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Richard Bedlack, MD, PhD
Neurologist, Duke University
Rick Bedlack grew up in a small town in central Connecticut. He went to college at William and Mary in
Virginia, then back to Connecticut for an MD and PhD in Neuroscience at UConn. Finally, he came to
Duke where he completed his Medicine internship, Neurology Residency, Neuromuscular Fellowship,
and Masters in Clinical Research Science. He is currently a Professor of Neurology at Duke, and Director
of the Duke ALS Clinic. He has won awards for teaching and patient care, including best Neurology
teacher at Duke, HealthCare Hero, Strength Hope and Caring Award, America’s Best Doctor, the
American Academy of Neurology Patient Advocate of the Year and the Rasmussen ALS Patient Advocate
of the Year. He has received research grants, participated in clinical trials, and published more than 100
articles. He is a past Chair of the North American ALS Research Group (ALSRG) and leader of the
international ALS Untangled program which utilizes social networking to investigate alternative and off
label treatment options for patients with ALS. He lives in Durham, North Carolina with his wife Shelly
and two mischievous kittens
Allison Bulat
ALS Research Ambassador
Allison graduated from Ottawa University with a degree in Human Resource Management
/ Organizational Development and went on to obtain multiple advanced-level certifications to include
Project Management, Information Systems Management and Technology Quality Assurance. In addition,
she completed her graduate-level certification in Clinical Research Management in December of
2019. Allison held the position of Senior Director of Software Quality Assurance for Choice
Hotels International for 14 years. She “retired” from her full-time career when her son
started kindergarten, and moved into the field of consulting. She has since been responsible for many
high-profile projects within large organizations, centered on organizational development, business
strategy, and cybersecurity. Allison lost her husband to ALS in 2016 and has since committed her time
and energy to helping others on the journey, and to doing whatever is possible to enable a cure for ALS
to be found. She is currently a Research Ambassador, the Co-Chair of the NEALS Patient Education and
Advocacy Committee (PEACe), a member of the Patient Advocacy, Retention and Recruitment, and
Regimen A Steering committees for the new Healey Platform Trial, a Peer Review Panelist for
the Congressionally Directed Medical Research Program, an active Board Member of the Arizona
chapter of the ALS Association and serves as the Chair for their ALS Care Services Committee for the
state of Arizona
Angela Genge, MD, FRCPC
Associate Professor, McGill University
Executive Director Clinical Research Unit, Montreal Neurological Institute
Director ALS Global Center of Excellence, Montreal Neurological Hospital
Dr. Angela Genge has been the Executive Director of the Clinical Research Unit at the Montreal at the
Montreal Neurological Institute since 2004. Since 2020, she has also served as Chief Medical Officer for

QurAlis and Scientific Director of CATALIS. Her expertise and ground-breaking work in the introduction
of innovative therapies in the rare disease space has led her to be a sought-after member of numerous
advisory boards for companies developing therapies for these diseases. Clinically, she is the Director of
the Neuro ALS clinical program and multidisciplinary clinic, and a neuromuscular
neurologist. Throughout her career she has received numerous awards, most recently the 2018 Forbes
Norris Award, the DIVA of Distinction Award, and the Governor General Diamond Jubilee Award.
Wendy Johnston, MD, FRCPC
Professor Neurology, Faculty of Medicine, University of Alberta
Dr. Wendy Johnston is a Professor of Medicine at the University of Alberta and Director of the University
of Alberta ALS Clinic and Programme. While at Oregon Health Sciences University (1992-2000), she
established the first ALS clinic in Oregon which was a member of the Western ALS Study Group. In 2000,
she re-established the ALS clinic at University of Alberta, Edmonton, which is now an interdisciplinary
clinic and research programme. This award-winning clinic (Centennial medals (2005), Covenant Health
Mission award (2007)). She was in leadership of the Canadian ALS Research Network (2017-2021), which
seeks to improve the availability of clinical research for persons living with ALS in Canada and
participates in the Canadian Neuromuscular Disease Registry. Her research in Edmonton includes clinical
trials of investigational drugs, investigator-initiated research on communication and information needs
of those affected by ALS. She is PI on the ALS-ID study which seeks to identify barriers to early referral to
the Kaye Edmonton Clinic ALS Programme and develop physician education strategies to mitigate the
delay to diagnosis, and is PI of the Patient Engagement pillar of the CAPTURE ALS platform, a Brain
Canada funded study to evaluate biomarkers for ALS.
Eric Macklin, PhD
Biostatistician, Massachusetts General Hospital
Dr. Eric A. Macklin works in the Massachusetts General Hospital Biostatistics Center, collaborating with
Dr. Merit Cudkowicz and her clinical colleagues. He is currently the study statistician for five active
NEALS clinical trials: the Retigabine trial, the Tocilizumab trial, the Mexiletine II trial, the SURE-ALS trial,
and the CNS10-NPC-GDNF trial and the unblinded statistician for the CENTAUR trial. Dr. Macklin is also
the senior biostatistician of multicenter trials evaluating the efficacy of urate elevation for
neuroprotection in Parkinson’s disease and the safety and efficacy of SYN120 for treating Parkinson's
disease dementia, a Steering Committee member of an anti-alpha-synuclein immunotherapy trial in
Parkinson's disease, an Executive Committee member for the Parkinson's Study Group, a lead
statistician for the Autism Treatment Network, and a senior statistician with the Harvard
NeuroDiscovery Center, supporting studies in epilepsy, Alzheimer's disease, Parkinson's disease, and
other neurological diseases. His previous work in neurology and neuro-oncology includes studies of
brain infarction in sickle cell disease, acupuncture for treatment of chronic stroke symptoms, imaging of
intracranial aneurysms, design of early treatment trials for Alzheimer's disease and phase I/II multiple
sclerosis trials, and treatment and prognostics of glioblastoma. Outside of neurology, Dr. Macklin was
Co-PI of the data coordinating center for an international thalassemia research network, PI of a clinical
trial of acupuncture for treatment of hypertension, and currently supports clinical trials and
observational studies of sleep apnea in Down syndrome, of Tai Chi for community-dwelling elders, and
of relaxation response therapy for the Benson-Henry Mind-Body Institute.

Genevieve Matte, MD
Neurologist, Centre Hospitalier de l’Université de Montréal (CHUM)
Dr Geneviève Matte is a neuromuscular medicine expert and neurologist working at CHUM (Centre
Hospitalier de l’Université de Montréal) since 2010. She is Assistant Professor in the department of
Neuroscience at Université de Montréal and principal investigator at CHUM research center. Dr Matte is
the director of the ALS and Motor Neuron Disease Clinic at CHUM and co-Chair of the Canadian ALS
Research Network (CALS). Her clinical and research interests are clinical trials and telemedicine as tools
to improve care for patients with ALS.
Christen Shoesmith, MD
Western University
Christen Shoesmith, MD, is the Motor Neuron Diseases Clinic Director and Associate Professor of
Neurology, Western University. She obtained her BSc from the University of Winnipeg and MD from the
University of Manitoba and completed her neurology residency at Western University. Her research is
focused on clinical trials evaluating treatments to improve prognosis in amyotrophic lateral sclerosis
(ALS) and treatments that ameliorate symptoms in ALS and evaluating prognostic factors in ALS and risk
factors for developing ALS.
Christine Vande Velde, PhD
Professor, Neurosciences, University of Montreal
Dr. Christine Vande Velde is Professor in the Department of Neurosciences at the Université de
Montréal and Université de Montréal Hospital Research Center (CRCHUM). She obtained her Ph.D. in
Biochemistry from the University of Manitoba and subsequently pursued post-doctoral studies at the
University of California, San Diego/Ludwig Institute where she developed an expertise in amyotrophic
lateral sclerosis. In 2007, Dr. Vande Velde established her laboratory to study novel pathways and genes
in ALS pathogenesis in order to elucidate biologically valid therapeutic targets and biomarkers. Her work
is currently funded by CIHR, ALS Canada, and Target ALS. Dr. Vande Velde has served on a number of
grant review panels both nationally and internationally and currently serves as a Director of the Board of
the ALS Society of Canada, and as Co-Chair of their Scientific and Medical Advisory Council.

