
• Amyotrophic Lateral Sclerosis/ Motor Neurone Disease

• Progressive neurodegeneration, predominately motor neurons

• Incidence 2/100,000/yr; prevalance 6/100,000

• Lifetime risk 1 in 300

• Motor Neurone Disease / Amyotrophic Lateral Sclerosis

• Progressive neurodegeneration, predominately motor neurons

• A third die within a year of diagnosis, half within two years

• Incidence 2/100,000/yr

Prevalence 6/100,000

• Lifetime risk 1 in 300 in UK population
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• 31st International Symposium on ALS/MND (Virtual)

• 9-11 Dec 2020

• 1,800 registered delegates

• 48 countries

Facilitating Communication



Building Partnerships

Guidelines for use of non-invasive ventilation
in MND under development

15,000 ALS genomes

20,000 Control genomes 

International initiative to sequence the genomes of:

15,000 sporadic ALS cases

7,500 controls

MND Association pledged to sequence at least 2,000

International initiative to sequence the genomes of:

15,000 sporadic ALS cases

7,500 controls

MND Association pledged to sequence up to 2,000 samples

Completion of UK sequencing 2018?

Switch emphasis to data storage and bioinformatics 
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65 years of ALS/MND Research Comparison
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Unprecedented growth in global MND research
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The ‘model’ neurodegenerative disease for therapy development

Consistent progression Prognostic accuracy

Novel trial designClinical biomarkers



Drug Discovery/Development Sustainable Trials Platform

Clinical Research Programme

UK MND Research Institute




