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FSHD 360 Vancouver
Creekside Community Centre, 1 Athletes Way, Vancouver BC
Hosted by FSHD Canada Foundation and the FSHD Society
9:30 - 10:00 am Doors open. Check in, social time
10:00 - 10:10 am Welcome! A new era for the FSHD community

Cheryl Hooge and Priscilla, British Columbia Chapter Co-Directors
Neil Camarta, FSHD Canada Foundation
Beth Johnston, Chief of Volunteer Leadership, FSHD Society,

10:10 - 10:30 am Multidisciplinary care for people with FSHD
Cameron Cunningham, MD, Univ. of British Columbia

10:30 - 10:50 am FSHD clinical research and clinical trials
Leo Wang, MD PhD, University of Washington Seattle

10:50 - 11:10 Canadian Neuromuscular Disease Registry
Lawrence Korngut, MD, University of Calgary

11:10-11:30 BetterLife FSHD comes to Canada
Kayleigh Worek, FSHD Society

11:30 - 11:50 pm The Tetra Society — how it can help you
Eric Molendyk

11:50 - 12:20 pm Lunch Break

12:20 - 1:05 pm Panel: Navigating life with FSHD, moderated by Cheryl Hooge
Jories Timmers, Janet Faulkner, Darren Church, Caroline Hardon, Priscilla
1:05 - 1:50 pm Gathering Place Breakouts
Small group coversations on wide-ranging topics
1:50 - 2:05 pm Break
2:05 - 3:30 pm Drug development and clinical trial overview, Lawrence Korngut

Avidity interim results and trial update, Amy Halseth, Avidity
Treatment to regenerate muscle, Ryan Mitchell, Satellos
Genomic medicine for FSHD, Greg Block, Histone Therapeutics
Future of drug development for FSHD, Eva Chin, Solve FSHD
Q&A - Lawrence Korngut, moderator

3:30 - 3:40 pm Project Mercury: Trial and treatment readiness for Canada
Neil Camarta, FSHD Canada Foundation

3:40 — 3:50 pm Activating the local community, Cheryl Hooge and Priscilla
Disclaimer: This is an educational conference. The inclusion of information about therapies and products does not

imply an endorsement by the FSHD Society or by any participating research or medical institutions. Always consult
your personal medical provider before trying out a novel treatment.
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Speaker Bios

Neil Camarta is a chemical engineer and a member of the Canadian Academy of Engineering.
Neil has led the development and delivery of world- class energy projects in Canada and
abroad for various companies including Shell, Petro- Canada and Suncor Energy Inc. Neil is
currently a director of Western Hydrogen and Enlighten Innovations, two cleantech start-ups
he founded which are focused on commercializing green fuel technologies and grid-scale
battery systems. Neil is dedicated to finding a cure for FSHD, a rare form of muscular
dystrophy which afflicts Neil and his family. He co-founded the FSHD Canada Foundation,
SOLVE FSHD and Project Mercury - a global initiative to speed-up access to FSHD therapies.

Beth Johnston is Chief Community Engagement Officer with the FSHD Society. Beth joined the
FSHD Society staff in August of 2016. Her long history with the Society began as a volunteer
shortly after her husband was diagnosed with FSHD. She continues her commitment to raising
awareness of the disease and building an "army of activists" that will help us achieve our mission
of treatments and a cure. Beth has also worked in information technology, project management,
high-technology & telecommunications consulting, and real estate.

Dr. Cameron Cunningham is a Physical Medicine and Rehabilitation (PM&R) specialist and
Clinical Instructor in the Department of Medicine at the University of British Columbia. He has
special interests in neuromuscular disorders, peripheral nerve injuries, complex
musculoskeletal disorders, complications of critical illness/complex medical conditions and
spasticity. He values an interdisciplinary approach and works with other medical and allied
health specialists to deliver optimal patient care. Dr. Cunningham endeavours to educate and
empower individuals throughout their rehabilitation journey.

Leo Wang, MD PhD, Professor in Neurology at the University of Washington. He received an MD,
PhD, and neuromuscular fellowship training at Washington University. He has led the successful
recruitment and clinical evaluation efforts as a co-investigator in the Seattle Wellstone Center. He
is grateful for funding through the MDA and Friends of FSH Research, and as a participating
investigator in the UO1 FSHD Clinical Trial Research Network which was partly funded by the FSHD
Society.

Lawrence Korngut, MD, is a neuromuscular neurologist at the Calgary Neuromuscular

Program where he diagnoses and treats neuromuscular conditions including FSHD. He is a
member of the Scientific Advisory Board at SOLVE-FSHD. He is an Associate Professor at

the University of Calgary Cumming School of Medicine and has led the University of Calgary
Neuromuscular Clinical Trial Program since 2009 having conducted over 80 clinical trials of new
therapies. He led the formation of the Canadian Neuromuscular Disease Registry (CNDR), which
has resulted in over 230 data releases supporting clinical trial recruitment and advocacy for
improved access to emerging therapies.




Kayleigh Worek, M.S, is the Program Manager for BetterLife FSHD at the FSHD Society. She holds
a master’s degree in medical Speech Language Pathology and has five years of experience as a
speech therapist, where she enjoyed supporting families from premature infants in NICUs to
older adults in nursing homes. In 2020, she transitioned to clinical research, where she worked
with biobanks, patient registries, investigator-initiated trials, and numerous global
pharmaceutical-sponsored clinical trials across a variety of therapeutic areas.

Eric Molendyk has been involved with Tetra since 2001, starting as the assistant to the provincial
coordinator, then serving as the coordinator for BC until he became Tetra’s national coordinator
at the start of 2018. Eric is truly honored to work with all the coordinators and regional
coordinators throughout Tetra and never ceases to be in awe at the brilliance of our volunteers.
Their dedication and ingenuity helps not just people with disabilities but society as a whole to re-
imagine what is possible.

Jories Timmers was born and raised in The Netherlands where he studied to become a Computer
Engineer. After his studies he lived and worked in France, Italy, Spain and Switzerland before
settling down in beautiful Vancouver where he has a full-time role in the field of cybersecurity. He
has always been very active. He has played many sports and a.o. climbed the highest mountains
in Western Europe (Mt. Blanc) and Africa (Kilimanjaro). He realised that he had FSHD in his early
twenties when his father was diagnosed too. He participated in the first medication-based FSHD
trial (sponsored by Fulcrum) for 4 years until it was terminated in October 2024. Jories tries to
stay positive and active and is currently trying to figure out whether he can participate in another
trial, and if so, which one is the most promising. He is married and has a teenage son who hasn’t
been tested for FSHD and who doesn’t show any symptoms. The entire family participates in
FSDH fundraising events.

Darren Church who grew up in Vancouver, was diagnosed with FSHD at 18 after a sports injury
which resulted in scapular fusion. He lived a largely regular life for decades, not fully realizing the
implications until his forties. This deeper understanding came after connecting with others facing
the same condition. Throughout this journey, Janet Faulkner has been his steadfast partner for 32
years. Janet provides vital day-to-day assistance and encouragement, playing a significant role in
empowering Darren to live his life fully and embrace his path.

Amy Halseth, PhD, is the FSHD development lead at Avidity Biosciences, based in San Diego,
California. She is relatively new to the FSHD world but has worked on drug development for more
than 20 years. Her favorite part of her job is knowing that what she is working on has a real
opportunity to make an impact on people living with FSHD and their families. In her spare time,
Amy enjoys spending time with her dog Bondi, running, gardening, and reading. Amy holds a PhD
from Vanderbilt University.



Ryan Mitchell, PhD, has 15 years of combined scientific and biotech experience, from stem cell
research to business and corporate development. Previous to Satellos, he was a Scientific
Consultant at Bloom Burton & Company, where he contributed to the financial and corporate
strategies for pre-seed start-ups to large multinational pharmaceutical companies. Prior to that
Ryan was a Group Leader at the Stem Cell and Cancer Research Institute at McMaster
University, where he led a cellular reprogramming work group to develop personalized disease
models. He has authored scientific publications in high impact journals, including Nature and
Cell. He received his PhD in biochemistry and biomedical science from McMaster University.

Eva Chin, PhD, has had an international career focused on the development of novel muscle-
targeted therapies to treat rare diseases. Eva has a Ph.D. in Physiology from the University of
Waterloo and completed post-doctoral training at the University of Sydney, Australia and UT
Southwestern Medical Center in Dallas. In a career that has included positions at Pfizer, the
University of Maryland, Cytokinetics and NMD Pharma, she has supported clinical trials in many
neuromuscular diseases, including ALS, SMA, MG as well as for hypertrophic cardiomyopathy, and
has contributed to multiple IND, CTA and Orphan Drug Designation regulatory filings. At Solve
FSHD, Eva has led the launch and growth of the venture philanthropic organization focused on
catalyzing innovation to accelerate novel therapeutics for FSHD. Since 2022, Solve FSHD has
distributed >$6M in grant funding and committed >540M towards therapeutic development in
biotech companies to support a robust clinical pipeline in FSHD.

Gregory Block is a seasoned biotechnology executive with more than 10 years of experience in
the development and commercialization of novel therapeutic modalities. He is currently the CEO
and co-founder of Histone Therapeutics, a biotechnology company at the forefront of precision
epigenetic reprogramming focused on enhancing cell function and treating disease by controlling
gene regulation. Prior to founding Histone, he has held roles including Senior Vice President,
Corporate Development of Notch Therapeutics, and Director of Business Development for
Astellas Pharmaceuticals. Greg served as Scientific Director to Friends of FSH Research. He holds
a Ph.D. in Molecular Biology from Tulane University and completed a fellowship at the University
of Washington where he studied FSHD.

Cheryl Hooge lives in Vancouver. She has been associated with the FSHD Society since 2008,
when her daughter, who is 33 now, was 16 — the age of her diagnosis. Kristina’s disease is
random, as opposed to inherited, so they weren’t primed to recognize the early symptoms,
even though they were there! She has attended multiple Patient Connect Conferences. When
the chapter program was launched, there was a lag before the program came to Canada.
Once they were set up she decided to co-lead the BC Chapter with Priscilla. She is thrilled
you’re here and excited to be the 3rd Canadian Chapter to host an FSHD 360 conference.

Priscilla serves as Co-Director of the BC Chapter of the FSHD Society. As Co-Director, Priscilla
brings personal experience, leadership, and passion to her volunteer work. A mother of two,
former competitive taekwondo athlete, and dedicated fitness enthusiast, she is committed to
wellness and longevity. Diagnosed with FSHD after the birth of her second child, she channels
her energy into building community, fostering connection, and supporting others on their
journey. As an entrepreneur in the hospitality industry and a firm believer in biohacking and
holistic health, she advocates for proactive, empowered living with FSHD. Her work with the
Society reflects a powerful drive to ensure that no one faces this disease alone.

Caroline Hardon lives with hereditary FSHD. Several members of her immediate family and
extended family also have FSHD. She says, “Luckily, my symptoms came on later in life and,
given my family history, an official clinical diagnosis was easily documented when | was 56,
though | am finding that getting a genetic test/diagnosis to be challenging here in BC. | am
currently 60 years old and now struggling with some progression. Currently, | work 2 jobs,
one full-time and one part-time. | have a long-time partner (we live in different locations next
door to each other!) and have no kids.”
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