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Advocacy Workshop – 30 June 2026

Workshop Agenda
14:00 - 14:15 | Welcome & Introduction

14:15 - 14:25 | Peer to Peer Dialogue – Why Science-policy Dialogue Matters

14:25 - 15:00 | Session 1 – Science and Policy in the EU

15:00 - 15:50 | Session 2 – From Research Findings to Policy 

15:50 - 16:00 | Break 

16:00 - 16:50 | Session 3 – Policy Mockup Exercise 
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• Policy Understanding: 
⚬ Understand how the EU policymaking environment works and where researchers can 

have an impact; 
⚬ Explore key EU legislation shaping brain health, health data, and AI in research

• Skills Development: Learn how to communicate complex research findings to policy 
audiences

• Engagement and Advocacy: Discover career pathways at the science-policy interface

• Applied Learning: Experience firsthand how evidence, ethics, and competing interests 
shape real policy decisions
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The Gut-Brain Interplay
• HEREDITARY focuses on two cross-domain groups of diseases

• Neurological diseases: Amyotrophic Lateral Sclerosis (ALS), Multiple
Sclerosis (MS), Parkinson's (PD), Alzheimer's (AD), Frontotemporal Dementia
(FD), and stroke

• Integration of multimodal and genomic data to inform the phenotypic
characterization of neurological disorders

• Examination of the eye, specifically the retina and optic nerve, to establish ocular
analysis as a non-invasive and cost-effective means of detecting neurological
diseases
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The Gut-Brain Interplay
• HEREDITARY focuses on two cross-domain groups of diseases

• Neurological diseases: Amyotrophic Lateral Sclerosis (ALS), Multiple
Sclerosis (MS), Parkinson's (PD), Alzheimer's (AD), Frontotemporal Dementia
(FD), and stroke

• Integration of multimodal and genomic data to inform the phenotypic
characterization of neurological disorders

• Examination of the eye, specifically the retina and optic nerve, to establish ocular
analysis as a non-invasive and cost-effective means of detecting neurological
diseases

• Gut microbiome related disorders that interact with the brain. The gut microbiome, also 
called the body’s “second brain”, comprises the collective genome of roughly 100 trillion 
microorganisms residing in the gastrointestinal tract

• The precise mechanisms underlying these connections between neurological diseases, 
ocular diseases, psychiatric disorders and the gut microbiome are not yet fully 
understood

Gianmaria Silvello, Project Overview 2
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The Objectives
To develop a federated, scalable, secure, and privacy-preserving system for 
linkage of health data enabling querying of multimodal data across sources and 
disease groups.

Gianmaria Silvello, Project Overview
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To develop advanced analytics and learning methods for a better understanding
of the risk factors, causes, development and optimal treatment for disorders related
to the gut-brain interplay.

To develop data-driven and evidence-based solutions for decision-making and 
information campaigns.
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Secure distributed system for multimodal health data linkage

Secure distributed system for multimodal health data linkage
• HEREDITARY data sources are timely and legally available thanks to the consortium’s inclusion of the data 

providers.

• HEREDITARY considers various data sources, including electronic health records, genomic data, medical 
imaging (OCT, (f)MRI, [18F] FDG-PET, and histopathological Whole Slide Images), laboratory and diagnostic tests, 
pathogen data, public health registries, and GWAS/WGS data.

UNIPD

UNITO

RUMC

Local Environmental 
Agencies

EGA
public data

EOSC

Biomedical Literature

Patients’ 
Organizations

Gianmaria Silvello, Project Overview
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Secure distributed system for multimodal health data linkage

UNIPD

UNITO

RUMC

Local Environmental 
Agencies

EGA
public data

EOSC

Biomedical Literature

Patients’ 
Organizations

• The "Federated Networking Infrastructure" is designed for collaborative training of machine learning models
and analytics while ensuring strict privacy and security.

• The layer allows for data- and model-centric federated analytics and learning by decoupling access to data 
and sharing query or learning results, ensuring that no sensitive data crosses organization boundaries

Federated 
Networking 
Infrastructure

UCD

Gianmaria Silvello, Project Overview
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Semantics-aware learning methods and multimodal integration
• The polystore harmonizes access to public and private data, making medical data islands interoperable and

integrated, and executes training and query plans from higher layers while maintaining security and privacy.

• By enabling secure and efficient access to medical data for analysis and model development, the layer ensures 
the seamless functioning of the HEREDITARY framework.

Federated 
Networking 
Infrastructure

Polystore
a DBMS built on top of multiple, heterogeneous, 

integrated storage engines

Gianmaria Silvello, Project Overview
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Interactive data-driven solutions to empower decision-making, prevention and strengthen citizen‘s trust

Interactive data-driven solutions to empower decision-making,
prevention and strengthen citizen‘s trust

• Data science pipeline: including data preparation, exploration, analysis, visualization, and interaction.

• HEREDITARY incorporates the analysis of multiple data types, including clinical data, genomics, imaging, 
signals, and texts, going beyond the state-of-the-art in data analysis.

• The Health Social Laboratories will facilitate the co-design of the HEREDITARY architecture with patients, 
citizens, and domain experts.
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The HEREDITARY Architecture

Federated 
Networking 
Infrastructure

UNIPD

UNITO

RUMC

Local Environmental 
Agencies

EGA
public data

EOSC

Biomedical Literature

Patients’ 
OrganizationsUCD
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The 5 Use Cases

Gut-Brain linkage and 
disease relevance

Use Case 5

Phenotyping of the 
gut-brain axis in 

healthy individuals

Use Case 4

Signs of Parkinson’s 
disease in multimodal 

data

Use Case 3

Next-generation 
diagnosis and 

treatment response for 
neurodegenerative 

diseases

Use Case 2

Neurodegenerative 
diseases phenotyping 
& prognosis evaluation

Use Case 1

Single 
neurodegenerative 

disease, multimodal 
data, single center

Multiple 
neurodegenerative 

diseases, multimodal 
data, multi-center

Single 
neurodegenerative 

disease, multimodal 
data, single and multi-

center

Gut-related diseases 
Healthy individuals, 

multimodal data, 
single center

Gut-Brain Linkage, 
multimodal data, 

multi-center
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The Consortium

UNIPD

OBSERVA

UNITO

HES-SO

CRG

CNAG

NOVA

FEUGA

EMBL

KULEBC

EUpALS

RUMC
SURF

TUGRAZ

ONTOTEXT

UCD

AAU
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Session 1 – Science and Policy in the EU
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Science and Policy in 
the European Union

30 June 2026 – HEREDITARY World Café



Standing United for the Brain

National Brain Councils & Industry Partners



Fostering cooperation between 
member organisations and other 
stakeholders

Promoting dialogue between 
scientists, industry and society

Interacting with EU Institutions to 
build stronger health policies

Raising awareness and encourage 
education on the brain

EBC Mission



Combining Building Blocks…



WHO Action Plans

• Comprehensive Mental Health Action Plan 2013 – 2030

• Global Action Plan on the Public Health Response to 

Dementia 2017 – 2025

• Intersectoral Global Action Plan on epilepsy and other 

neurological disorders (IGAP) 2022 – 2031

2025 2030

Current EP Mandate



Brain Health at the Global Level
• Addressing brain health has a growing 

momentum in Europe and beyond, with 
key milestones taking place within the 
European Parliament, the United Nations 
General Assembly (UNGA), the G7 Health 
Ministers’ Meeting, the European Health 
Forum Gastein and more.

• With very concrete achievements:
• Launch of a Global Brain Coalition
• Adoption of the Yaoundé Declaration on 

Brain Economy, Brain Health and Brain 
Capital

https://globalbraincampaign.com/
https://globalbraincampaign.com/
https://globalbraincampaign.com/
https://www.thelancet.com/journals/laneur/article/PIIS1474-4422(24)00364-8/fulltext
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https://www.thelancet.com/journals/laneur/article/PIIS1474-4422(24)00364-8/fulltext
https://www.thelancet.com/journals/laneur/article/PIIS1474-4422(24)00364-8/fulltext
https://www.thelancet.com/journals/laneur/article/PIIS1474-4422(24)00364-8/fulltext
https://www.thelancet.com/journals/laneur/article/PIIS1474-4422(24)00364-8/fulltext
https://www.thelancet.com/journals/laneur/article/PIIS1474-4422(24)00364-8/fulltext
https://www.thelancet.com/journals/laneur/article/PIIS1474-4422(24)00364-8/fulltext
https://www.thelancet.com/journals/laneur/article/PIIS1474-4422(24)00364-8/fulltext


Brain Health at National Level
Countries with an existing National Brain Strategy:

- Norway 
- Spain 
- Finland 
- Italy 
- Germany 
- Switzerland 
- Bulgaria 

+ several more in the making.



Key Policy Files





The EU decision making 
process



Recent EU Policy Developments



A single, borderless EU Research & Innovation Area designed to:

• Enable free movement of researchers, knowledge & technology
• Align national and EU R&I priorities
• Strengthen Europe’s scientific competitiveness
• Boost collaboration, mobility & innovation

ERA = Europe’s “Single Market for Knowledge”

What is the European Research Area?



• Aims to give the ERA a stable legal foundation
• Strengthens governance, planning & accountability
• Links R&I to EU strategic autonomy & competitiveness
• Frames research as an essential infrastructure
• Complements FP10, Life Sciences Strategy, Critical Technologies

 A potential major upgrade to Europe’s research architecture.

The 2025 ERA Act



Recent EU Policy Developments



A comprehensive framework designed to create a 
framework of rules for AI, particularly risky ones:

• Aims at creating a safe and trusted environment on AI in 
the EU;

• Distinguishes between 4 levels of risk and categories of AI 
systems;

• Prohibits certain practices and establishes a compliance 
protocol and conformity assessment.

What is the AI Act?



Engaging on the Brain at EU Level
 Event Hosted by MEP Romana Jerkovic, Vice-Chair of the SANT Committee of the European 

Parliament.

 Linked with an engagement activity bringing together 20+ researchers and achieving over 
40 meetings with MEPs and their staff.

 Key MEPs engaged in SANT, ITRE and relevant committees.



Engaging on the Brain at EU Level
1. Commitments from MEPs to acknowledge the critical 

role played by animal models in advancing research

2. Several future engagement opportunities
a) Neurological & Mental Health Strategy work in SANT
b) Brain Innovation Days Opening & Other Events
c) European Partnership for Brain Health
d) Consultations & Calls for Evidence
e) Upcoming Presidencies of the Council of the EU

3. Amendment to the SANT Opinion on the General 
budget of the European Union for the financial year 
2026



SANT Public Hearing on Brain Health
On 24th February, the Public Health Committee of the European 
Parliament (SANT) organized a Public Hearing on ‘Brain health: 
Policy challenges and opportunities to manage neurological 
diseases.
Speakers:

• Sameer Zuberi, EBC VP & Past EPNS President
• Orla Galvin, EBC Board Member & EFNA Exec. Director
• Miroslaw Zabek, Former President of an EANS National Society
• Ana Verdelho, Member of EAN and ESO
• Elly M. HOL, Vice-Dean of Research of the University Medical 

Center Utrecht

This followed the Exchange of Views held in October 2024 with Prof. 
Claudio Bassetti and will feed into the SANT INI Report on Brain 
Health – which is expected to be delivered before the end of 2026.



Brain Health Day During BAW26

Brain Health Day: Prevention, Policy, Progress
In partnership w. Brain Health Mission, EAN & FENS
18 March 2026, 09:30 – 18:00, Brussels

> 150 in-person participants
Key Stakeholders Engaged:
• President & Vice-President of the EP
• 4 MEPs on the Programme
• ~15 Meetings with MEPs
• Several Articles Relayed  by Media Outlets



Fostering Collaboration and Coordination 
in Brain Research

2018-2022 2023-2025 2026-2035

Coordination and 
Support Action 

BrainHealth

European Partnership For 
Brain Health

Coordination and 
Support Action European 

Brain Research Area



Preparatory phase CSA BrainHealth, 11 partners from 21 countries
Coordinated by Germany, BMBF/DLR

Expected partners Primarily national funding organisations (public or private)

Other participants 
Researchers, healthcare providers/practitioners, patient 
organisations, the private sector, policymakers, regulators, citizens, 
etc.

Implementation mode Co-funded European Partnership in the 2nd Strategic Plan of „Horizon 
Europe“ (Cluster 1, Health)

Duration 10 years, starting January 2026

Budget European Commission: ~ 150 Mio. € 
Contributions of Member States / Associated Countries:  ~ 350 Mio. €

EP BrainHealth - Key facts

https://www.brainhealth-partnership.eu/


Towards a European Coordination Plan 
for the Brain
• Echoing WHO’s recommendations, EBC issued a 

Call to Action in 2015, urging:

• The European Commission to  come forward with 
a European plan to tackle brain health in a 
collaborative, integrated and comprehensive 
manner

• EU member states and associated countries to 
implement public health programmes addressing 
brain health in a systematic way

A European Coordination Plan needs to be holistic
and overarching

Need to address brain health at global level 
to make it a priority.



Neuroethics



Neuroethics

Brain health is defined as the state of brain functioning across cognitive, sensory, social-
emotional, behavioural and motor domains, allowing a person to realize their full 

potential over the life course, irrespective of the presence or absence of disorders. 

Neurotechnologies provide hope for improved brain health but with any 
new development comes uncertainty and risk



Neuroethics
A multi-stakeholder group building on:

2019 OECD – Recommendation #457 on Responsible Innovation in Neurotechnology
2021 UNESCO report on Ethics of Neurotechnology
2025 UNESCO Recommendation on the Ethics of Neurotechnology
2023 Leon Declaration on European Neurotechnology



Neuroethics



Neuroethics

Thanks to Pascal Maigne & Hadhemi Kaddour from French Agency of Biomedicine



Neuroethics

Access the Charter



Thank You!



Session 2 – From Research Findings to Policy 
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Break
See you back in 10 minutes!



Session 3 – Policy Mockup Exercise 
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• Introductions (5 min) — Share who you are and what you do

• Icebreaker (10 min) — Reflect on gaps in EU policy using a guiding prompt

• Role Assignment — Each participant is assigned a stakeholder role

• Scenario Deliberation (25 min) — Discuss your group's policy scenario and key tensions

• Deliverable — Agree on a defensible policy recommendation readable in under 30 seconds

• 16:45 — Back to plenary! Each room's spokesperson presents the group's consensus



Concluding Remarks, Key Takeaways and 
Reflection  
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THANKS
European Brain Council (EBC)

info@braincouncil.eu
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