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JOINING
FORCES
TO FIGHT

It’s hard to win against a tough opponent like Amyotrophic
Lateral Sclerosis (ALS), but the actions you took in the past
year changed the rules of the game. You changed the lives of
families touched by ALS by supporting personalized programs
and services for those living with ALS and their loved ones.
Your contribution in our awareness initiatives with the general
population and government officials was a game changer.
Your support also changed the future of ALS by supporting
research. We are proud to share the impact you had on the
playing field, moving us closer to the goal line.
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Some of the Society’s board members at the 2018 Ride to Fight ALS. From left to right: Daniel Malandruccolo, Elyse Claude Léveillé, Richard Robitaille,

Diane Tkalec, Luc Vilandré, Claudine Cook, Susan Kennerknecht, and Judith Fetzer.

YOU ARE A GAME CHANGER

Without the support and dedication of all our volunteers, donors,
and participants, we could never have accomplished so much.
This year, thousands of you all across the province took the time
to walk, ride, run, and organize fundraisers in your communities,
and we are so very appreciative of your efforts.

With your support, we were able to enhance and change the
way we provide our services by developing a new virtual learning
environment for ALS caregivers and revamping our website.

Available on-demand, these ALS-specific virtual resources have
greatly expanded access to our services province-wide.

Your contributions have also allowed us, our partners, and the
ALS community to band together to lobby the government on
various issues, in particular access to innovative drugs. Thanks to
our concerted efforts, Health Canada has approved a new ALS
treatment for the first time in 20 years. We will continue to speak
up to keep the discussion going.

Lastly, the contributions you’ve made will be invaluable to ALS
research, paving the way for a cure and a better future for
everyone touched by the disease. Thanks to your donations,
we’re proud to have contributed to a $3 million investment to the
ALS Society of Canada’s research program. Twelve new research
projects are now under way and have become beacons of hope
for ALS patients and their families.

The fight against ALS is not over yet. On behalf of the board
of directors and the families we support, we would like to
thank everyone —researchers, donors, participants, volunteers,
healthcare professionals, and partners—for joining us on our
mission to make game-changing progress.
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SUSAN KENNERKNECHT
President of the board of directors
President, Conseil BKK Consulting Inc.
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Executive Director
ALS Society of Quebec




ABOUT AMYOTROPHIC
LATERAL SCLEROSIS
(ALS)

Also known as Lou Gehrig’s disease,
ALS is a fatal neurodegenerative
disease with no cure.

Communication between the
brain and the motor muscles is
cut off, and people gradually lose
their ability to walk, talk, swallow,
and, finally, breathe.

2-5 YEARS

80% of people diagnosed with ALS
die within 2 to 5 years.
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Each year, 1,000 Canadians are

diagnosed with ALS —for each person
diagnosed, someone else dies.

ALS can affect anyone:
90% of cases are sporadic,
10% are hereditary.

T

ALS impacts the whole family on
emotional, physical and financial
levels.

BOARD OF DIRECTORS
OF THE ALS SOCIETY
OF QUEBEC

Executive Committee

SUSAN KENNERKNECHT, President
Conseil BKK Consulting Inc.

DANIEL MALANDRUCCOLO, Co-Vice-President
Vice-president, Vast-Auto Distribution Ltd. and
Group MMO Inc.

LUC VILANDRE, Co-Vice-President
Chief Operating Officer and Interim President
TELUS Health and Payment Solutions

ANDRE FALARDEAU, Treasurer
Former caregiver

ME ANABEL QUESSY, Secretary
Attorney Fasken Martineau

Administrators

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

VINCENT GAGNE
Director, Governmental Relations and Public Affairs,
TELUS

ELYSE CLAUDE LEVEILLE
Teacher, English second language
Former caregiver

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

DR RICHARD ROBITAILLE
Professor, Neuroscience Department,
Université de Montréal

NANCY ROCH

Senior Director, Programming and Broadcasting,
Radio-Canada

Person living with ALS

DIANE TKALEC
Nurse clinician
Former caregiver

DENIS J. VANDAL
Marketing consultant



Lucie Thériault surrounded by her loved ones at Montreal’s Walk to End ALS on September 16™, 2018.
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CHANGING THE DAILY LIFE
OF FAMILIES TOUCHED BY ALS

Offering personalized support across the province

Nothing can prepare someone for living with ALS, but thanks to your donations, our team can
maintain and create new ways to support Quebec families touched by ALS throughout the

province and at every stage of the illness.

3,518

Members ( people living with
ALS, caregivers and healthcare
professionals)

24

Diversified regional and online
conferences for families, as well as,
exchange forums for healthcare
professionals

272

Requests accepted for varied
financial aid

1,663

Registrants for
support activities

INFORMATION

* Regional conferences and information
sessions

» Trainings sessions and workshops such
as: PDSB (Principles for moving loved
ones safely) and First Aid for choking

* Documentation

* Newsletters

» Website,information resources,
teleconferences and webinars

» Exchange forums

* New virtual learning environment
Taking Care

PSYCHOSOCIAL SUPPORT

« Toll-free telephone line

+ Counselling, orientation and referral
+ Support groups

+ Teleconferences

» Bereavement support

TECHNICAL AND FINANCIAL AID

» Equipment assistance

* Residential adaptation program
* Financial aid

* Respite

+ Financial program for children

NETWORKING ACTIVITIES

« Social activities

* Pairing and networking

* Online community

* Presence on Huddol, a virtual network for
caregivers and professionals;

« Caregiver Recognition Day and cocktails
for caregivers and the bereaved




SUPPORT FOR THE WHOLE FAMILY

“A huge thank you to the Tenaquip Foundation
and the Society for giving me the opportunity to
experience this wonderful hot air balloon flight
with my family. This delightful adventure allowed
us to literally experience a change of scenery and
distract us from our very demanding daily life. We
will cherish this wonderful memory.”

Carole Paquin, Laval,
beneficiary of the new Seize the Day program
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Occupational Therapist Ann-Marie Léporé during the filming of a four-part video series about safety and home modifications in ALS.

CHANGING THE WAY
WE DELIVER OUR SUPPORT

Taking Care, a new virtual
learning environment for
caregivers of someone living
with ALS

Launched with the financial support

of L’Appui national pour les proches
aidants d’ainés and the collaboration

of McGill University’s Steinberg Centre
for Simulation and Interactive Learning
(SCSIL), the virtual education program
Taking Care offers caregivers of people
living with ALS the opportunity to access
on-demand resources provided by experts
and health care professionals specialized
in ALS.

The Taking Care platform content allows
caregivers and people living with ALS
across the province to find answers to
their questions at the time and place that
is best suited to their reality and personal
journey.

244 SPECIALIZED ALS RESOURCES
IN A VARIETY OF FORMATS

122 TO READ 25 TO LISTEN TO

From teleconferences animated by
experts to guided relaxation and
meditation exercises.

Including fact sheets, guides,
manuals and books of interest.

48 TO WATCH 49 INTERNET LINKS
A new series of 4 videos about safety Local and international support
and home modifications, webinars on programs and information
a wide variety of topics, in addition to about pertinent government and
films of interest. legal services, research news,

innovations and key resource
networks that help to better equip
families with their changing needs

during their journey with ALS.



ANSWERING REAL NEEDS BY SIMULATING
THE REALITY OF CAREGIVERS

A four-part video series on safety and home modifications
in ALS with Occupational Therapist Ann-Marie Léporé
and produced in collaboration with the SCSIL features

standardized patients, actors who put themselves in the
shoes of someone living with ALS and their caregiver.
Strategies to help make the kitchen, bedroom and
bathroom safe for everyone are presented.

The four video segments on home modifications in ALS were filmed in a
SCSIL simulated apartment.

“Navigating and accessing reliable information and support as a
caregiver to someone who has ALS can be very challenging and
overwhelming. | remember it being so stressful not to know where
to turn for specific information, to be in situations where some
allied health care professionals knew less than | did about the
iliness, or to see information about an upcoming conference that
would have been helpful in my caregiver journey if | had received it
three months earlier. The aim of the “Taking Care” virtual learning
environment is to cover relevant topics that are essential for
equipping and inspiring ALS caregivers to maintain and improve
their quality of life.”

Diane Tkalec

L

Occupational Therapist Ann-Marie Léporé (left) and Diane Tkalec,
the ALS Society of Quebec’s Taking Care Project Manager.

". TAKING CARE

A virtual learning environment
for caregivers
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Chantal Lanthier (centre) with her spouse, Jocelyn Théorét, and Denise St-Pierre, Coordinator

of the Walk to End ALS in Saint-Hyacinthe.

UNITED IN THE FIGHT AGAINST ALS

Just under two years ago, Chantal Lanthier crossed paths with
someone who very quickly became a dear friend: Denise St-Pierre,
who’s dedicated herself heart and soul over the past few years to
supporting the cause of ALS. With a singular commitment, Denise
threw all her energy into rallying the troops to keep moving the battle
against ALS forward.

The wonderful friendship | have with Denise began in spring 2017.
She’d read my book, Parce que parfois, la pluie doit tomber, and
was really moved by it. She approached me to ask for more copies
to give to her employees at the Centre de conditionnement physique
ADN. She wanted them to learn more about ALS ahead of their
participation in the two fundraising events that she’d organized.: the
very first Walk to End ALS in Saint-Hyacinthe in 2015 and the Yoga
for ALS evening in 2017. Her goal was to educate her employees,

to then have them spread the word to loved ones to generate even
more influence and support.

| was really impressed with her dedication and compassion—two
qualities that sparked the chemistry that'’s existed between us ever

since. Even though she was touched and inspired by my book, she's
always felt the need to help people with ALS and their families. She
believes she was “destined” to make a difference.

Today, two years later, Denise is still unwavering in her commitment.
Her original ideas flow not only from her creativity, but also from her
desire to raise awareness about the disease and to make sure donors
don'’t forget about us. Her energy and enthusiasm inspire us to push
our limits. As proof, she did an amazing job leading the warm-up
sessions for the Ride to Fight ALS and the Walk to End ALS in
Montreal.

Our Denise is larger than life, and we thank her from the bottom of our
hearts for her dedication to the ALS community in Quebec. Thanks

to people like her, the lives of ALS patients and their families are a little
brighter.

| love you, my friend.

Chantal xxx

ABOUT THE WALKS TO END ALS

60%
OF THE FUNDS RAISED
GOES TO SUPPORTING
PROGRAMS AND
SERVICES FOR FAMILIES

g

WALKS TO END

ALS ACROSS THE
PROVINCE

40%

OF THE FUNDS
RAISED GOES TO

2,500

PARTICIPANTS

208

VOLUNTEERS
IN 2018

RESEARCH
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LES REGLES GAM
DU JEU CHA!

THANKS TO ALL MEMBERS OF THE ALS TEAM WHO ORGANIZED
ACTIVITIES TO RAISE MONEY AND AWARENESS ABOUT ALS IN THEIR

COMMUNITIES!

Activities at Hampstead Elementary School
(David Leg)

Baie-Comeau committee activities
Benefit dinner (Stéphane Boudreau)

Benefit dinner in honor of Edith Bélanger
(Valérie Claing)

Birthday as a gift (Jennifer Shannon)

Book sale - Le vent se leve (Jean Whissel)
Bromont Ultra (Gilles Poulin & Marc Hébert)
Burlesque Fundraiser (Yael Perez)

Camping activities (Nathalie & Caroline Savard)
Caroling night (Meredith H. Hayes)

Choir Vocal 80 (Diane Bouthillier)

Cookie jar sale (Sabrina Joyce-Dupuis)
Culinary arts class (College Ville-Marie)
Dance with the Classics (Roger Boudreau)
Défi Everest Premier Tech (Nancy Aubé)
Dek Hockey Tournament (Philippe Michaud)
Door to door (Rose-Aline Rouleau)

Erg-a-thon Tony Proudfoot (Dawson College)

Friday Night Bites (John Misiasz)

Fundraising in honor of Gilles Rousseau
(Carole Rousseau)

Garage sale (Marie-Josée Ricard)

Half-lronman in honor of Roger
(Sébastien Picard)

Hot Pepper Challenge (Sébastien Picard)

Information and fundraising booth
(Pei-Ching Ho)

Jewelry sale, Fourrure FUR (Suzanne Lachance)

Le Défi des Beaucerons - Team Drouin
(Caroline Drouin)

Le Tricheur (Sabrina Cournoyer)

Line dancing event (Micheline Lajeunesse)
Paul Régimbal (Tony Proudfoot Fund)
Personal fundraising (Julie Nault)

Personal online fundraising (Stella Wojas)
Pow Wow in Odanak (Jacques T. Watso)
Race at I'lslet (Linda Morissette)

Ram”mouse”sons Family Day
(Louise Champagne & Michel Tremblay)

Returnable containers collect (Amélie Gagnon)
Returnable containers collect (Justin Lavigne)

Reusable Félix Homme bags selling
(Sophie Paquette)

Snack Bar for ALS (Jean Whissel)
Softball game (Nathalie Breton)
Spaghetti dinner (Nancy Aubé)

Spaghetti dinner
(Pierrette Mailhot & Carole Bordeleau)

Spinning for ALS (Claudia Romero)
Spinning with Joe Bicycles (Isabelle Lessard)

Thrive Through Self Care book launch
(Mitzi Perez)

Town fair (John A. Mac Donald)

Tribute show for Gina Gravel
(Mario Drouin & Daniel Vaillancourt)

Walk in Repentigny (Alexia Petitclerc)
Yoga for ALS - Centre ADN (Denise St-Pierre)

Zumbathon (Josée Dicaire)
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Vincent Bourque surrounded by his family and friends at the 2018 edition of the Ride to Fight ALS.

CHANGING THE CONCEPT OF HOPE
FOR FAMILIES TOUCHED BY ALS

In August 2018, Isabelle Lessard and her daughter, Maria, then

14, participated in the Ride to Fight ALS for the first time, a

deeply moving experience. Their husband and father, Vincent,

was diagnosed with ALS in 2015. Since then, Isabelle has been
actively supporting the cause, by co-founding the Vincent Bourque
Foundation and through her role as an Ambassador for ALS
Quebec.

My husband was diagnosed with ALS in May 2015. Up until then,

the illness had been a very private thing for our family. | decided to do
the Ride to Fight ALS cycling challenge so that my daughters—our
daughters—could experience the full support of the community, and
make a difference as well. At the time, Maria was 14, Charline was 10,
and Arielle was 9.

It was a huge challenge for Maria and . We didn’t even own bikes!
But we decided to make this a family challenge—for a cause that
was important to all of us. We wanted to be able to make a difference
together. As luck would have it, my brother-in-law was in the process
of opening his bike shop called Joe Bicycles: We found our experts!
Everything was falling into place for us to sign up for the Ride to Fight

ALS. Slowly, but surely, with Joe Bicycles and the entire community
behind us, we completed the challenge, pushing through each
kilometre with a smile on our faces.

'l never forget the sheer joy and the feeling of hope and
accomplishment that we shared with my husband, our daughters and
our friends at the finish line.

Our goal in tackling this physical challenge was to raise awareness
for the cause, to make a difference for my husband and for
everyone else affected by ALS. It was also the perfect opportunity
to have an exciting adventure with my daughter, in honour of
Vincent, because love wins over everything, even ALS.

We had so many people rooting for us, from the bus driver to our
hairdresser to teachers and neighbours. The support we got from
our family and friends was truly heart-warming. During the event, we
also had the unforgettable opportunity to meet other people with ALS
and their loved ones. The Ride to Fight ALS is much more than just a
physical challenge; it's an event steeped in compassion, support and
hope. It's truly an amazing, magical weekend.

ABOUT THE RIDE TO FIGHT ALS

The Society’s
flagship event,
powered by
TELUS Health

cyclists and
volunteers

Auberge Godefroy
in the Mauricie
region from
August 23-25

raised
since 2008




REIGNITING THE
SPARK OF HOPE

In the very early stages of his disease, my husband said it
felt like all the energy in his legs had drained away—like the
spark had gone out. That was the first sign of ALS; he had
been an amazing athlete. Our goal in doing the challenge
was to restore hope to the people touched by ALS. At the
closing barbecue, Maria took to the stage to say a few words
and then we all lit Bengal lights to “spark new hope for her
father” and for everyone suffering from the disease. That
was a very emotional moment.

The Ride to Fight ALS was truly remarkable and inspiring to
us in so many ways. Our team smashed its fundraising goal
by raising $13,000. The impact of this event is immeasurable.
We will cherish the memory of each kilometre we travelled,
because with each pedal stroke, we knew how deeply we
were loved and supported. And this gave us the boost we
needed, during the Ride itself, but also while training for the
event and still today.

We were carried forward by a tremendous wave of

love, positivity and hope. We met so many dedicated
professionals, generous volunteers, and other families like
ours. This event brings everyone in the ALS community
together and gives them hope and the opportunity to strike
a blow at ALS.

Taking part in the Ride to Fight ALS has a direct, concrete
impact on the ALS community. So, we’ll be back next year—
and probably for many years to come—from August 23 to 25
in the Mauricie region with an even bigger team!

Vincent Bourque, surrounded by his spouse Isabelle and their three
daughters Arielle, Maria and Charline.
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VINCENT BOURQUE

ABOUT THE
VINCENT BOURQUE
FOUNDATION

On November 15, 2018, ALS patient Vincent Bourque and
his wife, Isabelle Lessard, launched the Vincent Bourque
Foundation with the goal of eradicating ALS by funding
research and supporting families touched by the disease at
ALS Quebec.

The Vincent Bourque Foundation partnered with ALS Canada
and the Brain Canada Foundation to award a $165,000
Post-Doctoral Fellowship to Dr. Sahara Khademullah, a
postdoctoral candidate from Dr. Yves De Koninck’s lab at
Université Laval. The Foundation has also pledged to sponsor
the Annual André-Delambre Research Symposium for the
next ten years. This symposium attracts internationally
renowned ALS researchers, who share their knowledge and
latest discoveries about the disease.

“The boundaries of research are limited only by the amount
of funding available. That’s why we’re proud to contribute to
the discovery of new treatments through ALS research by
helping researchers who are just starting out in their careers,”
explained Vincent Bourque, co-founder of the Foundation, a
few days before he passed away on November 20, 2018.

Until a cure is found, the Vincent Bourque Foundation,
through the ALS Society of Quebec, will work diligently to
improve access to the best care and assistive devices for
people with ALS and their families in order to help them
maintain their autonomy and quality of life for as long as
possible.

The Vincent Bourque Foundation will continue its work
in honour of this formidable man, who leaves behind an
inestimable legacy for the ALS community.
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From left to right: Quebec regional advisor to the Office of the Minister of Health Jamee St-Hilaire, Dr. Angela Genge, MP Francis Drouin, MP Pablo
Rodriguez, Nancy Roch, MP Marc Serré, Dr. Richard Robitaille, ALS Quebec Executive Director Claudine Cook, and policy advisor for Health Canada Kate
Moussouni. Not pictured: Norman Maclsaac.

CHANGING THE GAME
FOR THE ALS COMMUNITY

ENGAGING IN DIALOGUE WITH THE GOVERNMENT AND THE GENERAL PUBLIC

Making game-changing progress means reaching out to Quebecers and government authorities to raise
awareness for ALS and the realities and challenges that people touched by the disease have to face.

“l want to urge governments to pledge their support for ALS, once and for all, the
same way they do for other, more common neurodegenerative diseases. We’re
close to finding a cure, but we lack funds. All | want to see is real political will

and concrete efforts toward ending this disease, which has claimed thousands of
victims. | take life one day at a time, but | never give up hope that one day we’ll find
a drug to help us live longer and that we’ll have quicker access to medicine, which
is why | continue to speak up and why | encourage you to do the same.”

Nancy Roch,
ALS Quebec Ambassador living with ALS since 2017

“Pm all too familiar with ALS —my father died from the disease in 2002, so we
know exactly what it entails. Then, André Delambre approached me to become the
spokesperson for the ALS Society of Quebec, which helped me learn even more
about the cause. When my father had ALS, most people had never heard about

it, let alone seen it firsthand. Whenever I'd talk about it, people just didn’t get it.
Today, it’s much better known thanks to the efforts by the ALS Society of Quebec
and the work we all do together. | have a soft spot for people with ALS and their
families. We can’t give up. Concrete actions are the only thing that will help us find
a cure for this terrible disease.”

Martin Matte, comedian and actor,
and former spokesperson for the ALS Society of Quebec




In a show of support and as part of our ALS Awareness Month campaign, various personalities from the
sports and cultural spheres and members of the ALS community got together to talk about what they do
to help change the game.

Dr. Angela Genge, neurologist and ALS P.J. Stock, RDS sports analyst and former Sabrina Cournoyer, cultural reporter on TVA's
researcher at the Montreal Neurological NHL player show Salut Bonjour
Institute and Hospital

i

Marc Griffin, RDS baseball analyst and former Dr. Jean-Pierre Canuel, retired doctor Isabelle Giroux, Actress, Ruptures, and
player for the Montreal Expos living with ALS honorary spokesperson for
Trois-Riviéres’ Walk to End ALS in 2018

SPEAKING UP IN 2018:

* Instigated by ambassador Nancy Roch, we met with Health Canada and several members of the federal parliament to
emphasize the need to put Canada on the same playing field as the USA with the pharmaceutical industry and help
accelerate the process for approval of new drugs or treatments, such as Radicava. Nancy also met with the Institut
national d’excellence en santé et en services sociaux (INESSS) to stress the urgency for people living with ALS.

- Our advocacy team also met with L’Ordre des infirmiéres et infirmiers auxiliaires du Québec (OIIAQ) to discuss policies
around administrating drugs that aren’t yet approved by Health Canada, but already available in other countries.

+ On-going support to ALS Canada’s Advocacy initiatives and attendance at the ALS Caucus meeting in Ottawa by
ambassador, Norman Maclsaac.

- Neuro Partners brief entitled “Pistes de solutions pour améliorer la qualité de vie des personnes atteintes d’une
maladie neurologique évolutive” submitted to the National Assembly and discussed with various Quebec MPs,
testimonial from our ambassador Norman Maclsaac, and meeting with Minister of Health and Social Services
Gaétan Barrette.

+ Announcement by MPs Pierre Arcand and Pablo Rodriguez highlighting ALS Awareness Month.

+ Strong and engaging presence on social media, regular email communications and digital marketing awareness
campaigns that keep our cause at the forefront with our stakeholders.
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to our devoted volunteers, tireless participants, loyal partners and generous donors.

Your support fuels the hope of a future without ALS.

THE TENAQUIP FOUNDATION
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Alouettes de Montréal
Beaudet, Madeleine B.
Capitales de Québec
Chef Dino Cordileone
Corsi, Antonio
Cycle Néron

Association des fournisseurs en
boulangerie et patisseries inc.

Brouillard, Gilles
Chouinard, Marco

Caisse de bienfaisance des
employés et retraités du CN

Fondation familiale Marcel Naud

Eric T. Webster Foundation

Fondation Jeanne Wojas et
Robert Chevrier

Fonds Dr. Jean-Pierre Canuel pour
la recherche

Fournelle, Marie-Anik
Frank J Motter

Groupe Messier
Les Hotes de Montréal
Lexor Assurances

Productions Feeling

Fournier, Jean-Guy
Groupe Jean Coutu
Michaud, Philippe

Forest, Eric Normand, Céline

Travelway Group International

Myléne Duchesneau, graphiste

Normand, Gilbert
Perron, Yvon
Savard, Sébastien
Tastet, Nathalie

Raymond, Gilles
S&F Transport
Spencer, Stephen
Succession Jacques Régimbald
Truck N Roll
Westjet

The Birks Family Foundation
Transport Morneau inc.
Trivisonno, Ennio
Vaudrin, Stéphane

DONORS $500+

AGML Conseillers
Juridiques INC

Alarme Micro Technique

Allard, Martine

Archambault, Sylvain
Assemblée Nationale du Québec

Hockey Association
Bédard, Sylvain
Bernier, Manon
Bertone, Michael

BMI Canada Inc

Association Athlétique et . Mari
Sportive FPPM :msvert, Ann@r= h:ane
Association des oudreau, Stéphane

Bourdeau, Diane
Bourque, Pascal
Breton, Frangois

Concessionnaires Automobiles
et Camions de Riviere-du-Loup

Assurances Jacques

Danjeault nc. Breton, Nathalie
232':1' JE(:E' Bujold, Edwina
Authe,ntic Brands Group CA Technologies

Cadoret, Gwendal
Ayoub, Jeff

Bastien, Gaetan

Bastien, Jean Pierre

Batten, Cindy

Bazinet Avocats d'Affaires inc.
Beaconsfield OIf Timer

et Gestion privée

Caisse Desjardins du
Coeur-de-I'lle

Cameron, Pierre
Canuel, Hélene

Birkman-McKendy, Beverly

Caisse Desjardins de Sainte-Foy

Canuel, Suzanne
Caron, Michelle

Couillard, Alexandre
Coulombe, Nancy

Drouin, Rejean
Dufour, Maude

Caron, Régis Courchesne et Fils inc. Dupont, Josée

Chagnon, Gérard Couture, Julie Dupuis, Luc

Charron, Lise Craven, Paul Environnement Routier NRJ inc.
Chartrand, Léo Cumming, Kathleen E. Estampro

Chartwell Domaine de Bordeaux
Chevaliers de Colomb

Ferme Dohbell inc.
Florant, Richard

Dagenais, Yves
Darwish, Michael

Consell 5661 D Gollege Found Fondation Huguette et Jean:
awson College Foundation -
CHUBB du Canada Dero enter rii?es Louis Fontaine
Ciampini-Payne, Eva 01 et tp o, Phi Fondation Laure-Gaudreault
Cliche, Jean-Pierre ! Fletran o.nlo, : Fonds de Bienfaisance
Clinique Vétérinaire Dickey, Annie Bombardier Aéronautique
William Johnston Diep, Ty Fontaine, Suzanne
Club Social PDA Assurances Discount Fransi Construction

Coderre, Mario
Commission de la construction

District Mao Inc
Djoukhadjian, Nataly

Gagnon, Amélie
Gardainc.

du Québec Dowile, Jorwth
Compagnie du Cimetiére ouve, onathan ‘ Gauthier, Karine
Saint-Charles Dr Sylvain Faucher inc. Gauthier, Martin

Drapeau, Corinne
Drovuin, Régis

Connolly, Cindy
Conteneurs KRT Inc.

Genge, Angela
Gennaoui, Tony

Gestion Constantin inc.
Gestion Di Ciocco

Gestion MD

Gestion Rosaire Dubé inc.
Gleeson, Caroline
Goudreau Vachon, Mabell
Gouvernement du Québec
Graman Investments inc.
Grenon-Nyenhuis, Chantale
Groupe Touchette inc.
Harvey, Béatrice

Julien, Pierre et Helga
Julius Sternthal inc.
Kalamvokis, Peter
Karna, Ajoy

Kaufman, Stephen
Kennerknecht, Erasmus
Kennerknecht, Susan
Kim, Gene

Kwitko Family Foundation
Lacombe, Priscilla
Lafontaine, Jean-Guy

HotSpot Auto Parts .
Hotte Osb Lou Lagacé, Myriam
Hotte Sslor.ne, oulse Laliberte, Rheaume
vain
Ote, Sylval Lallemand Inc.
Hubbert, Mary .

. . Lalonde, Richard
Industries Lassonde inc. Laborte, Lo
Institut Linguistique porte, Louls
Provincial inc. Laprise, Roger
Intact Assurance Larochelle, Dominique

Lavoie, Richard
Lecompte, Diane

Janisse, Antoine
Julien, Guy-Francis



DONORS $500+

Lemieux, Andrée Marcoux, Jean Yves Nemay, Marie-Paule Porlier, Guillaume Roberge, Francois Someca Immobilier Ltée Vallée, Linda

Les Chevaliers de Colomb MAR-KIN Foundation Nazar, Jamilé Poulin, Gilles Robitaille, Richard Super Bar Vaux, Robert

Les Entreprise Etoile inc. Marois, Luce Opticca Consutting Inc Qualitek Romero, Claudia Technologies Dual-Ade inc. Veilleux, Martin

Les entreprises de construction  Martineau, Donald Paquette & Associés Quebec Provincial Association  Royleau, Rose-Aline The Leonard T. Assaly Family Viézina, Louis

Refrabec inc. Massie, Rami Avocats inc. of Teachers o Foundation ) } X

Les Importations Cavan inc. Paquin, Raff Quenneville, Robert Rousseau, Thérése Tiamtan, Anurat Vilandré, Josée
Matheson, John qun, Royer Vachon, Jacinthe Vilandre, Luc

Les industries Capitol Merhar Frank Paul Davis Rainville, Francois 4 ) ! Toniolo, Tod , '

Lessard, Isabelle Molluso, Jason Pearson Teachers Union Raymond, Jade Rozon, Linda Trahan, Sabine V!\Ie de Queb(?c

Levesque, Nicolas T i RBC Banque Royale Samaras, Joseph C. Tremblay, Martin Vincelette, Julie
Monticciolo, Cathy Pearson, Teri (Gertrude) . o

Long, Denis Montreal Gateway Terminals  Perreat, Francois Reed, Wesley Séquin, Ginefte Tremblay-Dickey, Claire Wi, Richard

M Manger Partnership Pharand-Mantha, Danielle Régimbald, Monique Senecal, Suzanne TVA Productions llinc. Wermenlinger, Laurent

Malandruccolo, Daniel Morin, Bermard Pigeon, Jean-Marc René, Clément Sénéchal, Mélanie Vachon, Danel Whissel, Jean

Mallette, Kevin Morisset, Jean Pointe Claire Oldtimers Restaurant Express Shield, Robert Vachon, Marcel Wiliams, Eric

Marchand, Dominique Murray, Gord Hockey Club Restaurant Spago Solidem Vachon, Serge Xavier Huppé M.D. inc

MAJOR PRODUCTS AND SERVICES DONORS

Canadiens de Montréal Chef Patrick Turcot Financiere Banque Nationale Le Dindon du Québec RPM Experience

1769 Distillerie Cirque du Soleil Fiorelino Le Manoir Richelieu Rythme Fm Mauricie
Action Sports Physio Clif bar Flow Water Lepage Millwork Sabrina Cournoyer

Alain Choquette Clinique Skins GardaWorld Les jumelles Stratis Sheraton Montréal
Animavdo Clublink Gestion GAB Manoir Victoria, Chez Boulay Sherbrooke Honda

Ashley Hil Complexe Hockey Bonaventure Groupe Clarins Marie-Eve Lévesaue, photographe Ski Mont-Tremblant

Asos Construction Marcel Charest et Fils Groupe Dynamite Mint Green Group Société des alcools du Québec (SAQ)
Association des Concessionnaires Automobiles  Conteneurs KRT Inc. Holiday Luggage Molson Coors Spa Scandinave

et Camions de Riviere-du-Loup Cook it Hotel Quintessence Normans Lévesque Stokes

Atheftic Knit Daniel Mclnnis Hotel Universel Riviere-du-Loup Pax Jewelers Super Bar, Riviere-du-Loup
Authentic Brands Danson Decor Isabelle Giroux Popeye Technologie Dual-Ade Inc.
Bench Député Pierre-Luc Dusseault Kanawaki Golf Club RBC Via Rail

Bouillon Bik Dorel Sport Kia Magog Restaurants Zibo Vile de Québec

California Closet Epikura La Pizzateria Rocket de Laval Ville de Riviere-du-Loup
Centre Dentaire Notre-Dame Esso LA VALse des coureurs Roland Michon traiteur Ville de Sherbrooke

Centre Typo Eureka Solutions Inc. Le Cimetiére St-Charles Rosemont Petite-Patrie Zoofest

WE THANK ALL OUR DONORS, NO MATTER THE AMOUNT. EVERY DONATION COUNTS!

Arsenault, Emilie

Bouchard, Lucie

SPECIAL THANKS TO OUR VOLUNTEERS

Desruisseaux, Valérie

Arsenault, Louis-Philippe Boulianne, Julie Dinarzo, Nick
Aubé, Nancy Bourassa, Jean Dionne, Emy
Aubé, Nathalie Bourdeau, Diane Donovan, Gary
Aubé, Valérie Bourdeau-Julien, Isabelle Doran, Michael

Bastien, Clémence
Bastien, Justine
Bastien, Mathilde
Bastien, Patrick
Bastien, Yves
Beaulieu, Daniel
Beaulieu, Jessica
Beaulieu, Noemi
Beaulieu, Phyllis
Beaupré, Eliiot
Bekkouche, Nahid
Bélisle, Daniel
Bellemare, Yves

Ben Hadid, Youssef
Benoit, Jason
Bergeron, Marie-Claude
Bergevin, Mathieu
Bernier, Caroline
Bernier, Joanie
Bernier, Sylvie
Bernier-Dion, Daphné
Berthiaume, Daniel
Bérube, Alexandra
Bérubé, Nancy
Biljan, Morgan
Bilodeau, Marie-Claude
Bissonnette, Chantal
Boileau, Andrée
Boivin, Julia

Boivin, Louise
Boivin, Stéphanie
Boivin, Suzanne
Boivin, Suzie

Bouchard, Jean-Pierre

Bourdeau-Julien, Sarah
Bourque-Fontaine, Marilyn
Bracke, Judith
Brizard, Claudette
Bussieres, Odette
Carey, Catherine
Carey, Isabelle
Carignan, Thérese
Caron, Fréderic
Carpentier, Anne
Carpentier, Murielle
Carrier, Virginie
Champagne, Mélanie
Charbonneau, Michel
Chouinard, Daniel
Coulombe, Yary
Couture, Claude
Couture, Jocelyne
Cozic, Martin
Crampon, Agnés
Dalaire, Janine

Dalili, Shania
Dassonville, France
De Gagné, Jocelyne
de la Durantaye, Laurent
De Serres, Paule
Delorme, Karen
Denizon, Yves

Déry, Alexandra
Descoteaux, Nathalie
Desjardins, Michel
Despard, Mélanie
Desparts, Jul
Desruisseaux, Isabelle

Doucet, Angele
Dubois, Martine
Duhaime, Hugo
Duplaa , Elizabeth
Dupré, Emma
Emond, Julie
Emond, Marcel
Epule, Terence
Essou, Nina

Ethier, Corinne
Faucher, Marc-André
Falardeau, André
Fetzer, Judith

Fevre, Denise
Forzani, Cassandra
Florant, Richard
Fontaine, Eric
Fortier, Hélene
Foucard, Charlotte
Fournier Létourneau, Olivia
Fournier, B.Sc.Inf., Manon
Fournier, Céline
Fournier, Geneviéve
Frenette, Etienne
Fréve, Yves

Gagné, Patricia
Gagné, Vincent
Gagnon, Lisa
Garant, Linda
Gaudreault, Natacha
Gauthier, Louise
Gauthier, Mélanie
Gauthier, Sébastien
Germain, Lucie

Gosselin, Julie
Goyette, Michel
Grand-Maison, Diane
Gravel, Jean-Frangois
Gravel, Nicole
Grégoire, Carole
Grenier, Julie

Grenier, Karine
Grenier, Pierrette
Grenier, Stéphan

Grenon-Nyenhuis, Chantale

Griffin, Kelly Anne

Guay, Josiane

Hidalgo, Monica Susana
Hier, Caitlin

Ho, Pei-Ching

Hogue, Kyle

Hogue, Stephane
Houde, Michel

Huard, Annie

Inkel, Mariette

Jacques, Francois
Julien, Catherine

Julien, Dominique
Julien, Guy-Francis
Julien, Sarah

Julien, Stéphane
Kabbash, Sophie
Kennerknecht, Susan
Labbé, Marie-Claude
Laberge, Céline

Labrie, Bruno
Lachance, Alexandra
Lacroix (Michaud), Odette
Ladha, Nadim
Lafontaine, Mélanie
Lalonde-Sigouin, Maxime
Landry, Denis

Landry, Jean

Landry, Mario
Langlais-Riou, Marion
Lapierre, Christine
Lapré, Nancy
Larouche, Marc
L'Arrivée, Bernard
Laverdiére, Louise
Lavigne, Fernand
Lavigueur, Maxime
Lavoie, Audrey
Leblanc, Denise
Lefrangois, Maude
Légaré, Florence
Légaré, Francis
Légaré, William
Legault, Diane
Lepage, Marie-Christine
Lepage, Sophie
Léporé, Ann-Marie
Lesieur, Florence
Lessard, David
Lessard, Isabelle
Léveillé, Elyse Claude
Lévesque, Gino
Lévesque, Karine
Lévesque, Nadia
Lian, Jing

Maclsaac, Norman
Madoff, Rhoda
Madore, Nathalie
Mailhot, Pierrette
Mailhot, Sonia
Mailhot-Turcotte, Diane
Maillhot, Barbara
Malandruccolo, Daniel
Manneh, Raouf
Marchand, Roger
Marquis, Caroline
McGregor, Heidi

McGregor, David
Méthot, Marielle
Michaud-Dinarzo, Joanne
Minville, Félix

Miron, Dominique
Moffat, Rick
Morpeau, Valérie
Neault, Francis
Noél, Georges-Etienne
Nolin, Amélie
Nyenhuis, Darren
Nyenhuis, Nicolas
Pelletier, Judith
Pelletier, Marie-Eve
Pelletier, Sandra
Perreault, Christine
Pilette, Gilles

Pilon, Steven
Pineau, Brigitte
Pineault, Patricia
Piotte, France
Plamondon, Lucie
Plourde, Martin
Poirier, Jeannine
Polony, Cindy
Powel Smith, Carol
Prevost, Jimmy
Prince, Ghislaine
Proulx, Carole
Provost, Nathalie
Quessy, Anabel
Riberdy, Julien
Ricard, Marie-Josée
Richard, Marie-Christine
Richoz, Danielle
Robitaille, Richard
Roberge, Gabrielle
Robineault, Richard
Roch, Nancy

Rodier, Lynda

Roy, Diane

Roy, Micheline
Salas, Prochat
Saillant-Boulinguez, Sarah
Sheink, Nicole
Simard, Maryse
Simoneau, Hélene
Simoneau, Nancy
Sirois, Jenny
Stone, Paula
St-Onge, Lydia
Strasser, Thomas
St-Yves, Nancy
Sylvain, Rachel
Talbot, Valérie
Thériault, Cédric
Thibeault, Lucie
Thiboutot, Line
Tremblay, Andrée-Anne
Tkalec, Diane
Turcotte, Gabrielle
Turcotte, Sylvain
Vallée, Johanne
Valiquette, Louise
Vandal, Denis
Vandal, Liliane
Veilleux, Kelly
Vézina, Claude
Vézina, Louis
Vilandré, Christiane
Vilandré, Luc
Vincent, Mario
Wahab, Abdul
Whissell, Alexandre
Whissell, Jean
Whissell, Pier-Luc
Whissell, Valérie
Zaragoza, José



ALS RESEARCH
IN NUMBERS

+ Support of Quebec ALS
Research Network, which
aims to create a dialogue
with the new generation of
researchers

Support of the 14" Fondation
André-Delambre Symposium
in Quebec city

Over $1.7 million invested

in Canadian ALS research
through the ALS Canada
Research Program, the only
dedicated source of funding
for ALS research in Canada

A total of 14 projects funded,
including 8 project grants
and 6 trainee awards - the
most trainee awards granted
in a single year

170 + Canadian ALS
Researchers attended the
14 annual ALS Canada
Research Forum, an event
that fosters collaboration
amongst Canadian
researchers, helping to
nurture new ideas and build
capacity

450 + people learned about
the latest advancements

in ALS research in Canada
by participating in research
webinars and the 3 annual
Virtual Research Forum

A

Dr. Richard Robitaille shares his microscope with Guy Aubert, who’s living with ALS.
Photo credit: Amélie Philibert

CHANGING THE FUTURE OF ALS

Bridging the gap between families and the research community

Guy Aubert’s hope for the future was shaken to the core after he was diagnosed with ALS
in March 2018. But the Victoriaville man’s hope was restored by Dr. Richard Robitaille and
his ALS research team. He and his wife, along with their friends Max and Sylvie, spent the
day with Dr. Robitaille at his lab, a unique experience that they’d bid on during he last online
auction in support of ALS Quebec.

“Our team was honoured to have Mr. Aubert and his friends visit our lab. The goal of the
exercise was, first and foremost, to bridge the divide between the research community
and the families touched by ALS who, just like us, survive on hope. Meeting Mr. Aubert
really changed our lives by opening up our eyes to his situation and reminded us of why
we do what we do.”

Dr. Richard Robitaille, full professor, Department of Neuroscience, Université de Montréal,
and member of ALS Quebec’s Board of Directors




2018 ALS RESEARCH REVIEW

The ALS Society of Quebec is proud to have
contributed over $155,000 to the ALS Canada
Research Program, which aims to accelerate
research impact by providing funding support for the
best ALS projects focused on translating scientific
discoveries into treatments for ALS.

In 2018, the ALS Research Program funded more than $1.7 million

in Canadian ALS research to support the next generation of ALS
researchers bring forward new and innovative discoveries and to help
established researchers further advance our understanding of the
disease — all to help create a future without ALS.

Included was a $1 million investment in eight new research projects
that aim to enable the exploration of new therapeutic targets, extend
existing research to support further discoveries and help researchers
gain a greater understanding about why ALS progresses differently in
each individual.
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An additional $720,000 in funding was also provided in partnership
with Brain Canada for six new trainee awards to support the next
generation of ALS researchers currently pursuing PhDs or postdoctoral
research positions, with the aim of sustaining high-quality Canadian
ALS research. The investment represents the last of the matched funds
from Brain Canada following the Ice Bucket Challenge, as well as a
new partnership with La Fondation Vincent Bourque, which we helped
to establish shortly before Vincent passed away from ALS, to make one
of the trainee awards possible as part of his legacy.

The granting of each award followed a competitive peer review
process, which engaged global ALS experts who evaluated a larger
pool of applications to identify the projects that are grounded in
scientific excellence and have the potential to most quickly advance the
field of ALS research in order to develop effective treatments.
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Many international ALS researchers joined the 14th Annual Fondation André-Delambre Symposium at Quebec city’s Université Laval.

“The ALS Canada Research Program directs donor dollars towards the best ALS research
projects in Canada and funds exceptional students and postdoctoral candidates with the goals
of creating the next generation of dedicated ALS researchers in the country. The projects funded
this year include great new ideas that need pilot funding to gather a foundation of data, ongoing
ALS research that is already impacting the global understanding of ALS, and studies that directly
affect people living with ALS today. With Brain Canada’s commitment of matched funds following
the Ice Bucket Challenge now complete, the ALS Canada Research Program will return to its
historic funding levels. The generosity of donors and partnerships with provincial ALS Societies
across Canada are essential in maintaining the momentum of the last five years and expand to

fund even more projects in the future.”

Dr. David Taylor,
VP Research, ALS Canada




CAN A REVOLUTIONARY GENE-EDITING TOOL
CREATE BETTER ANIMAL MODELS

Amongst the researchers being funded is Dr. Gary Armstrong from the Montréal Neurological Institute, who was awarded a $125,000 project
grant. With this grant, Dr. Armstrong will use a revolutionary gene-editing tool called CRISPR-Cas9 to create genetically modified zebrafish that
more accurately represent the genetic situation in human ALS. Using specialized techniques to measure the health of motor neurons in these
models, Dr. Armstrong hopes to gain new insights into the relationship between muscles and motor neurons in order to better understand how
ALS arises. If successful, his project will pave the way for using his innovative CRISPR-Cas9 tool to create accurate models of ALS in other
animals in future research.

“Validating our innovative gene-editing tool to make zebrafish models
of ALS may help other researchers develop better animal models of
ALS, helping to advance promising therapies into clinical trials much
faster than current timelines.”

Dr. Gary Armstrong,
neuroscientist and assistant professor
at the Montreal Neurological Institute, McGill University

DOES A PREVIOUSLY UNSTUDIED PROTEIN PLAY
AN IMPORTANT

The TDP-43 protein is usually found inside the cell nucleus and is responsible for regulating many cellular processes. In 97 percent of ALS cases
and nearly half of frontotemporal dementia ones, scientists have discovered that the TDP-43 protein is misplaced to an area outside the cell
nucleus called the cytoplasm.

Dr. Vande Velde recently discovered that reducing the amount of TDP-43 protein in the nucleus caused an ALS gene called hnRNPA1 to be
abnormally read, thus creating a new protein that she labeled hnRNP A1B. Dr. Vande Velde suspects this new protein could be a previously
undiscovered toxic form. In her work, she will examine how hnRNP A1B functions and whether it plays a role in known mechanisms of ALS
pathology. She will conduct cell and mice experiments first and then validate her findings using ALS tissue samples generously donated to the
Douglas-Bell Canada Brain Bank in Montréal and through other ALS labs.

THANK YOU TO ALL CANADIAN RESEARCHERS FOR FEEDING HOPE OF A FUTURE WITHOUT ALS!
To learn more about the ALS Canada Research program, please visit als.ca and als-quebec.ca
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FINANCIAL SUMMARY Financial year from November 15t 2017 to October 315t 2018

REVENUE 2017-2018 2016-2017
Fundraising $802 385 $900 715
General Donations $463 650 $335 923
L’APPUI pour les proches aidants d’ainés $161 720 $185 748
Health Partners Quebec & Canada $91 619 $110 109
Bequests $50 000 $25 407
Government Grants $29 493 $25 950
Tony Proudfoot Fund $15 036 $28 897
Team Stock Fund $9 166 $41 655
Other $3 685 $7 611

TOTAL $1 626 754 $1 662 015
Programs and services $816 211 $751 640
’APPUI pour les proches aidants d’ainés $170 415 $129 182
Fundraising $338 990 $361 793
Administration $121 069 $102 520
Awareness $109 145 $90 880
RESEARCH CONTRIBUTION

Contribution to research $141 374 $158 092

Contribution to the Neuro (Tony Proudfoot Fund) $7 350 $26 678

Contribution to research conferences $14 089 $67 156
(Fondation André-Delambre Symposium and ALS Quebec Journal Club)

$162 813 $251 926

Excess (deficiency) of revenue over expenses ($91 889) ($25 926)

Bequests 29/, Government Grants
Health Partners Quebec

and Canada
L’Appui pour les
proches aidants
d’ainés

REVENUE L7

Fundraising

General
Donations

Towards our
mission

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



THE GAME
IS NOT

Thank you for being a game changer for the ALS community!
Thank you for giving, walking, riding, running, volunteering or
organizing an event and therefore bringing our mission closer to

the goal line. Unified in our fight against ALS, every dollar supports
Quebec families touched by ALS and bring researchers closer to a
cure while sending a strong message of hope. The game is not over
yet: please visit als-quebec.ca to learn how you can keep on being

an ALS game changer.
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