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The photograph on the front cover of this report is entitled 
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#BrainLifeGoals photo competition, by Josef Hinterleitner.  
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2019 was a busy year for EFNA; a time when we began to put the building blocks in place for our new 
Strategic Plan which will run from 2020-2025.

In advance we chose our three advocacy themes for the coming years: 

• Fighting Stigma, Isolation and Discrimination

• Ensuring Equitable Access to Treatment, Services and Support

• Promoting Patient Empowerment of Increased Involvement and Engagement

 
These themes were reflected in the new policy documents we created for our re-launched MEP 
Interest Group – which kicked off again in 2019 with a renewed pool of MEP supporters and 
co-chairs. See page 13.

Our training workshops also covered these themes. With over 100 participants between both 
workshops, we discussed ‘access’ in October and ‘empowerment: patient involvement in R&D’ 
in December. These interactive workshops allowed us to discuss challenges and opportunities 
for neurology patients and the broader community in these areas and to develop two position 
papers which will guide our work in the coming years. More on page 19.

Our #BrainLifeGoals awareness campaign continued to highlight what matters most to patients 
living with neurological disorders. It is important that all stakeholders recognise the real needs 
and preferences of patients so that healthcare systems, services and supports can address these. 
This really needs to be the basis of what we do – understanding and representing the patient 
voice. Find out about the initiatives that took place as part of the campaign on page 8. 

We also represent the neurology patient voice actively at relevant forums and events. See a list 
of some of our engagement activities on page 22. We continue to strengthen our cooperation 
with our key partners at the European Academy of Neurology and the European Brain Council 
– ensuring the patient perspective is embedded within their growing work programmes in areas 
such as medical education, research and advocacy.

This year we also stepped beyond Europe. Having noticed that EU priorities were being guided 
by those at an international level  --  such as sustainable development goals, universal health 
coverage, etc. – we felt we needed to ensure that neurology was not overlooked. Following it’s  
addition in 2018, by the UN, as the 5th big NCD priority area – alongside mental health – we 
felt that this was not translating into prioritisation and action at EU level. And so we began our 
journey into this international setting with the objective being to bring about tangible benefits to 
the patient community in Europe. Read more about this on page 15.

Of course, all of this work would not be possible without our dedicated team, Board Members 
and sponsors – as well as the commitment of our members and partners. So thank you all for 
your support in 2019 and we look forward to continuing to work together in the years to come! 

Enjoy reading – we’ve captured our 2019 highlights in this brief report to give you an idea of 
our key activities but do get in touch should you require more detailed information on any of 
our work. We appreciate your interest!

A MESSAGE FROM EFNA PRESIDENT 
AND EXECUTIVE DIRECTOR

 Donna Walsh 
 EFNA Executive Director

 Joke Jaarsma 
 EFNA President
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EFNA MEMBERS
An information sheet on each of EFNA’s members is included in an appendix to this report. 
Please click on any of our members’ logos below to link directly to their information.
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SUMMARY OF 2019 ACTIVITY

 › 2 two-day training workshops on ‘access’ and ‘patient involvement in 
R&D’ in Warsaw and Brussels, with 50+ participants at each – including 
multi-stakeholder participation

 › Development of 2 arising position papers on each topic 

 › 1 advocacy workshop on Linking Global, EU and National Advocacy

 › Development of new Book of Evidence, key messages and advocacy toolkits 
of MEP Interest Group

 › 3 promotional trips to Strasbourg and Brussels to meet 20+ MEPs – resulting 
in almost 50 MEPs signing our Register of Supporters 

 › 2 MEP Interest Group meetings on ‘discrimination’ and ‘access’ 

 › 4 #BrainLifeGoals policy events to mark World Brain Day 2019 in Brussels, 
Bucharest, Dublin and Warsaw

 › #BrainLifeGoals grant of €2500 to 8 patient organisations

 › Coordination of #BrainLifeGoals photography competition 

 › 1 meeting, in partnership with European Academy of Neurology, on the 
Burden of Brain Disease and launch of EFNA’s global brain health advocacy 
programme. 

 › 2 meetings with World Health Organisation (Copenhagen and Geneva) 
and participation at World Health Assembly, Mental Health Forum Annual 
General Assembly at the congress of the European Academy of Neurology 
– including booth in the exhibition centre, special session, public days on 
Dystonia and ME, patient participation on scientific panels, etc. 

 › Broad programme of external representation 



AWARENESS

“I was diagnosed with a rare neurological movement disorder 
called Dystonia in 2014 which has affected my ability to do 
everyday tasks. I am not just a drop in the ocean. I want to 

make a splash and let be felt around the world.”

Susan Bagust, Australia 
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FOCUS ON: #BRAINLIFEGOALS
EFNA’s #BrainLifeGoals campaign aims to raise awareness of 
the impact of neurological diseases by exploring the dreams 
and aspirations of those living with a brain disorder.

Sharing #LifeGoals has become a popular trend in social 
media. #LifeGoals are the often frivolous wishes people have – 
for example to own a designer handbag, meet a particular pop star or drive a Maserati. In this campaign 
– running for its first full year in 2019 – EFNA puts a new spin on the #LifeGoals trend by instead sharing 
#BrainLifeGoals.

These are, often, more fundamentally important things – perhaps to walk without pain, to have access to 
employment, or to live a life free of stigma. Below is a synopsis of the highlights of our 2019 campaign! 

 
 
BRAIN AWARENESS WEEK
Brain Awareness Week (March 11 – 17) provided the perfect opportunity to launch the #BrainLifeGoals 
campaign. During the week, we encouraged patient advocates to share their goals alongside the hashtag, as 
well as sharing pictures taken at #BrainLifeGoals photo booths held at our advocacy workshops.

EFNA also shared a number of blog posts created by attendees of our Young Advocates’ Workshop. You can 
read more and see some of the content shared here. 

AWARENESS – SEC T ION 1

https://www.efna.net/efna-celebratesbrain-awareness-week-with-launch-of-brainlifegoals-awareness-campaign/
https://www.efna.net/efna-celebratesbrain-awareness-week-with-launch-of-brainlifegoals-awareness-campaign/
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AWARENESS – SEC T ION 1

#BRAINLIFEGOALS PROJECT GRANTS
In support of the #BrainLifeGoals campaign, EFNA offered grants 
of €2,500 each to eight projects which best reflect the theme 
of the campaign, raise awareness and improve understanding 
of neurological disorder. Grants were shared with registered 
non-profit organisations operating in Europe only.

28 applications were received from 13 different countries and 
a wide range of disease areas. A panel of six judges was formed 
to assess applications, comprising representatives of EFNA and 
project sponsors.

You can read about the eight winning projects here.  

“Thank you so much to EFNA for believing in us and giving us this 
amazing opportunity. It has helped us to really raise awareness of 

Cavernoma and our charity, and create an annual day which is already 
massively recognised around the world and will continue to grow.”

Simona Stankovska, Founder and Trustee, The Cavernoma Society UK

#BRAINLIFEGOALS AT EAN CONGRESS
EFNA hosted a #BrainLifeGoals-themed booth at the 2019 congress of the European Academy of 
Neurology [EAN], providing an opportunity for attendees, including our health professionals, industry 
representatives and our own members, to be videoed sharing their goals. It is important for us to secure 
multi-stakeholder involvement in the campaign to ensure that everyone is aware of and working in line 
with patient preferences and goals. 

EFNA shared the completed videos via the EFNA YouTube and other social channels. Watch them here.

Ali-Frederic Ben-Amor, Vice-President, Neurology  
and Immunology, Merck

Adam Kalinowski, President, Dystonia Europe

Times used on Twitter: 143Twitter reach: 108,421 Social interactions: 1,191Likes: 816
https://www.youtube.com/playlist?list=PLHXd94jOcyi_QqMMmOo0z7fGPqfmQslaN


10

WORLD BRAIN DAY - ONLINE PRESENCE STATISTICS  

RESULTS SHOWN FROM 22ND JULY, 2019

EFNA Facebook page posts reach: 12,210 
EFNA Facebook page video impressions: 14,721 
EFNA Tweet impressions: 29,539 
EFNA Top Tweet impressions: 7,257

#BrainLifeGoals hashtag use

Times used on Twitter: 122
Twitter reach: 42,242 
Social interactions: 1,234
Likes: 884

Follow us
Web: www.efna.net

Twitter: @EUneurology

Facebook: /efna.net

Instagram: @EUneurology

LinkedIn: /company/efna

WORLD BRAIN DAY
To celebrate World Brain Day ( July 22nd), EFNA co-hosted events in four European capitals – Brussels, 
Bucharest, Dublin and Warsaw!

The aim of these events was to hear what matters most to neurology patients in terms of their health 
outcomes – #BrainLifeGoals – and to discuss how this can be better integrated in the policy and 
decision-making at both the national and EU level.

Read reports from all four events here.

#BrainLifeGoals event in Bucharest, Romania on World Brain Day

#WorldBrainDay hashtag use

Times used on Twitter: 143
Twitter reach: 108,421 
Social interactions: 1,191
Likes: 816

AWARENESS – SEC T ION 1

https://www.efna.net/efna-co-hosts-world-brain-day-events-in-4-eu-capitals/
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AWARENESS – SEC T ION 1

#BRAINLIFEGOALS PHOTOGRAPHY COMPETITION
As part of the #BrainLifeGoals campaign EFNA launched a photo competition on the theme in 2019. 
Participants were invited to submit photographs that reflect their own goal for the future. The winning entry, 
‘Girlfriends for Life’ by Josef Hinterleitner (Austria), has been used on the cover of this report, while our five 
runner-up photographs are spread throughout the pages. The top prize was €500, while our runners-up each 
received a prize of €250. Find out more about the competition and view all entries here. 

OTHER EVENTS
A number of EFNA’s member organisations hosted #BrainLifeGoals sharing opportunities alongside their own 
events, including the European Alliance for Restless Legs Syndrome at their AGM in March and the European 
Myalgic Encephalomyelitis Alliance at the International ME Conference in May.

Elena Ruiz de la Torre, Executive Director, European Migraine and Headache 
Alliance (EMHA) at EAN Congress, Oslo

Beth Freeman and Jane Whelan at EFNA/NAI World Brain 
Day 2019 event, Dublin

International ME conference, London, May 2019 Merete Avery (Dystonia Europe), Cathalijne Van Doorne (EuroAtaxia) and 
Joke Jaarsma (European Association for RLS) - EAN Congress, Oslo

https://www.efna.net/brainlifegoals/brainlifegoals-photo-competition/results/


ADVOCACY

“My goal is to travel as much as I can. Even though 
I have multiple sclerosis and travel difficulties, I 
like to spend a lot of time in nature, to watch the 

sunset and to enjoy every moment.”

Liliana Vezetiu, Romania
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EUROPE

FOCUS ON: MEP INTEREST GROUP ON BRAIN, MIND AND PAIN
Since 2015 EFNA has provided a policy platform for our members and partners to highlight their concerns, 
work and examples of best practice via the Member of the European Parliament Interest Group on Brain, 
Mind and Pain (MEP IG) which we coordinate with our colleagues at Pain Alliance Europe.   

This work continued in 2019 – an election year for the European Parliament and, so, a busy 
period for the MEP IG and its associated activities as we planned our relaunch. 

SELECTION OF NEW THEMATIC ADVOCACY AREAS 
The first step was in refining our advocacy themes for the coming 5-year 
mandate. In consultation with our members and partners, and following a 
landscape analysis and assessment of previous challenges/successes, these 
were chosen to be: 

 › Fighting Stigma, Isolation and Discrimination

 › Ensuring Equitable Access to Treatment, Services and Support

 › Promoting Patient Empowerment of Increased Involvement and Engagement 

DEVELOPMENT OF NEW POLICY DOCUMENTS
The next step was then to update our policy documents to reflect these new themes, emerging trends, 
possible policy hooks and so on. 

Not only did we update our Book of Evidence, but we also created key message documents and advocacy 
toolkits that can now be found at www.brainmindpain.eu. 

These documents were co-designed with our members and partners to ensure that they are reflective of 
the needs of the broader community and add value to their work. 

Our key message texts were also translated to a number of European languages to tailor the approach, 
and disseminated amongst MEPs.

COORDINATION OF TWO-DAY ADVOCACY WORKSHOP
On March 7th, EFNA organized an advocacy workshop on Linking Global, European and National Policy 
Priorities. The workshop was aimed at national neurology patient advocates from the EU Member States 
who were interested in learning more about how their national advocacy can align with, and inform, 
EFNA’s policy priorities at the EU and International levels and served as a platform to discuss the renewed 
strategy of EFNA’s MEP IG. As well as giving participants the opportunity to feedback on EFNA’s new policy 
documents, we also had workshops on effective EU advocacy – led by the European Citizen’s Advocacy 
Service. 

ADVOC AC Y – SEC T ION 2

http://www.brainmindpain.eu
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ORGANISATION OF MEP IG MEETINGS
Two meetings of the MEP IG were held in 2019 at the European Parliament:

 › Fighting Discrimination at Work for those affected by neurological disorders and chronic pain 
conditions on March 6th 2019. 

 › Ensuring equitable access to treatment, services and support on November 22 2019, which also 
served as the re-launch of the MEP IG in the new Parliament.     

These meetings brought together EU policy makers, EFNA members, industry partners as well as many, 
mostly Brussels based, relevant NGOs.  
The detailed meeting reports are available at www.brainmindpain.eu 

BUILDING A REGISTER OF SUPPORTERS
Instead of our usual third MEP IG meeting, the team headed to Strasbourg for three days of meetings 
with MEPs to build a support base for the new term. This was preceded by proactive engagement before 
the elections, and followed by two trips to Brussels. Meetings were held directly with almost 20 MEPs, 
and many more assistants. As a result, we now have five MEPs that are co-chairing the Group: Jeroen 
Lenaers, Tilly Metz, Jarosław Duda, Katarina Konečná and Sirpa Pietikäinen. Almost 50 MEPs have signed 
the MEP IG register of supporters. You can see the full list at www.brainmindpain.eu 

This work in 2019 has set the group up for its future activities in 2020 and beyond, and has put in place 
an important and solid foundation for upcoming work. This also included meetings with Anne Bucher, 
Director General of DG SANTE and Wolfgang Burtscher, Deputy Director General of DG Research and 
Innovation.

Tatjana Ždankoka MEP, Latvia Romana Tomc MEP, Slovenia

ADVOC AC Y – SEC T ION 2

http://www.brainmindpain.eu 
http://www.brainmindpain.eu
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ADVOC AC Y – SEC T ION 2

GLOBAL

FOCUS ON: CENTRALLY POSITIONING NEUROLOGY WITHIN 
GLOBAL PRIORITIES ON NON-COMMUNICABLE DISEASES (NCDS), 
SUSTAINABLE DEVELOPMENT GOALS (SDGS) AND UNIVERSAL 
HEALTH COVERAGE (UHC)
While maintaining our main focus on Europe in 2019, we also started a strategic process of aligning our 
agenda with international priorities dealing predominantly with the above-mentioned global health 
movements, i.e. NCDs, SDGs and UHC. This started with the recognition that neurology has been vastly 
neglected in global health initiatives or, at best, inserted among the lines of the broader mental health 
agenda. 

 

INTERNAL SCOPING DOCUMENT: NEUROLOGY AND NCDS
When entering this new area, we started by having a closer look at all the global health policy 
developments since 2011 addressing areas potentially relevant to neurological patients. This extensive 
analysis formed the basis of our further involvement and can be accessed here.

MEETINGS WITH WHO
This initial landscape analysis was followed by meeting with the World Health Organisation [WHO] to 
garner a better understanding of potential opportunities and upcoming developments in the brain health 
space. The meetings were organised as follows: 

 › July: Meeting with WHO Europe (Copenhagen), Heads of Division of NCDs and Promoting Health through the 
Life-course: Bente Mikkelsen, Dan Chisholm and colleagues, 

 › November:  Meeting with WHO International (Geneva), Director of Department of Mental Health and Substance 
Use Devora Kestel, Tarun Dua and colleagues. 

Meeting with WHO Europe 

https://www.efna.net/wp-content/uploads/2020/05/Neurology-and-NCDs-scoping-document_23.05.2020.pdf
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OTHER MEETINGS
 › January: EFNA together with EAN co-organized a meeting in the European Parliament called “Lifting the 

Burden of Neurological Disorders in Europe”. One of its panel discussions addressed “Putting Neurology on 
the Global Agenda”.

 › January: EFNA held an informal meeting, over a working lunch in Brussels, entitled: “Neurological Diseases 
and the Global Health Agenda: Which Advocacy Opportunities?” with the objective to assess potential 
joint advocacy actions to better integrate neurological diseases into the global health agenda’s current 
opportunities.

 › February: EFNA held a teleconference with Prof. Shekhar Saxena, formerly WHO and currently Professor at 
Harvard T H Chan School of Public Health to discuss future actions. 

 › November: Meeting with Permanent Mission of Austria to the Office of the United Nations and Special 
Organisations in Geneva, Health Attaché, Bernhard Fattinger.

PARTICIPATION IN RELEVANT EXTERNAL MEETINGS AND EVENTS
To ensure a visible presence of neurology, and the patients we represent, we pursued a programme of 
active external representation in key forums. These included:  

 › April: ‘Beyond the ‘5x5’: Creating advocacy opportunities for ‘Other’ NCDs in the Global Health Agenda’ 
meeting in Geneva, coordinated by NCD Alliance, International Alliance for Myalgic Encephalomyelitis and 
the Union for International Cancer Control.

 › May: World Health Assembly in Geneva, including a number of side events as well as individual meetings 
with various stakeholders in attendance. Coinciding with the WHA and in relation to ‘Beyond 5&5’ initiative, 
EFNA also endorsed a joint statement co-signed by various NGOs calling WHO and member states to 
strengthen their response to address NCDs which are currently not sufficiently included in global priorities. 

 › October:  On the side-lines of the World Congress of 
Neurology in Dubai, EFNA’s representative participated 
in a meeting of Global Neurology Alliance attended by 
Presidents of the World Federation of Neurology, the 
American Academy of Neurology, the European Academy 
of Neurology, the World Stroke Organization and more. 
At the meeting we called for called for an increased and 
meaningful involvement of the neurology patient voice 
in the Alliance’s activities.

 › October:  EFNA took part in the WHO Mental Health 
Forum. The Forum is the new name for Mental Health 
Gap - WHO’s Programme to scale up care for mental, 
neurological and substance use disorders. A major shift 
for the neurological community took place at the Forum 
– WHO, for the first time, publicly used the term ‘brain 
health’. This concept was the focus of one Forum session 
entitled: ‘An integrated approach to brain health’.  

EFNA Senior Advocacy Coordinator, Tadeusz Hawrot, 
attending the World Health Assembly in Geneva.

ADVOC AC Y – SEC T ION 2



17

ADVOC AC Y – SEC T ION 2

BUILD COALITIONS AND ISSUING JOINT STATEMENTS, LETTERS AND CONCEPT NOTES
To support and consolidate the aforementioned work, EFNA was also active in extending our reach 
beyond those we met at meetings. Here are some examples…  

 › In April, EFNA - together with the European Brain Council [EBC] - sent a letter to WHO Europe, in advance 
of the upcoming high-level conference on NCDs in Ashgabat. The letter sought clarification in terms of 
inclusion of neurology within WHO policies on mental health. 

 › In June, EFNA drafted a joint statement and invited the European Academy of Neurology, European Brain 
Council and World Federation of Neurology as its co-signatories. This has been sent to nearly 100 WHO 
Member States, WHO Executive Board members, health ministers and UN missions and called for more 
clarity, visibility and priority for brain health. We also asked to change wording that appeared in a draft 
text of the UN Political Declaration on the UHC that was subsequently adopted in September by Heads 
of States and Governments in New York. The early draft, in line with wording from 2018 NCD declaration, 
made references to mental health only. Upon our request this has been changed in the final version and in 
the adopted document, in several places, the text includes a full reference to “mental disorders and other 
mental health conditions as well as neurological disorders”. Additionally, in the following months we have 
been receiving letters of support from various member states, including Australia, Austria and Sweden. 
They shared our concerns regarding appropriate language and prioritization of brain health and neurology 
at the international arena.

 › Building on the above joint statement, EFNA invited EBC and EAN to endorse EFNA’s letter calling new EU 
leaders to acknowledge that neurology has been added to the priority disease areas within NCD and take 
adequate actions. This has been sent to EU leaders in the Parliament and Commission and distributed 
widely as an open letter. The letter was also published in the EU Health Policy Platform. 

 › Towards the end of the year EFNA drafted a concept note on brain health and epilepsy, anticipating 
relevant discussions at the WHO Executive Board meeting in 2020. The letter has been endorsed by EAN 
and EBC. Weeks later EFNA shared the letter with WHO Executive Board members. It has been also tabled 
by Austrian Health Attaché at the EU-WHO coordination meeting in Geneva. (Note: Following this work, 
at the Executive Board meeting in 2020, a decision was taken to expand work on epilepsy to look at its 
‘neurological synergies’.)

OTHER ACTIVITIES AND OUTCOMES

 › EFNA’s advocacy activities in 2019 calling for a more comprehensive approach to brain health coincided 
with the creation of “Brain Health” team within the Mental Health and Substance Use department at WHO 
International in Geneva in the second half of 2019. Understanding and contributing to the work programme 
of this team will be central to EFNA’s activities in the coming years. 

 › EFNA joined, as a full member, an influential Geneva based NGO: NCD Alliance.



EMPOWERMENT

“I am a mom of a 4 year old boy and I 
have Multiple Sclerosis. For me each 

single day is a challenge to raise my boy 
and to be the ‘best ’ mom possible.”

Filipa Monteiro, Portugal
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TRAINING INITIATIVES FOR NEUROLOGY ADVOCATES (TINA)
Since 2016, EFNA has been running its Training Initiatives for Neurology Advocates [TINA] workshops. 
This year saw the organisation of two more – both aligned to one of the new advocacy thematic areas 
and with the aim of building understanding (of both 
EFNA and its members) within each theme and to 
inform and support future work in these areas. 

Below is a synopsis of each workshop. Agendas and 
presentations for all workshops can be found here.

WORKSHOP 1:  
ADVOCATING FOR ACCESS TO NEUROLOGY TREATMENT, SERVICES AND SUPPORTS 
The first workshop took place in Warsaw on October 28th and 29th. This focused on the topic of access, 
with an in-depth look at HTA and brought together over 50 patient advocates and other key stakeholders. 

Day 1 started by exploring the challenges faced by patients in access to treatment, followed by a look at the 
obstacles in the neurology domain – based on the Value of Treatment White Paper of the European Brain 
Council, presented by its Executive Director, Fred Destrebecq.

A workshop then took place – led by the Global Alliance for Patient Access – to give participants an 
opportunity to discuss specific access challenges in their countries/disease areas, but also successes. 
They were tasked with reaching a consensus on the main barriers to access, and to think about where 
the European neurology patient advocacy community could mobilise and act, with an opportunity to see 
tangible outcomes. 

These suggestions were then put to a panel of experts representing patient advocates, industry and health 
care professionals for comment and refinement. 

On Day 2, the focus moved to HTA when participants will be asked to consider whether current work on 
pushing for more patient engagement and/or reform of HTA systems is a worthwhile use of resources in 
relation to improving access to treatment. A number of presentations confirmed that patient involvement in 
HTA remains essential, and built the knowledge of participants on this key topic.

‘It was a real pleasure to 
take part in the workshop in 

Warsaw. The organisation 
was f lawless and the topics 

extremely interesting  
and exciting.’

EMPOWERMENT – SEC T ION 3

TRAINING INITIATIVES FOR
NEUROLOGY ADVOCATES

https://www.efna.net/tina/
https://www.efna.net/tina/
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WORKSHOP 2:  
NEUROSCIENCE RESEARCH & DEVELOPMENT: INFLUENCING, ENGAGING AND OPTIMIZING 
OPPORTUNITIES FOR PATIENT INVOLVEMENT
This two-day workshop took place on December 3rd and 4th in Brussels.

Over 40 patient advocates and other stakeholders – including researchers, health professionals and 
industry representatives – came together to examine the challenges and gaps in patient involvement 
in neuroscience research. We learned more about what initiatives are currently ongoing to support 
patient involvement and engagement in medicines development; sharing examples of best practice and 
considering how we could build on these to ensure more meaningful involvement in neuroscience research.

We were thrilled with the calibre of delegates – including many EUPATI fellows – and the depth of 
discussions that will help to shape EFNA’s strategy is this domain moving forward. 

‘The only thing I think could 
have been better would be 
to have had slightly shorter 
Day 1 - I did find the full 
day quite exhausting, as did 
a couple of other patient 
representatives, chosen 
due to our conditions! But 
given how much work was 
achieved, I wouldn’t have 
left the room for anything!’

One of the main outputs of these workshops were the two co-created position papers which 
will shape EFNA’s training initiatives and policy activities moving forward, as the themes 
of these workshops aligned with EFNA’s chosen advocacy priorities for the coming years. 
(See ‘Advocacy’ - page 13.)

FEEDBACK...

 › 64.3% of participants said the workshop exceeded their expectations

 › 86.7% of participants strongly agreed or agreed that they learnt 
something that they could take forward in their own work

 › 86.7% of participations strongly agreed or agreed that the content 
was interesting and relevant

 › All agreed the workshop was well planned with clear objectives



ENGAGEMENT 

“My goal is to travel the world in a 
campervan, making a documentary, raising 

awareness about Tourette Syndrome, 
changing misconceptions and gaining 

acceptance from people I meet.”

Paul Stevenson, United Kingdom
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EFNA maintains and ongoing programme of active external engagement to ensure that the voice of 
the neurology patient community is heard in the relevant forums. Below are some of the events and 
initiatives in which we have been active in 2019. Get in touch if you’d like to know more! 

Note: Most of our advocacy and policy activities in this regard are covered in the section on ‘Advocacy’.

ENGAGEMENT – SEC T ION 4

EFNA Vice-President Cathalijne van Doorne 
was appointed to the PRAC.

Participants of the EFNA General Assembly, held alongside the EAN 
Congress in Oslo

Donna Walsh (left) EFNA Executive Director,  
moderated a panel at the EMSP Annual Conference.

 › Joined EU Health Coalition with active involvement in 
‘Policies 4 Health’ group

 › Participated in Chrodis+ Work Package 8: Employment 
and Chronic Diseases

 › Involved in the Societal Impact of Pain Symposium 

 › Sat on Pfizer’s steering committee for UP campaign

 › Sat on Roche’s Personalised Healthcare Council

 › Vice-President, Cathalijne van Doorne, appointed to 
Pharmacovigilance Risk Assessment Committee (PRAC)

 › Member of the EMA’s Patient and Consumer Working 
Party 

 › Participant of EFPIA Think-Tank

 › Member of the European Society of Radiology’s Patient Advisory Group, and involvement 
in annual congress

 › Associate Member of the European Patients’ Forum and participant at annual general 
assembly and other events

 › Member of the judging panel for Medicines for Europe, Value Added Medicines Award and 
involvement in the annual conference
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EFNA’s survey on the impact of neurological 
conditions on young people shared at the SIP 
Symposium.

Participants of the EFNA General Assembly, held alongside the EAN Congress in Oslo

 › Organisation of Annual General Assembly

 › Organisation of Annual Partners’ Meeting

 › Speaker at Women’s Brain Project Forum

 › Speaker at Caring for Carers conference – Athens 2020

 › Member of the Non-Communicable Disease Alliance

 › Member of the European Brain Council, represented 
on Executive Committee and Board – and involvement 
across EBC workplan 

 › Collaboration with DG Research and Innovation on 
session re. patient involvement in EU-funded research 
at annual research days

 › Participation at member events e.g. EMSP Annual Conference and International ME 
Conference

 › Involved in the European Academy of Neurology’s Training and Education Committee, 
Rare Disease Taskforce, European Affairs Sub-Committee and Guideline Production 
Group

And much more… see: www.efna.net or sign up for our newsletter to stay informed! 

http://www.efna.net
http://eepurl.com/oPRML


FINANCE & GOVERNANCE 

“This is the Broken Road in Castleton in the 
Peak District. I feel that this ref lects my 

brain life goal because the broken road is 
twisted, snapped and buckled. I feel like 

this is what my journey has been like since 
being diagnosed with MS.”

Zoe Olivia Bradley, United Kingdom
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A WORD FROM OUR TREASURER
In 2019, EFNA was pleased to raise sufficient funds to support our 
workplan in full. In fact, with cost-savings and an ability to take on 
tasks internally – thanks to our dedicated team – we ended 2019 
with surplus of over €70,000. This is an important step forward in 
our attempts to ensure the sustainability of the organisation. This 
surplus will, therefore, be redistributed into two funds – one being 
the strategic implementation fund. This fund will be used to support 
future projects which advance EFNA’s strategic goals but for which 
funding is not easily sourced. The second fund is a sustainability fund; 
basically a reserve to ensure that EFNA has a provision to run the 
organisation, honouring all commitments/contracts, for 1 year should 
external funding be threatened or reduced. We hope that in future 
years we will continue to see a small surplus which can be allocated to 
these funds to build our sustainability. So, thank you to our sponsors 
for their ongoing support to EFNA. These are listed below. And thank 
you also to our accountants and advisors at SBB for their work to ensure EFNA meets its financial and legal 
obligations. Good governance is important to EFNA and we rely of the expertise of our colleagues at SBB to 
ensure that we comply with all relevant Belgian legislation and requirements. This will continue and we look 
forward to working with you all again in the coming years.  

F INANCE & GOVERNANCE – SEC T ION 5

Thanks to the fo l low ing companies who 
have supported us in 20 19: 
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EFNA ANNUAL ACCOUNTS 2019
EXPENDITURE INCOME
AWARENESS: #BRAINLIFEGOALS
Communications Manager -39,627.50 Merck 25,000.00
Allocated time of Executive Director: 3 days per month -15,246.00 Biogen 25,000.00
Toolkit Development & Printed Materials -472.32 Ipsen 25,000.00
World Brain Day - Policy Meetings -12,106.17 Novartis 25,000.00
Video and Online Content -2,907.12 Boston Scientific 25,000.00
Grants Scheme -20,000.00
Photography Competition -1,750.00
Planning Meeting -1,693.19
Exhibition Stand at EAN Congress -2,327.84
20% EFNA administation fee charged -25,000.00

Total Expenditure -121,130.14 Total Income 125,000.00
Project Surplus 3,869.86

ADVOCACY: MEP INTEREST GROUP AND GLOBAL HEALTH POLICY
Senior Advocacy Coordinator -50,956.86 Merck 30,000.00
Allocated time of Executive Director: 3 days per month -15,246.00 EAN 20,000.00
Interest Group Meetings -5,832.07 Novartis 54,560.00 *
Advocacy Workshop -46,291.20 Sanofi 15,000.00
Development of Policy Documents and Toolkits -20,860.07 Teva 20,000.00
Membership of NCDA -3,610.00 UCB 23,400.00
Planning Meeting -1,693.19 Pfizer 6,000.00 **
20% EFNA administation fee charged -36,792.00 Grunenthal 15,000.00

Total Expenditure -181,281.39 Total Income 183,960.00
Project Surplus 2678.61

ANNUAL ACCOUNTS 2019

EMPOWERMENT: TRAINING INITIATIVES FOR NEUROLOGY ADVOCATES
Training Coordinator (Executive Director 7 days per month) -35,574.00 Merck 30,000.00
Venue Costs incl. accommodation -42,526.36 Biogen 20,000.00
Delegate/Speaker Travel Expenses/Bursaries -16,314.27 MSD 15,000.00
Planning Meeting -1,693.20 Novartis 25,000.00
Miscellaneous -85.16 Sanofi 15,000.00
Associated Policy Papers -21,851.48 Teva 20,000.00
20% EFNA administation fee charged -31,000.00 Ipsen 30,000.00

Total Expenditure 149.044.47 Total Income 155,000.00
Project Surplus 5955.53

GENERAL COSTS
General Assembly @ EAN -19,324.73 Admin. Fees Charged 92,792.00
Board Meetings not accounted for elsewhere -588.11 Membership 3,150.00
Other Overheads -1,319.86 Honoraria 2,633.33
Printing and Publishing Costs -117.65 EBC 14,000.00
Equipment and Office Supplies -87.88 Janssen 10,000.00
Website, Internet and Telephone Costs -707.51
Accounting Fees -6,861.00
Membership Fees -1,945.00
External Representation -12,087.86
Executive Director Fee (unallocated) -20,751.50

Total Expenditure -63,791.10 Total Income 122,575.33
Core Surplus 58,784.23

TOTAL SURPLUS 2019 71,288.23
Allocation to Strategic Implementation Fund 15,000.00
Allocation to Sustainability Fund 44,958.78
Positive result from 2018 brought forward 18,832.45
Positive result to be carried forward -29,958.78

Notes: * 25,000 deferred to 2020   ** 19,000 deferred to 2020



Fo l low us.. .
We b:  w w w.ef na .ne t

Twit te r :  @EUne urolog y

Face b o ok :  /ef na .ne t

Ins t agr am:  @EUne urolog y

Linke dIn:  /company/ef na



We advocate for the rights of people affected by ADHD and comorbid conditions

towards fostering inclusion and social justice on every level in Europe by being the

ADHD voice.  We actively contribute to research as the patient voice exchanging

real-life experiences as well as meta-analytic reviews to better understand ADHD

and its treatment. We support NGO’s who assist people affected by ADHD who help

them reach their full potential;   experience well-being in their community and have

access to diagnosis, treatment, supportive care, education and employment. We

promote evidence based information by disseminating information at every

European level to improve ADHD legislation. 

Attention Deficit Hyperactivity Disorder (ADHD) is a neurological condition

which affects children and teens continuing into adulthood. ADHD children

are either hyperactive or without hyperactivity, are unable to control their

impulses, have difficulty regulating their moods or emotions have trouble

paying attention and these behaviors interfere with their daily functioning.

ADHD is more commonly diagnosed in boys than in girls which means that

many woman today have been undiagnosed or misdiagnosed. ADHD adults

may have trouble with managing time; being organized; relationships; self-

esteem and addiction. 

Everyone affected with ADHD has to combat ignorance, break down the

walls of stigma and intolerance that they experience in their daily life without

discrimination to be part of human diversity and have a full participation in

society.

ADHD EUROPE

www.adhdeurope.eu

WHAT IS ADHD?

“Understanding the nature of the
problem is going to reduce stigma
and reduce blame and it’s going to

reduce self-stigma and 
self-blame”

Professor Eric Taylor – child and adolescent
psychiatrist at King’s college London

@ADHD_Europe

@adhdeurope



Dystonia Europe was founded in 1993. It’s the platform at the European level for all

dystonia stakeholders in Europe. We represent 22 national member organisations

from 18 countries, with a total of about 15 000 dystonia patients in Europe.

Our vision is a better quality of life for dystonia patients! By connecting people

across Europe we aim to raise awareness, spread information and promote

education and research. We work in partnership with other patient advocacy groups,

clinicians and researchers, healthcare professionals and the pharmaceutical and

medical device industry. 

Some of our projects include: the digital diary MyDystonia, the awareness campaign

Jump for Dystonia and the dystonia research award - the David Marsden Award.

Currently we are working on the video information series Dystonia Facts.

Dystonia is a neurological movement disorder causing involuntary muscle

contractions, leading to twisting and repetitive movements or abnormal

postures. Tremor and pain are also common symptoms. Dystonia can affect

just one part of the body or several different areas. Dystonia can affect both

men and women of all ages. More than half a million people are living with

dystonia in Europe. It is the third most common movement disorder after

Essential Tremor and Parkinson’s. 

There is currently no cure for dystonia.

DYSTONIA EUROPE

www.dystonia-europe.org

WHAT IS DYSTONIA?

“By working together across
Europe on raising awareness and

spreading information our goal
is to improve quality of life for
everyone affected by dystonia”

Adam Kalinowski, President of Dystonia Europe

@dystoniaeurope

@dystoniaeurope



European Alliance of Neuromuscular Disorders Associations (EAMDA) is a European

umbrella organisation for associations, related to people with neuromuscular

disorders (NMD), established in 1974.

The mission of EAMDA is to represent and put together people with NMD and to be

their united representative voice on a national, international and European level. The

main purpose of EAMDA is to work with partner organisations across the Europe to

increase awareness of neuromuscular disorders (NMD) and to improve the quality of

life of people with these disorders. EAMDA is managed by people affected with

neuromuscular disorders, who advocate for equal rights and social integration. The

association represents the interests of people with NMD in different European

institutions and international non-governmental organisations.

Neuromuscular disease (NMD) is a broad term that refers to a group of

genetic, hereditary encompasses many diseases, which are genetically

conditioned chronic, degenerative and progressive disorders that affect

infants, children, young and old adults. NMD have an impact on the muscles

and direct nervous system control and usually leads to muscle weakness and

wheelchair dependence. These are chronic disorders, which lead to secondary

diseases consequences and the normal function of the organism.  Most types

of NMDs are multi-system disorders with manifestations in body systems

including the heart, gastrointestinal and nervous systems, endocrine glands,

skin, eyes and other organs.

EUROPEAN ALLIANCE OF NEUROMUSCULAR

DISORDERS ASSOCIATIONS

www.eamda.eu

WHAT IS NEUROMUSCULAR DISEASE?

“We aim to improve the quality of
life of people with NMD in terms of

equal treatment, personal assistance,
accessibility, independent living and

full participation in the society”
Ivanka Jovanović, EAMDA Vice-President



At its launch in 2009, EARLS had six founding (country) members. Since then, EARLS has

continued to grow and now has eight full-time members and three affiliate members,

representing tens of millions of RLS patients from across Europe. During this time, EARLS

has also established strong connections with RLS patient groups across the world, including

the USA, Australia and Japan. Conscious of the increasing importance of patient-centric

healthcare provision, EARLS recently conducted one of the largest-ever RLS patient

surveys, to better understand the experiences and needs of RLS patients. The findings of

this survey will be released in the coming months.

Restless Legs Syndrome (RLS), also known as Willis-Ekbom Disease, is a

neurological disorder characterised by an irresistible urge to move to stop

uncomfortable or odd sensations. As it usually interferes with sleep, it is also

considered a sleep disorder.RLS can affect the arms, torso, head, and other

parts of the body. While RLS is thought to affect 5- 10% of people across

Europe, it is a much misunderstood and often ridiculed condition. It is a

"spectrum" disease with some people experiencing only mild symptoms or

minor annoyance while for others it can be intolerable, causing major

disruption to sleep and significant impairments in their quality of life.

EUROPEAN ASSOCIATION FOR RESTLESS LEGS

SYNDROME (EARLS)

www.earls.eu

WHAT IS RESTLESS LEGS SYNDROME?

“Our goals include promoting
awareness and understanding

of RLS among the public,
medical professionals and

policy and decision makers”
Daragh Bogan, EARLS President

@europeanRLS



The European Charcot-Marie-Tooth Federation is a non-profit organization formed

by European national organizations supporting people affected by Charcot-Marie-

Tooth disease. It was created to unite the CMT advocacy groups across Europe, to

help raise awareness on CMT, to promote better care for people with  Charcot-

Marie-Tooth disease and to encourage the formation of new organizations

in countries where there is not an advocacy group yet. ECMTF also cooperates

with other umbrella groups and organizations dealing with neurological

diseases, both in Europe and worldwide. One of the core missions of ECMTF is to

promote research across the whole of Europe into the causes and potential

treatments for all types of CMT.

Charcot-Marie-Tooth disease is a rare neurological condition affecting

peripheral nerves.   The nerves deteriorate, causing muscle wasting and

weakness of lower legs/feet and lower arms/hands, leading to varying

degrees of disability. The progression of the disease is extremely personal

and can affect people very differently, even in the same family. 

A hereditary disease, it can be dominant, recessive or X linked, according to

the gene involved in the mutation. To date, researchers have identified

mutations in more than 80 different genes, which implies a large number of

phenotypes. In Europe, around 300,000 people are thought to have CMT,

making it the most common inherited neurological condition.

EUROPEAN CHARCOT-MARIE-TOOTH FEDERATION

www.ecmtf.org

WHAT IS CHARCOT-MARIE-TOOTH (CMT)?

“Together we are stronger!”
Marina Brocca, ECMTFr

@ecmtf



EHA was founded in 1986 because the national associations experienced the

need to collaborate across borders and work together.   The main aim of EHA is

to exchange information and knowledge, raise awareness and fight stigma.   We

work closely with clinicians and researchers and advocate for better care and

support for HD patients and families.   EHA reach out to countries without a

patient organisation and support them in establishing one.  We see a connection

between strong associations and better health care systems for patients in the

European countries.

Huntingtons disease (HD) is a neurodegenerative, genetic disease. Normally a

person with the HD mutation develop symptoms at the age between 30-50. 

First symptoms are often subtle changes in personality and cognitive

problems.   Later, motor symptoms and involuntary movements become more

and more apparent.   There is currently no disease modifying medical

treatment available and most patients die 15-20 years after diagnosis. 

Prevalence varies, but in the Caucasian originated population, it’s estimated

to 7-12:100.000.   In Asian and African populations, the prevalence is most

probably lower.

EUROPEAN HUNTINGTON ASSOCIATION (EHA)

www.eurohuntington.org

WHAT IS HUNTINGTONS DISEASE (HD)?

“Our goal is that all HD patients and
families stop hiding.   They deserve

access to support and treatment.”

Astri Arnesen, EHA President

@eurohuntington



Myalgic Encephalomyelitis (ME) is a long-term (chronic), fluctuating, neurological

condition that causes symptoms affecting many body systems, more commonly

the nervous and immune systems. ME affects around 17 million people

worldwide. People with ME experience debilitating pain, fatigue and a range of

other symptoms associated with post-exertional malaise, the body and brain’s

inability to recover after expending even small amounts of energy. People with

ME can vary enormously in their experience of the illness, and also how long

their symptoms last. Some make good progress and may recover, while others

can remain ill for a number of years and may not get better.

The European ME Alliance is a  grouping of European organisations who are

involved in supporting patients suffering from Myalgic Encephalomyelitis (ME

or ME/CFS) and are campaigning for funding for biomedical research to

provide treatments and cures for ME. The alliance was formed in 2008 by

national charities and organisations in Europe. The Alliance now has

representatives from Belgium, Czech Republic, Denmark, Finland, France,

Germany, Holland, Iceland, Ireland, Italy, Norway, Spain, Sweden, Switzerland

and the UK.

Our aim is to   campaign for appropriate funding of biomedical research into

ME/CFS to establish an understanding of the aetiology, pathogenesis and

epidemiology of the disease. This should lead to the development of

treatments to cure or alleviate the effects of the illness.

EUROPEAN ME ALLIANCE (EMEA)

www.euro-me.org

WHAT IS MYALGIC ENCEPHALOMYELITIS (ME)?

“Our aim is to   campaign for appropriate
funding of biomedical research into

ME/CFS to establish an understanding of
the aetiology, pathogenesis and

epidemiology of the disease.”

Richard Simpson, EMEA President

@EUROMEALL
 

EMEA
EUROPEAN ME ALLIANCE



The European Migraine and Headache Alliance (EMHA) was launched in 2006, as a result of

the coming together of the different national organizations among Europe. At the moment

EMHA is representing 34 countries and is looking forward to continuing to improve the life

of the more of 40 millions of European migraine residents. 

The EMHA works closely with other headache organizations and alliances that exists

worldwide who focus their goals in raising awareness in the society in general,

healthcare professionals, companies and politicians in order to improve the value

and dignity of the migraneurs life and seek to improve the quality life of those living

with the condition. 

Migraine is a neurological incapacitating disease which affects 1 in 7 people

in the world. It’s a really heavy burden and people with migraine face

enormous misunderstanding of their condition from family to friends, also

healthcare professionals, employers or politicians.

There is a widespread conviction in society that migraine is just a plain

headache and, that those of us who suffer it have very little resilience.

Nothing could be further from the truth. Those of us who live with migraines

prove right through our lives to be capable of operating on a level with those

who do not suffer from this terrible pain.   For the moment, migraine has no

cure, its treatment is palliative, and we are now beginning to see new

preventive treatments.  Since migraine is not seen as a direct risk to people’s

lives, many people do not receive the support that is evidently needed.

EUROPEAN MIGRAINE & HEADACHE ALLIANCE

www.emhalliance.org

WHAT IS MIGRAINE?

“Nobody dies due to migraine, but
living with this burden,

can it be called life?”
Elena Ruíz de la Torre, EMHA Executive Director

@EMHAlliance



Campaigning through advocacy and awareness raising; 

Collecting and sharing knowledge and expertise;

Encouraging research and data collection. 

The European Multiple Sclerosis Platform (EMSP) represents more than 750,000

people living with multiple sclerosis (MS) in Europe. Their needs are the main focus

of its advocacy and awareness-raising campaigns. 

EMSP relies on a growing network of 41 member organisations from 36 European

countries. Their work is based on 3 pillars: 

EMSP is working together with its members and partners to ensure that people

living with MS in Europe who they represent, have a real voice in determining their

own priorities.

Multiple sclerosis (MS) is a complex, neurological condition and no two people

are affected in the same way. Symptoms range from fatigue and depression

to severe mobility problems and blindness in extreme cases. Most people are

diagnosed between the ages of 20 and 40, and for half of them

unemployment follows, on average, three years after. There is currently no

cure for multiple sclerosis, but the condition can be managed through

specialised help, starting with early diagnosis and continuing with person-

centered therapies and appropriate medication. However, there is

tremendous variation in access to optimal treatment and care across Europe.

EUROPEAN MULTIPLE SCLEROSIS PLATFORM (EMSP)

www.emsp.org

WHAT IS MULTIPLE SCLEROSIS (MS)?

“Our goal is to raise the voice of people
with MS in order to have a real impact

on policy decision-makers.”

Klaus Knops, EMSP Treasurer

@eumsplatform



The European Parkinson’s Disease Association (EPDA) is the only European Parkinson's

umbrella organisation. We have been championing and working with the global Parkinson’s

community for nearly 30 years. Since the EPDA was founded, back in 1992, our focus has

always been 100% on collaboration and building unity across Europe and the world. 

Today, as the leading voice for Parkinson’s in Europe, we provide information and resources

to all Parkinson’s stakeholders, raise awareness of the disease’s complexities and impact, and

advocate for concrete policy change that benefits the Parkinson’s community.

Parkinson’s disease is a progressive neurodegenerative condition – it is

caused by the loss of dopamine-producing cells in the brain. Around 10 million

people are estimated to have the condition worldwide. Most people who get

Parkinson’s are over 60, but one in ten are under 50.

The most common Parkinson’s symptoms are tremor, muscle rigidity and

slowness of movement. All of these are related to movement and are called

motor symptoms. Many people with Parkinson’s also experience non-motor

symptoms such as pain, anxiety and depression.

There is currently no cure for Parkinson’s, but medication can usually provide

good symptom control for a long time.

EUROPEAN PARKINSON’S DISEASE ASSOCIATION

www.epda.eu.com

WHAT IS PARKINSON’S DISEASE?

“Our goal is to enable all people
with Parkinson's to live a full

life, while supporting the
search for a cure.”

Knut-Johan Onarheim, EPDA President

@euParkinsons



The European Polio Union (EPU) is a European umbrella organisation for national

organisations that support people who have had polio and for people that are currently

coping with Post Polio Syndrome (PPS). 

The EPU aims, by bringing all those organisations together, to strengthen their force, to

learn from each other and to help each other. In some countries in Europe the knowledge

and treatment of PPS is (much) better than in others and the aim is to make this more

equal all over Europe.

After the initial  acute phase of polio infection, people 'recovered'. They

regained use of their muscles or learned to live with paralysis. Some people

had operations;  others had some sort of physiotherapy or another

treatment. They fought hard to  regain a normal life. People then went into a  

phase of neurological and functional stability. Around 20 to 40 years after 

 the initial polio infection some people start to experience a decline in their 

 health and functionality. This is known as Post Polio Syndrome (PPS). 

One can have two or more of the following health problems: New weakness in

muscles (previously affected or believed to be unaffected), New muscle

atrophy, Pain in muscles and/or joints, Extensive fatigue, Functional loss, less

endurance, Respiratory and/or swallowing difficulties, Cold intolerance. 

There is no known cure  but people may respond to a range of therapies to

alleviate the symptoms, often  requiring modification of life style. It is

important that healthcare  professionals with knowledge of polio and Post

Polio Syndrome see people with  late effects of polio.

EUROPEAN POLIO UNION

www.europeanpolio.eu

WHAT IS POST-POLIO SYNDROME?

“The EPU aims, by bringing all
those organisations together,

to strengthen their force, to
learn from each other and to

help each other.”
 European Polio Union (EPU)



Euro-ataxia is an international non-profit association whose member organisations

work together to help people with progressive ataxia lead their best life. We do this

by building a strong organisation that represents people with progressive ataxia

throughout Europe.

Ataxia is the name given to a group of rare neurological disorders that affect

balance, coordination, and speech. There are many different types of ataxia

that can affect people in different ways.

Anyone of any age can get ataxia, but certain types are more common in

certain age groups. For example, people with Friedreich’s ataxia are usually

diagnosed in childhood or adolescence. The ataxias are rare conditions:

>100,000 people in Europe have ataxia. The most commonly inherited ataxia,

Friedreich’s ataxia, has a prevalence of 1:29,000. Inherited childhood ataxias

have a prevalence of 1:21,692.

Some forms of ataxia are treatable, but in most cases there is still no

cure.  Despite this,  research is constantly on-going towards finding new

treatments and cures.

EURO ATAXIA

www.euroataxia.org

WHAT IS ATAXIA?

“Our goals are to drive
forward research and

treatment of the ataxias and
to encourage the free flow of

information between members
on the latest research.”

 Cathalijne van Doorne, President, EuroAtaxia

@EuroAtaxia



The European Myasthenia Gravis Association (EuMGA) is an international organisation

that acts as a information platform for the National MG Associations in Europe.

This European platform fosters the exchange of information to ensure that people with

MG have a real voice in determining their own objectives and priorities.

EuMGA aims to promote the health and welfare of sufferers from Myasthenia Gravis,

Lambert-Eaton Myasthenic Syndrome, Congenital Myasthenic Syndrome and other

similar diseases of the human neuromuscular junction in the Countries of Europe.

EuMGA's goal is to assist and encourage the formation and development of not-for-

profit organizations of patients suffering from these diseases, and their carers, in the

Countries of Europe.

Myasthenia Gravis is an uncommon condition that causes certain muscles to

become weak. With treatment, most people can lead a normal life. Myasthenia

Gravis literally means 'grave muscle weakness'. The condition can affect any

muscles that you can control voluntarily. Muscles that you cannot control

voluntarily, such as the heart muscles, are not affected.

Myasthenia gravis most commonly affects the muscles that control eye and

eyelid movement, facial expression, chewing, swallowing and talking, and the

muscles in the arms and legs. Less often, the muscles involved in breathing

may be affected. The muscle weakness is usually made worse by physical

activity and improved by rest.

EUROPEAN MYASTHENIA GRAVIS ASSOCIATION

(EUMGA)

www.eumga.eu

WHAT IS MYASTHENIA GRAVIS?

“EuMGA supports the
creation and development of
patients' groups dedicated to

the promotion and welfare of
sufferers from the diseases.”

 Cathalijne van Doorne, President, EuroAtaxia



The International Bureau for Epilepsy (IBE) improves the social condition and

quality of life of people with epilepsy and those who care for them. We have a

vision of the world where everywhere ignorance and fear about epilepsy are

replaced by understanding and care. The IBE is made up of laypersons and

professionals interested in the medical and non-medical aspects of epilepsy. We

address social problems such as education, employment, insurance, driving

licence restrictions and public awareness.

 

To have epilepsy is to have a tendency to have recurring seizures. Anyone

can have a seizure, if the brain is exposed to a strong enough stimulus. It is

not necessarily a life-long diagnosis.

Electrical activity is happening in our brain all the time. A seizure  happens

when there is a sudden burst of intense electrical activity in the brain. This is

often referred to as epileptic activity. The epileptic activity causes a

temporary disruption to the way the brain normally works, so the brain’s

messages become mixed up. 

There are many different types of seizure, and each person will experience

epilepsy in a way that is unique to them.

INTERNATIONAL BUREAU FOR EPILEPSY (IBE)

www.ibe-epilepsy.org

WHAT IS EPILEPSY?

“Our goal is to stimulate research
for more effective treatment and,

ultimately, to find a cure”
Ann Little, Executive Director, IBE

@IBEsocialmedia



Founded in 2011, Pain Alliance Europe (PAE) is a unique, democratic alliance that functions

as a European umbrella organisation of 43 national and regional associations in 19 European

countries. These associations are all concerned with chronic pain, regardless of the

underlying condition. PAE aims to raise awareness of chronic pain, to promote a European

policy on chronic pain and to reduce the impact of chronic pain on European society, in all

areas. For PAE, quality of life for a chronic pain patient means giving the patient the right to

choose the best possible solutions and support to live her/his life, according to her/his

possibilities and wishes.

Chronic pain has a devastating impact on those who suffer from it. Not

only do they have a medical condition to contend with, but the social and

economic impact on the sufferers and on society is enormous. PAE’s mission

is to improve the quality of life for people living with chronic pain in Europe.

PAE’s vision is to create a Europe in which chronic-pain patients can have

access, without any boundaries, to the best possible treatment for them.

PAIN ALLIANCE EUROPE

www.pae-eu.eu

WHAT IS CHRONIC PAIN?

“Our goal is to improve the
quality of life of people living

with chronic pain.”
Joop van Griensven, President PAE

@pain_europe



Retina International (RI) is a patient-led, global, umbrella NGO for patient-led groups around

the world focused on research and support for rare and common retinal diseases. For 42

years, Retina International (RI) has been the voice of patient-led voluntary groups, charities

and foundations worldwide who fund and support retinal research that is seeking a cure for

inherited and acquired retinal diseases.

Millions of people all over the world are living with severe vision loss, a significant proportion

of which is due to retinal degenerations. For individuals and families who have been

diagnosed with a retinal dystrophy, be it rare, genetic and inherited, or age-related, access

to relevant, detailed and clearly understandable information is essential.

Retina International strives to improve the lives of these people living with retinal conditions

by making this information accessible, accurate and relevant. Additionally, we lead and

support national and global evidence-based advocacy campaigns to improve healthcare and 

treatment access for people living with retinal conditions.

Retinal dystrophies (RDs) are degenerative diseases of the retina which 

have marked clinical and genetic heterogeneity. Common presentations 

among these disorders include night or colour blindness, tunnel vision 

and subsequent progression to complete blindness. The known causative 

disease genes have a variety of developmental and functional roles with 

mutations in more than 120 genes shown to be responsible for the 

phenotypes.

RETINA INTERNATIONAL

www.retinainternational.org

WHAT IS RETINAL DYSTROPHY?

“Our goal is to develop  capacity-
building tools that will build

a  united community that is equiped
to advocate with confidence  for
better investment in research.”

Retina International

@RetinaInt



Stroke is a brain attack. It occurs when the  blood supply to the brain is

blocked (ischemic stroke), or if a blood vessel in the brain is ruptured

(haemorrhagic stroke). When either of these things happen, brain cells begin

to die or are at risk of damage. It affects around 17 million people worldwide

each year. It is the second most common cause of death and a leading cause

of adult physical  disability, as many stroke survivors  may experience a

disability following stroke. The level of seriousness and permanence of this

disability will depend on which part of the brain has been injured and how

severely it has been affected.

The Stroke Alliance for Europe (SAFE) an non-profit-making organisation formed in 2004 in

Brussels, Belgium. It is the voice of stroke survivors in Europe, representing a range of

patient groups from more than 30 European countries. SAFE’s goal is to decrease the

number of strokes in Europe by advocating for better prevention, access to adequate

treatment, post-stroke care and rehabilitation. For more information about SAFE, please

visitwww.safestroke.eu.

STROKE ALLIANCE FOR EUROPE (SAFE)

www.safestroke.eu

WHAT IS STROKE?

“As well as building the strength
and number of stroke support
organisations, we campaign to

improve stroke care and support
people to make the best possible

recovery.”
Arlene Wilkie, SAFE Director General

@StrokeEurope



A brain tumour is a growth of cells in the brain that multiplies in an abnormal,

uncontrollable way.

Brain tumours are graded according to how fast they grow and how likely

they are to grow back after treatment. Grade 1 and 2 tumours are low grade,

and grade 3 and 4 tumours are high grade.There are 2 main types of brain

tumours: non-cancerous (benign) brain tumours – these are  low grade (grade

1 or 2), which means they grow slowly  and are less likely to return after

treatment, and cancerous (malignant) brain tumours – these are high grade

(grade 3 or 4) and either start in the brain (primary tumours) or spread into

the brain from elsewhere (secondary tumours); they're more likely to grow

back after treatment.

The International Brain Tumour Alliance (IBTA) is a global network founded in 2005 as a

dynamic worldwide community for brain tumour patient organisations and others involved in

the field of neuro-oncology.

The IBTA brings together experience and expertise from all over the world with the aim of

enhancing the well-being and quality of life of brain tumour patients and their families.

We place patients, their families and caregivers at the heart of all we do celebrating their

courage and achievements, sharing knowledge and experiences and working together for

progress. We encourage and support established brain tumour patient organisations; we do

not aim to replace or supersede them.

INTERNATIONAL BRAIN TUMOUR ALLIANCE (IBTA)

www.theibta.org

WHAT IS BRAIN TUMOUR?

“Our goal is to advance
worldwide awareness of this

disease by developing and
promoting activities highlighting

the challenges and needs of
patients and carers.”

Kathy Oliver, Chair, IBTAl

@theIBTA


