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INTRODUCTION

BRAIN HEALTH: THE GREATEST CHALLENGE OF THE 21°" CENTURY?

According to the Global Burden of Disease study, neurological disorders are the leading
cause of disability and the second leading cause of death worldwide! Affecting at least 1 in
3 people around the globe, brain disorders cause enormous suffering. However, this is
often not fully, or at all, recognised.

As Dr Elena Becker-Barroso, editor of The Lancet Neurology put it, “Brain health is the
greatest challenge of societies in the 21st century... We need a wakeup call for healthcare
systems and research funding agencies, as the data shows that neurology and
neurosciences must be at the top of their agendas”.

How do we ensure that all stakeholders including the policy makers of the EU and its
Member States are better aware of the impact of neurological disorders, and convinced of
the need for coordinated action and resources to alleviate the high burden of these
conditions, based on the real needs of those affected?

This is the question around which EFNA’s new strategic plan is based.

SETTING THE SCENE: CHALLENGES

Brain health may be the greatest challenge of the 21 century but... what is brain health?
What's the difference between brain health and mental health? Where does neurology fit?

The answer seems to be that it depends on who you ask.

At the World Health Organisation, neurology sits within the Department of Mental Health
and Substance Use (MSD) which states its mission is ‘to reduce the burden associated with
mental, neurological and substance use disorders, and to promote mental health
worldwide’. Many of WHO's initiatives on ‘mental health” also include reference to
neurological disorders.

This, we feel, is reinforcing misperceptions of neurological disorders and risks insufficient
priority being given to this field within the WHO, its member states and other stakeholders.

We need leaders in the field of public health, such as WHO, to disentangle the neurological
disorders from its work on mental health — and to make clear that their approach is to tackle
both mental and neurological disorders. The broader term of “brain health’ could be used
here.
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However, even if we can disentangle neurology from mental health, we face another
problem: the word ‘neurology’, and what it entails, is usually not well understood by
policymakers and other stakeholders. Consequently, the prevalence and impact of
neurological disorders are often underestimated and resource allocation in health and
social services does not reflect the actual disease burden.

This leads to fragmentation within the field and, in some cases, internal competition
between specific diseases for the limited resources available. In some countries, individual,
better-known diseases are prioritised to the exclusion of others. The neurology community
must show a united front to highlight to policy makers that we are all part of this one
community, working collaboratively on synergistic topics to push for coordinated
approaches and strategies to improve brain health for all.

To this end, for many years, EFNA has run awareness campaigns and advocacy initiatives.
However, these have had limited success due to difficulties in engaging the membership in
our non-disease specific work. If we want those ordering priorities to put neurology at the
top of their agendas, we need to work together. We must speak with a unified voice around
key messages and a central, common ‘ask’. If we continue to compete amongst ourselves,
we will never achieve the broad support base that, for example, the cancer community has
now secured from EU policy makers.

Bringing our community of pan-European organisations together is essential, but we also
need to ensure that we have troops on the ground who are carrying the flag for our cause.
We need to have a voice where it matters: in policy and decision-making at all levels, in
research and development, and so on.

However, this can’t be done just by an organisation such as EFNA, with limited human and
financial resources — and no direct presence on the ground at a national level. We need
activated and empowered neurology advocates across Europe who can help shape
research agendas, design patient-centred policies, govern service delivery, engage in
health technology assessments, etc. We should be ready, willing and able to get involved.

IN THIS CONTEXT: WHO IS EFNA AND WHAT IS OUR ROLE?

EFNA is an umbrella body of pan-European, disease-specific, neurology (and related)
patient groups. We cover epilepsy, Parkinson’s disease, multiple sclerosis, migraine and
other headache disorders, brain tumour, chronic pain, neuromuscular disorders — including
Charcot Marie Tooth, ADHD, ataxia, Huntington’s disease, restless legs syndrome,
dystonia, myasthenia gravis, post-polio syndrome, myalgic encephalomyelitis, retinal
diseases and stroke.

We feel that in sharing EFNA's vision and mission, we are ideally placed to tackle the
challenges together and optimise the opportunities outlined above.
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EFNA: VISION AND MISSION

Our Vision

A better quality of life for people in Europe living with a neurological disorder.

Our Mission

= To be a voice for neurology patients across Europe.

= To raise awareness of the prevalence and impact of neurological disorders; leading to
reduced stigma, isolation and discrimination for neurological patients and their
carers.

= To ensure policy makers, opinion leaders and decision makers in Europe — and
worldwide — recognize the increasing socio-economic and healthcare burden of
neurological disorders and allocate resources for prevention, treatment, services and
support.

= To communicate and collaborate with our members to achieve positive change and
ensure our actions add value to their own concerns and activities.

= To motivate, inspire and empower those living with neurological disorders, leading to
more meaningful involvement and engagement of patient advocates in policy and
decision making, and in research and development.

= To establish strong partnerships and alliances with key stakeholders in the scientific,
clinical, political and corporate arenas to help achieve our strategic objectives.

Our mission will be advanced based upon the following three strategic areas for action as
further expanded below:

e Awareness and Advocacy for Neurology

e Coordination of and Collaboration with the Neurology Community

e Empowering and Integrating the Neurology Patient Voice
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STRATEGIC ACTION AREAS

Objectives, Opportunities, Actions and Outcomes

|. Awareness and Advocacy for Neurology
Objectives

= To represent our members, and those affected by neurological disorders, in
discussions with European and international organisations on cross-cutting issues.

= To improve the understanding of ‘neurology’ and to raise awareness of the
prevalence and burden of neurological disorders amongst national, EU and
international policy makers (and other stakeholders).

= To collaborate with relevant partners in the push for a Global Brain Health Strategy,
EU Brain Plan, National Brain Plans (or similar).

Opportunities and Actions

Over the past 5 years, EFNA has coordinated the MEP Interest Group on Brain, Mind and
Pain — aiming to raise awareness of the burden of neurological disorders and chronic pain
conditions in Europe; and proposing policy solutions for change.

However, EFNA has realised that the agenda of the EU and its Member States is being
increasingly influenced by global priorities.

For example, a 2017 UN General Assembly report highlighted that progress in reducing the
burden of non-communicable diseases, including neurological disorders, had been
insufficient to meet the UN Sustainable Development Goal (SDG) health targets by 2030.
With this in mind, the European Commission’s Steering Group on Health Promotion,
Disease Prevention and Management of Non-Communicable Diseases now aims to support
countries to reach their SDG health targets.

Given that neurological disorders are the leading cause of disability and the second leading
cause of death worldwide, strategies and programmes that reduce the burden from
neurological disorders could help achieve the SDG targets. However, to date, the
aforementioned EC Steering Group has focussed on nutrition, physical activity, rare
diseases, cancer and mental health. This, again, highlights why we must urge WHO to
explicitly mention ‘neurology’ in its work on NCDs and related activities — and then push for
this to be replicated at EU and Member State level.
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Although this increasing focus on tackling non-communicable diseases poses an
opportunity for the neurology community, we must also consider that the Covid-19
pandemic could bring about a redistribution of resources to scale up action on, and
responses to, communicable disease threats. In this context we must continually advocate
for the parallel addressing of non-communicable diseases, and for the prominent
positioning of action on neurological health therein.

As part of this strategy, EFNA will become more actively involved internationally with
organisations such as WHO; calling for neurology to be featured more prominently in their
work programmes. This may be enabled by the creation of a Brain Health team at WHO
International, with which EFNA will work to build relationships.

The overarching aim of this international work will be to influence European efforts in the
field in a top-down manner. Therefore, the EU level will remain the focus of our
policy/advocacy work — with efforts centred on the Parliament via our MEP Interest Group
on Brain, Mind and Pain to address our three central advocacy themes for this plan’s
duration:

1. Ensuring equitable access to treatment, services and support
2. Fighting stigma, isolation and discrimination

3. Promoting patient empowerment for more meaningful engagement and
involvement

EFNA will work with its partners at the European Brain Council to push for prioritisation and
resourcing of brain research in Europe — and will seek out alliances with other organisations
working on broader topics of interest to our membership.

Whilst EFNA will adopt a top-down approach, we must not forget how bottom-up advocacy
can also be effective. The political will of national governments is essential to effective
implementation on the ground and in influencing the workplans of supra-national
institutions e.g. EU Council and/or Executive Board at the World Health Organisation.

Therefore, EFNA will organise national roundtables, events and activities to disseminate our
work and collect feedback/perspectives to inform our efforts.

Advocacy goes hand-in-hand with awareness, and EFNA will continue its programme of
awareness raising.

Currently our communications are centred on promoting the organisation, our members
and our work/activities. Strategically, this needs to shift to the collation and dissemination
of data and infographics on prevalence, impact and disease information to targeted
audiences — exploiting key dates such as Brain Awareness Week and World Brain Day, when
EFNA and its members should commit to active participation.
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Outcomes

e To be seen, by the end of 2025, as a recognised and respected voice by relevant policy
makers and institutions at EU and International level.

e To see neurology explicitly included in the documents and initiatives of the European
Commission and WHO, alongside mental health, particularly in relation to non-
communicable diseases.

e To have engaged the MEP Interest Group and National Roundtable forums in aligned
action with measurable results.

e To have organised successful annual campaigns to mark Brain Awareness Week and
World Brain Day — with improving annual outreach metrics.

e To have produced a new resource of infographics on brain health, based on the
collation and validation of available evidence — to be used by EFNA, its members and
the broader community.

e To have contributed to, with partners, the template for a brain health plan and
associated advocacy strategy.

2. Coordination of and Collaboration with the Neurology Community
Objectives

= To better involve our members in our work by collaborating on projects and initiatives
of mutual benefit.

= To identify synergies and generate consensus on key messages and ‘asks’ to
streamline advocacy work and make it more effective.

= To act as a platform for the collation and dissemination of best practices, knowledge,
evidence, etc.

= To maintain, develop and strengthen relationships with key organisations such as the
European Brain Council [EBC] and the European Academy of Neurology [EAN], and
their national networks — who can advance work on complementary activities/in other
areas of interest.

= To involve national advocates/organisations in EFNA’s work and resource their
support in advancing our work on chosen advocacy themes.
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Opportunities and Actions

To achieve EFNA's advocacy objectives, we know that we need the commitment and support of
our membership — working together to agree key messages and ‘asks’, based on identified
common objectives and synergies in the field.

To cement this collaboration, EFNA will aim to develop two multi-year advocacy projects over
the course of this strategic plan. We will organise annual leadership meetings — aligned with our
General Assembly (or in the context of our training workshops) — to decide on objectives,
actions, roles and outcomes. Such projects should be in line with our agreed advocacy themes,
as outlined above.

Additionally, EFNA will aim to become a platform for sharing best practice, knowledge
exchange and collecting members’ and partners’ activities/evidence/experiences/etc. This may
also extend to the national level.

In fact, EFNA will not pursue its previous strategy of encouraging new National Neurological
Alliances in Europe. Instead, we will work with the European Brain Council to advocate for more
patient participation across the National Brain Council network.

EFNA will also continue to open its training workshops to national participants — providing
opportunities for identifying potential collaborators, including national champions. We will use
our advocacy awards and grant schemes to foster actions by national patient organisations in
line with our chosen themes.

EFNA will strengthen key partnerships outside the neurology patient community with groups
such as the European Patients’ Forum, European Brain Council (mentioned above) and the
European Academy of Neurology (mentioned below). Reflecting how EFNA is looking to
expand into the field of global advocacy, we will aim towards effective collaboration with
international organisations such as the NCD Alliance, World Federation of Neurology and so on.

Outcomes

e By 2025, to have coordinated at least one project involving the broader EFNA membership,
with positive feedback from, and benefits for, those involved.

e By 2023, to have supported at least 20 national/European organisations to run projects linked
to our advocacy themes with clear results.

e By 2023, to have created a best practice library of exemplars based on our three advocacy
themes — and to have rewarded best practice and signposted its relevance for member
organisations.

e By 2025, to have intensified current, and built new, relationships in which the neurology
patient perspective can be advanced.

e By 2025, in collaboration with EBC, to have achieved an active patient voice within each
National Brain Council in Europe and to ensure a link between this person/these people and
EFNA.




EFNA Strategic Plan, 2020 - 2025

3. Empowering and Integrating the Neurology Patient Voice
Objectives

= To train and build a pool of neurology patient advocates who can engage in the R&D
continuum, in decision making on the delivery of care, and beyond into policy and
advocacy actions.

= To optimise new tools and technologies to reach out to our wider neurology patient
community and involve them in our work and the work of related stakeholders.

= To continue actively and accurately to represent the community in high level
discussions on cross-cutting issues.

= To advocate for more meaningful neurology patient involvement.

Opportunities and Action

For many years, EFNA has run its Training Initiatives for Neurology Advocates [TINA]. This
has become a well-recognised and respected vehicle for capacity building amongst the
neurology patient advocacy community, since its launch in 2016. These workshops will
continue within the new strategy, addressing processes in which neurology patient
advocates can and should get involved e.g. R&D, HTA, etc.

They will also link closely to EFNA’s policy themes of patient empowerment/involvement
and access.

We will also aim to ensure that our TINA workshops are co-created with the relevant
stakeholders — health professionals, researchers, industry, regulators/payors, etc. and
become a vigorous forum of conversation and debate, as well as learning.

Alongside training, EFNA will look to build an online forum where TINA participants or
those already with expertise) can connect, as well as external stakeholders who may wish to
avail themselves of such knowledge.

This forum would also house resources and useful information and could be used for more
interactive capacity building initiatives.

EFNA will also look further strengthen our relationship with the European Academy of
Neurology to ensure that patient voices are embedded in relevant activities such as clinical
guideline production. Having patient representatives on the Scientific Panels, on the
Congress programme and involved in EAN training and education should help focus on the
needs of patients and the development of soft skills e.g. communications, to allow for
effective shared decision making and partnership. This will be encapsulated in a partnership
agreement.
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Similarly, EFNA will continue our efforts to better understand the broader neurology patient
perspective so that we can speak authoritatively when engaging in external representation
activities. This may be in the form of surveys, consultations or via our social media
campaigns such as #BrainLifeGoals. We must also be mindful that many diseases span
neurology and other fields e.g. rare diseases, mental health, behavioural disorders and so
on. We must ensure that our actions are representative of the broad spectrum of our
membership and not only the better-known neurological disorders.

Outcomes

1. To have run at least two workshops each year, with multi-stakeholder attendees each
generating specific recommendations/actions for implementation in annual
operational plans.

2. To have been successful in meaningfully connecting stakeholders e.g. researchers
and patients, industry and patients, physicians and patients, etc.

3. To have developed and signed a partnership agreement with the EAN setting out
the terms of reference for meaningful patient involvement and supporting them
towards successful implementation and a patient centric approach.

4. To have shared regular surveys/consultations with and beyond our members to
ensure optimal understanding of neurology patient challenges, perspectives, etc. to
enhance our programme of external representation.
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SUMMARY AND CONCLUSION

In summary at the heart of this Strategic Plan is advocating for neurology to be given the
priority it truly deserves, by coordinating the patient community, and its partners, around a
set of key messages and ‘asks’ — based around the synergies in our field. However, we need
to ensure that patients are ready, willing and able to take the lead, so a parallel TINA
workstream will be rolled-out to empower neurology patients and their carers, to get
involved in all processes that affect them — whilst pushing for these opportunities to
become more meaningful and systematic.

At the end of this five-year Strategy, we want to see neurology featuring prominently on the
agendas of all stakeholders, with the patient community coming together and playing an
active role; ensuring that the patient voice is at the heart of all advances in the field -
whether in research and innovation, care and treatment, public health initiatives, policy and
decision making, etc.

The EFNA Board will review this Strategic Plan annually at its Board Meeting directly
preceding the General Assembly and report back on progress. A larger, midterm review will
be organised in early 2022 with a view to highlight areas where progress has been delayed
and to make recommendations for action in coming years to address them. This review
process will also inform the production of the subsequent Strategic Plan.

An annual operational plan will be prepared to align with this Strategy.

CONTACT DETAILS

For more details on this plan, or to see the arising operational plan for this year — please
contact EFNA's Executive Director, Donna Walsh at: executivedirector@efna.net

For more on EFNA visit: www.efna.net
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