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RECOMMENDATION: 
 

• The Government of Canada invests $35 million over five years to expand CAPTURE ALS from 
a pilot initiative to a world-leading platform. Expanding CAPTURE ALS will, for the very first time, 
enable Canadian and global researchers to understand why people experience ALS symptoms 
and progression differently. This essential knowledge will help identify treatment targets, support 
earlier diagnosis, strengthen global clinical trials, reduce the economic burden associated with the 
disease and improve the quality of life for more than 4,000 Canadians affected by ALS. 
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The issue: The federal government's underinvestment in ALS research represents a growing 
economic challenge  

Neurological conditions have been estimated to affect 3.6 million Canadians and cost the Canadian 
economy $61 billion annually – more than cancer and cardiovascular disease combined1. This number is 
projected to increase in the coming years2.  
 
One of the most prominent neurological conditions is amyotrophic lateral sclerosis (ALS). ALS is a 
terminal disease that paralyzes people because the brain is no longer able to communicate with the 
muscles that we are typically able to move at will. Over time, as the living wires that connect our brain and 
muscles, called motor neurons, break down, and as a result, someone living with ALS will lose the ability 
to walk, talk, eat, swallow, and eventually breathe. Approximately 4,000 Canadians are living with ALS at 
any given time. Each year, approximately 1,000 Canadians will be diagnosed with ALS, and another 
1,000 Canadians will die from the disease. 

With no cure and limited treatment options available, four out of five people living with ALS die within five 
years of diagnosis. ALS affects individuals and families in the prime of their lives, and anyone can develop 
the disease regardless of gender, socioeconomic status, geography, or ethnicity.  

The rising number of new cases of ALS3, compared to other neurological conditions, represents a burden 
on the Canadian health care system and economy that is projected to reach unmanageable levels in the 
coming years. The cost of managing ALS is substantial, encompassing long-term clinical care, assistive 
devices, and support services. Without adequate research that will lead to effective treatments, these costs 
will continue to rise, placing a heavier strain on public health care funding and resources. Given that ALS 
primarily affects individuals in their working years, as more people are diagnosed, the workforce will 
experience a significant loss of skilled labour, hindering Canada's economic growth and competitiveness. 
The financial strain extends to families, who often face income loss and financial instability, reducing their 
ability to contribute to the economy.  

Despite this looming threat, the Canadian Government continues to underinvest in ALS research. In stark 
contrast, foreign governments such as the United States, Australia and the United Kingdom recognize the 
critical need for substantial investment in ALS research and commit significant resources to innovative 
research initiatives, driving advancements that will yield transformative impacts. The United States passed 
a bill (ACT for ALS) to make $100 million available each fiscal year from 2022 to 2026 to fund ALS research 
and pathways to provide early access to investigational clinical trials. Additional investments in the bill 
include an annual $40 million in funding for a dedicated ALS research program through the Department of 
Defence and funds to support an ALS registry and biorepository. Similarly, the United Kingdom Government 
provided £50 million in funding for an innovative ALS/MND Research Institute. 

Canada is falling behind; Canadian researchers and patients are being left out. To address this issue and 
drive change, the Canadian Government must follow suit and invest in initiatives that aim to collect 
comprehensive data and biomarkers to expand our understanding of ALS. By doing so, we can work 
towards making ALS a treatable, not a terminal disease, which will pave the way to reduce the economic 
burden, maintain workforce productivity, and alleviate the financial strain on families and our country's 
health care systems. 

 

 

 

 
1 2016 Report of INMHA Evaluation Panel from the CIHR Institute of Neurosciences, Mental Health and Addiction ii Public Health Agency of Canada. Mapping 
Connections: An understanding of neurological conditions in Canada. Ottawa (ON): Public Health Agency of Canada; 2014. 98 p. Report No.: ISBN 978-1-100-24442-
6, p. 24. 
2 Mapping Connections: An Understanding of Neurological Conditions in Canada. Ottawa: Public Health Agency of Canada; 2014 
3 Arthur, K., Calvo, A., Price, T. et al. Projected increase in amyotrophic lateral sclerosis from 2015 to 2040. Nat Commun 7, 12408 (2016). 
https://doi.org/10.1038/ncomms12408 

https://www.congress.gov/bill/117th-congress/house-bill/3537
https://www.gov.uk/government/news/government-to-invest-375-million-in-neurodegenerative-disease-research
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Opportunity: Expanding our understanding of ALS to make it a treatable, not a terminal disease 

ALS is a heterogeneous disease, meaning the disease varies from person to person, including where 
symptoms first appear in the body, age of onset, rate of disease progression, the involvement of genetics 
and environmental factors and more. Understanding the diverse nature of ALS is crucial: 

• It allows for the identification of distinct subtypes of the disease, which can lead to more targeted 
and effective treatment approaches like personalized medicine, ensuring that therapies are 
tailored to each person's unique needs. 
 

• Recognizing specific biomarkers, genetic, environmental and lifestyle factors associated with 
different forms of ALS can facilitate earlier diagnosis and intervention, improving patient 
outcomes. 

Investing in research that explores the heterogeneity of ALS is crucial to expand our knowledge of the 
disease's diverse nature, so that we can move closer to making ALS a treatable condition.  

There is a significant opportunity to turn this vision into reality through CAPTURE ALS, a nationwide 
initiative aimed at revolutionizing our understanding of ALS by collecting and integrating comprehensive 
data on the disease to address the challenges posed by the heterogeneity of ALS, paving the way for more 
personalized and effective treatments.  

 

The Way Forward: $35 million investment over five years to expand CAPTURE ALS from a pilot 
initiative to a world-leading platform 

CAPTURE (Comprehensive Analysis Platform To Understand, Remedy, and Eliminate) ALS is a 
groundbreaking initiative aimed at revolutionizing our understanding of ALS by collecting and integrating 
comprehensive data on the disease. Launched in 2022, CAPTURE ALS leverages innovative technologies 
and fosters collaborative research efforts to identify and analyze diverse biological and clinical 
characteristics of people living with ALS.  

CAPTURE ALS focuses on three key areas: 

1) Data Collection: Over multiple visits, data from neurological exams, cognitive and speech tests, 
and MRI scans, as well as biological samples, will be collected to monitor disease progression. 
Information on other variables, such as risk factor exposure, socioeconomic status, and race, will 
also be collected.  
 

2) Discovery of Critical Biomarkers: Biosamples collected in CAPTURE ALS are better 
characterized than any others worldwide. Using established and modern machine learning 
techniques, new understandings of ALS biology will lead to global advancement of care and 
clinical trials, leading to better quality of life and new treatments. 
 

3) Acceleration Towards Personalized Medicine: Collecting samples and data from each 
participant creates a unique resource for the world to analyze and further our understanding of 
ALS heterogeneity. Biosamples will be stored in a national ALS biorepository network to enhance 
global studies and harness emerging technology for future studies.  
 

In 2021, CAPTURE ALS was awarded a competitive $2.8 million Brain Canada Platform Support Grant, 
which included contributions from ALS Canada and two pharmaceutical companies. This funding enabled 
the project to begin as a pilot initiative in early 2022. Led by a group of world-renowned ALS experts, 
recruitment began at four ALS centres of excellence in Edmonton, Toronto, Montréal, and Quebec City. To 
date, more than 80 of 120 participants living with ALS and 30 of 50 healthy participants have been recruited. 
To make a significant contribution, this project needs to move from proof of concept to critical mass.  
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Anticipated Outcomes and Impact 

With a $35 million investment from the federal government, CAPTURE ALS can immediately expand the 
platform to more than 10 ALS research-ready Canadian sites and increase recruitment to 1,000 individuals 
with a far more comprehensive, unique, and world-leading analysis of each person's disease, which will 
yield significant benefits: 

• With expanded data collection and advanced analysis techniques, the discovery of critical insights 
into ALS will be accelerated, leading to faster identification of disease mechanisms and potential 
treatment targets. 
 

• By understanding the heterogeneity of ALS, CAPTURE ALS will play a vital role in the development 
of personalized medicine tailored to the specific needs of different patient subtypes, enhancing 
treatment effectiveness and patient outcomes, which will create an innovative model that can be 
applied to other disease areas, like virology or oncology, as well. 
 

• Improved biomarker identification will enable stronger care and clinical trials for ALS, allowing for new 
procedures and treatments that will slow disease progression and improve the quality of life for 
people living with ALS. Establishing better biomarkers is seen as the biggest hurdle to advancing ALS 
research in 2024. 
 

• Canada will be positioned as a global leader in ALS research, fostering international collaborations 
and attracting top-tier researchers and investments from around the world. 

In 2023, ALS Canada contributed $2.3 million towards innovative ALS research across the country. 
However, more investments are needed to ensure this initiative achieves the significant impact needed to 
accelerate timelines for a disease population with an average lifespan of two to five years after diagnosis.  

The federal government's $35 million investment will enable the expansion of data collection efforts, the 
integration of innovative technologies, and the fostering of international collaborations. By scaling up 
CAPTURE ALS, Canada can position itself at the forefront of ALS research, driving innovations that will 
make ALS a treatable, not a terminal disease. 

 

Alignment with Federal Government Priorities 

Investing in CAPTURE ALS aligns seamlessly with the federal government's mandate and priorities, 
particularly in the area of brain health research and treatment of neurological conditions. The Government 
of Canada has already demonstrated its commitment to brain health through significant investments, such 
as the allocation of $50M over five years for the implementation of the National Dementia Strategy in Budget 
2019 and a renewed funding commitment of $80 million over four years for Brain Canada Foundation in 
Budget 2024. These initiatives clearly recognize the importance of understanding and addressing 
neurological conditions. 

However, more targeted, and impact-oriented investments are necessary to ensure fairness for every 
generation and build a resilient and equitable Canada for all. Neurological conditions, including ALS, impose 
a significant financial burden on the health care system, reaching tens of billions of dollars annually. The 
burden is expected to rise as the population ages and the prevalence of these conditions increase. 

Investing in CAPTURE ALS represents a strategic opportunity to address these challenges head-on. 
Aligned with the federal government's broader goals of fostering innovation and ensuring equitable 
outcomes for Canadians, CAPTURE ALS will contribute to the identification of new treatment targets, 
reduce health care costs, and enhance the quality of life for those affected by the disease. This, in turn, will 
contribute to the country's overall prosperity and productivity as Canadians will remain active in workforce 
for longer, reduce their reliance on social services and contribute to economic growth which will save the 
Canadian health care system and broader society billions of dollars annually. 
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Conclusion 

The increasing prevalence of neurological conditions like ALS poses a significant threat to our economy 
and the well-being of Canadians. But there is hope. Many of the leading researchers and clinicians in the 
field believe we are close to understanding how ALS is caused, which will lead to progress in preventing, 
treating, and ultimately curing this fatal disease. Driving our expanded knowledge of ALS to action will 
undoubtedly play an essential role in the development of new treatments for other neurological conditions 
like Parkinson's and frontotemporal dementia (FTD) as well. 

Therefore, in the context of the Ministry of Innovation, Science and Economic Development and Health 
Canada's mandate to support transformative research, unleash bold research ideas and foster partnerships 
with researchers across the country and the world, we are asking the Federal government to invest $35 
million over five years to expand CAPTURE ALS to a world-leading platform that will drive 
advancements in understanding and treating ALS, reduce the economic burden associated with the 
disease and improve quality of life for more than 4,000 Canadians affected by ALS. 

We appreciate the Standing Committee on Finance's consideration of our recommendation so we can work 
together to realize ALS Canada's vision of a world free of ALS. 
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Appendix 1: CAPTURE ALS Financial Details 

 
The ALS Society of Canada is requesting an investment in CAPTURE ALS totalling $35 million over five 
years. Please find financial details below:  
 

ITEM UNITS UNIT COST TOTAL COST 
National Project Manager 
(federal funding to begin in 
2025) 

1 $120,000/year $600,000.00 

Patient Outreach Manager 1 $100,000/year $500,000 

Partnerships and 
Sustainability Manager 1 $100,000/year $500,000 

Grants and Communications 
Writer 1 $80,000/year $400,000 

CAPTURE ALS Research 
Coordinators and Assistants 
(four coordinators are 
covered by the existing grant 
until 2024) 

Coordinators (15) 
Assistants (6) 

$75,000/year 
$65,000/year $6,675,000 

Software and Data Team 3 $165,000/year $2,475,000 

Students & Postdocs – Data 
Analysis 

Ph.D. student (6) 
Postdocs (4) 

Students - $25,000/year 
Postdocs - $55,000/year $1,850,000 

Clinical Setup and 
Infrastructure 
(four site set-up covered by 
existing grant until 2024) 

15 sites $12,500/year/site $787,500 

Clinical Data Capture, 
Imaging, Biospecimen 
Collection and Brain Banking 

900 ALS +  
175 controls $6,600 $7,095,000 

Whole Genome Sequencing 900 ALS +  
175 controls $1,600 $1,720,000 

iPS Motor Neuron and Glial 
Preparation, Differentiation 
and Omics 

250 ALS +  
50 controls $15,400 $4,620,000 

Wearable Technologies,  
In-Home Assessments 

900 ALS +  
175 controls $3,200 $3,440,000 

Biomarker Analyses 900 ALS + 
175 controls $4,000 $4,300,000 

Total $34,962,500 
 




