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About the ALS Society of
Canada
The ALS Society of Canada, founded
in 1977, is the only national voluntary
health organization dedicated solely to
the fight against ALS and support for
those living with ALS. ALS Canada is
committed to funding research towards a
cure for ALS and supporting provincial
Societies in their provision of quality
care for people living with ALS and their
families. The vision of ALS Canada is to
find a cure for ALS.

Quick Facts about ALS
• ALS stands for amyotrophic lateral
sclerosis, also known as Lou Gehrig’s
disease.
• ALS is a rapidly progressive
neuromuscular disease:
o Motor nerve cells die.
o Voluntary muscles degenerate.
o The senses are unimpaired and
the intellect may remain unaffected.
o Those living with ALS become
progressively paralyzed, eventually
unable to breathe or swallow.
• ALS is a fatal disease with no effective
treatment and no cure yet.
o Eighty per cent of people with
ALS die within two to five years of
diagnosis.
o Some people die within a few
months.
o Ten per cent of those affected
may live 10 years or longer.

• ALS can strike anyone.
o The incidence rate (number of
new diagnoses) of ALS is estimated
to be 2/100,000 people per year.
o Approximately 2,500 - 3,000
Canadians currently live with this
fatal disease.
o ALS can strike both men and
women.
o ALS affects all ethnic and socioeconomic groups.
o ALS can strike young or very elderly adults but is most commonly
diagnosed in middle and late
adulthood.
ReSeARCh
As ALS is a disease without effective
treatments or a cure yet, research is truly
the only hope. For this reason, the
primary mandate of ALS Canada is to
fund promising research – giving hope to
Canadians affected by this horrific
disease.
ALS Canada identifies and initiates
excellent, peer-reviewed ALS research,
conducted by some of the most
renowned scientists in the world,
working in Canada. Over the years our
research strategy has been rewarded with
significant advances in neurology and
other areas of science. Recent
developments have been encouraging, we
know, now more than ever, that effective
therapies and a cure are within our reach.

Research Programs
Research funding for 2012 totals $1.6
million. It is distributed through many
research programs aimed at finding
treatments and a cure for ALS. The
following programs are currently being
offered:
b The Neuromuscular Research
Partnership (NRP)
g created in collaboration between
ALS Canada and Muscular
Dystrophy Canada in partnership
with Canadian Health Institutes of
Health Research (Institute of
Genetics, Institute of
Musculoskeletal Health and Arthritis,
and Institute of Neurosciences,
Mental Health and Addiction)
b ALS Society of Canada NRP Senior
Scientists Bridge Funding
b Doctoral Research Award
b Tim E. Noël Fellowships in ALS
Research
b Ronald Peter Griggs Memorial
Postdoctoral Fellowship in ALS Research
b Bernice Ramsay Discovery Grants
b Bernice Ramsay Clinical Research
Fellowship
b ALS Canada Discovery Grants
b Joint funding with the ALS
Association

Please visit our web site, www.als.ca, for
reports on the work being done by ALS
Canada-funded researchers.
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The Research Forum
Each year ALS Canada holds the annual
Research Forum; this year being the
eighth consecutive forum held. The
forum brings together the Canadian ALS
research community to discuss the
underlying biology of ALS, the
development of effective therapies, and
improvements in the quality of care for
people living with ALS and their families.
SUPPORT SeRvICeS
ALS Canada works in collaboration with
the provincial Societies across the
country to develop local chapters and
support groups while providing direct
support to people living with ALS, their
families and caregivers. The provincial
Societies also offer information and
referrals for those affected by ALS. They
manage equipment programs and engage
in advocacy for people with ALS, their
families, physicians and health-care
providers.
eDUCATION
ALS Canada is an organization that many
people across Canada turn to when they
are forced to deal with an ALS diagnosis,
whether as a patient themselves, as a
relative of a diagnosed individual, as a
caregiver, or as a health-care professional.
ALS Canada provides resources in
French and English for anyone affected
by ALS. ALS Canada works to ensure
that health-care professionals are
provided with the most recent,
comprehensive information and the best
tools to help care for their patients.

als411
Many times the children of individuals
diagnosed with ALS are often lost and
do not understand, let alone know what
to do. To aid children and teenagers in
grasping this devastating disease, learning
to cope and learning what they can do to
help, ALS Canada has made available a
series of booklets designed for just that
purpose. Some booklets are written for
young children to read and others are
meant for teenagers, while others still are
geared towards teachers and doctors to
help the children with diagnosed parents
cope.
The five als411 booklets currently
available are:
b Talking with Young People about ALS
b Talking with Your Patient’s Children about
ALS
b When Someone Special has ALS
b When Your Parent has ALS
b Parental Information Guide: Helping
Children Cope with ALS
As well, www.als411.ca, is a web site
resource for children and teenagers made
available by the ALS Society of Canada.
In this user-friendly forum children can
ask questions, learn about ALS, play
games and find resources that may be
helpful. Teenagers are provided with
personal ALS stories, ALS fact sheets,
ALS resources, a support network and
ideas about the ways that they can get
involved.

AwAReNeSS
The underlying goal behind each of ALS
Canada’s initiatives is to raise awareness
for this devastating disease. ALS Canada
has made it part of its mission to raise
awareness of this disease across the
country.
Through communication endeavours,
advertising campaigns, advocacy efforts
and events, ALS Canada is raising the
profile of this disease, garnering
supporters from all across Canada.
ALS Awareness Month
June is ALS Awareness Month in
Canada,chosen as Lou Gehrig retired
from baseball and also died in June. The
majority of the WALKs for ALS take
nation-wide in June. The WALK for ALS
is the ALS Society of Canada’s national
signature fundraising and public
awareness event. Each Walk is organized
by local volunteers; in 2011, this annual
event was supported by more than
19,000 participants with another 165,000
individual pledges. The Walk is an
important source of funding for research
into ALS and for the provision of quality
care for people living with ALS. In 2011,
84 Walks raised more than $3 million.

The Manual for People Living with ALS is an excellent educational resource and tool. It provides readers with
information about the signs and symptoms of ALS, how to cope and manage the disease, helps prepare those
affected by ALS for what’s to come, and, offers tips and advice a wealth of resources.
Coping with Grief CD is a resource that helps readers understand the grief process and work through a loss that
has already occurred (bereavement).
Another CD we offer is the Guide to ALS Care for Primary Care Physicians, which includes clinical management
information.
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The Blue Cornflower
The blue cornflower was chosen as the national symbol of
hope for ALS because of its fragile appearance yet hardy
nature. Like the cornflower, people living with ALS show
remarkable strength in coping with a devastating disease. The
cornflower grows wild across most of Canada and is
long-lasting with striking blue, star-like blossoms.
ADvOCACY
The ALS Society is also involved with advocating on behalf of
the rights and interests of all those affected by ALS in Canada
(individuals living with ALS and their families as well as
caregivers). ALS Canada, in partnership with the provincial
Societies, engages in advocacy so as to shape public policy so
that the needs of those affected by ALS are met.
Each year, ALS Canada and its dedicated volunteers participate
in “Hill Days,” where the messages of the ALS Society of
Canada is brought to the attention of both elected officials and
public servants at the national level.

CONNECT

Advocacy Pays
Through the advocacy work of ALS Canada and the many
supporters who aided the Society in their quest to effect public
policy, ALS Canada gained a significant success for the
Canadian veterans living with ALS.
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SUPPORTINg OUR veTeRANS
Demonstrated through several academic studies, veterans are more likely to develop ALS than the general population and so
the ALS Society of Canada made it their mission to ensure that veterans, who have selflessly served their country, are
provided for when they need their country’s help.
Because of the short lifespan that typically accompanies an ALS diagnosis, some individuals requesting aid even died before
the government began processing their claims. ALS Canada decided that this was unacceptable and that it was time for a
change. Through a series of advocacy efforts on behalf of ALS Canada and its supporters, change was finally instilled.
The Honourable Jean-Pierre Blackburn, Minister of Veterans Affairs, announced on October 15, 2010, that the Government
of Canada had taken action to improve and speed up support for veterans suffering from ALS. Veterans are now able to
receive disability benefits, treatments and home-care support. These services are greatly needed by veterans and their families
who are affected by this devastating disease. For example, they are now eligible for adapted wheelchairs, medical resources,
housekeeping services and more.
We at ALS Canada are very proud of the role we played in achieving this significant victory for our veterans.
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