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We are pleased to let you know that
the Transition Board and the staff have
achieved significant milestones in
merging the organizations.  2012 was
a successful year in better meeting the
needs of clients in Ontario, funding
world class ALS research in Canada and
restructuring the organization while at
the same time reducing our deficit to
a level where in 2013 we have the goal
of achieving a balanced budget.

To facilitate the integration process we
created a smaller Transition Board which oversaw the changes
required to provide more support to the Federation Council and
dovetail the two organizations to create a more cohesive team
that developed our new policies, procedures and by-laws. The
Federation Council was then able to create a new partnership
agreement with all the provinces that we expect to ratify before
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A Message From The Chair And CEO

2012 was a year of dynamic, positive change delivering a unified organization.  We firmly built the foundation for a brighter
future to serve clients with ALS in Ontario and across Canada.  The Transition Board should be applauded to unanimously
undertake the task of reconstructing an old model of two organizations in Ontario to build an entirely new organization.

Michael Gardner
Chair

• Through a heightened level of cooperation, the Federation Council developed a partnership agreement for all Provinces to 
partner together in a unified fashion.

• Through our advocacy work we spoke loudly and clearly on behalf of our clients and their families for compassion 
and care.  In June, ALS Awareness month, we took to Parliament Hill and met with 42 politicians to ask for improvements to
the Compassionate Care benefit.

• Through our Client Services model, we improved access to care by formalizing a permanent staffing structure to 
support clients in regions throughout the Province.

• Through our commitment to collaboration, we invested over $1.6 million in ALS Research. Our efforts are now ranging  
from bench-to-bedside, clinical trials (CALS) and a national network of clinics assisting those with ALS.

• Through our Canada-wide focus on fundraising, we were able to gain new footing with our WALK for ALS breaking record 
revenue target of $3.2 million across Canada and $1.4 million in Ontario.  

• Through our tremendous donor generosity revenue targets were met or exceeded for our Signature events such as the 
Bombardier Plane Pull and the ALS Charity Golf Classic.  As well, revitalized growth in Third Party events and Planned 
Giving contributed to a successful year.

• Through our desire to better communicate with our stakeholders, we upgraded our website www.als.ca to reflect the new 
organization.

• Through our desire to eradicate the deficit, we implemented new processes and financial controls to improve 
operational efficiencies and effectiveness.

the fall allowing effortless sharing of
both guidance and ideas along with
aligning each province’s common
needs and goals. 

Throughout this year of dynamic
change, the driving force unifying us all
is the desire to better serve people
with ALS. It’s not unusual to think of
ALS, and those living with it, in terms of

loss. There’s the continual loss of muscle
control. The eventual loss of the ability
to speak. The inevitable loss of

independence.  But there’s far more to people affected by ALS
than meets the eye, including an indomitable spirit and the ability
to never lose hope that rises above the physical challenges.
Words such as strength, determination, resiliency, dignity and
inspiration also come to my mind. All of us can only hope to
achieve any combination of those qualities on a regular basis.

Lindee David
Chief Executive Officer

The success of the new model is clearly evident on paper as you read throughout this annual report.  Highlights of 2012 include:



The ALS Cornflower: A Symbol of Hope
The Cornflower (Centaurea cyanis) is a
native annual/ biennial plant from
Mediterranean Europe. Representing
positive hope for the future, the
Cornflower is a humble reminder of
nature's simple beauty and the
fullness of life's cycle. 

The Blue Cornflower plant is a very
courageous plant, being able to stand
up all the elements of nature

(something many other plants cannot do) and the flower,
with its star-like blossoms of brilliant blue, is one of our most
striking wild-flowers. When you relate this to people with this
disease, you can see that they have to also show courage,
something that is not always easy, and strength of character
to cope with the devastating changes that occur to the
muscles in their bodies.

The Blue Cornflower was chosen to symbolize ALS, as it hardy
despite its fragile appearance. It is also long lasting, and grows
in most locations in Canada. As the Blue Cornflower is planted,
awareness of ALS grows along with it across the country.

The ALS community will continue its commitment to change the
focus of this disease from loss to the new found strength and
determination our patients find. Demonstrate the dignity our
patients exude in the face of adversity. Show the joy they share
each day with their families and friends. Document their
amazing power to fully embrace life’s cherished moments. 

ALS Canada will rally around the goal to give those living with
ALS the best quality of life while funding researchers to find new
treatments. And like any family, ALS Canada can not do it alone.
Special thanks to the Federation Members, the Volunteers and
Supporters of ALS Ontario, and the Research Community in
Canada in 2012. Thanks to your time, dedication and
commitment we were able to build the foundation for a
brighter future for people with ALS.  Your confidence in our
work will continue our quest for better care, compassion and a
cure for ALS.  

Michael Gardner      Lindee David
Chair Chief Executive Officer

The restructuring of ALS Canada in 2012
was a catalyst for the Federated
members to review and re-think our
collaborative approach to the ALS
Community.  Together, the Council
created a partnership agreement
between the ten members that set out
a formal structure capitalizing on the
knowledge, skills and resources
nationwide and allowed for mutual
accountability.   The ALS Societies
across Canada will work together to
ensure:

• People living with and affected by ALS receive consistently 
high quality care and service from ALS Societies throughout
the country;

• Funding for research across the spectrum from basic to 
applied is increased through the collaborative efforts of all 
Members;

• Best practices are implemented with a spirit of cooperation
so that the ALS Community receives the maximum benefit 
from the collective actions of the Members.

Embracing the philosophy that we can achieve great things by
working together, we firmly believe that the whole is greater

than the sum of the parts.   Our vision
is to do our very best for people with
ALS and we are committed to working
in a collaborative environment.  As we
move forward, we will be coordinating
our resources across Canada to
implement joint programs that will
allow us to achieve our client services
and research goals. 2012 was a turning
point for all ALS societies in Canada and
we are building on a solid foundation of
optimism, empowerment and
cooperation.

Thank you to all our Federation Council members for their
dedication and commitment to advancing the ALS community
agenda nationwide.

Cathy Martin, Co-Chair                Phil Dubois, Co-Chair
Alberta British Columbia 
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Message from the Federation Council

Phil Dubois
Co-Chair

Cathy Martin
Co-Chair



ALS Canada works in close collaboration with Ontario
communities to support the needs of those living with ALS in
all parts of the province. Throughout Ontario, our team of
qualified staff and volunteers dedicate countless hours to
provide “on the ground” support for quality care, services and
education programs. In Ontario, ALS Canada strives to address
information needs for clients, their caregivers, community
healthcare professionals and the public, as well as providing a
wide range of referral services and direct client supports.

In Ontario, there are more than 800 clients requiring constant
care who rely on ALS Canada’s staff and resources as an
essential lifeline.  For many affected by ALS in Ontario, ALS staff
become a cherished part of the family – people they can turn
to and connect with to help create a seamless system of robust
supports for daily living, and to be a friend and mentor to those
adjusting to the stressful new realities of living with chronic
disability. 

Our team live and work locally to provide a central point of
contact for clients to get information, connection, education,
and support when they face the most frightening news a family
can hear. Your donation in Ontario helps provide:

ALS is a very costly disease (it can cost anywhere between $200,000
and $400,000 over the course of the disease for equipment and
care) and caring for a loved one has a huge financial impact on
families across the country.  Ontarians are often shocked to discover
that many of the essential requirements of these patients – such as
vitally needed assistive devices for communication, electric beds,
wheelchairs, transportation, and relief for family caregivers is not
fully funded by government, but relies on private donations.
Without ALS Canada and its committed donors, these patients and
their families would simply have no place else to turn. 

In 2012, several milestones were achieved towards improving
access to care for clients in Ontario:

• Managed an overall client contact increase of 27% over 2011.
This includes home visits (56%), phone (11%) and email 
(41%);

• The equipment needs for clients in the past few years has 
been growing.  Overall, equipment requests increased 11% 
and equipment dispersements increased 10%. Following the
recommendations of the 2011 Equipment Review, ALS 
Canada moved toward as more consolidated equipment loan
pool which allowed for increased efficiencies to ensure 
clients are able to access well maintained equipment in a 
timely fashion while reducing costs in Ontario;

• Established the framework for a service model and improved
systems for monitoring client visits;

• Formalized a permanent staffing structure with full time 
Regional Managers in 8 regions.  Thanks to the support of 
the Green Shield Canada Foundation which allowed for the
increase to a full time position in The Thames Valley and the
Potruff Foundation allowed the addition of a Regional 
Manager in the Greater Toronto Area;

• Enhanced working relationships with Community Care 
Access Center (CCAC) and Clinics thereby expanding the 
community service network;

• Developed two surveys to gather feedback on client 
satisfaction with direct services offered and ability of 
the equipment program to meet their current needs. Surveys
were developed with client, healthcare professional and staff
input. Surveys will be circulated in March 2013 and will be 
available online for completion on an ongoing basis.
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Client Services in Ontario

Throughout Ontario, ALS Canada raises funds and mobilizes volunteers to provide programs, education, and direct
services for clients, families, communities and healthcare professionals in every corner of the province.

Dr. John Turnbull, Hamilton, Ontario, Faculty of Health Sciences
McMaster University and ALS client with caregiver

• Home visits to help assess the needs and connect families
with available supports in the community and beyond

• Equipment such as assistive devices, communication aids,
wheelchairs and specially equipped hospital beds

• Interfacing, liaising and advocating with the health system

• Raising awareness in the community by helping 
neighbours and friends understand the impact of the 
disease and ways the community can help

• Helping families in managing day to day, such as 
connecting them to respite care, eligible tax credits, 
nutritional supplements and – when necessary –hospice care

• Travel to clinic appointments

• Educating the Family on the direct realities of caring for 
ALS patients

• Support Groups for families
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Thanks to the support provided by The Potruff Foundation, ALS Canada was able to add another
Regional Manager to cover the Greater Toronto Area to provide support to approximately 350
alone.  The Potruff Foundation committed $75,000 for a second year in memory of an
employee of DG Smith Insurance, Barry Sproule, who passed away from ALS several years ago.
As an insurance representative who loved life, Barry’s coworkers and friends did not know he
was diagnosed with ALS when they started noticing he wasn’t acting himself.  “it was a shock
to see him tired as that was not him, he was usually full of life.” Said Kevin Smith of DG Smith
Insurance who worked with Barry and considered him a friend.  

“We would like to see anyone in Barry’s situation be able to cope as well as possible,” said
Kevin.  “We want them to get the support they need to be as comfortable as possible.”

DONOR PROFILE:
Potruff Foundation

Advocating for Clients – Hill Day 2012

ALS Canada was in Ottawa on June 4 and 5 and met with 42
parliamentarians to discuss the changes it would like to see in
the compassionate care benefits (CCB) program while providing
an update on important ALS research.

For ALS families, every little bit counts.  The new family
caregivers’ tax credit is a first step towards supporting those
who care for their loved ones living with diseases such as ALS –
24/7 – at home.  However, much more needs to be done.

Meeting the needs of people living with ALS and their families
requires a comprehensive approach by the federal government.
ALS Canada urged the federal government to take leadership
on the Compassionate Care Benefit.

Caregiver Leny Van Ryn gave an inspirational speech on
Parliament Hill, supporting and advocating on behalf of ALS
Canada and ALS caregivers across the country.  Leny Van Ryn
was a caregiver to her husband Chris Bolland, who passed away
from ALS in 2010, four years after his diagnosis.  One of Chris’
wishes was to not be hospitalized.  Leny agreed to his request
and in the ensuing four years, Chris did not spend one day in
hospital.  Instead their home became a hospital where he could
be cared for with dignity and respect for his wishes. 

“Wherever ALS has touched
you, as someone with ALS,
as a caregiver, a friend or a
loved one, we all share and
are united by the same story
– we know what we are
going through or have gone
through.  It’s what has
brought us here today.  My
message is a simple one.
Caregivers are the backbone
of our health care system.
Collectively, they look after
thousands of Canadians and save us millions of dollars.
Caregivers deserve to be recognized for their vital
contribution.”                                                    - Leny Van Ryn                    

On Monday, June 4, 2012 at 8:00 p.m., people living with ALS, their families,
current and former caregivers, board members, volunteers, researchers and
politicians lit 3,000 candles on Parliament Hill in Ottawa for every person
living with ALS in Canada today.  The evening vigil on Parliament Hill also
provided an opportunity for each person to raise a candle in memory of
loved ones who have passed away from ALS and to honour those who
continue to live with the disease. 

Leny and Chris had many professionals involved in their home
care experience.  However, the majority of the coordination of
services and the burden of care rested squarely on Leny as
Chris’ primary caregiver.  She was the recipient of all incoming
messages from specialists, disseminating medical information
and translating it into care and treatment.
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A generous grant of $20,000 in 2012 from the Green Shield
Canada Foundation created the opportunity to implement
a community based model of service in the Thames Valley
region and confirmed that clients and families benefit most
when services are provided in their local community. The
multi-faceted role of providing client and family support
and services, enhancing community awareness, developing
a volunteer infrastructure and building a fund development
strategy within a part time position  was very challenging
and the grant allowed ALS Canada to expand the Thames
Valley direct client support staff position to a full-time
position last June. This new position now provides services
in the South West , Erie St Clair and Brant, Haldiman,
Niagara Community Care Access Regions. The expansion of
this role has enabled the:

• development of a solid collaborative relationships 
with organizations within the health care system 
such as CCAC, at the local corporate level as well as 
with the clients, families and community in the 
Thames Valley region. 

• strengthening of the network of volunteers through 
expansion of the number and roles of volunteers 
available. 

Although the Thames Valley client caseload remained
stable at 54 registrants over the year, a 10% increase in the
number of new clients registered over the previous year
was experienced. Direct client support is provided through
direct contacts such as  home visits, phone and email. With
the expansion of the Client Support role,  a substantial
increase in the support clients in the Thames Valley region
received was realized. The number of home visits
completed increased by over 200%, phone contacts
increased by 21% and the email contacts increased by 63%
over the previous year. In addition, contacts with
caregivers, community service personnel and healthcare

DONOR PROFILE:
Green Shield Canada Foundation

professions to advocate and support the client and family
in receiving the care needed in dealing with the rapid
progressive nature of this disease increased by an
additional 200%. The enhanced contact with the clients
and their families allowed for development of solid
collaborative relationships with community services and
health care providers resulting in an enhanced awareness
of the disease and challenges it imposes resulting in more
timely access to in-home support. In 2012 the Client
Support staff orchestrated and participated in 5 meetings
with South West Community Care Access Centre (CCAC)
Case Managers and provided 9 in-service education
sessions to healthcare providers involved in community
service and long term care facilities.  

Through interactions with healthcare and community
services personnel the need for caregiver training
continued to be highlighted. Discussions with a Hospice in
London for the development of more formal caregiver
training programs and connections with healthcare
professionals specializing in this area have been initiated.

In addition to the direct client support, the type of
volunteer roles were expanded from the traditional fund
development support. Clients now have access to
volunteers for mentorship, assistance with cooking and
regular contact by telephone in the home. Four volunteers
were recruited, trained, documented  and matched with
clients in the past 6 months providing 420 more hours of
support.

With the fatal nature of the disease, support for survivors
continues to be an issue. A review of resources to support
family members in the Thames Valley region was
completed. A volunteer, who has lost a family member to
the disease, was recruited and documented and currently
facilitates an in-formal bereavement group.

Over the last several years Green Shield Canada Foundation has been a steadfast supporter of client services in Ontario.

From a family member out of country correspondence

“I still cannot believe that the most cruelest of diseases has robbed me of Anne.  I want to extend my gratitude to you and all
the staff who did their utmost for Anne, having seen what our MND facilities are like here at home, Anne could not have been
in better hands. Also the staff at the hospital were so lovely and helpful when I phoned every day for an update I appreciated
the kindness.”

“May a cure be found one day, we all live in hope. Many thanks for lifting our spirits.”                                                    Mary x

“
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A Manual for People Living with ALS
The seventh edition of the Manual for
People Living with ALS Manual is an
excellent educational resource and tool.
It helps readers to organize personal
health information and stimulate
discussion between clients, family
members, and their health-care
providers about managing ALS care and
coping with an often rapidly progressive
neurological condition.

Vice-president Support Services Eleanor Leggat says, “This is a
comprehensive resource that reflects input from a wide variety
of healthcare professionals across Canada. The review
committee included three neurologists, a physiatrist, two
people with ALS and current and former caregivers. We are
confident that the Manual will be perceived as a valuable
resource, especially for those recently diagnosed with ALS.”

A Guide to ALS Client Care
For Primary Care Physicians
If you are a family doctor or general
practitioner with a client recently
diagnosed with ALS or a client you
suspect may have ALS, the new Guide
to ALS Care for Primary Care Physicians
is for you! To ensure the best possible
quality of care, it is critical that clients

with ALS have primary care physicians who are knowledgeable
about their disease and who work in collaboration with an ALS
specialty team. The new Guide will assist you to: 

• recognize signs and symptoms of ALS

• understand ALS progression, symptom management, 
changing client needs, and the importance of 
interdisciplinary ALS care

• help your patients and caregivers cope with living with this 
very complex and progressive neuromuscular disease

Coping with Grief
This resource will help you
understand the grief process and
assist you as you yourself face loss
(anticipatory grief) or work through
a loss that has already occurred
(bereavement).

Youth Resources
There are five different booklets,
designed to help children and teens
affected by ALS in their family. A
Interactive website for children of all
ages to help them understand the
complications of ALS.

Many more resources are available at www.als.ca.

ALS Canada has many resources available for clients and caregivers

Website Resources
www.als.ca
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This is the most exciting time ever in
ALS research, both in Canada and
globally.  By expanding the scientific
community and taking advantage of
new technologies, the pace of
discovery has increased exponentially.
Clear examples are the number of
new genes linked to ALS over the last
few years and advances in imaging.

The more we learn about genes linked
to the disease, environmental
influences, and the body's response to
the damage they produce, and
measure them, the more we can
identify common pathways as targets

for developing effective therapies.  RNA metabolism, protein
misfolding and neuroinflammation are examples of targets
being explored by Canadian scientists.  New methodologies are
being applied to clinical trials so we get the answers faster and
can analyze results according to subpopulations of patients.
The cooperation between clinical trials networks, like CALS, and
development of basic science teams brings more sharing and
working together.  ALS research is like an iceberg, with a huge
foundation under the water that is difficult to see from the
air.  We have been building that foundation, but are extremely
optimistic that we are about to break the surface and make a
real difference in this disease. 

This is a time of change in how the Canadian government is
funding research through the Canadian Institutes for Health

Research (CIHR).  It has become increasingly competitive for
individual researchers to obtain funding from CIHR's regular
operating grants program, which has been the mainstay of basic
research.  The neuromuscular research partnership (NRP) with
CIHR and Muscular Dystrophy Canada (MDC) has been
instrumental in expanding the number of Canadian laboratories
engaged in ALS and other neuromuscular disorders.  CIHR was
contributing over $500,000 annually through this partnership
above and beyond the grants that were funded outright
through the regular operating grants competition; however,
CIHR has not renewed such partnerships meaning that we have
lost this leveraging of our funds and must make up the
difference to maintain current productivity.  Instead, CIHR is
putting more emphasis on larger strategic initiatives and asking
the health charities like ALS Canada to contribute funds as
partners in relevant programs.  This is a major challenge to our
research scientists, who have to adapt to this new reality of
research funding, and to ALS Canada as an organization to
support our scientists, to raise more funds and to develop a
balanced strategic plan for the use of our funds.  

Thanks to the generous supporters of ALS Canada and its
research program, Canadian scientists are major players on the
international scene in terms of discoveries, productivity,
collaborations in clinical trials and contribution to committees
and scientific conferences.  Donor confidence in our work
bolsters our quest for better treatments and ultimately a cure.   

Thank You!

Message from
Dr. Heather Durham,
Chair, Research
Council, ALS Canada

Years of steadfast Canadian commitment to advancing high-risk, high potential research
pays exciting new dividends in the fight against ALS.
Over the past 36 years, visionary donors, fiends and volunteers
have come together to establish Canada as a global research
hub at the absolute forefront of ALS research worldwide.  As
the only national voluntary health organization dedicated to
ALS, ALS Canada provides a centralized hub for raising funds,
advocating on behalf of the ALS cause, and convening the
nation’s researchers to work together in a co-ordinated way.

With an established network of some of the greatest research
minds in the world, ALS Canada is now recognized globally as a
leading organization advancing the ALS cause.  Thanks in large
part to the entrepreneurial, agile, “convener” environment that
has been created here, more than $25 million has been
invested in ALS to date.

These funds go directly and rapidly towards the most high-
potential research, ensuring we are moving quickly in the most
promising directions.  These directions are determined by an
expert panel of leading scientists – volunteers eminently
qualified to take the whole research landscape into
consideration and make the best possible scientific
investments.  Thanks to this:

• Canadian ALS researchers lead the G8 in peer reviewed 
publications per capita

• ALS Canada has funded the launch of a new national registry
(The Canadian Neuromuscular Disease Registry (CNDR)), 
helping researchers to connect with patients willing and able
to participate in clinical research; and

• ALS Canada was instrumental in launching the Canadian ALS
Research Network (CALS), a national alliance of leading ALS
clinicians and researchers that brings clinical trials to 
Canadian ALS clinics. 

Last year, ALS Canada flowed  approximately $1.6 million 
to support multiple research projects in Canada. 

ALS Canada Research: On the Cusp of a New Frontier
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A Great Convergence of Ideas
ALS is a complex disorder involving not only the target cells
(motor neurons), but many other kinds of cell types.
Breakthroughs involve multiple body processes and span many
disciplines, which is why the ALS Canada approach to
supporting a wide range of studies simultaneously is so
effective. 

Donors to ALS research should feel very, very proud.  Over the
past 18 months, numerous key breakthrough studies were
published, some of them funded in part by ALS Canada.

• Dr. Sanjay Kalra, University of Alberta 
Released two studies that used advanced imaging to show 
that ALS attacks multiple parts of the brain and is not limited,
as previously assumed, to the motor system. 

• Dr. Rosa Rademakers, Mayo Clinic Jacksonville
Identified the most common genetic cause known to date 
for ALS and front temporal dementia.  UBC’s Dr. Ian 
MacKenzie was a key Canadian contributor to the study.

• Dr. Neil Cashman, University of British Columbia
Reported on use of a truncated enzyme and special 
antibodies to analyze the folding and mis-folding of a key 
protein.  The goal is to create new proteins with a special 
binding capacity to act as a “sticky patch” where “bad” 
enzymes can attach and be removed from the system. 

• Dr. Jean-Pierre Julien, Laval University 
Uses new discoveries to test an inhibitor that could lead to 
the development of drugs to partially restore the 
neuromuscular function.

A Time Unlike Any Other
With these new findings, the ALS community is poised as at no
other time in history to enable earlier detection, better drugs
and treatments and – with more investigation – the ability to
slow or someday halt the progression of the disease. 

The ALS Canada Research Program is currently moving in a new
strategic direction to identify programs where we can leverage
our donated dollars with funds from outside sources, while still
maintaining the support of the best peer-reviewed research.
We have actively sought three new potential opportunities;

(1) the Canadian Institutes of Health Research funded Strategy
for Patient-Oriented Research (SPOR); 

(2) the Institute of Genetics’ E-Rare-2 grant; and 

(3) the Canadian Consortium on Neurodegeneration in Aging 
(CCNA).  

The goal of SPOR is to ensure that innovations and therapies
reach patients effectively and efficiently through better
integration between research and the healthcare system.  The
Canadian ALS community is uniquely positioned to fit this
initiative in comparison to other neurodegenerative disorders
because of our collaborative approach to ALS.  Collaboration
occurs between ALS Canada, the sole, nationwide non-profit
dedicated to care and research, the CALS network of country-
wide ALS clinics, a very cooperative and integrated network of
basic scientists and the Canadian Neuromuscular Disease
Registry.  In addition, the E-Rare-2 focuses funds on projects
aimed at solving underfunded disorders with prevalence below
1 in 2,000: a unique opportunity for ALS researchers to seek
dollars free of competition from larger, well funded disease
programs.  Finally, the CCNA aims to create a functional
gathering of the best minds in neurodegeneration research
working together towards the common goal of curing these
diseases.  Our active solicitation of new funding avenues affirms
that our Research Program will continue to provide the best
return for your precious donations.  Our unique approach
positions us well for future success thanks to your continued
investment that fuels the work of our network of basic
researchers, clinicians, client groups and a registry.  These
opportunities represent the first of many new exciting
possibilities that will move us closer to our goal of a cure for
ALS.

As we look ahead, Canada stands at the threshold 
of what will prove to be the most exciting 

time in ALS research history.

And that’s just the beginning:
• In January of 2013, Dr. Michael Strong and colleagues 

at Western University announced the “purely 
Canadian” discovery of mutations within the ARHGEF28 
gene that cause ALS, a new piece to help solve the ALS 
puzzle; 

• Canada’s CALS clinics expect to bring 3 to 4 clinical trials 
of promising new drugs to Canada in 2013;

• Canadian researchers have developed 2 new animal 
models for ALS that will help examine thousands of 
drugs for effectiveness.  One is a tiny worm called 
C-elegans and the other is a zebrafish. Last year, 
Canadian researchers used C-elegans to test 4,000 
compounds in just 5 weeks and found 20 with potential 
to halt or slow progression of ALS;

• Canadian researchers are working to develop a 
vaccination for ALS. 
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Neuromuscular Research Partnership
The Neuromuscular Research Partnership (NRP) was a three-
way collaboration between ALS Canada and Muscular
Dystrophy Canada, in partnership with the Canadian Institutes
of Health Research (CIHR) Institute of Genetics, Institute of
Musculoskeletal Health and Arthritis, and Institute of
Neurosciences, Mental Health and Addiction.  Since its
inception in 1999, the NRP has offered operating grants each
year for projects focused on discovering the causes and
developing treatments, and eventually a cure, for
neuromuscular disorders.  By working together, the partner
organizations have increased funding for research while
lowering administrative costs and reducing duplication of effort.

• Neil Cashman, MD, FRCP(C), CAHS, University of British Columbia
Misfolding of Cu/Zn superoxide dismutase by pathological 
FUS and TDP43: relevance to amyotrophic lateral sclerosis

• Christine Vande Velde, PhD, University of Montreal
Cell biological mechanisms of TDP-43 in amyotrophic lateral
sclerosis

Research Grants and Fellowships
Tim E. Noël Fellowship in ALS Research
This postdoctoral fellowship, which encourages young scientists
to pursue ALS research, provides recent PhD graduates with up
to $55,000 per year for three years of funding for ALS-related
studies.  This partnership between ALS Canada and the CIHR’s
INMHA was established in honour of Tim E. Noël, the former
deputy governor of the Bank of Canada, who died of ALS in
2001. 

• Clarisse Mark, PhD, Queen’s University
Robust quantitative functional Magnetic Resonance Imaging
(fMRI) of altered brain activity to investigate association of 
Traumatic Brain Injury with Amyotrophic Lateral Sclerosis (ALS)

ALS Canada Bridge Grants
Awards of $50,000 per recipient were given to support
meritorious research for one year, allowing recipients to be well
positioned at a later date for full funding by the CIHR.

• Pierre Drapeau, PhD, University of Montreal
Genetic and synaptic networks in neurodegeneration

• Alex Parker, PhD, University of Montreal
C. elegans models for TDP-43 and FUS age-dependent 
neurodegeneration

• Guy Rouleau, MD, PhD, FRCP(C), OQ, University of Montreal
C9ORF72 repeat instability in C9ALS/FTD patients 

Bernice Ramsay Discovery Grants
Since 2008, ALS Canada, in the spirit of “high risk/potentially
high payoff,” has challenged both established and new
investigators in the field of ALS research to come up with
innovative projects to push the boundaries in the quest to
identify the causes of and treatments for ALS.  In 2012, a total
of $400,000 was awarded to Canadian-based researchers who
rose to the challenge.  These awards were made possible by the
generous estate of Bernice Ramsay, which donated $2.28
million to ALS Canada in 2006.

• Neil Cashman, MD, FRCP(C), CAHS, University of British 
Columbia ($100,000)
Propagated protein misfolding of SOD1 in ALS

• Avi Chakrabartty, PhD, University of Toronto ($100,000)
(co-applicant: Christine Vande Velde, PhD, University of 
(Montreal)
Regulation of the proteomic and transcriptomic composition
of stress granules by TDP-43

• Martin Duennwald, PhD, University of Western Ontario 
($50,000) (co-applicants: Kathryn Volkening, PhD, 
University of Western Ontario and Michael Strong, MD, 
FRCP(C), FAAN, FCAHS, University of Western Ontario)
RGNEF mediates aberrant RNA metabolism in ALS

• François Gros-Louis, PhD, Laval University ($50,000)
(co-applicants: Nicolas Dupré, MD, Msc, Laval University 
and François Berthod, PhD, Laval University)
Diagnostic test for ALS – reconstructed skin studies, based 
on biopsies

• Blair Leavitt, MD, CM, FRCP(C), University of British 
Columbia MD, CM, FRCP(C) ($100,000) (co-applicant: Kevin
Park, PhD, University of British Columbia)
Pathological characterization of G93A mouse model of ALS 
following ASO-mediated MyoD knockdown

Thanks to the generosity of our donors, ALS Canada invested
more than $1.6 million in 2012 to support research projects in
Canada.  This commitment will ensure that ALS Canada con-

tinues to fund the most innovative and promising research to
increase our understanding of ALS and find a cure.
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With seed funding provided by ALS
Canada, the Canadian ALS Research
Network (CALS) was formed in 2008
and is registered as a non-profit
corporation with Industry Canada.
CALS is a national academic alliance
committed to the pursuit of ALS clinical
research.  CALS is created, owned and
operated by its members and its
mission is to promote multicentre ALS
research studies in Canada.  These
include investigator and industry

initiated clinical trials, companion epidemiological studies, and
translational studies in collaboration with ALS basic scientists.
CALS is recognized by ALS Canada as the official clinical trials
network of Canada and CALS is the official ALS affiliate
organization of the Canadian Neurological Sciences Federation
(CNSF). 

CALS continues to grow and Canadian ALS patients have had
the opportunity to participate in the most promising ALS clinical
trials.   Although results from the two most recent phase III
studies were negative (Ceftriaxone and Dexpramipexole), CALS

sites made important contributions gaining an international
reputation for excellence.   This success has translated into the
selection of Canada as one of the few countries to participate
in two promising multi-national industry-sponsored trials
(Cytokinetics and GSK) and client recruitment is currently
underway at CALS sites.  An investigator-initiated, ALS Canada
supported phase II study is presently being planned by CALS
investigators and will commence later this year. 

In addition to clinical trials, CALS has also been successful in
promoting and facilitating a number of investigator-initiated
epidemiological, quality of life and best practice studies.   This
includes an ALS Canada supported initiative to establish a
Canadian ALS registry, a Public Health Agency of Canada (PHAC)
supported study to determine Canadian ALS incidence and
prevalence rates, and the development and validation of quality
of life measures in ALS.  CALS has also been used to assist in the
sharing of blood and tissue samples from ALS subjects to help
determine disease pathophysiology and for the identification
of novel genes underlying familial forms of ALS.   A CIHR grant
was recently obtained for a collaborative imaging study in ALS
and will use CALS infrastructure and investigators.

Dr. Lorne Zinman

Thanks to advances in recent years we are in a promising position as a research community. If ALS was considered a puzzle,
we now have a box full of puzzle pieces (ALS genes) that we are trying to fit together. New technologies ensure we will also
find more puzzle pieces in the next few years. In 2013, we look confidently at a future in which it is within our grasp to make
those connections. Thanks to visionary donors and friends, Canada is uniquely positioned to be a world leader in ALS Research.
We must keep the momentum building as we are at the threshold of the most exciting time in ALS research history.”

Dr. David Taylor, Director of Research, ALS Canada

“

Canadian ALS Research Network 

Annual Research Forum
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WALK for ALS events
The WALK for ALS, a joint effort between ALS Canada and the
provincial ALS societies, is our national signature fundraising
and public awareness event. Through the commitment of our
dedicated volunteers and the generosity of our donors,
thousands of participants in 84 walks across Canada raised over
$3.2 million for ALS research and the provision of quality care
for people living with ALS.  

Betty’s Run for ALS
Betty's Run for ALS - Inspiring Care, Hope and Community On
June 10, 2012 North Glenmore Park in Calgary, Alberta was the
setting for the 16th annual Betty's Run for ALS. Sixteen years
ago, Betty Norman had a wish to find a cure for this horrific
disease. In spite of her own battle with ALS, Betty unselfishly
used her precious time and energy to bring her vision to life by
hosting a run to raise money and awareness. The 2012
ambassador for this event was Shelagh Mikaluk, who
represented Betty's Run in an effort to help the public and
media understand what it is like to live with ALS. Betty's Run is
organized by a hardworking group of volunteers and the ALS

Society of Alberta. An amazing $184,000 was raised by the local
community for research.

ALS Charity Golf Classic
The annual ALS Charity Golf Classic, one of our major
fundraising events, was held on September 12, 2012 at the
Angus Glen Golf Club in Markham, Ontario, in honour of Lena
Bozzo and Paul La Frenais. This year’s Classic, enjoyed by 160
golfers, corporate sponsors and more than 220 dinner guests,
raised more than $84,000 in net proceeds.

Scotiabank Toronto Waterfront Marathon
On October 14, 2012, 68 participants, including ALS Canada
staff, challenged themselves to run in the Scotiabank Toronto
Waterfront Marathon (STWM), completing either the 5-, 21- or
42-kilometre race. In our second year of participation in this
event as a listed charity, the ALS Canada Team raised more than
$44,500 for ALS.

Hike for ALS and Family Day
The Hike for ALS has been held for the past 7 years raising more
than $500,000 from inception in support of the ALS community.
The 5-km or 10-km hiking trail from the boardwalk through the
marsh to the scenic lookout points of the forest, takes place
Kortright Centre for Conservation in Woodbridge, Ontario.
Participants enjoy great activities for the whole family, including
our fantastic Midway with jumping castles, an obstacle course,
games with tons of prizes to be won, a “Creepy Critters” animal
area, pony rides, a BBQ lunch and much more!

Fundraising 



Bombardier Plane Pull 
The Plane Pull Challenges Teams of 10 people to pull a
Bombardier Q400 NextGen aircraft, weighing approximately
37,000 lbs., a distance of 100 meters in the shortest time
possible! It’s a unique fun-filled fundraising event where teams
pull together to help people living with ALS.  Thank you to the
generous support of Bombardier the 2nd Annual ALS Canada
Plane Pull raised more than $70,000 for the ALS community.
Bombardier continued generosity has confirmed the 3rd annual
Plane Pull will take place on May 26, 2013, for more information
please visit www.alsplanepull.ca.

Third-party events
Across Canada, many individuals and organizations generously
invest their time to create and host fundraising events and
activities. The year 2012 closed with the record-breaking amount
of more than $228,000 being raised in support of ALS Canada
and our research mission. There were more than 87 third-party
events, including runs; a cycle tour and other sporting events;
book and art sales; talent shows; and concerts, with volunteers
of all ages banding together to support our cause.

Planned Giving
Many of our donors have decided to invest in a future without
ALS through a legacy gift.  The promise of hope to help fund
urgently needed research into finding an effective treatment and
a cure for ALS can be structured in a number of different gift
vehicles. Planned gifts, which may result in a number of tax and
income benefits for the donor,  may be set up to suit the desires,
financial objectives, family needs and tax situation of the donor,
and structured to align with ALS Canada’s funding objectives.

Charitable bequests represent one way of leaving a legacy;
other options include gifts of publicly traded securities,
registered assets, life insurance, annuities, and charitable
remainder trusts.

COMMUNITY IMPACT | 12



Individuals
Morgan Adam
Jean Aucoin
Karen Barnett
William Bies
Stef Bourgault
Michael Brisseau
Thelma Cartwright-Hopwood
Alex Chiu
Carolyn Cockerline
Sharon Courrier
Frances Cowan
Robert Cowan
Mike Dean
Daniel Devlin
Donald Dooley
Paul Doyle
Susan Drummond-Main
Phil Dubois
Heather Durham
Steve Dustin
Jerry Edelist
Bill and Pat Fox
John Fraser
Robert Goodings
George Goodwin
Isabelle Gosselin
Bill Graham
Glenn Hall
Barry Hanslit
K.P. Ho
John Holden
David Hunt
James and Heather Hunter
Karen Hunter
Anne Isenberg
Montgomery Johnson
Stephen Johnston
Christine Kalinowski
Kathryn Kennedy
Carol Kerr
Janet Krstevski
Peter Liden
Verna Lightfoot
Alexandra Livingston

James MacDonald
H. MacLennan
Mary Manoocchio
Alan Marcus
Phyllis Marks
Cathy Martin
Erna Maurer
Peter McArthur
John McCarthy
Richard McCloskey
Ian McGregor
Ken McKenzie
Eileen McMahon
Marianne Muir
Danny Murphy
Helen Nathanson
Bob & Carol Owens
Hazel Penny
Paul Phoenix
Edmond Remillard
Denis Richardson
Hamid Roman
Barry Rosenberger
Donna Rutherford
Marjorie Sauder
Douglas Scott
Jeff Shaddick
Gord Shipley
Austin Sibbick
Peter Sloan
Timothy Smith
K. Streich
Peter Suma
Marcia Sweet
Maryam Tale Yazdi
Teresa Tambureno
Elizabeth Taylor
Scott Taylor
Doretta Thompson
Mary Tinmouth
Nicholas Tremblay
Elizabeth Trethewey
Felicia Valo
Rowshanak Vessali
Jan Vokes-Debor

Gordon Waugh
Amy-Lynne Williams
Garry Williamson
Jeffrey Wong
Simon Wood
Mitchell Wywiorski
Bill Young

Corporations
All-Fab Building Components Inc.
AstraZeneca Inc.
Biogen Idec Canada
Blake, Cassels & Graydon LLP
Bonnie Doon Shopping Centre
Challenger Motor Freight
CIBC World Markets
Davies Ward Phillips &

Vineberg Foundation
Exco Technologies Limited
Gestion C. Z. Abraham Inc.
GoodLife Fitness
Industrial Alliance-Insurance

and Financial Services Inc.
Insite Computer Group Inc.
Ivey International Centre for 

Health Innovation
Janco Steel Ltd
Kaylan Properties Limited
Manulife Financial
McCarthy Tétrault LLP
Mizpah Chapter No.6 Order of 

the Eastern Star
Modern Beauty Supplies
National Bank Financial
Newdon Industries Ltd.
Nutowima Ltd
Pallett Valo LLP
Pirate's Cat Holding Co.
Protax Financial Services Inc.
Royal Canadian Legion Br. 57
Sack Goldblatt Mitchell LLP
Scotia Capital Inc.
Sierra Kleening Limited
Strybos Barron King Ltd.
TD Securities Inc.

Teamsters Local Union No. 362
The Family of the BC Family  

Maintenance Enforcement 
Program

The McQuillan Group
Vanley Agencies Ltd.

Employee Funds 
Healthpartners
Maple Lodge Farms Ltd.
Ontario Power Generation 
Employees & Pensioners 

Charity Trust
United Way of Canada - 

Centraide Canada
United Way   of Greater Toronto

The Estates of :
Alice Ogden
Anne Doreen Wells
Doris Marion Watt
Ethel Jean Southworth
Evelyn Grant (Palmer) McAlpine
Frances Gural
Jean-Marc Nadeau
John David Isbister
John Ross Gilchrist
Karen Morrison
Lillian Margaret Frisken
Marjorie Ruth Dickey
Norma Altman
Randall Clifford Lawrence
Robert McAlpine
L. Marion Mitchell Alter Ego Trust

Events and other Sponsors
4 What Matters Foundation
Angle Eyes Foundation
ARM Training Systems
Butler Printing Limited
Cafe Brasiliano
Cattlewomen for the Cure Corp.
EODC Engineering, Developing 

& Licencing Inc.
Harvest House Ministries
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Donors and Sponsors

Your support is making a difference.  Your contributions have helped attract the best and brightest researchers
to the field of ALS research.  Their efforts today will pay dividends tomorrow, paving the way for better therapies
and care for those affected by ALS.  We have many donors who help us to reach our goals, however, due to space
constraints, the following pages reflect those who have donated $1,000 or more in 2012.
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Hickory Dickory Decks
Intrigue Design Consulting
Language Marketplace Inc.
National Bank of Canada
Ontario Law Enforcement

Athletic Association
Presentation Services Audio Visual
PricewaterhouseCoopers Inc.

Redbourne Gateway
Properties Co-ownership

Sheraton Gateway Hotel
Spencer Financial Group
St. Phillips Bakery
Superior Machining Ltd.
The Donnée Group

Foundations
Chippendale 
Elizabeth's Concert of Hope
Griggs Family Fund at The 

Toronto Community 
Harry and Toby Jordan 
Hollister Family Fund
John Deere Foundation of Canada

Maier & Antzi Silverberg
Memorial Fund

Michael and Karen Vukets 
Family Foundation

Robin's Fund 
The BLG Foundation

ALS Canada thanks all the  individuals, foundations, corporate donors and media sponsors who generously contributed to our cause in 2012.  

Queen Elizabeth II 
Diamond Jubilee Medal
Cal Cole
Dr. Monique D’Amour
Marie Salamoun-Dunne
Heather Durham, PhD
Dr. Andrew Eisen
Peg Frey 
Dr. Angela Genge
Elizabeth Grandbois
Dr. Arthur J. Hudson
Jean-Pierre Julien, PhD
Al Kavanuagh
Kathleen Kirk
Dr. Charles Krieger
Ellen Mahoney
Lisa Pluhowy
John Pollock
Norman Pollock
Cheryl Power
William Quirk
Susan Rahey
Diana Rasmussen
Jane Rivest
Dora Redman
Tim Robertson
Janika Smit 
Dr. Michael Strong
Dr. Jeff Sutherland 
Doretta Thompson
Michael Watson
Dr. Lorne Zinman

•

Volunteer Recognition

Mary Pollock WALK for ALS Volunteer Award - Left to
Right - Michelle Feduniak, Tara Pentney- presenter,  Pat
Feduniak

Myra Rosenfeld Volunteer Award Left to Right -
Diane Tkalec and Tara Penteny - presenter

Tony Proudfoot Exceptional Public Awareness Program
Award - Left to Right - Ellen Mahoney for Victoria Flower
Day Committee, Tara Pentney - presenter

Honourary Life Members
• Mike Gardner

Dora Redman

Mary Pollock WALK for ALS
Volunteer Award
• Pat and Michelle Feduniak
• Wally Buono

Myra Rosenfeld Volunteer Award
• Diane Tkalec

William Fraser Leadership
Development Award
• Lisa Pluhowy

Sidney Valo Exceptional
Fundraising Program Award
• Janet Robertson •
• Luc Vilandré et Dominic 
• Delambre (group)

Tony Proudfoot Exceptional
Public Awareness Program Award
• CFJC TV7 (Media)
• Kent Simmonds
• Victoria Flower Day 
• Committee (group)

Marcel Bertrand Exceptional
Support Services Program Award
• Quality Respiratory Care (group)

Brett Yerex Exceptional Advocacy
Award
• Les Hart (posthumously)

Leader of Tomorrow Award (14-17)
• Emily Meehan •
• Allison Druery
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FINANCIALS

ALS Canada has moved to a favourable financial position thanks to the generous support of our donors, partners
and volunteers. We have invested our resources carefully and strategically with a view to the future to ensure
donations make the greatest impact. An overview of our financial statements is provided. Full audited statements
are available on our website by visiting www.als.ca.

REVENUE

Fundraising and donations
Direct mail campaign
Interest and investment income
Project grants
Unrealized gain(loss) on investments

EXPENDITURES

Research grants
Other research support
Support of ALS provincial societies
Client support and education
Public awareness
Volunteer and organizational 

development
Project costs

OTHER

Fundraising
Administrative
Governance

Excess (deficiency) of revenue 
over expenditures

3,441,185 
1,197,576 

223,797 
2,609 

(37,301)

1,747,307 
362,730 
543,941 
155,183 
218,982 
142,799

2,609 

963,455 
235,841 
552,512 

1,751,808 

2,378,639 
1,234,135

275,657
38,918
70,264

1,601,995
399,753
528,552
229,375
382,768
179,360

38,918 

961,364
189,729

74,060
1,225,153 

2012 2011

STATEMENT OF OPERATIONS
Year ended December 31, 2012 
with comparative figures for 2011 

STATEMENT OF CHANGES IN NET ASSETS 
Year ended December 31, 2012
with comparative figures for 2011 

3,173,551 3,360,721

4,827,866 3,997,613 

4,925,359 4,585,874 

(97,493) (588,261)

ASSETS

Current assets:
Cash
Short-term investments
Accounts receivable
Prepaid expenditures

Long-term investments
Inter-fund transfers
Capital Assets

LIABILITES

Current liabilites:
Accounts payable and accrued
Deferred revenue
Current portion of research  

grants payable

Long-term research grants
payable

Net assets
Net assets represented by Surplus

241,310 
3,100,709 

649,944 
72,589

3,643,569 
-   

122,491 

314,105 
74,571 

1,235,131

563,329 

377,827 
890,747 
411,084 
112,176 

5,786,582 
-   

157,488 

114,180 
173,736 

1,047,725

659,294 

2012 2011

STATEMENT OF FINANCIAL POSITION
Year ended December 31, 2012 
with comparative figures for 2011

7,830,612 7,735,904 

4,064,552 1,791,834 

1,623,807 1,335,641 

2,187,136 1,994,935 

5,643,476 5,740,969 
5,643,476 5,740,969 

Balance, beginning of year

Excess (deficiency) of revenue
over expenditures

Inter-fund transfers

Balance, End of Year

250,000

210,605

(210,605)

3,629,727

188,484

275,265

561,242

(550,000)

(11,242)

1,300,000

53,418

(53,418)

6,329,230

(588,261)

5,740,969

(97,493)

-

2012
TOTAL

2011
TOTALGeneral

Fund
Research

Fund

Neuromuscular
Research

Partnership
Fund

Tim E. Noël
Endowment

Fund

250,000 4,093,476 - 1,300,000 5,643,476 5,740,969 
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71% Fundraising 
and Donations

4% Investments

25% Direct 
Mail Campaign

35% Research Grants

11% Governance

20% Fundraising

3% Volunteer / 
Organization Development

4% Public Awareness
4% Client Support and Education

11% Support of 
ALS Provincial Societies

7%Other Research Support  

5% Administrative 

STATEMENT OF FUNDRAISING REVENUE USES OF FUNDS

FINANCIALS



18 |   FINANCIALS

ALS SOCIETY OF ONTARIO

Effective January 1, 2013, under the terms of an agreement between the Society (ALS Canada) and the Amyotrophic
Lateral Sclerosis Society of Ontario (ALS Society of Ontario), the two societies have agreed to merge their
operations. Under the terms of the agreement, the net assets of ALS Society of Ontario will be transferred to ALS
Canada and the combined societies' operations will continue under the management and direction of ALS Canada.

REVENUE

Donations - cash
Donations - in kind
Special events
Gaming
Government funding
Investment and other income

EXPENDITURES

Client support services
Transfer to ALS Canada for research
Public awareness
Volunteer development
Fundraising
Governance
Administrative

EXCESS (DEFICIENCY) OF REVENUE OVER EXPENDITURES

639,663
140,655

1,731,778
55,780
20,000

3,907

1,059,353
457,000
147,854

54,143
620,988

16,040
189,607 

2012

ALS SOCIETY OF NTARIO
Summary of 9 Month Operations
April to December, 2012 

2,544,985

2,591,783 

46,798  

5% Donations
In Kind

1% Government Funding 

2% Gaming

25% Donations
Cash

18% Transfer to ALS Canada for research67% Special Events

6% Public Awareness

2% Volunteer Development

24% Fundraising

2% Governance

7% Administrative

41% Client Support Services

ALS ONTARIO 2012 REVENUE - 9 MONTHS ALS ONTARIO 2012 EXPENDITURS - 9 MONTHS



ALS CANADA TRANSITION BOARD 2012 

PRESIDENT
Michael Gardner, West Vancouver, British Columbia

VICE PRESIDENT
Geneviève Bertrand, Montreal, Quebec

TREASURER
Pierre Thibodeau, Saint John, New Brunswick

PAST PRESIDENT
Lori Weir, Saint John, New Brunswick

MEMBERS
Catherine Cummings, Toronto, Ontario

Heather Durham, PhD, Montreal, Quebec
Graeme Imrie, Toronto, Ontario

Lanny McInnes, Winnipeg, Manitoba
John Muszak, London , Ontario

Katrusha Osmak, Oakville, Ontario
Jonah Pearson, Toronto, Ontario

Ken Taylor, Stittsville, Ontario

ALS CANADA
200-3000 Steeles Avenue East Markham, Ontario, L3R 4T9

Phone: (905) 248-2052    
Toll free: 1-800-267-4(ALS) 4257   Fax: (905) 248-2019    

www.als.ca | facebook.com/alscanada1 | twitter.com/alscanada



ALS CANADA
ALS 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.

OUR MISSION
ALS Canada is committed to funding research towards a cure for ALS and supporting our 

provincial partners in the provision of quality care for those living with ALS.

OUR VISION
To find a cure for ALS.


