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People living with ALS in B.C. deserve
to participate in clinical trials
By Kerry Winkler
At 55 years of age I was living an
enviable life – a wonderful family,
fulfilling career, extensive travel, and
involvement in numerous outdoor
activities and sports. Little did I know
thatmylife,andthatofmyfamily’s,was
to be upended in a deeply, tragic way.
In July, 2017, after several months of
progressive weakness in my left foot,
and a battery of neurological testing,
I was diagnosed with amyotrophic
lateral sclerosis (ALS). ALS has no cure.
It is terminal, typically within two to
five years of diagnosis.
As a person with ALS, you quickly
become aware that there are only two
approved drugs in Canada to treat
ALS, both of which, at best, extend
life by a few months for some people.
However, for the first time ever there
are numerous promising therapies in
the clinical trial pipeline. Participation
in these clinical trials is often the only
hope we have to gain access to an
effective treatment. Sadly though, BC
currently does not have the capability
to conduct any of these clinical trials.
Therefore, for a BC resident, the
only option to participate in trials is
to travel abroad, and navigate the
physical and financial obstacles that
come with it.
For me, the option available was

participating in a Phase 3 clinical
study for a stem-cell therapy called
NurOwn, sponsored by BrainStorm
Cell Therapeutics Inc., being
conducted in several sites across
the US. It required travel to Los
Angeles 14 times over a 12 month
period, for numerous appointments,
some as short as 20 minutes, and
several overnight hospital stays. At
the beginning, I was able to travel
independently, with the aid of a
foot brace and a cane. By the end, I
required my wife’s attendance, and
the use of a wheelchair. Aside from
the physical challenges, it required
weeks away from home, and in excess
of $15,000 in personal expenditure.
The COVID-19 pandemic has
made trial participation all the more
arduous, with significant challenges
in traveling to the US, as well as
within Canada, given the immunecompromised health of patients with
ALS.
The creation of the BC ALS Centre
of Excellence, with capabilities
in clinical research and trials, will
enable all people living with ALS in
this province the opportunity they
rightfully deserve to participate and
benefit from clinical trials, without
the added burden and expense of
having to travel abroad to do so.
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With a goal of raising $5 million for this program, the ALS
BC ALS Center of Excellence
Society of BC has on deposit over $1 million which was
received from an estate bequest and fundraising. This
The ALS Society of British Columbia (ALS BC) is a registered nonprofit charity providing support to ALS patients, amount was matched by the Province of British Columbia, raising the total to over $2 million.
their families and caregivers to ensure the best quality
of life possible for those living, and affected by ALS. The
Society also supports National Research Programs direct- Once the total funding required is raised, The University
of British Columbia, Faculty of Medicine will facilitate the
ed to finding the cause of, and a cure for Amyotrophic
recruitment of a full-time dedicated ALS Clinician-SciLateral Sclerosis (ALS).
entist. This person will champion clinical trials so British
The ALS Clinic located at GF Strong Rehabilitation Centre Columbians living with ALS have the same, if not greater
opportunities, to participate in clinical trials as do others
and is funded through Vancouver Coastal Health. The
in larger populated provinces.
Clinic is being served by 4 neurologists, who provide
excellent clinical care. What is missing is the opportunity
Donations can be made at www.alsbc.ca
for ALS patients in BC to participate in clinical trials in
BC. In order to address this gap, the ALS Society fully
supports:
“CLINICAL CARE HELPS ME TODAY, BUT AN ALS
•
•
•

clinical research in BC;
clinical trials held in BC; and
a Clinician/Scientist hired to champion and run the
program

RESEARCHER HELPS ME FIND HOPE FOR THE
FUTURE.” -

Brad Mackenzie, ALS Patient and Advocate

WWW.ALSBC.CA SHOW THE POWER OF HOPE TO
PEOPLE LIVING WITH ALS IN BC
To learn more about the ALS Society of BC or to make a
donation online, visit www.alsbc.ca.
Please email info@alsbc.ca or call 1-800-708-3228 if you wish
to make a stock security donation or make a monthly donation.
ALS Society of BC
1228 – 13351 Commerce Parkway,
Richmond, BC V6V 2X7
Phone: 1-800-708-3228
Email: info@alsbc.ca
SUPPORTED BY

