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• 75% of rare diseases have neurological 
symptoms

• Rare brain diseases involve complex 
genetic, molecular, or cellular 
abnormalities.

• Amyotrophic Lateral Sclerosis (ALS), 
Huntington's Disease, Ataxia, Dystonia, 
Phenylketonuria, … are just a few 
examples, and there are many more RBDs 
that impact individuals and their families.

• Multidisciplinary care and health 
digitization are the cornerstone of RBDs 
management 

Why are rare brain diseases important?

Rare Rare Diseases Brain Diseases



• Societal

Challenges linked to ALS

In Europe ALS about 50.000 individuals of middle age are affected by ALS

=> Adapted care along the patient pathway as the disease evolves 



• Scientific

• Clinical

Challenges linked to ALS

Consequences: a higher risk of clinical trial failure, 

discouraging R&D investment in ALS



Addressing treatment gaps set the case for 
renewed European action on rare diseases

Value of Treatment: 2nd Round – European Brain Council (EBC)

https://www.braincouncil.eu/projects-and-initiatives/vot2/


Bringing AI at home for Better care of
Amyotrophic Lateral Sclerosis (ALS) patients

-Developing predictive/ preventive AI models for patient stratification and 

disease progression 

-Using these models in real life to inform patients, help clinical decision making, 

simulate in silico trials, and provide personalized medicine suggestions 



Necessary collaboration amongst all 
stakeholders

The EU ALS Coalition published its Policy Paper with policy recommendations, for 

improving the diagnosis, care and prognosis of PLWALS 
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