MYOTONIC
DYSTROPHY

H..l
Care and a Cure

Myotonic Dystrophy Care Considerations Project
Study Areas, Chairs and Committee Members:

* Ocular/Malignancy/Endocrine/Research Counseling — Chairs: Dr. Tetsuo Ashizawa (U.S.)
& Dr. Richard Moxley (U.S). Study area committee members:
o Dr. Chad Heatwole (US)
Dr. Jack Puymirat (Canada)
Dr. Baziel van Engelen (The Netherlands)
Dr. Guillaume Bassez (France)
Dr. Cuixia Tian (U.S.)
Larry Lord (patient rep — U.S.)
Dr. Shahinas Gadalla (U.S.)
o James Hilbert (U.S.)
* Skeletal Muscle/Rehabilitation/Speech — Chairs: Dr. Cynthia Gagnon (Canada) and Dr.
Shree Pandya (U.S.). Study area committee members:
o Dr. Tina Duong (U.S.)
Dr. Katy Eichinger (U.S.)
Dr. Marie Kierkegaard (Sweden)
Daphne Maas (The Netherlands)
Edith Cup (The Netherlands)
Dr. Shannon Venance (Canada)
Wilma Koopman (Canada)
Dr. Guillaume Bassez (France)
Laurie Sterling (U.S.)
® Cardiac — Chair: Dr. William Groh (U.S.). Study area committee members:
o Dr. Subha Raman (U.S.)
o Dr. Deepak Bhakta (U.S.)
o Dr. Saman Nazarian (U.S.)
o Dr. Gordon Tomaselli (U.S.)
o Dr. Denis Duboc (France)
* Neuropsychiatric/Central Nervous System (CNS) — Chair: Dr. Giovanni Meola (Italy). Study
area committee members:
Dr. Chris Turner (United Kingdom)
Dr. Baziel van Engelen (The Netherlands)
Dr. Nathalie Angeard (France)
Dr. Anne-Berit Ekstrom (Sweden)
Dr. Stefan Winblad (Sweden)
Dr. Benjamin Gallais (Canada)
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Dr. Marco Bozzali (Italy)
Dr. Bruno Eymard (France)
Dr. Louis Richer (Canada)
Dr. David Moser (U.S.)

Dr. Peg Nopoulos (U.S)

* Diagnosis/Obstetrics & Gynecology/Family Management — Chairs: Dr. Mark Rogers (U.K.)

and Dr. John Day (U.S.). Study area committee members:
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Dr. Benedikt Schoser (Germany)
Dr. Katherine Mathews (U.S.)
Dr. Darren Monckton (U.K.)

Dr. Craig Campbell (Canada)

Dr. Richard Petty (U.K.)

Janel Phetteplace (U.S.)

* Respiratory/Excessive Daytime Sleepiness/Anesthesia — Chair: Dr. Ericka Simpson (U.S.).

Study area committee members:

(@)
(@)
@)
(@)
(@)

O

Dr. Venessa Holland (U.S.)
Dr. Aparajitha Verma (U.S.)
Dr. Belen Esparis (U.S.)

Dr. Marla Fershl (U.S.)

Dr. Valeria Sansone (ltaly)
Dr. Elisa DeMattia (ltaly)

* Palliative Care and Management — Chair Dr. Laurie Gutmann (U.S)
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Dr. Jacinda Sampson (U.S.)
Dr. Caren Trujillo (U.S.)

Dr. Charles Thornton (U.S.)
Dr. Ann Broderick (U.S.)

* Gastroenterology/Myotonia/Pain — Chair: Dr. Nicholas Johnson (U.S.). Study area

committee members:
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Dr. Jeffrey Statland (U.S.)
Dr. Jacinda Sampson (U.S.)
Dr. Kari Lane (U.S.)

Dr. Kiera Berggren (U.S.)
Dr. Linda Nguyen (U.S.)

Dr. S. Subramony (U.S.)

Dr. Ami Mankodi (U.S.)

Care Considerations Dispatch Write-Up v1



