD Children’s National Medical Center, 
Washington DC 

Site Investigator Data acquisition 

Brittney Drogo, PT Children’s National Medical Center, 
Washington DC 

Site Physiotherapist Data acquisition 

Juliana Lintner Children’s National Medical Center, 
Washington DC 

Site Coordinator Data acquisition, trial coordination 

 


