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Some of the Society’s board members at the 2017 Ride to Fight ALS. From left to right: Daniel Malandruccolo, Susan Kennerknecht, Luc Vilandré,
Dominic Delambre, Claudine Cook, Michel Simard, Elyse Claude Léveillé and Diane Tkalec.

TOGETHER, WE STAND UNITED

If there's anything we've learned over the years, it's

that we can't do it alone. Together, we're the voice, the
heart and the hope of the ALS community. Together,
we're able to accomplish great things. Every action, no
matter how small, has a direct impact on the life of a
family affected by ALS, but also on the advancement
of research into a cure.

The first thing we did was to team up with the health
network in order to respond quickly to the unique and
changing needs of the families we support. Whether
it's respite care or helping pay for extracurricular
activities, or just someone to talk to, our wide range
of services help the hundreds of caregivers, parents
and children in Quebec who are touched by ALS to
maintain the best quality of life possible, despite the
chaos the diagnosis can cause in their daily lives.
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LUC VILANDRE

- TELUS Health

President of the Board, ALS Society of Quebec
Vice-President and Chief Operating Officer,

We're also proud of our role in making sure our
members’ voices are heard by the public and the
government. Our ambassadors have done a great job
of shining the light on the many challenges we face,
including access to innovative drugs and the urgent
need to fund ALS research. We're convinced that their
message will continue to resonate over the coming
year, inspiring Quebecers to take action.

We're also very fortunate to have the support of many
generous volunteers, donors and participants. This
year, thousands of people from all across the province
gave money, walked, ran, cycled, and even organized
their own fundraising activities in honour or in memory
of a loved one. We're infinitely grateful and extremely
blessed to have them as part of Team ALS.

CLAUDINE COOK

Executive Director
ALS Society of Quebec

Finally, if we can ever hope to talk about ALS in the
past tense, it will be thanks to an army of brilliant
international researchers who are working hard to
unlock the mystery of ALS. Thanks to your donations,
we're proud to have contributed to a $3 million
investment in the ALS Society of Canada’s research
program, resulting in the creation of 12 new research
projects and bringing renewed hope to the ALS
community.

Thanks to all the researchers, donors, participants,
volunteers, health professionals and partners who
stand united with us and who, little by little, help us
piece together the puzzle that will one day solve the
mystery of ALS, defeating it once and for all.

BOARD OF DIRECTORS OF THE

ALS SOCIETY OF QUEBEC

Executive Committee

LUC VILANDRE, President

Vice-President and Chief Operating Officer,

Health Benefits Management and Payment Solutions -
TELUS Health

DANIEL MALANDRUCCOLO, Vice-President
Vice-President, Vast Auto Distribution Ltée. Groupe MMO INC

DOMINIC DELAMBRE, Treasurer
Associate
Delambre, Gagnon, CPA Inc.

MICHEL SIMARD, Secretary
Management and IT consultant
Michel Simard Services-conseils Inc.

SUSAN KENNERKNECHT
President, Conseil BKK Consulting Inc.

Administrators

ANDRE FALARDEAU
Former caregiver

JUDITH FETZER
CEO and co-founder, COOK IT
Former caregiver

VINCENT GAGNE
Director, Governmental Relations, TELUS

ELYSE CLAUDE LEVEILLE
Teacher, English second language

Former caregiver

NORMAN MACISAAC
Executive Director, Léger Foundation, retired
Person living with ALS

ME ANABEL QUESSY
Attorney
Fasken Martineau

DR. RICHARD ROBITAILLE
Professor, Neuroscience department, Université de Montréal

NANCY ROCH
Senior Director, Planification grille et diffusion, Radio-Canada
Person living with ALS

DIANE TKALEC
Nurse clinician
Former caregiver

DENIS J. VANDAL
Marketing consultant




Members of the Society with psychosocial counsellor Yves Lafleur at Ville Lorraine’s support group.

TOGETHER, WE FIND

"My husband had just turned 40 when he was diagnosed with ALS.
At the time, our three children were 6, 7 and 11 years old. We were all
very active as a family. Vincent was an avid skier and loved to spend
the day on the slopes with our three girls, who were all bitten by the
bug from the time they were little. As you know, ALS complicates
things, but the Society’s youth program makes some of them easier
to cope with. For the past three years, our daughters have continued
to hit the slopes thanks to this program. Sometimes we all go, and
Vincent and | watch the girls practicing their favorite sport. Other
times, my husband stays at home with a caregiver and rests. And
when the girls get home, he loves to hear all their wacky stories about
their day at the ski hill. It's almost as if he was there. When you're

living with ALS, each sliver of happiness gives you the boost you need
to keep going in the fight against this disease. We'd like to thank the
ALS Society of Quebec for giving us back the chance to spend this
time with our girls—rosy cheeks, hot chocolate and all!”

ISABELLE LESSARD

Caregiver and life partner of Vincent,
who's living with ALS

“When the time came to adapt my
house, ALS Quebec helped me out
financially. When | could no longer walk,
they helped me get a wheelchair and
coordinate home care services. When |
lost the use of my hands and arms and
started feeling isolated, they gave me a
head mouse for my computer so | could
stay in touch with my friends and family
and continue using other technologies
that keep me safe and independent. |
can tell you that my independence is
priceless, so it's definitely the greatest
gift you could give someone with ALS.”

MARTIN LAUZON
Living with ALS

SUPPORT AND SERVICES FOR OUR MEMBERS
Improving the quality of life of Quebec families touched by ALS

Learning you have ALS is devastating.
The diagnosis stirs up all kinds of
emotions -- fear, worry, sadness and
anger. From diagnosis to end-of-life care
and bereavement support, our dedicated
team of psychosocial counsellors and
coordinators provide compassionate and
knowledgeable support to families living
with the disease.

We help empower those living with ALS,
their caregivers and family members, by
providing them with information about the
disease and helping them navigate the
health system and community services. To
ensure those living with ALS receive the
best possible quality of care, we provide
free seminars to health professionals so
they better understand the disease, its
progression and the evolving needs of
those in their care.

We know when it comes to a disease like
ALS; one size simply does not fit all. Each
person’s journey with the disease is unique
with its own set of symptoms and natural
progression.

For this reason, we are committed to
providing personalized supportive
services, financial assistance and
specialized equipment to meet each
member’s individual needs. We organize
a variety of in person and online social
activities and networking events to break
isolation, and to allow those living with
ALS and their caregivers an opportunity to
share their stories, worries and frustrations
while offering one another emotional
comfort and moral support.

Our philosophy is simple: we get to know
each family personally and work hand-in-
hand, partnering with them to improve
their quality of life, enhance their comfort,
and alleviate their suffering. We are a
friend, an advocate, and a resourceful
lifeline that Quebecers touched by ALS
rely on and trust.

STRENGTH

INFORMATION

Programs & services:
our highlights

Over 3,000 clients served
(people living with ALS, caregivers,
healthcare professionals)

600 persons living with ALS assisted

Connected with 1100+ family
members and 45 activities dedicated
to caregivers

Over 560 requests accepted for
diversified financial aid, including the
new bereavement support financial
aid program

Over 1,440 interventions for
personalized assistance and support

1,322 registrations for
support activities

61 support groups for people living
with ALS and their caregivers

9 regional conferences and
7 webinars

10 social activities to break isolation

6 exchange forums for
healthcare professionals
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SOCIAL AND NETWORKING ACTIVITIES

Regional information sessions
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~ WHAT IS ALS?

Fatal neurodegenerative disease

Amyotrophic lateral sclerosis, also known as: [ ou Gehrig’s Disease Motor Neuron Disease

S e

Muscles stop
responding to
signals sent by

Motor neurons
in the brain and
spinal cord
degenerate

Progressive body
paralysis leading to
loss of mobility and

speech with no
impact on senses

Motor neurons
communicate
with muscles to

produce motor neurons
movement

Life expectancy 80 O/ ofpeople  : In Canada ALS is the most common cause of  About PrdPiRe Diagnosis
die within : neurological death in Canada. More 3000 -------- Death
m I * I people die every year of ALS than of FTeTeTeT
2 to years after . muscular dystrophy, multiple people suffer @T*T@T@T 1 . 1
the diagnosis ! sclerosis and cystic fibrosis from ALS
combined.

Unknown causes.
No curative treatment.

Impacts the whole family
on emotional, physical
and financial levels

Can affect anyone:
90% of cases are random
10% of cases are hereditary

M

The ALS Society of Quebec
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Raises awareness with the general population and government officials

HELPING THOSE WHO HELP OTHERS

Many people tend to think caregivers ‘pitch in’ from time to time
to help a loved one with ALS. In fact, informal caregivers—not
health professionals—provide the majority of home care (80%) to
those living with ALS.

Caregivers support those living with ALS and their autonomy

by helping with everyday activities such as running errands,
providing transportation, and cooking meals, to providing more
functional support by assisting with clothing, bathing, grooming,
administering medications/injections, feeding, scheduling of
medical appointments and finances. In some cases, ALS caregivers
provide 24/7 complete care and support in the home. Many juggle
these tasks while faced with the challenge of balancing work,
raising children or taking
care of other elderly family
members. All the while,
caregivers witness their
loved one’s progressive loss
of autonomy and are in a
position of having to adapt
the level of intensity of their
caregiving while trying to
maintain their physical and
emotional health.

Caregivers at one
of the Society’s
support groups.

ALS: a disease that affects the whole family

Children and teens are not unaffected when a parent is diagnosed
with ALS. As well, to help maintain continuity, we provide financial
support for activities such as hockey, music lessons and art classes.
We believe the wellbeing of caregivers is paramount, and that

the caregiver experience is different for every family living with
ALS. We recognize caregivers devote an enormous amount of
time, energy, focus and financial resources caring for loved ones
with ALS. But, they can't do it alone. They need our support. They
deserve our support. They have our support.

Participants of the Caregiver Recognition Day are enjoying some board
games animated by pub Randolph.

Personalized psychosocial support

This is where our committed team comes in. Thanks to funding
from I'Appui pour les proches aidants d'ainés, we work arm-in-
arm with caregivers. Our goal is to improve their quality of life
and reduce their risk of injury, exhaustion, depression and stress.
To this end, we provide individualized psychosocial support,
interactive and specialized support groups, training, connections
to community resources, critical financial support for respite,
bereavement and grief counselling. We care for the caregivers so
they have the energy, knowledge and ability to help their loved
one deal with the devastating and debilitating impact of ALS.

Huddol: a new online community
for caregivers

In order to expand the offer of support to ALS caregivers
throughout the province, the ALS Society of Quebec began
collaboration with Huddol, a new online community platform for
caregivers. The Huddol platform, and the creation of a dedicated
Huddol group named, #ALSCaregivers, aims to give a helping
hand to ALS caregivers who would like to have access to webinars,
conferences, social activities, share tips, and advice with other
caregivers and healthcare professionals with similar interests and
information needs.

THANK YOU TO LAPPUI NATIONAL
AND MONTREAL FOR THEIR
GENEROUS SUPPORT!

LAPPU\ 322
PRDEHES AIDANTS
DAINES



TEAM ALS

Fighting ALS, together
ALS Quebec survives on donations and This past year, Quebecers in all four corners of the province turned out to support
fundraisers done throughout the year. our Ride to Fight ALS powered by TELUS Health, attended a “Magical evening”

with Alain Choquette, and participated in 10 different Walks for ALS and a host
of third-party fundraising activities. Not only do the events raise important funds
and awareness, the energy they create is also electric, thanks to the tremendous
camaraderie, enthusiasm and compassion of our supporters and volunteers.

Our donors, participants, partners and volunteers
are passionately committed to helping those
touched by ALS to live their best possible lives
and to funding research.

Line Thiboutot, Chantal Lanthier and Ginette Beaudreault opening the first Walk for ALS of the year in Saint-Hyacinthe on May 6, 2017, accompanied The 10* Ride to Fight ALS powered by TELUS Health raised over $400,000. Marie-Claude Diamant, Ride to Fight ALS participant.
by federal MP Brigitte Sansoucy and by event organizer Denise St-Pierre from Centre ADN. Photo credit: Andrée-Anne Rivest

“While taking care of my sister, who has ALS, | also found out that one of my uncles died from the
disease and that, oddly enough, there were several cases of ALS in the Mauricie region. Thanks to

“My brother Pierre was always very
courageous. He never felt sorry for
himself. When he learned he had ALS, he
did everything he could to spend as much
time as possible with his family. | then

the Society, my sister was able to get equipment loans and support throughout her eighteen-month
battle. After seeing what she went through, | vowed to raise money to make sure that other people
would be helped by the many services offered by the Society. Walking together is a great way to

rally people behind the cause and to meet kind, brave souls who are filled with hope. It's the perfect

opportunity to show them our support and to talk to other people who are going through, or who've THERESE decided to get involved with the Society
been through, the same situation. At the same time, since part of the money raised goes to research, CARIGNAN by putting together the Ride to Fight ALS
with Dominic Delambre. There are now
over 250 participants and volunteers.

we can hope that there will one day be a treatment or a cure for this terrible disease.” Trois-Riviéres Walk
for ALS coordinator

If thousands of people got involved, each
by putting in a little effort, raising a little
bit of money, we could change the world.
We would find an answer, we would find a
cure. TELUS Health’s team is so proud to
push this inspiring event forward.”

% 10 Juin 207 | 8
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Rg'ﬁ:m de Clysbac
DR JEAN-PIERRE CANUEL

With Jean-Guy Fournier and René Roy,
all 2017 Walk for ALS top fundraisers

PHILIPPE MICHAUD
Ride to Fight ALS participant
and former caregiver

LUC VILANDRE
Ride to Fight ALS co-founder and Vice-President
and Chief Operating Officer, Health Benefits
Management and Payment Solutions, TELUS Health
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On August 5t, 2017, the Ram"”Mouse"sons family day, organized by Louise Champagne and her husband, Michel “Mouse" Tremblay, himself an ALS

patient, raised $29,000 for the cause

A DEDICATED COMMUNITY

The reason the ALS Society of Quebec is able to help so many
families across the province is first and foremost because it's

backed by a community of people with hearts in hand and heads

full of ideas for ways to honour a loved one touched by ALS.

Over the past year, schools, businesses, and sports organizations
rallied together to organize some 60 fundraising activities. In
addition to providing much-needed financial support for the
Society's activities, these personal initiatives also help to draw
the attention of many Quebecers to the existence of ALS and the
urgent need for a cure.

Invaluable volunteers

The Society is also proud to be able to rely on the 300 volunteers
who make up Team ALS. Their talents and skills are what help

to get the Society’s flagship projects and events off the ground,
allowing us to maximize our support and resources for families

living with ALS.

Once again this year, the members of Team ALS combined their
respective strengths to give a powerful boost to our mission, for

which we are most grateful.

Chantale and her son Matthew volunteering at Montreal's Walk for ALS in 2015.

TOGETHER, WE MAKE A DIFFERENCE

Thanks to all the members of Team ALS who organized fundraising and awareness-
raising activities and gave us their time over the past year! Every action counts!

“When our friend and former employee, Yvan, asked us to step up

to the plate for the cause, that's when we decided to raise money for
ALS Quebec by running our first marathon. He told us that we couldn’t
do much to help him, but that we'd be doing a lot for future people
living with ALS. Yvan's bravery was an inspiration to us all! We really
admire everything the Society does to support people living with ALS,
including helping Yvan to adapt his car so he could keep driving for a
few months longer. We're also proud that part of our donations goes

toward financing research and new treatments for ALS."

STEVE RIOUX AND JEAN-FRANCOIS RICHARD

Organizers of the fundraising marathon in honour of Yvan Labillois

“After losing my mother to ALS, not
only did | want to give back to the

ALS community, | also wanted to

keep in touch and get involved to
make sure | stayed up to date on the
latest developments in research and
the disease. | enjoy spending time
with the people at the Society, | enjoy
helping in any way that | can and doing
my part to support the cause. It makes
me feel useful. The work done by

the volunteers is not only important,
it's indispensable, and everyone
should get involved in solidarity with
the families who are living with this
challenge.”

MONICA HIDALGO
Volunteer with the Society
since 2013

4 @7 - Université de Sherbrooke
(Vincent Cotnoir)

Annual Donation Night
(Pointe-Claire Old Timers Hockey Club)

Art exhibition in honor of Louise
Raymond (Manon Ruffet)

Bake sale (Daniel Bérard)

Book sale “Parce que parfois,
la pluie doit tomber”
(Chantal Lanthier)

Bromont Ultra
(Gilles Poulin et Marc Hébert)

Camping activities (Nathalie Savard)
Car wash (Samantha Coutinho)
Caroling night (Meredith H. Hayes)

Chantal Lanthier softball
tournament (Nathalie Breton)

Country dance and conference
(Micheline Lajeunesse)

Dance and dinner Groupe Réso
St-Hubert (Sylvie Fournier)

Dance with the Classics
(Roger Boudreau)

Dinner show for Steeve Day (Peter Myles)

Erg-a-thon Tony Proudfoot
(Brian Morin)

First marathon ever in honor of
Yvan Labillois (Steve Rioux and
Jean-Francois Richard)

Fundraising event (Pierrefonds
Comprehensive High School)

Garage sale (Marie-Josée Ricard)
Garage sale (Zoé Gariépy)
Golf tournament (AQDFL)
Golf tournament (Pierre Pallascio)

Guerre des Clans
(Laurie-Anne Chasles)

Ice Bucket Challenge
(Knights St-Thomas High School
Football Team)

Ice Bucket Challenge
(Chantal Arbour)

Inverugie Golf (Colin McTavish)

Jennifer Shannon
(In celebration of her birthday)

Jeux du Commerce (UQAT)

Jeux du Commerce - Université
Laval (Veronica Barahona)

Jeux du Commerce
(Ecole de Gestion de John Molson)

Jeux du Commerce (HEC)

Jeux du Commerce
(Université McGill)

Jeux du Commerce (UQAR)
Jeux du Commerce (UQTR)

Jewelry sale, Fourrure FUR
(Suzanne Lachance)

Le Grand Méchoui
(Richard Létourneau)

Marymount Academy - different
activities (Tharaneea)

Mason jar sale
(Université Sherbrooke)

Miniature model exhibition
(Yvon Perron)

Party for ALS
(The Grenon-Nyenhuis family)

Paul Regimbal
(Tony Proudfoot Fund)

Personal fundraising (Anis Nazar)

Personal fundraising (Stella Wojas)

Chantale Grenon-Nyenhuis, recipient of the
Chantal Lanthier Award

Chantale Grenon-Nyenhuis decided to get involved with the Society after
learning that Dean Stock, her two youngest sons’ hockey coach, had been
diagnosed with the disease. For the past three years, she has strapped on
her bike helmet to take part in the Ride to Fight ALS. A volunteer translator
and ambassador for our events, including the Walk for ALS in Montreal,
she wears many hats and inspires her family to also do their share. Last
summer, she and her four sons hosted a fundraising party for the Society
attended by 300 kids. “Volunteering keeps me from getting hung up on
life's little inconveniences. It makes me feel like I'm doing something useful
and valued.” Her dedication has earned her the Chantal Lanthier Award,
awarded to a volunteer whose remarkable contribution to our mission
makes them an inspiration to others.

Personal fundraising
(Suzie Pharand)

Ram"mouse”sons family day
(Michel Tremblay)

Reusable Félix Homme bags selling
(Sophie Paquette)

Seb and Terry run for ALS
(Sébastien Servant)

Spaghetti dinner (Genevieve
Dorion Bélisle et David Maurice)

Spaghetti dinner (Marjerie Plante)
Spaghetti Dinner (Pierrette Mailhot)
Spinning for ALS (Claudia Romero)

Sports challenge at I'Ecole Massé
(Genevieve Parent)

Teen up for ALS (Cassandra Forzani
and Andrew Ratcliff)

St-Lazare au Galop festival
Tool sale (Marc-Antoine Rondeau)

Wine and cheese at Hills hair salon
(Ashley Hill)

Yoga for ALS - Centre ADN
(Denise St-Pierre)
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“After my diagnosis, the Society helped me find my way
and deal with the disease. It's a place where people can
get together and combine their strengths in the battle
against ALS. Agreeing to be an ambassador is a very life
affirming action and a way of contributing to the fight for
future generations who will be touched by the disease. In
the meantime, it does people with ALS a lot of good to talk
about it with others. When you have ALS, the last thing you
should do is isolate yourself. It's crucial that we educate the
public about the disease in order to increase support for
programs and services as well as research. It's the only way
to defeat ALS once and for all.”

NORMAN MACISAAC

of Directors, living with ALS

Ambassador and member of the Society’s Board

Members of the ALS Caucus during the ALS Education Day at the Neuro on September 14, 2017. Left to right: Dr. Angela Genge (Neuro), federal
MP Marc Serré, Tammy Moore (ALS Canada), Gates Perreault (ALS Canuck), federal MP Francis Drouin, Dr. Heather Durham (Neuro), Claudine Cook
(ALS Quebec), and Norman Maclsaac, Society ambassador.

“The Society gives us a great deal

of moral and financial support, and
whenever | speak to businesses, my
goal is always to educate people
about our disease and help them
understand the importance of backing
our cause—something that makes me
feel very useful. These days, it's rare
to come across people who support
our cause, so I'm comforted by the
tremendous compassion | always see
during these encounters. Telling them
my story makes me feel alive.”

LINE THIBOUTOT

Quebec, living with ALS

RAISING AWARENESS Speaking out together

While a major part of our mission depends on our ability to listen
to our members and their needs, our other key objectives include
advocating for them, educating the public through various
channels, and showing how your donations directly impact the
lives of Quebec families living with ALS. In 2017, the Society, its
ambassadors and its partners worked hard to paint a picture of
the realities facing our community and to inspire others to take
up the mantle of ALS by sharing their stories.

ALS Quebec and Partenaires Neuro at the
National Assembly

On Thursday, October 26, 2017, Partenaires Neuro, a group of five
organizations that includes the Society, presented a brief at Quebec’s
National Assembly entitled “Pistes de solutions pour améliorer la
qualité de vie des personnes atteintes d'une maladie neurologique
évolutive” (Solutions for improving quality of life for individuals

with a progressive neurological disorder). Together, the partners
advocated for the needs of more than 200,000 Quebecers living with a
progressive neurological disorder. Our goal: To educate the members

Ambassador HealthPartners -

Nancy Roch, Yvon Cournoyer, Stella Wojas and Nicole Isabelle are just
some of the Society’s ambassadors speaking out on behalf of Quebec
families touched by ALS.

The ALS community in the spotlight

This year, Quebecers heard from several of the Society’s ambassadors,
who were front and center in the media, shining a light on the

of the National Assembly about the issues and challenges facing
people with one of these incurable diseases, including homecare,
better adapted housing, support for caregivers, medical assistance

in dying, basic funding, access to care and services, and access to
innovative drugs. To read the full brief, please visit partenairesneuro.ca.

ENSEMBLE
POUR AMELIORER

Louis Adam (Multiple Sclerosis Society of Canada), Nicole

challenges facing the ALS community. Thank you to our ambassadors Charpentier (Parkinson Québec), Marie-Héléne Bolduc

and to all the families who continue to share their stories with us and
the media in order to keep the conversation going.

(Muscular Dystrophy Canada), Claudine Cook (ALS Quebec)
and Jean-Francois Lamarche (Fédération québécoise des

Sociétés Alzheimer).

TOGETHER, OUR VOICES ARE HEARD

“| decided to write my autobiography “Parce que parfois, la pluie
doit tomber” after many people wrote to me or told me that | was
an inspiration and that | should share my story. People seemed
moved by my bravery in confronting the disease and by my positive
outlook on life. | was often asked to write testimonials or share the
speeches | gave during fundraising events. When | started losing my
voice and the dexterity in my hands, | told myself, it's now or never.

| think my story has the potential to inspire people and help them
overcome the challenges they're facing.”

CHANTAL
LANTHIER

Society ambassador
and author of the book
"Parce que parfois, la
pluie doit tomber”,
living with ALS

“Sometimes people need to be
reminded that good health is a
privilege. Reading a story like mine
brings home a hard truth: life is fragile.
We need all the moral and financial
support we can get to give people
with ALS hope for a brighter future
and, until a treatment is discovered,

to give them the tools they need to
maintain a certain quality of life. So,

it seems crucial to me to not only talk
about the disease itself, but also about
the repercussions it has on the day-to-
day lives of patients and their families.

"

STELLA WOJAS
Society ambassador,
living with ALS
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Thank you to our devoted volunteers, tireless participants, loyal partners and generous donors.

Your support fuels the hope of a future without AL

MAJOR PRODUCTS AND SERVICES DONORS

Action Sports Physio Cirque du Soleil Funkins Mint Green Group Sanctuaire Notre-Dame-du-Cap
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2017 ALS RESEARCH REVIEW

ALS Quebec is proud to contribute to the ALS Canada
Research Program, which invests in the best ALS research in
Canada that will have significant impact on the global effort to
create a future without ALS.

In 2017, 12 new research projects totalling $3 million

were funded through the ALS Canada Research Program
including a $1.8 million study of a promising drug
combination; three trainee grants that will help to nurture
the next generation of Canadian ALS researchers currently
pursuing their PhDs; two projects that explore how ALS
treatments could be delivered through the bloodstream;

and an initiative that seeks to understand why the muscles of
the eyes are often unaffected in people living with ALS even

After participating in the Fondation André-Delambre’s 13t annual research symposium, Canadian and international
researchers met with families touched by ALS at the Montreal Walk for ALS.

TOGETHER, WE GIVE HOPE

We reached several milestones in 2017, from the
advancement of clinical trials leading to drugs
with beneficial effects to the development of new
tools and diversified, modern approaches. These
approaches and concerted efforts are slowly
starting to break down the wall that is ALS. Even
though they're small compared to the ultimate
goal, the cracks are still there and the progress
we've made is irreversible. Quebec researchers
are fully committed to the shared effort of finding
a treatment and a cure for ALS. This year also saw
ties being forged between researchers, members
of the Society, people with ALS and caregivers.
From our privileged positions on the Board of
Directors, we're able to facilitate discussions

and links between the Society and researchers.
We also invited ALS patients to participate in

the most recent meeting of Quebec researchers
(ALS Quebec Journal Club). These ties are very
important because, not only do they create
relationships, they also motivate and energize
researchers, who are given the chance to witness
the determination and fighting spirit of those living
with ALS.

Research represents hope, which is plain to see
from the many recent breakthroughs in the field

of ALS therapies. In fact, 2017 was a very inspiring
year for research into ALS treatments. First of all,

a second drug, Edaravone, was recently marketed
in the United States and Japan to treat people

with ALS. While it's not yet available to patients in
Canada, it represents an important step for research
in the field. In terms of clinical trials, two potential
drugs merit attention: Masitinib, a drug that targets
the significant inflammation that develops during
the disease, and NurOwn, an innovative stem-cell
therapy that could even improve motor function in
ALS patients. Both have successfully passed several
steps and are currently at the final phase of the
clinical trial process, which bodes very well for the
coming year. The initial clinical trial of the neuroleptic
drug Pimozide also yielded encouraging results, and
a new clinical trial is currently underway in Canada.
The community eagerly awaits the results of these
numerous trials in 2018.

ELSA TREMBLAY

“ALS is an incredibly complex disease,
but the research community is making
tremendous headway and has come
very far with very little in comparison
to annual funding levels of diseases
that have treatment options. For the
ALS Canada Research Program this

has only been possible because of the
generosity of donors, partnerships with
provincial ALS Societies across Canada,
and organizations like Brain Canada,
which by matching donations made
through the Ice Bucket Challenge

has essentially doubled Canada’s ALS
research investment over the past
several years.”

DR. RICHARD ROBITAILLE
Member of the Society’s Board of Directors and
ALS researcher in the Neuroscience department
at Université de Montréal

DR. DAVID TAYLOR

Vice President Research,
ALS Canada

Former caregiver studying ALS with Dr. Robitaille
as part of her Ph.D. in Neuroscience at Université
de Montréal

as other muscle groups shut down. All the projects being
funded seek to answer questions that will help to move us
from greater understanding of ALS to the development of
therapies for human use.

Simply put, there is more ALS research to fund than money
available — making it necessary to have a proven method

for making difficult decisions about which research receives
funding. The ALS Canada Research Program awards funding
based on a peer review process that is continually evolving and
being optimized. Known within the scientific community as the
gold standard for assessing all types of research, peer review
engages independent experts in evaluating the quality and
rigour of research papers and proposals.

$3 million invested in ALS research across
Canada in 2017.

12 projects funded, including a $1.8 million
project funded with the Brain Canada
Foundation.

More than $300,000 invested in Project MinE,
an international research collaboration that is
studying the DNA profiles of 15,000 people
living with ALS and 7,500 control subjects in
order to identify the genetic patterns that
might lead to the development of ALS and
better target the development of treatments.
This research investment included a $150,000
matching contribution from the Brain Canada
Foundation through the Canada Brain
Research Fund, with the financial support of
Health Canada.

150+ Canadian ALS researchers in
attendance at the 13* annual national
research forum, an event that supports
knowledge sharing and collaboration among
Canada’s ALS research community.

10+ hours of ALS research content offered to
the public during the second annual virtual
research forum, which featured 25 speakers.

3 scientific conferences sponsored including
the 13t Annual Fondation André-Delambre
Symposium.
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RESEARCH SPOTLIGHT

FI NAN CIAL SU M MARY Financial year from November 1%t 2016 to October 31 2017

REVENUE 2016-2017 2015-2016

Fundraising $900 715 $827 503
DR. HEATHER DURHAM, Government Grants $25 950 $25 693
McGill University / Montreal Neurological Institute Health Partners Quebec & Canada $110 109 $76 901
In ALS and many other neurodegenerative diseases, one of the defining characteristics is that proteins can Tony Proudfoot Fund $28 897 $24 594
becomg misfolded and clump'together. In many'of our body’s ;ells, prgtective mechanisms ihcreaseT 'the Team Stock Fund $41 655 $73 403
production of heat shock proteins that prevent misfolded proteins. But in our motor neurons, the ability to
produce heat shock proteins can be impaired, possibly making them more vulnerable to misfolding. General Donations $361 330 $332 059
For years, Dr. Heather Durham at McGill University/the Montreal Neurological Institute has been studying drugs that might L'Appui $185 748 $159 312
enhance heat shock protein response in motor neurons. Recently, she has found a particular drug combination that can greatly Others $7 611 $6 607

increase the production of heat shock proteins in motor neurons.

This project sets the stage for researching a promising drug combination that may one day become an important therapy for
people with ALS. Dr. Durham and collaborating researchers Dr. Josephine Nalbantoglu, Dr. Richard Robitaille, and Dr. Chantelle
Sephton will seek to find the optimal combination of heat shock drugs together with a histone deacetylase drug and then

EXPENSES

$1662015 1526 072
2016-2017 2015-2016

examine the protective capabilities of the best combination in ALS mice. They will also investigate how the drugs work, which Administration $102 520 $95 690
could lead to the development of potential biomarkers for human clinical trials in the future. The team will collaborate with
multiple biotech and pharmaceutical companies that own the unique heat shock and histone deacetylase drugs. If this project Programs and services $751 640 $729 149
is successful, the next step would be for drug companies to conduct toxicity testing and ultimately clinical trials with human , .
volunteers. L'Appui $129 182 $133 360
“These drugs have been in development for decades, but a combination approach has never been tested,” said Dr. Durham. Fundraising $361793 $383 824
“ALS is complex... and we haven’t been able to make a sufficient impact on it yet.” Awareness $90 880 $63 956
A $1.8 million investment, this project is co-funded by the Brain Canada Foundation through the Canada Brain Research Fund Research Contribution $251 926 $201 475
(with financial support from Health Canada) through matching funds committed following the Ice Bucket Challenge. L
Contribution to ALS Canada - $158 092 $154 700
(ALSSQC, T.Stock Fund and IBC)
Contribution to The Neuro
(Tony Proudfoot Fund) $26 678 $11259
Contribution to research symposiums
(FAD and others) $67 156 $35516
When you hear the word probiotics, you may automatically think of the digestive benefits of foods such as $1 687 941 $1 607 454
yogurt. But what if certain probiotics could also play a protective role in ALS?
Excess (deficiency) of revenue over expenses ($25 926) ($81 382)

Audrey Labarre, a doctoral student in Alex Parker’s lab at Centre de recherche du CHUM, is using a $75,000
Trainee Award from ALS Canada to advance some surprising discoveries. In 2016, with an ALS Canada-Brain
Discovery Grant, Audrey was able to successfully identify how specific probiotics “rescued paralysis and motor
neuron death in ALS worms.”

Thanks to the Trainee Award, Audrey will now be able to study if there are similar effects with these probiotics in mice.

Others
o,
L'Appui 0 A"

|

Administration

Programs
and services

Research Donation
Awareness Q@

General
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THANK YOU TO ALL CANADIAN o

Team Stock 2%/
Fund 2% @

Tony Proudfoot

RESEARCHERS FOR FUELING HOPE
OF A FUTURE WITHOUT ALS!

To learn more about the ALS Canada Research program,
please visit als.ca and als-quebec.ca.

REVENUE EXPENSES

Fundraising
Fundraising

Towards
our mission

Fund

Health Partners 2% L'Appui

Quebec and
Canada Government Grants

Please visit our website to view a detailed version of our audited statement
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