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Letter from EBC President
& Executive Director

Dear Colleagues,

We are delighted to share with you the European Brain Council (EBC) Annual Report for 2022.

This year was a key milestone for EBC, as it marked its 20" anniversary. Twenty years ago, EBC
was the answer to the need for increased unity within the brain community, building a more
connected network of key players in the brain space — scientists, clinicians, patients, industry
— encompassing basic neuroscience, neurology, neurosurgery and psychiatry. Its mission
remains the same today: to unite the brain community and promote brain research with the goal
of improving the lives of these who live with brain conditions, neurological and mental alike.

With a new leadership in place, we were pleased to continue our successful running of key
projects and flagship initiatives such as the remarkable second in-person edition of the Brain
Innovation Days, which hosted the official launch of the European Brain Foundation. The Final
Conference of the European Brain Research Area (EBRA) project concluded four years of
fremendous work, paving the way to a European brain health partnership. We strengthened
engagement at the global level through the activities under Fostering Global Partnerships in
Brain Research which culminated in the organisation of a high-level roundtable in the frame-
work of the Science Summit at the 77" United Nations General Assembly in New York. The project
series Rethinking the management of brain disorders came a long way this year, with a new
focus on Alzheimer's disease - and more to come in 2023!

This year was truly outstanding for EBC, as we strengthened established activities and expanded
to a global scale, all while continuing to develop our growing portfolio of projects and advocacy
efforts, again ensuring EBC as the key voice for the brain community in Brussels and beyond.

EBC would like to thank its members, partners and every individual who supports our work in
striving fo raise awareness and ensure brain health - for the sake of all Europeans - is recognised
as a priority at every level.

Kind regards,
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EBC Mission & Vision <

The European Brain Council (EBC) is a network of key players in the "Brain Area”,
with - a membership encompassing scientific societies, patient organisations,
professional societies and industry partners.

EBC strives for a world where:

« The brain is recognised as our most valuable asset
« No stigma is associated with brain diseases

« Prevention, early diagnosis and treatment of brain diseases
and research of the brain is prioritised by society

EBC realises this through:

« Policy and advocacy work alongside awareness raising
« Encouraging prevention & treatment

« Stimulating innovation

A non-profit organisation based in Brussels, our main mission - by bringing together
science & society - is fo promote brain research with the ultimate goal of improving
the lives of the estimated 179 million Europeans living with brain conditions, mental
and neurological alike.






EBC Highlights

EBC celebrated 20 years of existence in 2022, marking “20 years to this day” on the
exact anniversary of its formation: 22 March. The brain child of Prof. Jes Olesen, EBC
was the answer to the need for increased unity within the brain community, building
a more connected network of key players in the brain space — scientists, clinicians,
patients, industry — encompassing basic neuroscience, neurology, neurosurgery
and psychiatry.

In the last two decades, EBC was built from its humble beginnings fo become
a leading voice for the brain at the EU and (more recently) global level, with a
permanent secretariat in Brussels and dedicated Executive Committee and Board.
Through flagship projects like the Value of Treatment and the Cost and Burden study,
EBC has put itself on the map as the leading reference for the political, societal and
economic impact of brain disorders and the argument for prioritisation and support
of brain research in Europe.

EBC has been involved in many projects ever since its creation and continues to be,
both EU-funded and EBC/partnerfunded. As a celebration of these twenty years,
the EBC team launched an interactive timeline, detailing major milestones in EBC's
history. Journey back through time — starting from foundation in March 2002 unfil
present day — to experience an overview of major projects, statements, activities
and more. Additionally, to mark this special occasion, a full year of social media
content was created and shared to keep the memories alive and inspire for the future,
including videos and graphics highlighting key milestones.

EBC extends its thanks for all for your continued commitment and support - we look
forward to a bright future for EBC and ongoing collaboration.

Qch(
years of

uniting the
brain community
2002 - 2022

® & o o o & ¢ & o o o



https://www.braincouncil.eu/ebc-20th-anniversary/
https://www.youtube.com/playlist?list=PLH3fAni3Izm7C0oRwk255oyvx57usAlGh
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BRAIN INNOVATION DAYS

= On 11-12 October 2022, EBC was
Bra I n pleased to host its second in-person

Brain Innovation Days in Brussels.Held

In novation in conjunction with the Final Confe-

rence of another major EBC project,
Days the European Brain Research Areq,

the event brought together the main

circle of influence in the brain sector,
with key players in the brain research and innovation field networking together:
investors, researchers, clinicians, patient representatives, policymakers and more.

The focus of the 2022 event was to enable space and opportunity for open discussion
and showcasing, prioritising matchmaking and networking within the community,
particularly of stakeholders who don't always have the opportunity to connect in their
day-to-day. In this regard, the event space allowed for two areas: dynamic presen-
tations of cutting-edge innovations and ample networking and showcasing space.
Without parallel sessions, parficipants were able to focus on the main programme
of Brain Talks, Panel Discussions and How-To Sessions in the main Auditorium and
spend their breaks in the Innovation Hall to meet fellow participants and view tangi-
ble tools and solutions for the brain. High-level experts such as Dr Laura-Joy Boulos,
Prof Peter Falkai, Josep Figueras, Prof David Nutt were part of the programme along-
side patient representatives (Tim Buckinx, Epihunter and Donna Walsh, Internationall
Bureau of Epilepy), funders (Enric Claverol-Tinturé, European Innovation Council and
Tomasz Dylag, European Commission), investors (Diana Saraceni, Panakes Partners
and Francois Véron, Newfund Capital) and many more.

The much-anticipated 279 Brain Innovation Days Pitch Competition also took place,
with five finalists pitching their start-ups in a nail-biting 180 seconds to a jury of high-
level investors and funding agency representatives for the chance to win the Jury
Award and Audience Award of Best Pitch. On stage were: Amir Bozorgzadeh pitch-
ing Virtuleap, Jonathan Balfour pitching Panaxium, Jurij Dreo pitching BrainTrip, Mai
Nguyen pitching Optoceutics and Mehrdad Seirafi pitching Alpha Brain Technologies
- with Panaxium eventually hailed Best Pitch by the Jury and BrainTrip awarded Best
Pitch by the Audience vote.

Attendees were not short of activities during the Days. The networking lunch show-
cased just how eager the wider community was to connect, with plenty of one-
on-one matchmaking and spontaneous discussions underway. Others took the
opportunity to discuss over a game or two of checkers in the gaming area or while
exploring the RETHINKING Migraine in times of COVID-19 exhibition.

Additionally, 15 companies showcased their work in the Innovation Hall via an Inno-
vation Showcase stand or poster presentation, with impressive work and tools such
as Epicranial electrical stimulation, cobots, Al-optimized EEG-based biomarker, novel
intferactive BRAINTEASER tools for Amyotrophic Lateral Sclerosis (ALS) and Mulfiple
Sclerosis (MS) management and more on display.



https://www.braininnovationdays.eu
https://www.ebra.eu/
https://www.braininnovationdays.eu/matchmaking/
https://www.braininnovationdays.eu/pitch-competition-2022/
https://www.braininnovationdays.eu/rethinking-migraine-exhibition/
https://www.braininnovationdays.eu/innovation-hall/
https://brainteaser.health/
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BRAIN INNOVATION DAYS

The Brain Innovation Days also hosted the official launch of the European Brain
Foundation, an independent multidisciplinary and multi-stakeholder charity whose
founding members represent leading European neurological, neurosurgical, and
psychiatric clinical societies as well as neuroscience research societies and patient
organisations. Its goal is to support research aiming at reducing the burden of brain
disorders for European citizens. Board Members Prof. Patrice Boyer, Audrey Craven
and Prof. Philip Gorwood presented its main mission and what was to come.

Masters of Ceremony Bettina Hausmann and Usman Khan welcomed all attendees
to Save the Date for the Brain Innovation Days 2023, to be held on 26-27 October in
Brussels.

In addition to the in-person Brain Innovation Days,
a second season of the

was produced in the months leading up to the
event, featuring key opinion leaders and stakehold-
ers from the ever-growing brain ecosystem, discuss-
ing the latest breakthroughs, ongoing research and
other exciting topics related fo brain innovation.
This season focused on brain in the life course, with
guests representing the EBC membership.

11


https://www.brainfoundation.eu/
https://www.brainfoundation.eu/
https://www.braininnovationdays.eu/brain-talks-podcast/
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¥ @BrainDays

[ Brain Innovation Days

& Brain Innovation Days
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https://www.linkedin.com/showcase/brain-innovation-days/
https://www.youtube.com/@braininnovationdays462/about
https://www.youtube.com/channel/UC6vy58k6uuUNxuDgmWfUYNg
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FINAL CONFERENCE OF THE EUROPEAN BRAIN RESEARCH AREA (EBRA)
EBC's four-year, EU-funded European Brain Research

Area (EBRA) project came to a close atf the end
EUROPEAN BRAIN RESEARCH AREA

of October 2022, its forged partnerships and suc-
cesses officially celebrated in a Final Conference
held in Brussels, Belgium on 11 October.

Launched in 2018, the EBRA project — led by
the European Brain Council in partnership with
the Network of European funding for Neuroscience research (NEURON), the Joint
Programme - Neurodegenerative Disease Research (JPND) and the Human Brain
Project (HBP) — was created as a catalysing platform for brain research stakehold-
ers (researchers, clinicians, patients, governments, funders and public institutions)
to streamline and better co-ordinate brain research across Europe while fostering
global initiatives. EBRA has worked at reducing the fragmentation and duplication
of research efforts and at fostering synergies through enhanced coordination of
brain research efforts at the EU and global level.

The event was an occasion to bring the wider brain research community and key
players together, to discuss key aims of the project: the current state of brain research
in Europe, increased patient engagement and public awareness, research infrastruc-
tures and data sharing and the future potentials and need for a brain health partner-
ship going forward.

In a room of over 200 participants, experts from within the EBRA ecosystem (includ-
ing high-level researchers and EU officials) - including representatives from all four
partners— spoke in panels dedicated to the next steps for the future of collaborative
brain research in Europe, franslafion from basic to clinical research, digital inno-
vation, technology, and data-sharing, patient and public involvement and finally,
shaping the future brain research and brain health landscape in Europe and globally.
Key project outcomes such as the mapping report, the Shared European Brain Re-
search Area (SEBRA) and all six clusters were showcased.

The high-level conference drew to a close with concluding remarks from Prof Monica
Di Luca, EBRA Coordinator and EBC Past President, who celebrated the achieve-
ments of the brain research community, the EBRA project and looked toward a
bright future for brain research in Europe: *| believe we are all looking forward to
continue working together to face the great challenge of the brain”.

On behalf of the EBRA Consortium, thank you for being part of the journey and we
look forward to continued collaboration for the future of brain research very soon,
paving the way towards a European and global partnership for the brain.

13


https://www.ebra.eu/
https://www.ebra.eu/
https://www.neuron-eranet.eu/
https://www.neurodegenerationresearch.eu/
https://www.neurodegenerationresearch.eu/
https://www.humanbrainproject.eu/en/
https://www.humanbrainproject.eu/en/
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FOSTERING GLOBAL PARTNERSHIPS IN BRAIN RESEARCH

Enhancing global collaboration in the domain of research and innovation is key
for effectively addressing today’s societal challenges and improving the health and
well-being of citizens.This is particularly frue for brain disorders, including both neuro-
logical and mental conditions, which are widespread and highly disabling diseases
that are often difficult fo treat.

In line with its work within the European Brain Research Area project, particularly
its Shared European Brain Research Agenda (SEBRA), EBC has been working to en-
gage further at the global level and foster partnerships for the benefit of brain research.

Building on previous meetings and events at the 2020 FENS
Forum and Science Summit at the 75™ United Nations General
Assembly, EBC ramped up its presence and partnerships
2 [ at the global level with additional events and meetings in
Science Summitat UNGA77 | the areq, including hosting a high-level roundtable. On 26

1330 Septemberz0z2 September 2022, in the framework of the Science Summit
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at the 77" United Nations General Assembly, EBC and Cohen Veterans Bioscience, in
partnership with the Brain Capital Alliance and OECD Neuroscience-inspired Policy
Initiative convened a meeting on Global Partnerships in Brain Research in New York,
USA. Bringing leaders in neuroscience around the fable, the meeting highlighted
existing global partnerships and aimed to explore collaboration and alignment in
the brain research space for the future.

On EBC's side, Executive Director, Frédéric
Destrebecq, opened the meeting with an
infroduction of EBC, the advocacy work
undertaken to further brain research
and our main projects, particularly the
European Brain Research Area (EBRA),
which has a key focus on fostering and
enhancing global partnerships in brain
research. He explored how EBRA could
be used as a model for collaboration in
brain research for the future, particularly
as the project comes to an end this
month and discussions for the future are
underway.

Attendees around the tfable included high-level representatives from the Michael
J. Fox Foundation, the European Commission (DG RTD), IHI, Nature Neuroscience,
Milken Institute, IMPACT at Deakin University (Australia), Society for Neuroscience,
Brain Health Nexus, Mount Sinai (USA), Society for Neuroscientists of Africa, GreyMatter
Capital, Brain and Mind Centre - University of Sydney (Australia), Yale University
(USA), Western University (Canada), Drexel University (USA), Sharper Sense, Novartis,
Global Brain Health Institute/ American University Cairo (Egypt). Simons Foundation,
UT Southwestern Medical Center (USA) and Boston University (USA).

Additionally, EBC was also invited to aftend the University of Texas Systemwide Brain
Research Summit by the Meadows Mental Health Policy Institute, an interesting
showcase of the impressive work done across the Atlantic and insight into key areas
for tfransatlantic lesson-learning and collaboration.

These meetings paved the
way for continued dialogue
and building alliances with
partners at the infernational
level, to be continued in a
global partnership in brain
research event during Brain
Awareness Week 2023 in
Brussels.

15


https://www.braincouncil.eu/event-report-global-partnerships-in-brain-research-brain-awareness-week-2023/
https://www.braincouncil.eu/event-report-global-partnerships-in-brain-research-brain-awareness-week-2023/
https://www.braincouncil.eu/event-report-global-partnerships-in-brain-research-brain-awareness-week-2023/
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EUROPEAN BRAIN FOUNDATION (EBF)

The European Brain Foundation (EBF) was founded on 8 October 2021 in Brussels,
Belgium.The idea of Foundation was born a few years ago during a meeting in San
Francisco, suggested by EBC’s President at the time, Prof. Monica Di Luca. The EBF
is an independent multidisciplinary and multi-stakeholder charity whose founding
members represent leading European neurological, neurosurgical, and psychiatric
clinical societies, as well as neuroscience research societies and patient organisa-
fions. Its goal is to support research aiming at reducing the burden of brain disor-
ders for citizens from Europe and beyond and to raise funds for brain research and
to allocate them to projects corresponding fo its mission.The EBF is the first charity in
Europe of its kind, focused specifically on brain research.

Its goal is to raise funds for brain research and to allocate them to projects corre-
sponding to the EBF mission. It is worth mentioning that EBF is the first charity in Europe
focusing on brain research.

The European Brain Foundation was officially launched during the annual Brain
Innovation Days in October 2022. The EBF relies on broad and diverse expertise from
its Board Members, and three were featured in a panel on the day: Prof. Patrice Boyer
(Chair), Ms Audrey Craven (Vice-Chair), Prof. Philip Gorwood and Frédéric Destre-
becq (Executive Director), who presented the EBF's objectives. The outcome of this
session can be summarized in Ms Craven’s words: “The future belongs to those who
give the next generation hope”.

After the Brain Innovation Days, the EBF gof its work started with the launch of its first
activity - a Fundraising Gala Dinner planned for 16 March, during Brain Awareness
Week 2023. Held around the theme “Healthy Brain - a key to future generations in
Europe”, the gala will focus onthe importance of the healthy brain and the vital
impact this has on society. With this event the EBF hopes to unite all relevant stake-
holders, including policymakers and people living with and/or affected by brain
disorders, to strive fogether for brain health.



https://www.brainfoundation.eu/
https://www.braininnovationdays.eu/
https://www.braininnovationdays.eu/
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Projects & Initiatives

EBC PROJECTS > VALUE OF TREATMENT

The Value of Treatment for
Brain Disorders in Europe
'.” Towards opfimizing research

and care for brain disorders

Delivering high quality patient-centered care, promoting equitable access to health-
care services everywhere in Europe independently from the place where the patients
live, promoting efficient use of resources favoring the economic sustainability of the
healthcare systems, are some of the main targets of the European Commission’s health-
care policy and of the separate or individual national healthcare systems in Europe.
There are some organizational barriers and crucial issues to manage in the achieve-
ment of these objectives in particular for rare disease patients or people affected by a
mental disorder.The lack of coordination of care, the lack of communication among
health care providers, healthcare professionals and patients, the duplication of many
services that are provided to the patients, represent some paradigmatic examples.
The organization of care has a deep impact on the variability in the quality of care pro-
vided to patients and on the equity of care access.The patients care pathways can be
defined as "a methodology for the mutual decision making and organization of care
for a well-defined group of patients during a well-defined period”. Patient care path-
ways (PCPs) are a useful tool for the (re)design and the (re)definition of the provision of
the healthcare services to the patients.

The Value of Treatment for Brain Disorders (VOT) is a health economics and outcomes
research project coordinated by the EBC.The study addresses current unmet needs in
healthcare and the increasing all-age burden of brain disorders by answering three
questions from a clinical, economic, and patient-centered outcomes perspective:
what impact do care pathways have on outcomes; what is the cost of optimized
care pathways and how to make policy recommendations grounded in relevant
and solid scientific knowledge? A second round (2019-2021) focused on The Value
of Early Diagnosis and Coordinated Care for Rare Brain Diseases (Ataxia, Dystonia
and Phenylketonuria);and The Value of Early Intervention and Continuity of Care for
Mental Disorders (Anorexia Nervosa, Autism Spectrum Disorder and Major Depres-
sive Disorder).

19


https://www.braincouncil.eu/projects/the-value-of-treatment/
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» Value of Treatment for Rare Brain Diseases

Over 30 million people in the EU live with a rare disease. 75% of rare diseases have
neurological symptomes, seriously compromising the health and quality of life of peo-
ple living with a rare disease. A multiplier effect of comorbidities on the impact of
rare diseases requires innovative care and treatment pathways for society to cope.
The case study results released in 2022 highlights the value of coordinated care
and specialist centers to address the challenges faced by people living with a rare
neurological disease (Ataxia, Dystonia) or a neurometabolic disorder (Phenylketon-
uria). Scientific publications will be released in the European Journal of Neurology.

EBC together with its members, academic partners and the involved European Refer-
ence Networks (ERN-RND and MetabERN) launched in 2022 (Brain Awareness Week)
a call for the prioritization of brain health, efficient care pathways and seamless,
coordinated care for people living with rare brain diseases.

» Value of Treatment for Mental Disorders

An estimated one in four people in Europe experience a mental health condition
at some point in their lifetime. Like any other mental disorders, anorexia nervosa,
autism, and major depressive disorder all share similar challenges. People with
mental health issues face complex biological, psychosocial, and healthcare needs
with clear implications in terms of quality of life and costing. According to the VOT
case study results on autism, more than 60% of parents say they do not get the sup-
port they need for their child. The duration of untreated illness for adolescents with
anorexia nervosa can be high. Many young adults with major depressive disorder
are not receiving tfreatment at any one time and it is known that both duration of
untreated illness and the number of ineffective treatments trialed are risk factors for
poorer long-term outcomes.The study looked at early infervention and explored the
benefits of improved detection, continuity of care and treatment, and collaborative
care patterns (also addressing mental health problems with comorbid medical
conditions) on outcomes o patients and costs. Results provided in 2022 insight
on the value of early intervention to improve children and young people’s mental
health and the causes of mental ill-health. Scientific publications will be released.

EBC together with its members and academic partners launched in 2022 (Brain
Awareness Week) a campaign calling for early detection, continuity of care, priori-
tising brain health and efficient care pathways for youth with mental health issues.


https://www.braincouncil.eu/projects-and-initiatives/vot2/
https://www.braincouncil.eu/projects-and-initiatives/vot2/
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» Value of Treatment: Transversal Topics

w TRANSVERSAL
V T rorics

EBC RESEARCH PROJECT -THE FOR BRAIN DISORDERS IN EUROPE

Kicked off in December 2020, a third stream of the Value of Treatment project on
Transversal Topics is underway, with a first case study on chronic pain disorders.

The working group study, chaired by Professor Rolf-Detlef Treede nominated by the
European Pain Federation (EFIC), includes experts nominated by the European Aco-
demy of Neurology (EAN), the European Psychiatric Association (EPA) and patient
representatives from Pain Alliance Europe (PAE).

The scope of the study was defined and includes the following objectives:

1.To explore the patient pathway of adults of working age in three selected chronic
pain diseases: filboromyalgia, painful diabetic neuropathy and non-specific low-
back pain.

2.To compare Interdisciplinary Multimodal Chronic Pain Management with current
care (monomodal therapy) in adults of working age.

The study seeks in partficular to address the long waiting times to access primary
care and lack of referrals to secondary & tertiary care identified as major gaps in
the chronic pain disorders.

Results of the economic modeling/cost effectiveness analysis are expected at the
end of 2023.

2]
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EBC PROJECTS > RETHINKING PROJECTS

Rethinking the management of brain disorders

THE MANAGEMENT OF J:{:7:\1\ DISORDERS

Despite improvements and innovation in recent years, people living with brain con-
ditions face variations in access to optimal treatment and care.There is a lot about
brain disorders that is not fully understood and the high-quality care and support
needed by people living with these conditions is offen unavailable.

ING

The aim of the RETHINKING Projects is to develop policy priorities around challenges
in brain disorders and present a consensus on what needs to be achieved to resolve
the most pressing challenges in brain conditions, today and in the future. There is
a clear need to rethink the management of the brain disorders and redesign the
care pathways to ensure optimal treatment and care for all people living with brain
disorders in Europe.



https://www.braincouncil.eu/projects/rethinking-projects-rethinking-the-management-of-brain-disorders/
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EBC PROJECTS > RETHINKING PROJECTS

RETHINKING Multiple Sclerosis in times of COVID-19

RETHINKINGMS I}

IN TIMES OF COVID-19

On the occasion of Multiple Sclerosis Awareness Week 2022, the national extension of
the virtual exhibition “Living with MS during COVID-19: A case for rethinking MS care in
the EU” brought light to the impact of the COVID-19 pandemic on multiple sclerosis at
country level.

Impact of the COVID-19 pandemic on multiple sclerosis at national level

The COVID-19 pandemic affected us all, but it did not affect us all equally. People living
with chronic conditions, such as multiple sclerosis (MS), have faced uncertainty and
disrupftion in their care pathways, and, as a consequence, have dealt and will continue
to deal with long-term physical and emotional implications of not receiving optimal
care.

National stakeholders across Europe wanted to make a difference in how MS care and
tfreatment are delivered.They called for the need to rethink MS and MS care in terms of
coordination, integration and prioritisation in order o ensure optimal care for people
living with MS in Europe. In the extended exhibition, experts from Belgium, the Czech
Republic, France, Germany and the United Kingdom shared unique insights on MS
care during the COVID-19 pandemic.

RETHINKING MS in Europe

The virtual exhibition "Living with
MS during COVID-19: A case for
rethinking MS care in the EU”, ini-
fially launched on the World MS
Day 2021, is part of the research
project RETHINKING MS in Eu-
rope, coordinated by EBC. The
aim of the project is to create
greater visibility for the unmet
needs experienced by people
with MS, with a particular focus
on three key areas: timely diagnosis and personalised freatment; inferdisciplinary and
coordinated care; and adaptable support in daily life, including rehabilitation and so-
cial protection.

23


https://www.braincouncil.eu/living-with-ms-during-covid-19-a-case-for-rethinking-ms-care-in-the-eu/
https://www.braincouncil.eu/living-with-ms-during-covid-19-a-case-for-rethinking-ms-care-in-the-eu/
https://www.braincouncil.eu/projects/rethinkingms/
https://www.braincouncil.eu/projects/rethinkingms/
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EBC PROJECTS > RETHINKING PROJECTS

RETHINKING Migraine

RETHINKIN:

On the occasion of Migraine & Headache Awareness Month, the European Brain
Council launched *Migraine, my brain” campaign to highlight the need tfo rethink
migraine care.The campaign fell under "RETHINKING Migraine in times of COVID-19",
a research-driven project offering tangible policy changes to improve the lives of
people living with migraine across Europe.

About RETHINKING Migraine in times of COVID-19

The management of chronic neurological disorders such as migraine can be chal-
lenging under "normal circumstances”, not to mention the global pandemic that the
world has been facing since 2020. It is undeniable that COVID-19 has disrupted every
sphere of society, but the repercussions for people living with migraine, overshadowed
by the COVID-19 outbreak, should not be overlooked. What were the challenges
faced by people with migraine before and during the coronavirus pandemic and
what lessons can be learnt from this unprecedented experience? What strategies
can be put in place to make them sustainable in the long term?

The objective of the policy report "RETHINKING Migraine in times of COVID-19” was
to respond to these questions by a comprehensive literature review of the recent
publications and by providing concrete and tangible testimonies of all relevant
stakeholders. Clinicians, migraine patients, patient and family advocates, health
insurance providers and pharma representatives have been impacted by the dis-
ruption in care, which proved both an obstacle and an accelerator for the imple-
mentation of good practices.

We shed light on how people living with migraine have been impacted by the pan-
demic, which good practices have been put in place and what lessons can be
learnt from this experience. The report provided insight into why we need to rethink
migraine to provide and ensure access to optimal care for all.


https://www.braincouncil.eu/projects/rethinking-migraine/
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RETHINKING Migraine

RETHINKING Migraine poster exhibition at the Brain Innovation Days 2022

During the second edition of the Brain Innovation Days, participants had the oppor-
tunity to explore the "RETHINKING Migraine in tfimes of COVID-19" poster exhibition,

featuring portraits and quotes of people living with migraine, patient advocates and
policy makers.The exhibition fell under the #MigraineMyBrain campaign highlighting
the need to rethink the way we deal with migraine.

RETHINKING Migraine: The Economic Value of Preventive Treatments for Episodic
& Chronic Migraine

Started end of 2022, aim of the study on The Economic Value of Preventive Treatments
for Episodic & Chronic Migraine is to conduct an economic evaluation of preventing
treatments for episodic and chronic migraine.The focus will be on working age adults
and the analyses will be conducted in two countries. We will build on expertise from
clinicians and populate model with economic data sourced from the literature.
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RETHINKING Alzheimer's disease

RETHINKING

7ALZHEIMER’S DISEASE

Through RETHINKING Alzheimer's disease (AD), the European Brain Council and
the European Federation of Pharmaceutical Industries and Associations (EFPIA)
joined forces with the ambition of improving Alzheimer’s disease care pathway and

the lives of people living with it.

Officially launched on 29 April 2022, the project kicked off its operational activities
with the aim to call for change in how Alzheimer’s disease care and support are

organised in Europe.

About RETHINKING Alzheimer's disease

EBC and EFPIA will collaborate with experts from different European countries to build
an interdisciplinary consensus around practical and sustainable policy responses

to Alzheimer’s disease that will aim to improve the lives of people living with if.

As different countries face specific challenges, it is important to consider the national
context when advocating for policy change. For this reason, RETHINKING AD will take
a closer look at the national context in 5 European countries (Czech Republic,
Germany, Italy, the Netherlands, Sweden) with the aim to provide tailored solutions

and policy recommendations to create a new patient pathway and care journey.

Building on the outcomes of the paper on "Alzheimer’s Disease Health System Read-

iness - The Time to Act is Now”, launched by EFPIA in 2020, the recommendations will
focus on 2 areas in 2022: detection and diagnosis. The project will continue in 2023

with a focus on AD interventions and treatment, and monitoring.
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RETHINKING Alzheimer’'s disease

Alzheimer Europe Conference: Symposium on rethinking the early detection and
diagnosis of Alzheimer’s disease

The speakers of the evening symposium "Rethinking the early defection and dia-
anosis of Alzheimer's disease”, held on 18 October 2022 at the Alzheimer Europe
Conference in Bucharest (Romania), presented RETHINKING Alzheimer’'s disease.
The panel discussion, moderated by Lydia Lanman (Roche) on behalf of EFPIA's
Alzheimer’s Disease Platform (Roche, Eisai, Eli Lilly, Novo Nordisk and Biogen), featured
Kevin Quaid (European Working Group of People with Dementia), Wiesje van der
Flier (Alzheimer Centre Amsterdam) and Lenka Krajcovicova (Masaryk University).
The speakers of the symposium explored how to rethink the way we approach
Alzheimer's.

Alzheimer Europe Conference

Rethinking the early detection and
diagnosis of Alzheimer's disease

18 October 2022, 17:30 - 18:30 (sucharest time)

AE0D

Kevin Quaid, Wiesje van der Flier, ~ Lenka Kraj€ovi€ové, Lydia Lanman,
European Working Alzheimer Center Masaryk University Roche
Group of People Amsterdam
with Dementia
RE H

27


https://www.braincouncil.eu/alzheimer-europe-conference-rethinking-the-early-detection-and-diagnosis-of-alzheimers-disease/
https://www.braincouncil.eu/alzheimer-europe-conference-rethinking-the-early-detection-and-diagnosis-of-alzheimers-disease/

28

EBC ¢ ANNUAL REPORT 2022 - * EBC PROJECTS

EU-FUNDED PROJECTS > EBRA

European Brain Research Area (EBRA)

dRA

EUROPEAN BRAIN RESEARCH AREA

More than one out of two Europeans currently live
with a brain disorder, neurological and mental alike.
Despite enormous effort from the scientific and clinical
community over the last decades, the challenges in
the brain space remain fremendous, spurred by the
high prevalence and increasing disease burden.
This showcases the immensity of the problem, and
it makes clear that brain health and brain research
need to be promoted and recognized as a priority by European society. The EU has
already undertaken some important steps to boost brain research initiatives with
partners around the world, including the EU-funded project "the European Brain
Research Area (EBRA)” (2018-2022), led by the European Brain Council (EBC), in
partnership with the EU Joint Programme on Neurodegenerative Diseases (JPND),
the Network of European Funding for Neuroscience Research (ERA-NET NEURON)
and the Human Brain Project (HBP).

Tackling the challenge posed by the complexity of the brain is possible only through
close collaboration and cooperation within the community. The involvement of all
relevant stakeholders in the brain area is required, including basic, translational,
and clinical scientists, neurologists, neurosurgeons, psychiatrists, industry, regulators,
funders, and policymakers.The role of people with brain disorders, their families and
citizens cannot be underestimated here and is of utter importance. Building net-
works and matchmaking with key experts in the field (e.g., the Brain Innovation Days
- BIDs) should be a priority for all the stakeholders, including policymakers. This will
reduce fragmentation in the brain space, contribute to a better understanding of
the brain, and will eventually improve the lives of persons with brain disorders, their
families and society as a whole.
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European Brain Research Area (EBRA)

The European Research Inventory and Mapping Report shows brain research activities
funded at the European level over the last decades, examining the past and current
state of brain research in Europe.The statistics demonstrate that annual fundings in
Europe can reach significant levels to support highly competitive research projects
reaching €550 millionin 2014-2018.As the challenges posed by brain disorders remain
high, continued funding of research consortia is key for a lasting impact on collabo-
ration and innovation in the European and global brain research area. It evidences
that continuous support is still needed in all areas of brain research in the EU, partic-
ularly to support initiatives that reduce fragmentation and increase collaboration.
Attention should be given to the importance of animal models, increasing public
patient engagement and encouraging and enabling data sharing.

Through EBRA, recommendations on future areas for excellent, innovative, and trans-
lational research in the brain space were provided. To identify the gaps in currently
existing brain research and set the priorities for the future, EBRA, working with experts
in the brain space (neuroscientists, neurologists, psychiatrists, and persons with brain
disorders) has developed the Shared European Brain Research Agenda (SEBRA).
Representatives from the EBC systematically presented the SEBRA at several inter-
national conferences and global meetings like the IBRO World Congress, the United
Nations General Assembly Side Sessions: "Science Digital @ UNGA75", Science Sum-
mit at the 77™ UN General Assembly to foster the global brain research agenda.
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To promote cooperation and exchange in all areas of brain research, the EBRA project
regularly had a "Call for Clusters” fo promote cooperation and exchange among
specific brain research projects, and to boost international collaboration in these
areas. Up to date, six clusters have been selected: BRAINFOOD, EPICLUSTER, PSMD
(Prevention of Severe Mental Disorders), PREMOS (Predictive Model Systems), TRISO-
MY21 (Down Syndrome) and ECIB.The 6 clusters organised 18 consensus meetings,
workshops, and policy conferences. All relevant stakeholders were systematically
involved in those meetings including large research initiatives, infrastructures as well
as relevant public, private and philanthropy funding bodies and regulatory author-
ities, in order to ensure effective implementation and impact of this coordination
action. Importantly, by highlighting the importance of communication and dissemi-
nation of the cluster activities and outcomes on the EBRA website and social media,
the visibility of the cluster coordinator, community and research field increased
enormously and made other researchers aware of the importance of joining such
initiatives in the future.

To enable and accelerate the trans-
lation of breakthroughs in brain re-
searchinto relevant clinical applica-
tions, EBC created the BIDs in 2020.
The BIDs serve as an instrument to
bring together the wider brain com-
munity, raising awareness on the
importance of brain research and
brain innovation. The event brings
together both key stakeholders and
the broader public through these
accessible materials. After three dig-
ital sessions during the COVID-19
pandemic, a first in-person event
took place in October 2021, under
the auspices of the EBC and EBRA
and a second in-person event took
place in October 2022 in conjunc-
\ tion with the EBRA final conference.
i The BIDs are now an annual event
W and will be organised again in Oc-
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Crucial stakeholders in the EBRA project were the experts by experience' and pa-
tient representatives?. The EBRA patient involvement strategy was fully embedded
and implemented in all EBRA activities. Based on this experience, EBC wrote “the
recommendations for patient involvement best practice”.

Impact was reached at 3 levels:

1.

Scientifically, the EBRA project raised awareness on the brain research landscape
and on the ongoing societal challenges for researchers, health professionals
and scientific global organizations. The visibility of the cluster coordinator, com-
munity and research field made other researchers aware of the importance of
being involved in research networks and of joining coordination initiatives in the
future. In addition, with many of the brain-related flagship projects ending in 2023
- including JPND, NEURON and the Human Brain Project - the need for continued
prioritisation of European-led, coordinated collaborations is clear.The challenge
of getting Member States and national funding councils fto commit to long-term
partnerships remains. Unification in the brain space is now more important than
ever and a coordinated partnership is the only answer to avoid fragmentation in
the field and move forward together.

At the societal level, awareness was raised on brain diseases and research for
patients and civil society through online material shared via the website and
social media, including publications, inferviews, webinars, podcasts and videos
with leaders from the EBRA community. Patients and their caregivers will also
have access to the recommendations on patient involvement best practice. This
will contribute to an improvement of Quality of Life in patients and their families.

At the economic level, the launch of the BIDs and the involvement of SMEs and
start-ups in brain research, will lead to the development of novel tools and ap-
proaches to advance our understanding of unknown basic brain functions, as
well as opportunities to generate novel therapeutic approaches. Such delivery of
new health interventions in brain disorders will eventually result in a reduction in
the burden of brain diseases in Europe and tackle this major societal challenge
in Europe and worldwide.

¥ @EBRA EU
M ebro-eu
@ cbra.eu

1.
2.

Experts by experience refer to all persons with a brain disorder, mental and neurological alike.

Patient representatives refer to all persons representing a patient organisation (e.g., EFNA, GAMIAN-Europe
and/or their member organisations).
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Brainteaser

Officially started on the 1% of January 2021, the

. EU-funded project BRAINTEASER aims to integrate

x x Brainteaser societal, environmental and health dafta to develop
patient stratification and disease progression models

for Amyotrophic Lateral Sclerosis (ALS) and Multiple

Sclerosis (MS). ALS and MS are two very complex

degenerative neurological diseases, but with very different clinical picture, evolution,
prognosis and therapies. Common features are that both these chronic diseases

affect the nervous system and progressively modify the quality of life of the patients
and their families in a significant way.

BRAINTEASER will integrate large clinical datasets with novel patient-generated and
environmental data collected using low-cost sensors and apps. The collected data
will allow the development of Artificial Intelligence (Al) tools able to address the cur-
rent needs of precision medicine, enabling early risk prediction of disease fast pro-
gression and adverse events. Technical solufions developed within the project will
follow agile and user-centered approaches, accounting for the technical, medical,
psychological and societal needs of the specific users.

The project brings together 11 partners, a multidisciplinary consortium from aca-
demia, industry, clinical settings and the non-profit setor coming from six European
countries. EBC leads the coordination activities with related EU-funded and other
projects to foster the exchange of information and collaboration on common issues.
EBC also supports the project co-design activities as well as BRAINTEASER communi-
cation, dissemination and exploitation initiatives.

BRAINTEASER took part in the Brain Innovation Days 2022

The second edition of the Brain Innovation Days featured BRAINTEASER as one of the
exhibitors in the Innovation Hall. Not less than 15 companies showcased their work
in the Innovation Hall via an Innovation Showcase stand or poster presentation, with
impressive work and tools. On behalf of the BRAINTEASER project, Viadimir UroSevic,
Research & Development Manager at Belit Ltd. Belgrade, presented the novel interac-
five BRAINTEASER Tools for Amyotrophic Lateral Sclerosis and Multiple Sclerosis Man-
agement in the Innovation Hall. He explained how the BRAINTEASER project integrates
detailed clinical datasets with novel personal health, activity, lifestyle, habitual/be-
havioral, and environmental data collected using commonly available sensing/loT
devices and the demonstrated first release of developed interactive tools for disease
monitoring and management.

¥ @brainteaser2020
m BRAINTEASER Project

@ brainteaser.health



https://brainteaser.health/
https://twitter.com/brainteaser2020
https://www.linkedin.com/authwall?trk=bf&trkInfo=AQFRcBDxz6PxZgAAAX_Qu1uwZ328lV-8t14QQEGssbM6FfEzq6EgnVP3vWOORHuOA6ws6PzDSxEY7nYX8zuxx71kG5eLte96t-BH2dv2ejIpdGmx5Ep5A8FZ1fitvyvBsBKbsyo=&originalReferer=&sessionRedirect=https%3A%2F%2Fwww.linkedin.com%2Fcompany%2Fbrainteaser-project%2F
https://brainteaser.health/
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PRIME (Prevention and Remediation of Insulin Multi-morbidity in Europe)

The Prevention and Remediation of Insulin Multi-

‘$ PRIME morbidity in Europe (PRIME) project (2020 - 2024)
‘ was designed to respond to the Horizon 2020 call,
SC1-BHC-01-2019 entitled “Understanding causative

mechanisms in co- and multimorbidities combining

mental and non-mental disorders”. PRIME addresses insulin-related signaling. Dysfunc-
fional insulin signaling is a key modulator of mental and non-mental chronic diseases.
However, until now scientific studies have overlooked these insulin-related “co-occur-
ring diseases”. PRIME aims to generate innovative diagnostic and freatment strategies

to improve the monitoring and clinical outcomes of patients. In addition, we aim to
identify and specify the molecular mechanisms underlying insulin multimorbidities.

Within the PRIME project, EBC is responsible for the organisation of a public/policy
event in 2024.This event frames into the communication and outreach task and aims
to reach all relevant stakeholders including researchers, clinicians and patients but
especially policy makers.This event will allow fo:

1. Liaise with the relevant stakeholders in the "PRIME research space”
2. Raise awareness about the PRIME research results

3. Increase the impact of the PRIME research field

4. Create connections between science, industry, and society

To prepare for this policy event, EBC in collaboration with Concentris organised a
*world café type” training event during which the members of the PRIME consorfium -
junior and senior alike - brainstormed about:

1. The societal impacts of the research performed in PRIME

2. The needs, priorities and gaps in the broader PRIME research field and community

3. The enabling actions on how the identified needs, priorities and gaps should be
addressed

4. The audience that should address the needs, priorities and gaps in their research
field and community

The consortium was divided in 5 groups and had to brainstorm about the 4 overarch-
ing topics. To align the different visions and perspectives in each group, a member of
the PRIME communication and dissemination team (i.e., Angela Bradshaw, Christiana
Krammer, Kristien Aarts, Elke De Witte, Jeanette Mostert and Rosanne Ausems) as well
as the project coordinator, Prof. Barbara Franke, moderated the discussions. After the
brainstorming, each group shared their main consensus points (max. 3 per topic)
back to the whole consorfium.During the Innovation and Impact Board, the next steps
were discussed.

¥ @PRIME H2020
[ PRIME Horizon2020

@ prime-study.eu
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https://prime-study.eu/




EBC call to European Commission for Thematic
Network on Brain Health

At the end of August 2022, EBC responded to the European Commission’s Call for
Proposals on 2022 Thematic Networks, which invited health stakeholders to submit
proposals for a new cycle of Thematic Networks, organised under the framework of
the EU Health Policy Platform. The purpose of a Thematic Network is to produce a
Joint Statement within six to nine months, summarising the common position and
action of a group of stakeholder organisations on selected public health areas
— with this particular round having proposed three new areas of focus, including
"Mental Health in all policies”.

EBC. on behalf of its Members and like-minded partners, reiterated its support and
appreciation for the spotlight on mental health, however, called for the European
Commission to take it a step further, urging for the expansion of the proposed topic
to ‘Brain Health’, covering both mental and neurological disorders. To amplify the
call, the response was shared publicly and the community was called to pledge
their support to the lefter in order to show the European Commission the impor-
tance of addressing the brain (preventive health and ill-health) as a whole.

Unfortunately, in September, EBC received word from the European Commission
Directorate-General for Health and Food Safety (DG SANTE) that the proposal to
expand the mental health thematic network to encompass brain health as a whole
was not selected among the top four that will be launched in the EU Health Policy
Platform.Though we are sfill encouraged by the fact that Mental Health will receive
a dedicated network, "Mental health in all policies”, EBC was firmly convinced by
the large-scale backing from the wider EBC community, including mental health
experts and representatives, that recognising and prioritising the brain as a whole is
crucial. We will continue to work towards this recognition.
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Brain Awareness Week

Brain Awareness Week 2022 was a busy time period for EBC this year, with a series
of virtual launches taking place, namely the release of the 2" Round of the Value
of Treatment project results and Calls o Action.

On 14 March, the Value of Early Diagnosis and Coordinated Care for Rare Brain Dis-
eases results summary was launched, with case studies focused on rare neurolog-
ical diseases and neurometabolic disorders Ataxia, Dystonia and Phenylketonuria.
The results were accompanied by a Call to Action for a renewed EU Action Plan
on Rare Diseases, calling on the European Commission and EU countries fo renew @
European action plan on rare diseases, which would bring together existing efforts
across different legislation and EU programmes under a coherent framework to
spearhead change and align EU countries fowards the same measurable goals to
ultimately improve survival, quality of life and clinical guidelines harmonization.

On 16 March, the Value of Early Intervention and Continuity of Care for Mental
Disorders results summary followed, with case studies on mental disorders Anorexia
Nervosa, Autism Spectrum Disorder and Major Depressive Disorder. Just like for rare
brain diseases, the results of the mental disorders cases studies were accompanied
by a Call to Action for an updated European framework for action on mental health,
particularly focused on young people. Study results showed that there is an urgent
need to prioritise early detection, continuity of care, prioritizing brain health and
efficient care pathways for youth with mental disorders.

Around these major releases, further attention was also brought to ongoing work,
such as the release of the EBRA Mapping Report and the announcements of the
2022 Brain Innovation Days and the EBRA Final Conference.



https://www.braincouncil.eu/value-of-treatment-project-releases-first-results-and-calls-to-action-on-the-occasion-of-brain-awareness-week-2022/
https://www.braincouncil.eu/value-of-treatment-project-releases-first-results-and-calls-to-action-on-the-occasion-of-brain-awareness-week-2022/
https://www.braincouncil.eu/value-of-treatment-project-releases-first-results-and-calls-to-action-on-the-occasion-of-brain-awareness-week-2022/
https://www.braincouncil.eu/value-of-treatment-project-releases-first-results-and-calls-to-action-on-the-occasion-of-brain-awareness-week-2022/
https://www.ebra.eu/mapping-report/
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BRIDGING GAPS AND ACHIEVING
SEAMLESS, COORDINATED CARE
A JOINT VALUE OF TREATMENT
STUDY ON RARE NEUROLOGICAL
AND NEUROMETABOLIC
DISORDERS IN EUROPE

#Together4RareDiseases

Case Study Results and Infographics | Brain Awareness Week 2022

EBC RESEARCH PROJECT - THE VALUE OF TREATMENT FOR BRAIN DISORDERS IN EUROPE

IMPROVING
MENTAL HEALTH
CARE IN EUROPE

BRAIN COMMUNITY
JOINS CALLS FOR
A RENEWED EU
ACTION PLAN ON
RARE DISEASES
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Awareness raising days

Every year a number of awareness-
raising days fake place across the
world, many concentrated in the brain
areq, neurological and mental alike.
These days were created with the
infention of dedicating one full day
or week to a certain topic, such as a
specific disease, in order to reach as
many stakeholders as possible with
information and calls for action. EBC
ensures o join in the support of as
many brain-related awareness days
as possible through its social media
channels, always addressing the mo-
jor days by sharing information (and
resources) on the topic and any rele-
vant EBC work.

The Multiple Sclerosis Awareness
Week (25 April - 1 May) was marked

by the launch of the national extension of the virtual exhibition “Living with MS during
COVID-192: A case for rethinking MS care in the EU”, bringing light fo the impact of the

* VISIBILITY

B European Brain Council
&/ @EU Brain

Have you read the EBC Call to Action on improving
#MentalHealth care in Europe?

The call, falling under #ValueOfTreatment, highlights
the need for early detection, continuity of care &
efficient care pathways for youth with mental
disorders.

@it v/IOvAdS
'\«.x‘l;trl;.-.;ZLJQ-J(\O._/

& Autism-Europe and 5 others

11:35 am - 10 Oct 2022

CQOVID-19 pandemic on multiple sclerosis at country level.

On the Migraine Awareness Week (5-11 September), the experts involved in the
project "RETHINKING Migraine in times of COVID-19" shared their views on the lessons

learnt from the pandemic to rethink the way we deal with migraine.

EBC joined the world brain community on World Mental Health Day (10 Oc-
tober) which took place around the theme of *Making Mental Health & Well-
Being for All a Global Priority”.The EBC Call to Action on improving mental health
carein Europe, falling under the Value of Treatment project, was highlighted on this

occasion.


https://www.braincouncil.eu/living-with-ms-during-covid-19-a-case-for-rethinking-ms-care-in-the-eu/
https://www.braincouncil.eu/living-with-ms-during-covid-19-a-case-for-rethinking-ms-care-in-the-eu/
https://www.braincouncil.eu/projects/rethinking-migraine/
https://www.braincouncil.eu/projects/the-value-of-treatment/
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European Brain Council
@EBE @EU_Brain

Today marks the start of #MigraineAwarenessWeek!
4

B

The experts involved in the project "RETHINKING
#Migraine in times of #C0OVID19" share their views on
the lessons learnt from the pandemic to rethink the
way we deal with migraine.

o bit.ly/3CZsVOT

#MigraineMyBrain

& Patricia Pozo-Rosich and 9 others

11:24 am - 5 Sep 2022

OEB[ European Brain Council
@EU_Brain

0 Last year we launched RETHINKING MS exhibition
to bring light to the impact of the pandemic on
#MultipleSclerosis.

Today we're launching a national extension to hear
from country experts on how MS care was tackled
during #COVID.

« « \Watch this space: bit.ly/37lueo?

B AL

& Belgian Brain Council and 7 others

1:45 pm - 25 Apr 2022

@EBE European Brain Council
i@ ©@EU Brain

Wl @MaTeFerretti, Co-founder & Chief Scientific Officer
@womenshrainpro, reflects on the biggest lesson learnt from the
#COVID19 pandemic & highlights the need to move towards precision
medicine. 1¥

#MigraineMyBrain #MigraineAwarenessWeek

youtube.com

RETHINKING Migraine in times of COVID-19 | Maria Teresa...
Maria Teresa Ferretti, Co-founder & Chief Scientific Officer
at Women's Brain Project, reflects on the biggest lesson ...

2:45 pm - 6 Sep 2022
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EBC Collaboration

EUROPEAN MULTIPLE SCLEROSIS PLATFORM (EMSP)
ANNUAL CONFERENCE

The EMSP Annual Conference 2022 took place on 29-30 April 2022 in hybrid format,
virtually and in person in Madrid, Spain.

The theme of this year’'s conference was “A Holistic Approach for Personalised MS
Care”. The personalised care model seeks to deliver whole-population approaches
to support people of all ages and their carers to manage their physical and mental
health and well-being, build community resilience, and make informed decisions and
choices when their health changes.

EBC was delighted to be invited as a contributor this year, with EBC Executive Director,
Frédéric Destrebecq, to take part in the session "MS in Europe: the value of integrated
and personalized health and social care approaches” on the 29" of April.

SESSION ———m8M
MS in Europe: the value of integrated and
personalised health and social care approaches

H#EMSP2022 www.emspconference.org
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14™ EUROPEAN PAEDIATRIC NEUROLOGY SOCIETY

CONGRESS (EPNS)

The 14" European Paediatric Neurology
Society Congress was held from 28 April -
2 May 2022 in Glasgow, United Kingdom,
under the overarching theme "Precision
in Child Neurology” and virtually, provid-
ing an opportunity to learn about the lat-
est developments in the rapidly evolving
field of child neurology including basic
science, diagnostic methods and novel
freatments. The congress theme explored
how networks, systems and fechnology
can help deliver precision care and better
oufcomes.

A few EBC activities relating to child neu-
rology and broader advocacy work were
featured during the Conress as well asina
virfual booth.The Value of Treatment proj-
ect case studies on ataxia and phenylke-
tonuria (PKU) were presented and Frédéric
Destrebecq, EBC’s Executive Director, spoke
on EBC’s advocacy and policy activities and
promoting child neurology in Europe.

14th European Paediatric
Neurology Society Congress

28 April -2 May 2022 EPNS Congress
Glasgow, UK L_QO_einﬂ‘_’__.
Precision in Child Neurology
Networks, Systems & Technology

WwWw.epns-congress.com



https://epns-congress.com
https://epns-congress.com
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2"° INTERNATIONAL CONFERENCE ON NEUROLOGICAL
DISORDERS AND NEURORESTORATION

Professor Wolfgang Oertel, EBC President in 2022, was invited to speak at the Opening
Ceremony of the Infernational Conference on Neurological Disorders and Neurores-
toration, held in Dubrovnik, Croatia on 19-22 May 2022. His talk focused on how to
identify and characterize prodromal Parkinson's disease.

The conference is a meeting dedicated to all major areas of neurology, neuroscience
and neurorestoration, which previously gathered 150 renowned experts from 26
countries and 3 continents, prefering quality over quantity, up to date and often
provocative key-note talks, interdisciplinary cross-fertilization of approaches and
solutions and major results published in dedicated journals.
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30™ EUROPEAN CONGRESS OF PSYCHIATRY

The 30" European Congress of Psychiatry, organised by the largest association of
psychiatrists in Europe - EBC Member, the European Psychiatric Association (EPA) -
took place virtually on 4-7 June 2022.

"Linking Clinical Practice and Research for Better Mental Health Care in Europe” was
the guiding motto for this edition of the EPA Congress, an opportunity to engage
with state-of-the-art clinical tools, to expand the frontiers of research, explore innovo-
tive ideas for mental health care and prevention with a community of global profes-
sionals and stakeholders in the field of psychiatry and mental health care.

EBC took part in the congress again in 2022, first with a presentation of its project,
the European Brain Research Area (EBRA) at the 8™ EPA Forum and with a sympo-
sium on the Value of Treatment (VOT) in Mental Health as well as the Autism Care
Pathway in Europe. EBC also presented its projects through a virtual exhibition stand.

DEOPLAN
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A DEWELOPIG
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https://epa-congress.org/
https://www.braincouncil.eu/event/ebra-at-the-8th-epa-forum/
https://www.braincouncil.eu/event/value-of-treatment-symposium-on-mental-health-30th-european-congress-of-psychiatry/
https://www.braincouncil.eu/event/autism-care-pathway-in-europe-european-congress-of-psychiatry/
https://www.braincouncil.eu/event/autism-care-pathway-in-europe-european-congress-of-psychiatry/
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8™ CONGRESS OF THE EUROPEAN ACADEMY
OF NEUROLOGY

EBC was pleased to be part of this year's Congress of the European Academy of
Neurology, which fook place in person on 25-28 June 2022 in Vienna, Austria.The over-
arching theme of the 2022 EAN congress was "Getting Evidence Into Practice”.

Alongside an Exhibition Stand in the EAN Neurohood, EBC
had a Special Session take place on 28 June at 13:00-14:30
(Room Berlin), celebrating 20 Years of Advocacy for the
Brain. Additionally, EBC projects such as the European Brain
Research Area (EBRA) and the Value of Treatment were
showcased at the congress in the Scientific Theatre and
through ePosters.

In the EAN Morning Show on 26 June 2022, Wolfgang Oertel, European Brain
EBC President and Joke Jaarsma, EBC Treasurer, were invited ———
to speak about the main ongoing projects and activities.
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https://www.braincouncil.eu/event/ebc-at-ean-congress-2022/
https://www.braincouncil.eu/event/ebc-at-ean-congress-2022/
https://vimeo.com/719530305
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FENS FORUM 2022

EBC was pleased to be back to an-
other in-person FENS Forum on 9-13
July in Paris, France with a series of
events throughout the five days, in-
cluding a permanent stand in the
Exhibition Hall, which brought a lot
of interest and saw many EBC ma-
terials and giveaways distributed to
the 8000+ congress attendees, with
plenty of interest shown towards
the European Brain Research Area
(EBRA) project and the Brain Inno-
vation Days.

EBC held a few Special Interest
Events during the Forum, including
a joint hands-on advocacy frain-
ing workshop with organisers Fed-
eration of European Neuroscience
Societies (FENS) focused at the na-
tional level for FENS national soci-
eties and National Brain Councils,
a session on The European Brain
Research area: Building a Brain
Health Partnership with the four
EBRA partners and a session on
Building youth brain capital for
a better European future, which
featured representatives from the
WHO, OECD and work presented

from the Value of Treatment project.

[
! 33 European Brain Council

COORDINATING
EUROPEAN
BRAIN RESEARCH
8 DEVELOPING
GLOBAL
INITIATIVES



https://twitter.com/EU_Brain/status/1544969575170822144
https://twitter.com/EU_Brain/status/1544969575170822144
https://www.braincouncil.eu/building-youth-brain-capital-for-a-better-european-future/
https://www.braincouncil.eu/building-youth-brain-capital-for-a-better-european-future/
https://twitter.com/EU_Brain/status/1546114578408521729?s=20&t=Sp-iYQT6czonAu5S1KA-dg
https://twitter.com/EU_Brain/status/1546114578408521729?s=20&t=Sp-iYQT6czonAu5S1KA-dg
https://www.fens.org/
https://www.fens.org/
https://www.fens.org/
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35™ EUROPEAN COLLEGE OF
NEUROPSYCHOPHARMACOLOGY CONGRESS

The annual European College of Neuropsychopharmacology (ECNP) Congress is
Europe’s premier scientific meeting for disease-oriented brain research, annually
attracting more than 5,000 psychiatrists, neuroscientists, neurologists and psycholo-
gists from around the world.

,. EBC was pleased to take part in
the ECNP Congress which took
place on 15-18 October 2022
in Vienna, Austria and virtually.
Alongside an Exhibition Stand in
the exhibition area, EBC had a
campfire session "The value of
early infervention and continuity
of care for mental disorders” take
place on 17 October.

Additionally, the EBC project,
the European Brain Research
Area (EBRA) was showcased at
the congress through a poster.

Us$ 6
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EUROPEAN CONGRESS OF NEUROSURGERY 2022

The European Congress of Neurosurgery 2022 took place on 16-20 October in
Belgrade, Serbia.The European Association of Neurosurgical Societies (EANS) is
both an independent federation of European national neurosurgical societies and
a fast-developing association of individual neurosurgeons from around the world.

The Congress theme - Trends, Insights, Innovations: Neurosurgery beyond Technology

- addressed the complex relation between technological advances and human
ingenuity in the field of neurosurgery. The age of rapid fechnological progress,
artificial infelligence, machine learning and virtual reality in the 21t century has
brought many benefits fo neurosurgery, but also many challenges.

EBC President, Prof. Wolfgang Oertel, was pleased to take part in the congress and
present "EBC and the Brain Policies in Europe” during a plenary "Brain & Spine,
The Official Journal of EANS & EUROSPINE” on 19 October 2022,

EANS2022 : -
' Belgrade .  October 16 - 20

irr—-#_
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Neurosurgery beyond technology.

. eanscongress.org



https://www.braincouncil.eu/event/european-congress-of-neurosurgery-2022/
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13™ INTERNATIONAL AUTISM-EUROPE CONGRESS

The 13" International Autism-Europe Congress was a hybrid congress held on 79
October 2022 both online and in Krakow, Poland.The Congress brings expertise from
around the world to promote a positive vision for autistic people and their families.

"Haoppy Journey through Life” was the I
theme of the 2022 Congress - fo highlight
the importance of taking a lifespan pers-
pective on autism research and prac-
tice, with the promotion of wellbeing for
all being the focal point. EBC was happy
to take part in the congress to present
outcomes from the Value of Treatment
project, including an oral session on the
Autism Care Pathway in Europe and a
poster presentation on Autism with asso-
ciated epilepsy care pathway in Europe.

NEURO, DIGITAL & A.l.INNOVATION SUMMIT

EBC Executive Director, Frédéric Destrebecq, was invited to speak at the Neuro,
Digital & A.l. Innovation Summit on 4-5 October 2022, to present our work, including
major projects such as the Brain Innovation Days, the Rethinking series and how we
are working to further brain research to improve the lives of those living with brain
condifions through awareness raising, advocacy and policy work.

The in-person Summit took place at the
Champalimaud Foundation in Lisbon,

Portugal and brought together neuros- Brain Disorders in Europe: A burden
cience, psychiatry and digital health et b ke
innovation-leaders, decision-makers & « 20 S L T
KOLs, from all stakeholder groups in an o ;fl;m‘;iv‘j;;;i”if‘;‘;”"fy ot e Dt A

WHO Europe level (WHO, 2017).

open format, high-engagement, interac-
five, cross industry, multi-disciplinary sum-
mit of roundtable discussions on meeting
both the challenges and the opportunities
in brain health innovation. The summit is
organised by Broadreach Global and EBC
was happy to be a partner for this year's
event.

= High, but still underestimated.
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OTHER COLLABORATIONS

PSYCHEDELIC ACCESS AND RESEARCH EUROPEAN
ALLIANCE (PAREA)

The Psychedelic Access and Research European Alliance - PAREA is a non-profit,
mulfistakeholder and multidisciplinary partnership bringing together 15 members
spanning patient organizations, professional associations, umbrella organizations,
psychedelic foundations, and for-profit sector. The organisation aims to change
perceptions about psychedelic-assisted therapies, raise awareness of the scientific
advances, scale-up and accelerate action and, ultimately, bring better health fo
European citizens.

PAREA was officially launched in June 2022 in a virtual event, featuring high-level
speakers from the European Parliament, European Commission, European Medi-
cines Agency, patients/patient organisations as well as PAREA members. A Keynote
Address was delivered by Dr Thomas Insel, former Director of the US National Insti-
tute of Mental Health (2002 - 2015).The launch event brought together multiple
stakeholders to discuss the scientific advances in the area of psychedelic medi-
cines, bridging the gap between patients and innovation and improving the re-
gulatory context for studies on psychedelic-assisted treatments. A Call to Action to
European decision-makers was launched.

EBC was pleased to welcome Prof David Nutt,
EBC Past President and current Chair of PAREA,
at the 2022 Brain Innovation Days, where he
gave an inspiring Brain Talk on how psyche-
delics will revolutionise the tfreatment of some
brain disorders.

Furthermore, in December 2022, PAREA held its
first policy meeting in the European Parliament,
looking at the basic ingredients of psychedelic
novel treatments captured in the event’s fitle:
"Psychedelic-assisted therapies in the freat-
ment of brain disorders”. Over 400 people re-
gistered for online and inperson attendance,
including many EU and government officials -
a clear sign that Europeans start looking for evi-
dence-based education on psychedelic medi-
cines. An_appeal to the European Union institu-
fions and Member States was launched on the
day.

EBC is a founding partner of PAREA, with its Executive Director - Frédéric Destrebecq
- sitfing in the organisation as Vice-Chair.


https://parea.eu/
https://www.braincouncil.eu/preparing-europe-for-novel-psychedelic-assisted-therapies-parea-officially-launched-on-23-june-2022/
https://static1.squarespace.com/static/6220d62bb82ff84dd49a2c70/t/62b1c6dd99c68d498fb09bb6/1655817950804/PAREA+Call+to+Action.pdf
https://parea.eu/eu-parliament-appeal
https://parea.eu/eu-parliament-appeal
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OTHER COLLABORATIONS

ONE NEUROLOGY

The OneNeurology Inifiative - in which EBC is a partner - aims to unite and strengthen
neurology-related groups o stimulate collaborative advocacy, action and account-
ability for the prevention, treatment and management of neurological disorders
worldwide.

In 2022, members of the OneNeurology partnership celebrated a major milestone
for all those affected by neurological disorders, with the adoption of the Intersec-
toral Global Action Plan on Epilepsy and Other Neurological Disorders, announced
at the 75th World Health Assembly in May.The group fully endorsed the aims of the
Action Plan, will support its implementation, and celebrated the positive impact it
should have for those living with neurological disorders, their carers, the medical
professionals who support them, and those researching scientific breakthroughs in
prevention, diagnosis and treatment.

The Global Action Plan will address the worldwide challenges and gaps in providing
care and services for people with epilepsy and other neurological disorders and
ensure a comprehensive, coordinated response.

Additional episodes were also added to the One Voice for Neurology podcast, a
series of podcasts exploring why it's time to make neurology a global priority, how
that can be achieved and what that could mean for those living with a neurologi-
cal disorder.

OTHER COLLABORATIONS

EUROPEAN STAKEHOLDER GROUP STATEMENT ON
MAINTAINING THE EXCHANGE OF CRITICAL HEALTH
DATA

EBC was happy to support a statement released by the Standing Committee of
European Doctors (CPME), on behalf of the European Health Stakeholder Group, to
call for a formal association of the UK fo the Horizon Europe research programme.
The European Health Stakeholder Group aims to raise awareness of the implications
that Brexit could have for patients and the public at large and make sure that po-
tients’ interests are put first. Read the full statement online.
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https://oneneurology.net/
https://www.braincouncil.eu/neurological-disorders-become-a-major-global-health-priority/
https://www.braincouncil.eu/neurological-disorders-become-a-major-global-health-priority/
https://oneneurology.net/podcast/
https://www.braincouncil.eu/ebc-supports-european-stakeholder-group-statement-on-maintaining-the-exchange-of-critical-health-data/
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OTHER COLLABORATIONS

CARE4AUTISM ERASMUS+ PROJECT

EBC was invited to speak at the Care4Autism Kick-off Meeting as an Associate Partner

of the Belgian Brain Council-coordinated Erasmus+ project, which aims to reduce
stigma and discrimination of people with autism through awareness, highlight
effective practices in digital health care services and provide support for carers.
EBC Executive Director, Frédéric Destrebecq, infroduced the work EBC does at the EU
policy level, particularly in awareness raising and advocacy.

OTHER COLLABORATIONS
SHARING RESOURCES FOR ACTION IN UKRAINE

Since the war in Ukraine began, the European Brain Council followed the situation
closely to identify ways it could provide support. The situation on the ground has
had- and will continue to have - fremendous impact on the mental wellbeing of
people, as well as immense disruption on regular, life-saving care needs for people
living with chronic conditions. Our members have mobilised multiple response ef-
forts, which EBC wanted (and wants) to amplify. A dedicated page was set up on
the welbsite in order o spoftlight all ongoing initiatives for Ukraine - and remains
active.

Resources

or tceane \QN\\



https://care4autism.eu/
https://www.braincouncil.eu/resources-for-action-in-ukraine/
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OTHER COLLABORATIONS

PATIENT INVOLVEMENT IN BRAIN HEALTH: SAFEGUAR-
DING THE FUTURE OF BRAIN HEALTH FOR PATIENTS

EBC took part in a meeting on "Patient involvement in Brain Health: Safeguarding
the future of Brain Health for patients”, organised by three leading European patient
organizations in the field, Alzheimer Europe, the European Federation of Neurological
Associations (EFNA) and GAMIAN-Europe, to underline to the brain health community
why engaging patients in the discussion on brain health is crucial.

The meeting presented a call for action in anticipation of a possible brain health
summit and - later - a brain health partnership and emphasised the importance of
engaging the patient community in the discussions on brain health, with the over-
all goal of bringing people from the entire community together, outlining what our
organisations hope to achieve, and most of all raising awareness of this important
matter.

MEET THE SPEAKERS

Frédéric Destrebecq
Executive Director, European Brain Council

5 Alzheimer
(& Europe
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Media report

OPEN ACCESS GOVERNMENT

EBC invited to prepare a few editorial pieces in 2022, all centred around its core
advocacy work around brain research in Europe. Below an overview of the various
publications:

2022 began with a piece on prioritising brain research in Europe in the January
edition of Open Access Government by EBC Executive Director, Frédéric Destrebecq,
who outlined the core evidence behind the need for increased investment in brain
research, a vital call for innovation in the space and an overview of the challenges
currently faced.

NEURODEGENERATIVE DISEASES NEURODEGENERATIVE DISEASES

Prioritising brain tesearc in Europe

mmmnmnmﬁm
eplains the importance of prioritising brain research in Europe today

Eighty years aga, S Charks Scott Sharrington and
Edgar Douglas Adrian won thae Nobal Prize for thir
discoveries reganding the functions of neurons. Only
3 fow yoars earlr the M MCOGNILON was ghen
to Carmills Golgs and Santiago Ramdn y Caal for thir
wrk 00 the Structune of the nenvous gystam. Recaardh
and innovation in the brain gaace have bean ewdving
for oW 3 Contury and thi ScerOfic communsty
CONtinss working to deccdi the myRerss of cur brang.

Today, & leawt ong in thewe Ewropaans 1a0e in Dhir
lifatime 3 brain dsease - menl or eurciogical dke
- often without 3 full understanding of the diseass,
SEAUTANT OF CLrP - WhAN TRSE Qist. I COmEansan
0 othér non-communicable dseases, brain disorders
com St in 1anms of thisr IMEICT in terms of quality
of life, desabibty 3nd éven martabty.

The value of innovation and the

need to act now

& & eimated that brain dsorders account for up to
45% of total healthcare expendiures and this share
grovs with the ageing populiton. The Consequances
also exmand well Dayond the haalthian system: tha
Pigh com of echnclogical progress, loss of haalthy life
yoars and qualicy of life, tha burden on health and

SOCial wallare SyStems, implcations for labdur markats
with prolorgad impairmant, great dependancy and
significantly reduced producthity. Despite the need 1o
curt this singtion twough novel treatmants and
tharagias, the pace of INNOVaton in the Brain space,
comgared to other diseace areas, is hindered by
multiple factors, starting with the complaxity of the
brain iesedr.

Innovation in the brain space it orudial Despite
SMINCES IN DISIC ARUIDHENCE, our understanding of
U Erain's function and the machansms Behind bran
disorders remaing limited. Failure rates in dng
COAECRMENT a0 NENT iN MEUrOECHENCE Than in oiher
anuas and new traatments often taks longer 1o reach
T Markat Than in oy SSa3e aad 3nd wa 3re sl
Srving B find Cures of Iruly eMective Traatment for
most

Take thw esamgle of demenca: up to /3 of al
Alzheimar's Caes could be praverced with specialised
cognitive training and ifesnyle interventions ™ if this
happens befora the disdase oraet. Delaying the
avorage disease onset Dy ONe W could maan
reducing the number of projeciad workdwide caes by
9 million by 2050 =,

Engaged dociEon-maknrs wiling 1o prontise T ban
at the By and natenad levels are reeded 1o take ferther
SIRpS in CrRAtNG an Nnovation-friandly environment
and SURENING SCRntific braakrroughe in the field of
brain disorders.

New challenges for the future
Urgracodented tochnology nnovation 3nd madical
ProCesses e fapidly revolutionising our day-1o-day
liwas. The scanario of the beain seems dramatic, but
PRW DITSPOCTIS 0 Opaning for the future, espacially
tharks 1o invovation. The COVID-19 pandemic Brought
imenange crange to tha brain community, severcly
impacting brain haaith, with major drect and indireda
raurological and mental CONSEqUENces, ranging from
INreaGes in anious and deprestive dsordars as a
rasuk of sodal isolatkon to the Neunorophic affect of
the virus on the brain ™. Howavar, it has akko xted 6
3 camalyst for INNOwation, SPUITing an noaass in brain.
and haaith-relited solutions fast-tracked by the noed
for S0hBONS DTN Auing 1he Mrd Mond's of the
pandemic %, exploiting fertile ground and new
S0hAi0nS that Nad never Boen thiad befors. AMong
thess, teleMeICine cartardy had a major thare of the
market due to necessky a5 lockdowrs were
imglemanted worldwide, but the new companies
continuad 10 evoh in understanding and Langeting
further unmes Meeds.

Thase iNNCVtIoNs Prove That MEACTENESS 0 30 issue
and finding solutiore 10 3 problem an possitie. We
must lean from this successhd acceleration in
innovation and push for this “emergency nnowation”

o lva past e pandemic and bacoma only the
Baginning of 3 IONE-Lerm iNWSIMEnt and priorEE3ton
Gf Frouaton N resardn

Exparts pradkct that this markot could quintuple in the
naxt five paars, however, j0int action is reeded. More
imvestmant i needed at the EU level and & is arudial to
ensure that collaboration at the European and global
loval enhances Brain résaarch in a maaningful way for
e Darsifit of Patients and with thésr VOl mant.

Investing in brain research

Wa Nead 10 05N MnOvanon, BEHNE CONSO0US That in
B3 resand, NNovaton hat to be concadered 35 3
broad and indlus e concept,” said Praf Monica Dy Luca,
Presidant of thi Eurcpaan Brain Coundil, 3t th recant
Bain Innowvation Days, which brought together
policymakers, resoarchers, slam-ups, patients and
imtors. Collaboraton and ergagemant within s
brain community are naeded 1o Create an enabling
environment to foster investment in innovation in
Bran deofdefs Ind propote COnoild Iwnues 1o
remove existing barrers. Investing in brain ressarch,
avoiding fragmantaton and increased collabortion
amang stakeholsers re tha only solutions inthe path
1o improving the lhes of the estimated 179 million
peoplks Iving with bain diseases in Europe.

Frédéric

Exeosntve Drecior

European Bran Counci

Tel: +32 {02 5327 57
nhgbrancourciles
wewenbrancunci s

hetpr/ wittee com/EU_Brain

https://www.openaccessgovernment.org/brain-research-in-europe/ 124261/
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OPEN ACCESS GOVERNMENT

Following on the Open Access Government article calling for the prioritisation
of brain research in Europe, an article by European Brain Research Area (EBRA)
Coordinator and EBC Past President, Prof. Monica Di Luca, was published in April
2022 examining the current state of brain research in Europe and analysing the past
and looking towards the future.The publication expanded on the outcomes of the
EBRA European Research Analysis and Mapping Report, which provided a concrete
examination and data of all brain-related research funded by the European Union
over the last decade. Using this analysis of the past and present, the article was able
fo provide recommendations and calls o action for the current and future state of
brain research in Europe.

NEURODEGENERATIVE DISEASES NEURODEGENERATIVE DISEASES

Mapping European brain research:

56

The past, present and future

Professor Monica Di Luca, Past President of the Eurapean Brain Council outlines the past,

present and vital future of European brain research

More than one out of two Europeans currently live with
a brain disorder, neurological and mental alike."™
Despite enormous effort frem the scientific and clinical
community over the last decades, the challenges in the
brain space remain tremendous, spurred by this high
prevalence of and increasing disease burden.

The current state of the brain

A recently published European Research Inventory and
Mapping Report showed brain research activities
funded at the European level over the last decades,
examining the past and current state of brain research
in Europe. The statistics demonstrate that annual
fundings in Europe can reach significant levels to
support highly competitive research projects - reaching
€550 million in 2014-2018 - as the challenges posed
by brain disorders remain high, continued funding of
research consortia is key for a lasting impact on
collaberation and innovation in the European and
global brain research area. It evidences thal continuous
support is still needed in all areas of brain research in
the EU, particularly to support initiatives that reduce
fragmentation and increase collaboration. Attention
should be given to the importance of animal models,
increasing public patient engagement and encouraging
and enabling data sharing.®

Tackling the challenges

and addressing gaps

To address the importance of brain health and brain
research, the European Union has taken some
impertant steps te boost brain research initiatives with
partners around the world, including the EU Joint
Programme on Neurodegenerative Diseases (JPND),
the Network of European Funding for Neuroscience
Research (ERA-NET NEURON), Human Brain Project
(HBP) and the European Brain Research Area (EBRA),

which brings the aforementioned three together, led
by the European Brain Council.

It has become clear to the research community that
only through close collaboration and cooperation can
any progress be made in understanding the brain,
using research funding to its full potential on excellent
research and ing the need for pri

and increased support at the European and global level
- a vital (and currently lacking) requirement. Gaps in
existing brain research should be identified and
priorities for the future should be set. Efficiency in
funding needs improvement - budgets should be
allocated in such a way that allows brain researchers
to deliver high-quality research. To address this, the
involvement of all relevant stakeholders in the brain
area is required, spanning beyond researchers, to
related clinicians, industry regulators, policymakers
and, particularly, people living with brain disorders
themselves.

This is not an easy endeavour. Many key stakeholders
face challenges or impose barriers. Industry continues
to leave neuroscience research at an alarming rate due
to slowing success draining budgets; global funding
programmes need (o be developed to incentivise
industry and biotech back to the brain. Regulatory
bodies pese many administrative and legislative
hurdles that slow down discoveries and breakthroughs
in the field. Connections within the community need
strengthening:

*+ Scientists need to be trained on how to approach and
talk to industry and investors.

Engagement between brain researchers and regulators
should be facilitated to benefit and streamline
breakthroughs.

The development of a clear scientific discovery-to
market pathway will accelerate the regulatory process.
Such engagement will also allow the development of
new methodologies through which evidence can be
collected, validated, and integrated into regulatory and

Towards a European brain health
partnership

With many of the brain-related flagship projects ending
in 2023 - including JPND, NEURON and the Human
Brain Project - the need for continued prioritisation of

reimbursement processes. This will allow
to reach the patients and citizens who need them at a
much faster rate.

A common goal and shared agenda

for brain research

Through EBRA, advancements have been made in
developing a share strategic research and innovation
agenda - the Shared European Brain Research Agenda
(SEBRA)- currently discussed among key players in
the brain space, the with the aim to provide
recommendations on future areas for excellent,
innovative, and translational research.

P Jed, ¢ i isclear.Asa
previous proposal by France to create such a
partnership did not receive sufficient support, the
challenge of getting Member States and national
funding councils to commit to long-term partnerships
remains. Unification in the brain space is now more
important than ever and a coordinated partnership is
the only answer to avoid fragmentation in the field and
move forward together.

A European Brain Health Partnership is now
fi to improve al and synergi

across Eurcpean initiatives to intensify scientific

"It has become clear to the research community that
only through close collaboration and cooperation can
any progress be made in understanding the brain,
using research funding to its full potential on excellent
research and demonstrating the need for prioritisation
and increased support at the European and global level
- avital (and currently lacking) requirement”

The brain research community demonstrates a clear
need: the European Commission must come forward
with a clear plan to tackle brain health in a
collaborative, integrated and forward-looking manner
in Europe and to further suppert Member States and
associated countries in their efforts to combat the
impact of brain disorders. Additionally, Member States
and associated countries would benefit from the
implementation and creation of brain research
programmes addressing brain health in a systematic
and comprehensive manner.

As the Horizon Europe framework programme is fully
underway, the momentum can only be accelerated
through an ambitious partnership on brain health in
Europe to develop a commen goal to prioritise and
ensure brain research is recognised as essential
for maximum impact and benefit of research
breakthroughs on society.

identify gaps in knowledge, improve
data sharing, facilitate access to infrastructure and
meve towards a future where citizens and society
will benefit most from the breakthroughs in brain
research.

tAwwwhezltdatz og

Professor Monica Di Luca

Project Coordinator, European Brain Research Area
Immediate Past President, European Brain Council
Tel: +322 513 27 57

ebra@braincouncileu

wvnv.ebra.eu

wuavbraincouncileu

https://edition.pagesuite-professional.co.uk/html5/reader/production/default.aspx?pub-
name=&edid=f2355726-b86d-4a5b-879e-c528c1881551&pnum=126
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FORTUNE ITALIA

In May 2022, EBC Executive Director, Frédéric Destrelbbecq, was interviewed for an
article in Fortune ltalia - Health, highlighting the advocacy work that EBC does for the
brain space af the European level since its establishment 20 years ago. (published in

ltalian)
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Ricerca e neuroscienze:
¢ il momento di politiche
europee

By Eduardo Pisani
Maggio 16, 2022

httos://www.fortuneita.com/2022/05/16/
ricerca-e-neuroscienze-e-i-momento-di-

politiche-europee/
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OPEN ACCESS GOVERNMENT

EBC and the European Brain Research Area project were again featured in Open
Access Government in their July 2022 edition, focused on improving the lives of
people with brain disorders and exploring the future of excellence in European brain
research, franslating research info reality, tackling the burden and quest to under-
stand the brain through collaboration in the field and continuing and strengthening
the efforts to have the brain recognised as a priority at the European level.

NEURODEGENERATIVE DISEASES NEURODEGENERATIVE DISEASES

a brain research project. Building networks and

Improving the lives of people

58

with brain disorders

European Brain Council outlines the priorities for the future when it comes to improving the lives of

people with brain disorders

More than half of the European population currently
are people with brain disorders, which translates inte
an increasingly worrying burden on society. In 2019,
neurological and mental disorders together accounted
for more than 16 million disability-adjusted life years
(DALYs). Stroke accounts for more than one million
deaths while dt ia (most c ly imer’s
disease) and Parkinson’s disease complete the top
three causes of death due to neurclogical disorders in
Europe.

In addition, one out of 10 Eurcpeans live with an
anxiety or depressive disorder and almost 85,000
Europeans die annually due to substance abuse, Such
a high disease burden showcases the Immensity of the
problem, and It makes clear that braln health and brain
research need to be promoted and recognised as a
priority by European society.

A future of excellence in European brain
research

persons with brain disorders) has developed the
Shared European Brain Research Agenda (SEBRA)

Consensus was reached that only by advancing the
understanding of the healthy and the diseased brain -
as well as the interaction between the brain and its
environment - we will provide proper improvement in
the lives of those living with brain disorders and
prevent others from being similarly affected in the
future. Brain research nowadays must touch upon
fields beyond its own biological background and
beyond fundamental and translational brain research.
Connections should be established with experimental,
computational/artificial intelligence and theoretical
approaches, as well as with disciplines lke psychology,
soclology. education, and philosophy. This
interdisciplinary approach allows neuroscience to be
linked to empirical and phenomenological sciences,
ultimately transforming brain research towards a more
holistic approach.

The European Unlon (EU) has already L
some Important steps to boost braln research
initiatives with partners around the world, including
the EU-funded project “the European Brain Research
Area (EBRAY" (2018-2022), led by the European Brain
Council and in partnership with the EU Joint
Programme on Neurodegenerative Diseases (JPND),
the Netweork of European Funding for Neurosclence
Research (ERA-NET NEURON) and the Human Brain
Project (HBP). One of the priorities of the EBRA project
Is to provide recommendations on future areas for
excellent, innovative, and translational research in the
brain space. To identify the gaps in currently existing
brain research and set the priorities for the future,
EBRA, working with experts in the brain space
(neurosclentists, neurologists, psychlatrists, and

h into reality

To understand and cure the diseased braln, we need
to improve the capacity to translate ground-breaking
discoveries in basic neuroscience to clinical settings.
Furthermore, a better and complete understanding of
disease mechanisms is crucial. The creation of
translational awareness should be encouraged: basic
and clinical researchers need to work and Interact
together to bring about results In potentlal clinical
applications. We need to gain better insight into the
development, and progression of brain diseases,
improve the prediction of brain disorders, identify
appropriate treatments, understand the impact of
neurcrehabilitation, and uncover protective and
preventive factors (including genetic, epigenetic,
environmental, and soclal factors for brain disorders),

Professor Monica Di Luca

as well as compensation mechanisms. To address
these disease priorities, investments are particularly
fundamental in the field of personalised and precision
medicine, particularly in the brain space.

To ensure that these priorities can be addressed, the
conditions for carrying out brain research need to
improve. Smart data sharing should be encouraged -
there Is a wealth of existing data in brain research. This
huge amount of data should be exploited to ensure
relevant use, intelligent interpretation and smart
application. The sharing of existing datasets and new
pre-clinical and clinical data must be prioritised and
accessible in open access mode. Within  this
perspective, common data rules need to be created for
the use of complex human and patient data across the
Member States in Europe, as well as for data sharing
with industry, small and medium enterprises (SMEs)
and between different EU and non-EU countries.

p g lives g in
research
Tackling the challenge posed by the complexity of brain
physiology and brain disorders is possible enly through
close collaboration and cooperation within the
community and related actors. The Involvement of all
relevant stakeholders In the brain area Is required,
including basic, translational, and clinical scientists,
neurologists, neurosurgeons, psychiatrists, industry,
regulators, funders, and policymakers. The role of
people with brain disorders, their families and citizens
cannot be underestimated here and is of utter
importance. Their experiences, needs, views and
quallty of life should be considered during all steps of

matchmaking with key experts in the field (e.g., the
Brain Innovation Days, organised by the European
Brain Councll) should be a priority for all the
stakehalders, including policymakers. This will reduce
fragmentation in the brain space, contribute to a better
understanding of the brain, and encourage the
development of a clear scientific discovery-to-market
pathway which will eventually improve the lives of
persons with brain disorders, their families and saciety
asawhole.

Prioritising the brain in Europe
The brain research community demonstrates a clear
need: the European Commission must come forward
with a clear plan to tackle brain health in a
[ ive, i and fe d-looking manner
In Europe and further support the Member States and
associated countries in their efforts to combat the
impact of brain disorders. Additionally, the Member
States and associated countries would benefit from
the implementaticn and creation of brain research
g brain health ically

and comprehensively,

Professor Monica Di Luca
Project Coordinator, European Brain Research Area
Immediate Past President, Furopean Brain Council

Dr Kristien Aarts

Project Manager, Furopean Brain Council

Dr Elke De Witte

Head of Project Development, European Brain Council

Frédéric Destrebecq
Executive Director, European Brain Council

ebra@braincouncil.eu
wwwebraeu
wwwbraincouncileu
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ECONOMIST IMPACT

In October 2022, EBC was part of the a publication in Economist Impact focused
on The value of action: mitigating the global impact of neurological disorders,
which examined the global burden of neurological conditions and called for the
need for urgent action to drive prevention, improve care effectiveness and lever-
age policymaking and funding fo reach achievable advances in outcomes.
The paper covered the need for economic prioritisation (looking also at the differ-
ence between impact in low- and middle-income countries as well as wealthier
regions) and fargeted policies. The paper built a detailed economic picture span-
ning fen disorders, finding that 50% the total cost of neurological disorders is due fo
these indirect costs.

ECONOMIST
IMPACT

The value of action

Mitigating the global impact
of neurological disorders

Findings report

r\;\\ f‘:&a ’X %\ ’N) {n’v

https://impact.economist.com/perspectives/perspectives/health/mitigating-global-impact-neu-
rological-disorders
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EBC Members & Partners
| FullMembers

The European Federation of Neurological Associations
ST (EFNA) brings together European umbrella organisations
E F N A neurological patient advocacy groups, to work with other
associations in the field of neurology and advocate for
better quality of life for people in Europe living with a
neurological disorder.

© www.efna.net ¥ @EUneurology

‘\\{\w * 3dg, GAMIAN-Europe represents a coalition of patient
f‘. “ organisations, placing the patient at the centre of all
= ® J fé issues of the EU healthcare debate. The organisation
= = aims to bring together and support the development
and policy influencing capacity of local, regional
and national organisations active in the field of mental
health.

© www.gamian.eu ¥ @GamianE

The European Academy of Neurology (EAN) is a non-
profit organisation that unites and supports neurolo-
gists across the whole of Europe. EAN is a society of
national neurological societies and at the same fime
((ﬁ\) eqn a society of individual members. The purpose of EAN
eropsan academy of neurclogy is to promote “Excellence in Neurology in Europe”.
Currently, 45 European national neurological societies
as well as 800 individuals are registered members of
the EAN. Thus, the EAN represents more than 20,000
European neurologists.

© www.ean.org ¥ @EANeurology


http://www.gamian.eu
http://www.ean.org
http://www.efna.net
http://www.gamian.eu
http://www.ean.org
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* FULL MEMBERS

N

THE EUROPEAN ASSOCIATION
OF NEUROSURGICAL SOCIETIES

. Neuroscience applied I

WEPA
LA 4

EUROPEAN PSYCHIATRIC ASSOCIATION

EUROPEAN
PAEDIATRIC
NEUROLOGY
SOCIETY

The European Association of Neurosurgical Societies
(EANS) is an independent, supranational association
of national European neurosurgical societies and indi-
vidual members. The EANS network has 40 National
Member Societies from the European regions, as well
as over 2000 Individual Members around the globe.
The society’'s main aim is to enable its members to
enhance the care they deliver to their patients by faci-
litating the exchange of scientific information at the
highest level.

© www.eans.org ¥ @EANSonline50

The European College of Neuropharmacology was
established at the instigation of European scientists
to encourage research and facilitate exchange in the
convergent disciplines of neuropsychopharmacology.
ECNP is committed to ensuring that advances in
the understanding of brain function and human
behaviour are tfranslated into betfter freatments and
enhanced public health.

© www.ecnp.eu ¥ @ECNPtweets

EPA, the European Psychiatric Association, deals with
psychiatry and its related disciplines with a focus on
the improvement of care for the mentally ill as well
as on the development of professional excellence.
Representing over 78,000 European psychiatrists, EPA
is the main association representing psychiatry in
Europe.

© www.europsy.net ¥ @Euro_Psychiatry

The European Paediatric Neurology Society (EPNS)
is a society for physicians with a research or clinical
inferest in Paediatric Neurology. With more than
1,500 members, the EPNS is a thriving and growing
society which continues to play an important role in
and beyond Europe by promoting training, clinical
care and scientific research in the field of Paediatric
Neurology.

© www.epns.info W @EPNSnews


http://www.eans.org
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* FULL MEMBERS

Federation of
European
Neuroscience
Societies

FENS

INTERNATIONAL BRAIN

IBR®

RESEARCH ORGANIZATION

FENS, the Federation of European Neuroscience
Societies, is the main voice of European neuroscience,
representing close fo 23,000 European neuroscien-
fists from over 30 European countries. FENS promotes
excellence in neuroscience research and neuros-
cience research to policy-makers, funding bodies
and the general public, both regionally and inter-
nationally, and facilitates the exchange between
neuroscientists within the European Research Area
and beyond.

© www.fens.org ¥ @FENSorg

The Pan European Regional Committee (PERC)
of the International Brain Research Organization
(IBRO) is a global organization resulting from the
union of neuroscience organizations with the aim
tfo promote and support neuroscience training and
collaborative research around the world. The IBRO-
PERC is a Pan European Regional Committee supporting
the IBRO mission and helping to plan and implement
IBRO activities in Europe. In the last few years, IBRO-
PERC has established collaborations with European
organizations to promote neuroscience in Europe at all
levels, including the training of the next generation of
European neuroscientists as well as stimulation of using
scientific knowledge to develop and improve freatments
of disease.

© www.ibro.org ¥ @IBROorg
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The European Federation of Associations of Families
of People with Mental lliness (EUFAMI) has an ongoing
commitment to improve care and welfare for people
affected by mental illiness. EUFAMI has a number of
programmes supporting people affected by severe
mental illness and the organisations representing
them across Europe.

© www.eufami.org ¥ @EUFAMI

The European Chapter is one out of five chapters of the
International Federation of Clinical Neurophysiology.
It encompasses at present 35 European and African
member societies.The Chapter is represented by an
Executive Board and the delegates of each Member
Society.

© www.ifcn.info ¥ @IntFedCNP

The European Stroke Organisation (ESO) is a pan-
European society of stroke researchers and physicians,
national and regional stroke societies and lay organi-
sations that was founded in December 2007. Their aim
is to reduce the incidence and impact of stroke by
changing the ways that stroke is viewed and treated.

© www.eso-stroke.org W @ESOstroke

The European Sleep Research Society (ESRS) is an
international scientific non-profit organisation that
promotes research on sleep and related areas, to
improve the care for patients with sleep disorders and
fo facilitate the dissemination of information regarding
sleep research and sleep medicine.

© www.esrs.eu ¥ @ESRS_Sleep
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* NATIONAL BRAIN COUNCILS
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National Brain Councils

8" Academy of National Brain Councils

The 8™ Academy of National Brain Councils was held on 10th May 2022 in Brussels,
Belgium, hosted at the Representation of the Free State of Bavaria to the European
Union.

This year's Academy hosted the launch of the German Brain Plan, led by the German
Brain Council, including a presentation on how the plan was formed and plans for its
implementation. Furthermore, updates and sharing of good practices in developing
National Brain Plans were presented by the Norwegian, German, Belgian, Dutch and
Polish Brain Councils.

The meeting took place from 10:00-16:00, including both closed and public pro-
grammes, also including presentations on the future plans of the European Commission
for brain disorders: the EU "HealthierTogether’Initiative and the presentation of EBC's
Strategy and National Brain Plans to decision-makers.
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European Federation of Neurological Associations (EFNA)

LR The European Federation of Neurological Associations (EFNA)

By EFNA is an umbrella group representing 20 pan-European neurology
patient groups.In 2022 we celebrated 21 years of empowering
and integrating the neurology patient voice in Europe.

EFNA embraces the concept of Partnership for Progress - working at a high level
with relevant stakeholders across policy, medicine, science/research, industry,
patient partners and other key opinion leaders.

The brain health momentum across Europe and indeed the globe provides an op-
portunity to address many public health issues and to encourage research for both
neurology and mental health. For this reason, EFNA organised two events on the
fopic.

On May 12™, a webinar on 'Patient involvement in Brain Health: Safeguarding the
future of Brain Health for patients’ was held, jointly organised with Alzheimer Europe
and the Global Alliance of Mental lliness Advocacy Networks(GAMIAN)-Europe.
The meeting portrayed to all brain health stakeholders why engaging patients in
the discussion on brain health is crucial.

In December, EFNA brought together members, partners and other key stakeholders
for a roundtable discussion on ‘Brain Health for Neurology: Opportunities and Risks'.
The event featured presentations from the European Academy of Neurology (EAN),
Prof. Mayowa Owolabi (OneNeurology), Tadeusz Hawrot (EFNA) and a statement
from MEP Katerina Konecnd, followed by open discussion.

EFNA conducted a survey on ‘Assessing diagnosis and care pathways of people
living with neurological disorders in Europe’fo identify, report and begin to address
the varied challenges facing all affected by neurological conditions, either as pao-
tients or caregivers, from diagnosis to care pathway.

The key finding of the survey was that only 1 in 5 living with a neurological condition
have access to affordable therapeutic interventions that satisfactorily manage their
condition.

Results also suggest nuances to gender equity in neurology, most notably that
females are less encouraged to visit a doctor, while being more aware of their
symptoms and more engaged in research. EFNA looked more deeply into these
gender differences during a webinar in early October, 'Addressing Gender Equity
in Neurological Care’.
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The topic was also addressed during November's meeting of the MEP Interest Group
on Brain Mind and Pain, held under the patronage of the Czech Presidency of the
Council of the EU, entitled 'Addressing Gender related issues and bias in the Preven-
tion and Treatment of Neurological Conditions’. The event’s main objective was to
discuss how the Interest Group can advance meaningful policies and interventions
to address the drivers of gender health inequity.

In 2022, EFNA continued in its role as secretariat of the OneNeurology partnership,
of which it is a co-founder.

In May, the partnership celebrated a major milestone for all those affected by
neurological disorders, with the adoption of the Intersectoral Global Action Plan on
Epilepsy and Other Neurological Disorders at the 75™ World Health Assembly. EFNA
fully endorses its aims, supports its implementation in Europe, and celebrates the
positive impact it should have for those living with neurological disorders, their carers,
the medical professionals who support them, and those researching scientific break-
throughs in prevention, diagnosis and treatment.

EFNA President Joke Jaarsma with MEP Sirpa
Pietikdinen at the MEP Interest Group on Brain,
Mind and Pain meeting, November 2022.

The EFNA team meets with the WHO Brain
Health Unit, May 2022

efna.net

twitter.com/EUneurology

facebook.com/European-Federation-of-Neurological-Associtions-173781099807815/

instagram.com/euneurology/

linkedin.com/company/11281270/
youtube.com/channel/UCY3r6AoeWnCUZNOMWIFgwGg
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GAMIAN-Europe
\Ma . 5d0 GAMIAN-Europe has been involved in many different projects
: 7, and activities throughout 2022. As well as our own projects
& “ z we have also been involved in several EU projects as well as
= f—; being asked to attend different events related to mental health
- el = throughout the year. We are developing a peer support net-
&‘ work website o bring fogether all the different ways of setffing
Yign E“@Q‘” up, running and managing peer support groups. #Breaking-

SuicideStigma was a successful awareness campaign focused
on suicide prevention in young men. It involved workshops carried out with young
men and culminated in the creation of a suicide prevention toolkit for young men
and a testimony video. We held our inaugural mental health art contest called
My HeArt: Exploring Mental Health through Visual Art in which more than 50 people
living with different mental health condifions submitted their artworks with their ex-
planations of what it meant to them and how art affects their lives. The competition
was capped off by a webinar where a panel discussion around mental health and
art was undertaken. In May we released a COVID-19 Survey Report that was a
survey aimed at assessing whether mental health needs were being met by services.
On the topic of comorbidities, we created two ongoing projects looking at the co-
morbidities of cancer and depression and migraine and mental health in women.
Different surveys and workshops were run for both with reports due in early 2023.

Concerning Horizon 2020 EU Research Projects, GAMIAN-Europe was involved in 5
different projects that took place or continued in 2022. IT4Anxiety is a project based
on supporfing innovative strategies and solutions through start-ups that reduce
patients’ anxiety. EBRA is a project that looks to reduce the fragmentation and du-
plication of research efforts via enhanced coordination. PSY-PGX is the first initiative
that involves a non-industry-sponsored clinical trial around the benefits of pharma-
cogenetics for psychiatric patients. Psych-strata aims to combine data collection
through different sources and through an evidence-based approach to identify
patients at risk of treatment resistance. REALMENT |looks to optimise the treatment
of mental health conditions through precision medicine involving Al and machine
learning to develop prediction and stratification tools.

Finally, GAMIAN-Europe was involved in different advocacy work throughout 2022.
We aftended various EU-level meetings related to mental health such as the Resilient
Mental Health event organised by the Czech Presidency where our President Péter
Keri wass invited to speak in the panel discussion along with other speakers. We also
organised a hybrid MEP Alliance for Mental Health (for which GAMIAN-Europe runs
the secretariat) meeting in the European Parliament with several MEPs from the
alliance as well as other speakers from the Commission and other relevant NGOs.
The meeting was used as an opportunity to discuss the upcoming EU initiative for
mental health and how patients must be at the heart of this.

gamian.eu
twitter.com/GAMIAN Europe

facebook.com/GAMIANadvocacyNetworksEurope

B¢ O

instagram.com/gamian_europe/
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European Academy of Neurology (EAN)

As always, the centrepiece of the year for the European Academy of Neurology
(EAN) was the annual congress, this fime held as a hybrid event on June 25-28 in
Vienna, Austria and online. The overarching theme for the 8™ Congress of the Euro-
pean Academy of Neurology was ‘Getting evidence into practice” which was built
info numerous sessions throughout the programme. Key questions surrounding issues
of transferring clinical evidence into practical settings, covering topics such as clinical
trial design, diagnostic testing, and guideline implementation, were addressed by
leading specialists in numerous workshops and symposia. More than 8,000 people
from around the world took part in the congress, 5,300 of whom were onsite in Vienna.
In the second half of 2022, focus switched to preparations for EAN 2023, which will
be held in Budapest, Hungary, on July 1-4.

In ferms of scientific activity, the EAN made some significant strides in 2022.The largest
scientific project was development of the EAN Strategic Research Agenda. Following
a survey of EAN Scientific Panel members and a scientific study of the responses,
preliminary results were presented at the EBRA Final Conference in October.This project
will be one of the EAN’s major focuses during 2023. Guidelines were also a key area
of progress, including the launch of both a new guideline protocol femplate and a
new guideline prioritisation procedure. In addition, the first EAN Science School was
held in April and two new Coordinating Panels (Diversity, Equity and Inclusion in Neu-
rology and Neuroscience/Translafional Neurology) were established.

The EAN increased its strong commitment to supporting the neurology community
through education in 2022, launching the new EAN elLearning platform eanCampus,
and the podcast eanCast: Weekly Neurology. With eanCampus offering learning
opportunities for all levels of expertise and eanCast providing a regular forum for
review, discussion, and debate via a totally new medium for the EAN, the spectrum
of resources offered by the academy has undergone a great expansion. In addition,
the first mentfors and mentees matched by the EAN Mentorship Programme began
journeys together; the first EAN Student Teaser Fellowships took place; and there was
a welcome return to in-person events throughout the range of EAN educational
events.



https://www.ean.org/congress2023
https://www.eanpages.org/2022/10/11/ean-strategic-research-agenda-aims-to-set-new-priorities-in-european-neurological-research/
https://www.eanpages.org/2022/09/16/new-ean-guideline-protocol-template-the-basis-of-a-good-guideline/
https://www.eanpages.org/2022/11/21/increasing-transparency-publication-of-the-development-and-launch-process-for-the-ean-guideline-prioritisation-procedure/
https://www.eanpages.org/2022/04/01/first-ean-science-school-proves-a-hit-in-salzburg/
https://www.ean.org/home/organisation/scientific-coordinating-panels/coordinating-panel-on-diversity-equity-and-inclusion-in-neurology
https://www.ean.org/home/organisation/scientific-coordinating-panels/coordinating-panel-on-diversity-equity-and-inclusion-in-neurology
https://www.ean.org/home/organisation/scientific-coordinating-panels/coordinating-panel-on-neuroscience/-translational-neurology
https://eancampus.ean.org/login/index.php
https://www.ean.org/eancast
https://www.ean.org/learn/mentorship-programme
https://www.eanpages.org/?s=student+teaser+report

EBC « ANNUAL REPORT 2022 -

Advocacy activity increased in 2022, with EAN putting on two key events. First was
the European Brain Health Summit, held on 31 May, in connection with the launch
of the new EAN Brain Health Strategy. The summit featured a full-day programme of
talks and discussions from leading experts on brain health and its status and future
in Europe, watched by 3,000 participants via livestream. Second was an event on
the Future of Brain Health at the European Parliament, on clinically informed and
patient-centred brain research, which aimed to outline the main priorities and gaps
within neurology in the EU and highlight the importance and need for research.
Both events were extremely productive and well received, and the EAN Board is
eager to continue working with all partners to bring brain health to the forefront of
policy decisions.
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The European Association of Neurosurgical Societies (EANS)

The European Association of Neurosurgical Societies (EANS) is an independent,
supranational association of national European neurosurgical societies and individual
members. The EANS network has 40 National Member Societies from the European
regions, as well as over 2500 Individual Members around the globe. The society’s
main aim is fo enable its members to enhance the care they deliver to their patients
by facilitating the exchange of scientific information at the highest level.

Following two pandemic years, 2022 signaled the return to normality. In 2022 the EANS
educational portfolio grew larger and more diverse, as more educational events
were organised than ever, while touching a range of new fopics that were tfaught
by elite scientists of European Neurosurgery. The EANS Training Courses & Exams,
the Hands-on Courses, the Accredited Events, and the Webinars consist the back-
bone of the Society's educational portfolio, while the annual EANS Congress remains
the highlight of the EANS activities.

The EANS 2022 Belgrade Congress will remain in the EANS history as a legacy event.
The programmeincluded 11 plenary and 13 parallel sessions, 20 masterclasses,and 10
pre-congress symposia.The EANS family welcomed 1400 delegates from 83 countries,
42 exhibitors, 423 faculty speakers and oral abstract presenters and 658 e-Poster pre-
senters who delivered lectures of outstanding quality and inferest. Having set extremely
high standards affer a spectacular Congress in Belgrade, the EANS2023 Congress will
take place from 24 to 28 September in Barcelona.

DN EANS2022 :
r/ Belgrade . October 16 - 20

Neurosurgery beyond technology.
eanscongress.org
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A few months ago, Brain & Spine, the official journal of EANS and EUROSPINE celebrated
its one-year birthday. What began as an exciting project has evolved info a fruly rev-
olutionary endeavor, aiming to make a huge impact in the neurosurgical and spine
community. The Journal was recently indexed in PubMed, and therefore all articles
published in Brain and Spine are now automatically uploaded to the journal's website
and to the PMC database.

This year at the EANS 2022 Congress
in Belgrade, the EANS Foundation
for Research in Neurological Surgery \

was officially introduced to the global EA NS
neurosurgical community. This new

foundation has the strict goal to
provide a legally viable and trans-
parent way for potential donators
to support research activities in any

neurosurgical domain, to support specific educational activities, and fo fund initia-
tives for the improvement of care in a pre-defined context.

Foundation

At the Congress, the Young Neurosurgeons Network was also launched. A community
where people from all levels of training, ranging from medical students and up to
board-certified neurosurgeons, can have their base for sharing ideas, questions,
experiences, and ultimately - their common passion for Neurosurgery.

All projects that lie under the EANS umbrella are worked with a common goal -
Better Education, better Training, better European Neurosurgery.

The European Association of Neurosurgical Societies is excited about what is next
and invites those interested to become part of the EANS family.

eans.org
facebook.com/EANSonline

instagram.com/eansonline

twitter.com/eansonline50

linkedin.com/company/eans

youtube.com/user/EANSonline

flickr.com/photos/136732519@N06/albums

BO0B<«@3O
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European College of Neuropsychopharmacology (ECNP)

To execute its mission to support European applied and translational neurosci-
ence, the European College of Neuropsychopharmacology (ECNP) performs @
number of activities annually, focusing especially on stimulating research, spon-
soring education and raising awareness. The College’s more than 50 meetings
every year - across all aspects of scientific exchange, education, and regulatory
dialogue - bring together some 6,000 neuroscientists, psychiatrists, neurologists,
psychologists and neurobiologists and train more than 400 early career scientists.

Education

In 2022, amongst the suite of educational meetings delivered, covering preclinical
and translational education, methods fraining and clinical insftruction, were the
ECNP Seminar Virtual (12-13 May) for eastern European clinicians, the ECNP Work-
shop for early career translational neuroscientists (17-20 March), the ECNP School
of Child and Adolescent Neuropsychopharmacology (27 March-1 April), and the
ECNP Workshop on Clinical Research Methods (9-11 November).

Science

The 35™ ECNP Congress Hybrid was held in Vienna, Austria (15-18 October),
attracting over 5,000 participants (in-person and online).The fourth iteration of
the ECNP New Frontiers in Digital Health Meeting was held in Nice (20-21 March),
to map out the research horizons and regulatory implications of this critical area.
To complement the College’s journal European Neuropsychopharmacology
(IF 5.414), a new fully open access title, Neuroscience Applied, was launched,
focusing especially on novel research that applies mechanism-based neurosci-
entific approaches to brain disorders. The ECNP Networks programme of multi-
centre European research clusters grew to 22 Networks, bringing together several
hundred of Europe’s leading researchers in applied and translational neurosci-
ence.The ECNP Neuropsychopharmacology Award for research excellence was
awarded fo Marie Asberg, Sweden, the ECNP Citation Prize for the most-cited
research paper in European Neuropsychopharmacology fo Martin Madsen et al.,
and the ECNP Rising Star Award for up-and-coming early career researchers to
Liubov Kalinichenko, Germany, and Nils Opel, Germany. The Neuroscience-based
Nomenclature project to develop a new nomenclature for psychotropic medica-
tions grounded in the latest advances in brain science passed 100,000 downloads
of its landmark NbN app.
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ECNP team at the 35" ECNP Congress 2022 in Vienna.

Outreach

The ECNP Co-morbidity Study to quantify the coincidence of disorders of the brain
coincide with somatic illnesses was launched in collaboration with the London
School of Economics (LSE) and Medical University of Vienna (MUV). ECNP also
continued to provide communication, dissemination and outreach support for a
range of major European Union scientific research projects, including PRISM 2, AIMS-
2-TRIALS, conect4children, EBRA, SEROTONIN and BEYOND, REALMENT and PRIME.

ecnp.eu
facebook.com/myECNP

instagram.com/ecnp.eu/

twitter.com/ECNPtweets

Be«<@DO

linkedin.com/company/european-college-of-neuropsychopharmacology-ecnp-/
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European Psychiatric Association (EPA)

With active individual members in as many as 88 countries and 44 National Psychiatric
Association Members who represent more than 78,000 European psychiatrists,
the European Psychiatric Association (EPA) is the main association representing
psychiatry in Europe.

In 2022, the EPA made a concerted effort to support mental healthcare professionals
and patients in Ukraine, who faced extreme conditions because of the War. As soon
as the War started, the EPA issued statements to express its position and o outline the
activities undertaken to support Ukraine. The EPA developed the "Trauma Resource
Centre”, a webpage containing relevant publications and initiatives on frauma and
PTSD, and it organised three “"Help for Helpers” Webinars addressed to first-line help-
ers. The EPA also established a "Fund for Ukraine” and, thanks to the support of its
memibers and the Bavarian Parliament, it was able to purchase and deliver needed
medications and equipment to hospitals in Ukraine.

As part of its Advocacy activities, the EPA joined the European Medicines Agency
(EMA) Healthcare Professionals’ Working Party (HCPWP) in May 2022, and also con-
tributed to the discussions led by the World Health Organisation (WHO) in the frame
of the Pan-European Mental Health Coalition. Within its Ambassadors Programme,
the EPA launched the third Ambassadors Survey (following the surveys launched in
2020 and 2021), fo gather the experience and viewpoint of mental healthcare pro-
fessionals on trauma-related treatment and diagnosis.

For its return to Strasbourg, the EPA Summer School focused on the brand-new topic
"Focus on Suicidal Behaviours - One Step Beyond”. From 29 September to 2 October
2022, the EPA was pleased to welcome 21 brilliant young psychiatrists from across
Europe for an immersive three-day training programme featuring the expertfise of
Prof. Emilie Olié, Prof. Jorge Lopez-Castromdan and Prof. Carla Gramaglia. Organised
as a blended-learning event in combination with the EPA Online Course "Focus on
Suicidal Behaviours”, available on the EPA e-Learning platform, scholars were able
to engage in discussions on a variety of topics, including the management of suicidal
crises, therapeutic innovations, and prevention strategies.
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The EPA organised the 30™ European Congress of Psychiatry, which took place as
a virtual meeting from 4 to 7 June 2022. Delegates were able to parficipate, learn

and engage with experts and colleagues through a dedicated congress platform.

Despite the unpredictable times, the EPA community came together to share good
practices, as well as the latest developments in psychiatry. The event, guided by
the motto “Linking Clinical Practice and Research for Better Mental Health Care in
Europe”, welcomed more than 2,800 participants from more than 90 different coun-
tries.The EPA Congress 2022 was preceded by the EPA Policy Forum on 4 June, which
was focused on "Mental Health in Europe: Care, research and response in fimes of
crisis”.

For its 315 Congress, the EPA community will get together in Paris from 25 to 28 March.
The Congress' opening will be preceded by the 9" EPA Forum on “*Mental Health
in the context of challenging ecosystems” on 25 March. More information can be
found on the EPA and Congress websites.

[KPA2023 ¢

Paris, France e« 25-28 March 2023

EUROPEAN
PSYCHIATRIC

31‘5;t E UROPEAN ASSOCIATION
CONGRESS oF § g4 §
PSYCHIATRY

Social Cohesion,
a Common Goal
for Psychiatry

#EPA2023

Palais des congrés de Paris - Porte Maillot [ o EPA 2023 Congress

epa-congress.org @ o o o

europsy.net/

epa-congress.orqg/

twitter.com/euro psychiatry

www.facebook.com/europsy/

frlinkedin.com/company/european-psychiatric-association

@EDCOO

www.instagram.com/euro_psychiatry/
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European Paediatric Neurology Society (EPNS)

The European Paediatric Neurology Society (EPNS) is a society for physicians, health
professionals, scientists and students with a research or clinical interest in Child Neu-
rology.The core goal is to improve the lives of children and adolescents with neuro-
logical disorders.

First, the EPNS stands united in solidarity and expresses concern for the safety and
support of the children, their families who care for them and colleagues in Ukraine.

2022 started with a newly elected EPNS Board for a four-year term and Professor Kevin
Rostasy was appointed as the EPNS President.

With more than 600 new members joining, 2022 has been a busy time at the EPNS
including the official Society journal, European Journal of Paediatric Neurology
(EJPN), Impact Factor increasing to 3.692.

A new EPNS Advocacy and Collaboro-
tion committee formed in 2022 and is
already making a positive difference,
for example, by contributing to the
Global Action Plan on Epilepsy & Neu-
rological Disorders which was recently
approved at the World Health Assem-
bly. One focus of this committee is the
European Brain Council (EBC) which
gives the EPNS an opportunity o net-
work with the key players in the ‘orain
field’, collaborate in research and add
focus to childhood brain health. The EPNS congratulates Professor Sameer Zuberi who
was elected as an EBC board member in 2022, giving the EPNS more opportunity to
raise the voice of child neurology.

The EPNS Congress in Glasgow in
April 2022 welcomed more than 1,000 ‘E\“@/N“\g
in-person and approx. 600 via virtual cuRorEAN AEDIATRIC
20-24 JUNE 2023

EN EPNS 2023
A

!

participants. The event was success-
ful both in ferms of the exchange of T
clinical and scientific knowledge on ; 4
the latest developments in paediatric Senaue AND i

neurology and in reuniting healthcare Tocure N
professionals from across the world. '
The next EPNS Congress will take place
in Prague on 20-24 June 2023 with the
main theme “From genome and connectome to cure” and the EPNS looks forward
to welcoming delegates to participate in this forum to develop new collaborations

and exchange scientific ideas of the highest standard.
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The EPNS has undertaken many educational and training activities in 2022, includ-
ing the virtual events such as the webinars and the two March 2022 EPNS tfraining
courses on Acute Paediatric Neurological Diseases and Immune Mediated Diseases
& Infections. As the Covid-19 pandemic evolved the EPNS was once again able to
host in-person and hybrid educational events such as the special EPNS Masterclass
and the hybrid Caucasus Teaching Course.

With pleasure the EPNS continues to award EPNS Fellowships and EPNS Visiting
Teachers to selected EPNS members who benefit from these unique opportunities.
In 2022 the EPNS was pleased to roll-out the EPNS Training Guide and, following this
guide, in Prague in 2023 the first summative EPNS Exam will take place, which is a
great achievement for the EPNS.

The Young EPNS (YEPNS) is a motivated group bringing together younger EPNS mem-
bers to learn, collaborate and network who have made a significant contribution
to EPNS activities, for example contributing to a project to develop a library of EPNS
approved Guidelines in the field of Paediatric Neurology.

www.epns.info/

info@epns.info
@EPNSnhews

oung_epns
YEPNS

S@ <€«X o
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Federation of European Neuroscience Societies (FENS)

The Federation of European Neuroscience Societies (FENS) carried out its mission
this year in supporting the neuroscience community in several impactful ways.
We organised the largest neuroscience meeting in Europe, the 13™ FENS Forum 2022,
in collaboration with the Société des Neurosciences, which took place in Paris, France
on 9-13 July. The event welcomed 7,890 participants from 92 countries and hosted
more than 400 speakers, 22 plenary and special lectures, 56 scientific symposia, 22
satellite and networking events and 19 special interest events covering all aspects in
modern brain research. It also provided exclusive learning and networking opportu-
nities, as researchers from all around the world were able to meet, share knowledge
and celebrate excellence in neuroscience.

Addressing the importance of animal research

During Brain Awareness Week, the FENS Committee on Animals in Research (CARE)
issued a ‘Commentary on calls to phase out animal experiments’ following the
European Parliament’s Motion for Resolution in 2021. It clarified the need for animal
research and described how a ban would have a negative impact on progress
in brain research and the development of better medical treatments, European
Health innovations, the economy and even on animal welfare in global research.
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Supporting early- and mid-career researchers

The FENS Committee for Higher Education and Training (CHET) organised a number
of webinars to support the professional development of early career neurosci-
entists. It also supported the European Neuroscience Conference by Doctoral Stu-
dents (ENCODS) in Paris, France, organised by and for PhD neuroscience students.
The Network of European Neuroscience Schools (NENS) offered Exchange Grants to
Master's and PhD students who were able to learn new techniques in labs outside of
their home countries. FENS was also able to relaunch its Summer School in Bertinoro,
ltaly in May. It provided a broad perspective on ‘Artificial and natural computations
for sensory perception’ through lectures given by 13 fop scientists from around the
world. The FENS-Kavli Network of Excellence (FKNE) supported scientific exchanges
and a number of key discussions and editorials (in the official journal of FENS, the Euro-
pean Journal of Neuroscience) on diversity, mentorship, sustainability and the future of
neuroscience.

Advancing advocacy and outreach

FENS fook part in the European Brain Research Area (EBRA) Final Conference, which
celebrated the end of the project, its partnerships and highlights during the Brain
Innovation Days in Brussels, Belgium.The inifiative managed to stimulate European
brain research collaborations, proving that neuroscience can be better streamlined
and coordinated while fostering global inifiatives. FENS also supported the Dana
Foundation in organising the annual Brain Awareness Week (BAW), the global cam-
paign that aims fo increase public awareness about the benefits and develop-
ments in brain research, and also the treatment and prevention of brain disorders.
In 2022, 33 projects from 19 European countries received support grants.

fens.org
@FENSorg

@FENSorg
FENS

fens org

@EDECO
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International Brain Research Organization (IBRO)

The International Brain Research Organization (IBRO) is a global federation of neuro-
science organizations that aims to promote and support neuroscience around the
world through training, education, career development, outreach, and engagement
activities, supported by the publication of its two journals, Neuroscience and IBRO
Neuroscience Reports.

In 2022, IBRO has strengthened its commitment to providing equitable, diverse, and
inclusive opportunities for the global neuroscience community, supporting 250
grantees and 30 schools, with over 700 participants, around the globe. IBRO's support
has facilitated a broad spectrum of activities, ranging from collaborative research
projects to conferences and meetings, including events dedicated to increasing
diversity in neuroscience. Early-career scientists have also benefited from IBRO oppor-
tunities, including early career and rising star awards, that fund dedicated projects
and the establishment of labs, as well as parenthood grants that assisted scientists
approaching parental leave.

The IBRO Pan-Europe Regional Committee (PERC), through which IBRO is a member
of EBC, funded two schools in 2022, in Romania and Northern Ireland. While the
Romanian Summer School focused on modern optical and electrophysiological
methods fo investigate neuronal circuits, the Northern Irish School covered topics
related to computational neuroscience, neurotechnology, and neuro-inspired artifi-
cial intelligence. Additionally, the committee awarded 60 grants, including grants to
foster collaborative research and support projects and events promoting diversity in
neuroscience, as well as awards and exchange fellowships focused on the career
development of early career neuroscientists. In addition, IBRO supported 8 meetings
and sponsored 5 conferences that happened in the Pan-European region. Finally
for the first fime, two parental leaves were awarded to male recipients, from a total
of 5 awardees.

In 2023, IBRO-PERC will maintain its efforts to ensure the highest impact for its initia-
tives with the aim of elevating neuroscience research and education within the
Pan-European region. The committee will fund schools in Romania and Portugal,
and will support @ scientific meetings, taking place in France, Portugal, Germany,
Georgia, Slovenia, and Serbia. PERC will also offer support for soft skills training and
collaborative research grants, as well as partnering with the Federation of European
Neuroscience Societies (FENS) to support exchange programs within the region.
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Finally, 2023 will be a particularly exciting year for PERC, with the IBRO World Congress,
hosted by the Spanish Society for Neuroscience (SENC), taking place in Granada,
Spain, from 9-13 September. With a very diverse scientific program, the congress
will bring together neuroscientists from around the world, with many opportunities
for support, such as travel grants, available for early career scientists. The Congress
promises to be a stimulating opportunity to hear from leading international neu-
roscientists, discover the latest research from the global neuroscience community,
and establish new scientific connections within the IBRO community.
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ibro.org
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Cécile Grebet, Domenico lannone and Frangoise van Hemelryck moved on from EBC in 2022.
We thank them all for their successful years and work within the team!






20 January 2022:
Social Media Trends 2022: Hot Takes

26 January 2022:
PRIME webinar by Prof. Monica Bullo: Obesity & Mental Health

27-28 January 2022:
BRAINTEASER Plenary Meeting

28 January 2022:
EBRA-PSMD Cluster: Ethics in Precision and Preventive Psychiatry Strategy
Planning Meeting

3-4 February 2022:
PRIME 3rd General Assembly meeting

3 February 2022:
Stakeholder meeting: Healthier together - EU Non-Communicable Diseases Initiative

16 February 2022:
PRIME Webinar by Henrik Larson - TIMESPAN: Background, early achievements,
and potential links to PRIME

3 March 2022:
BRAINTEASER Review Meeting

17 March 2022:
Stakeholder meeting: Healthier together - EU Non-Communicable Diseases Initiative

29 March 2022:
GoToWebinar - IMI impact on SMEs in health data management & health IT sectors

1 April 2022:
PREDICTIVE MODEL SYSTEMS (PREMOS) stakeholder meeting

1 April 2022:

13" ANNUAL LECTURE - Science Communication, Health Literacy and

Public Confidence

7-8 April 2022:

EBRA-ECIB activity: Consensus meeting on sharing brain imaging data in online
repositories

27 April 2022:
Webinar: Healthier Together - EU NCD Initiative

28 April 2022:
JPND/JPco-fuND/JPco-fuND2 Midferm symposium (Brussels, Belgium)

28 April 2022:
Exercice in Brain Health and Disease

10 May 2022:
8" Academy of National Brain Councils (Brussels, Belgium)

12 May 2022:
EBC: Pafient engagement in brain health: Safeguarding the future of brain health
for patients

19 May 2022:
GAMIAN/EUPHA: No health without mental health

31 May 2022:
European Academy of Neurology (EAN) European Brain Health Summit

3 June 2022:
Webinar: Healthier Together - EU NCD Initiative

14 June 2022:
Alzheimer Europe European Parliament Lunch Debate (Brussels, Belgium)
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* 22 June 2022:
Webinar: Healthier Together - EU Non-communicable diseases initiative

e 25-28 June 2022:
8™ European Academy of Neurology Congress (Vienna, Austria)

e 1 July 2022:
EBRA PREMOS Cluster Consensus Meeting: Improving the translational value
of animal models

* 9-13 July 2022:
FENS Forum 2022 (Paris, France)

* 13-15 July 2022:
BRAINTEASER plenary meeting (Madrid, Spain)

e 27 July 2022:
Eurocare: Alcohol policy coordination platform meeting

* 24 August 2022:
Eurocare: Awareness Week on Alcohol Related Harm (AWARH) meeting

* 6-8 Sepiember 2022:
PRIME 4™ GA - 6™ extended Scientific Committee meeting

o 21 Sepiember 2022:
EBRA - Prevention of Severe Mental Disorders event: Implementing precision
and preventive psychiatry in Europe (Brussels, Belgium)

e 26-27 September 2022:
Science Summit at the 77™ United Nations General Assembly (New York, USA)

* 22 Sepiember 2022:
EBRA - BRAINFOOD event: "What actions improve nutrition for brain health
for European citizens?"

e 29 September 2022:
EBRA - EPICLUSTER: Shaping the future of epilepsy research in Europe

* 4-5 October 2022:
Neuro, Digital & A.l. Innovation Summit (Lisbon, Portugal)

* 10 October 2022:
EBRA -TRISOMY21 meeting: Patient Involvement in European Down Syndrome
research

* 11 October 2022:
TRISOMY21 meeting: Patient Involvement in European Down Syndrome research

* 11-12 October 2022:
Brain Innovation Days: Connecting Brains (Brussels, Belgium)

* 15-18 October 2022:
European College of Neuropsychopharmacology (ECNP) congress

* 17-19 October 2022:
Alzheimer Europe Conference (Bucharest, Romania)

* 25 October 2022:
EPC meeting - Health in all policies

* 7-8 November 2022:
University of Texas Systemwide Brain Research Summit (Austin, Texas)

* 8 November 2022:
Legacy of Conferences

* 9 November 2022:
Le sommeil, un pillier essentiel & la santé

* 14 November 2022:
Czech Presidency Event on Resilient Mental Health in the EU (Brussels, Belgium)

* 15 November 2022:
EU Health Summit (Brussels, Belgium)
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* 17 November 2022:
European Patient Advocacy Summit 2022

* 22-23 November 2022:
Patient Engagement Open Forum 2022

* 25 November 2022:
Meeting with John Ryan, Acting Deputy Director General, DG SANTE (Health and Food safety),
European Commission

* 28 November 2022:
Stakeholder meeting: Healthier together - EU Non-Communicable Diseases Initiative

* 28 November 2022:
Friends of Europe - pre Health Innovation Summit dinner

* 29 November 2022:
Friends of Europe - Health innovation summit - ‘Reimagining health systems:
green, agile, and citizen-centred’

* 1 December 2022:
EU Big Data Stakeholder Forum

* 5 December 2022:
Launch of Health at a Glance - Europe 2022

* 5 December 2022:
Brain Health for Neurology: Opportunities and Risks

* 6 December 2022:
Psychedelic-assisted therapies in the tfreatment of brain disorders

* 6 December 2022:
EPC - Task Force on the European Health Union

* 7 December 2022:
NMOSD/rare neurological disease roundtable event in European Parliament (Brussels, Belgium)

* 8 December 2022:
The Future of Brain Health: Clinically Informed & Patient-Centred Brain Research,
European Parliament (Brussels, Belgium)

* 12 December 2022:
POLITICO -The incoming Swedish presidency of the Council of the EU

* 13 December 2022:
EARA General Assembly

* 13 December 2022:
EU-US Long COVID Conference

* 12-14 December 2022:
Innovative Health Initiative (IHI) Call Days

* 15 December 2022:
Health Council Briefing and EU Presidency priorities

Credits

This report was compiled by the team of EBC’s Brussels Office.

Graphic design by Cookdesign scrl

This report has been designed in line with best practice guidelines of visual accessibility.
We welcome feedback and suggestions for maximising the readability of our publications.

Please email your comments fo: info@braincouncil.eu
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