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FOREWORD 

A LETTER FROM EFNA EXECUTIVE DIRECTOR, DONNA WALSH

Dear Reader,

Thank you for taking the time to flick through the EFNA annual report 2014. 
We’ve tried to keep it short and to the point – highlighting key activities under 
the four pillars of our Strategic Plan: Advocacy, Awareness, Empowerment and 
Engagement. 

2014 was really a year in which we worked towards building a platform for some 
exciting activities to be rolled-out in 2015. This included the appointment of a 
Senior EU Policy Officer who will coordinate a new EFNA initiative: the Member of 
the European Parliament Interest Group on Brain, Mind and Pain. 

However, we also continued to provide some of the staple and most ongoingly 
popular EFNA initiatives such as our training and capacity building workshops 
for patient advocates at the London School of Economics. Pricing, Access and 
Reimbursement was the theme for 2014. And, after a successful inaugural event 
in 2013, we once again held our Advocate for Brain, Mind and Pain Workshop – 
where this year we launched EFNA’s newly published guide to building national 
neurological alliances: Stronger Connected.

As I mentioned, 2015 looks like being one of our busiest years to date and will build 
on the foundations laid. Throughout this annual report we reference some of our 
upcoming plans. If you’d like to take a more indepth look at the workplan for next 
year – you can find the 2015 Operational Plan in the appendices (Annex 2).

As always, EFNA relies on the human and financial support of many partners/
stakeholders to enable us to implement our ongoing workstream – and so I would 
like to take this opportunity to thank all of those who contributed in any way. This 
includes, among others, our dynamic Board of Directors, the EFNA membership, 
funders/sponsors, consultants and volunteers. We look forward to work with you all 
again in 2015.

Should you have any comments or queries on the content that follows or on EFNA 
more generally, then please do not hesitate to get in touch. We would love to hear 
from you!
With my best wishes for the coming year,  
 
Donna Walsh 
Executive Director 
 

ABOUT EFNA

The European Federation of Neurological Associations [EFNA] is an umbrella group representing 
pan-European neurology patient groups. Our slogan ‘Empowering Patient Neurology Groups’ 
encapsulates our goals as an Association. We strive to add capacity to our Members – allowing them 
to be the most effective advocates possible in their own disease-specific areas. EFNA embraces the 
concept of Partnership for Progress – working at a high level with relevant stakeholders from the fields 
of policy, medical, scientific/research, industry, patient partners and other key opinion leaders. 

Our Mission
 » To influence policy makers and legislators in Europe (and particularly in the 

European Union) to prioritise resource allocation to reduce the burden for 
people living with a neurological disorder.

 » To communicate with our members to achieve positive change and to ensure 
that our actions both represent and provide added value to their own concerns 
and activities.

 » To establish strong partnerships and alliances with relevant stakeholders in 
the scientific, clinical, political and corporate arenas to help us to reach our 
goals – partnership for progress. 

Our Values
 » Trustworthiness and transparency – we will be open, honest and ethical in all 

we do.

 » Respect and democracy – we respect one another’s differences and 
contributions.

 » Sustainability – we will make best use of our resources to bring about 
changes that produce permanent benefits for our members and will plan our 
activities to ensure EFNA’s future. 
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Board Members 2014
 
Audrey Craven   President  European Headache Alliance 
Cathalijne van Doorne  Vice-President  Euro-Ataxia 
Bea de Schepper  Treasurer  European Huntington’s Disease Association 
Joke Jaarsma   Secretary-General European Alliance for Restless Legs Syndrome 
Maggie Alexander  Board Member  European Multiple Sclerosis Platform 
Ann Little   Board Member  International Bureau for Epilepsy 
Manuela Messmer-Wullen Board Member  Stroke Alliance for Europe

Staff and Contacts 
 
Donna Walsh   Executive Director  executivedirector@efna.net 
Heather Clarke   Senior EU Policy Officer  euaffairs@efna.net

Visit us at:   www.efna.net  |    www.brainmindpain.eu 
Follow us on Twitter:   @EUneurology

Our Members

 » Dystonia Europe

 » Euro-Ataxia

 » European Alliance for Neuromuscular Disorders Associations

 » European Alliance for Restless Legs Syndrome

 » European Headache Alliance

 » European Huntington’s Disease Association

 » European Multiple Sclerosis Platform

 » European Myalagic Encephalomyelitis Association European Myasthenia Gravis Association

 » European Network for Research in Alternating Hemiplegia in Childhood

 » European Polio Union

 » European Myasthenia Gravis Association

 » European Network for Research in Alternating Hemiplegia in Childhood

 » European Myasthenia Gravis Association

 » European Network for Research in Alternating Hemiplegia in Childhood

 » European Polio Union

 » European Sexual Health Alliance

 » Guillain-Barre Support Groups – Europe

 » International Brain Tumour Alliance

 » International Bureau for Epilepsy

 » Motor Neurone Disease Association 

 » Pain Alliance Europe 

 » Progressive Supranuclear Palsy Association

 » Retina Europe

 » Stroke Alliance for Europe

 » Trigeminal Neuralgia Association UK  

 
 
2014 EFNA ACTIVITIES EXPLORED  
IN THIS ANNUAL REPORT: 

 

TOPIC      PAGE 

1. Advocacy       6
2. Empowerment     10
3. Engagement     14
4. Awareness      18
Annual Accounts 2014    Annex 1
Operational Plan 2015    Annex 2
Member Contributions    Annex 3

http://www.efna.net 
http://www.brainmindpain.eu
https://twitter.com/EUneurology
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1. ADVOCACY
PLANS FOR 2015
 
In 2015, the European Federation of Neurological Associations [EFNA], 
together with Pain Alliance Europe, launches an MEP Interest Group on Brain, 
Mind and Pain in the European Parliament. This initiative will be coordinated 
by EFNA’s newly appointed Senior EU Policy Officer. 

Co-chaired by MEPs Marian Harkin, Daciana Sarbu and Jeroen Lenaers, the 
aim of this group is to:
 
Encourage research into and access to innovative treatments, promote 
prevention and self-management approaches, decrease stigma and work together to improve quality of 
life for people living with these disabling conditions.

The group will strive to see this mission statement implemented by calling on European Policy-Makers – 
via the Institutions and Member States – to: 

 » Support patient-led campaigns to educate, eradicate stigma and raise 
awareness of neurological and chronic pain disorders

 » Support research into the development of innovative prevention and 
treatment options within a regulatory framework which facilitates equitable 
access to affordable therapies

 » Strengthen patient involvement in this research, and in policy-setting and 
decision-making

 » Implement relevant European social legislation to ensure appropriate support 
for people living with neurological and chronic pain disorders

 
The above mission statement and subsequent calls to action arose from consultations with patient 
advocates at our 2014 Advocate for Brain, Mind and Pain Workshop. This took place in Brussels on 
September 24th and 25th with approximately 50 participants in attendance.  
Read on to find out more…

REVIEW OF 2014 

Advocate for Brain, Mind and Pain Workshop 2014
 
 
Whilst Day 2 of this workshop focussed on highlighting the issues needed to be tabled in Europe (results 
above), Day 1 looked to identify and create the structures for communication between national and 
European platforms. This channel for dialogue needs to be opened and maintained to ensure that ADVOCACY
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examples of good practice or – conversely – the identification of problems/challenges could be brought 
to the attention of EU policy-makers through the forum of the Interest Group. 

An introductory presentation from the European Patients’ Forum highlighted the growing competence 
of the European institutions in healthcare. It also outlined examples of how national and European 
organisations can work successfully in tandem. 

This was followed by a presentation from EFNA highlighting why it would like to further involve 
National Neurological Alliances in its work (replicating the EPF membership structure; encompassing 
pan-European disease-specific groups and national patient coalitions). 

Neurological alliances bring together and represent organisations working on a wide range of 
neurological issues, such multiple sclerosis, epilepsy, stroke and many more. Alliances allow 
organisations with similar interests to be heard as a collective voice for greater impact.

At the workshop, EFNA launched Stronger Connected – the EFNA guide to building national neurological 
alliances. This document, commissioned by EFNA and produced in conjunction with Punch Consulting, 
is a collection of experiences and advice from existing alliances. These groups have been successful 
in putting neurology policy issues on the agenda, sharing experiences and resources, and rolling-out/
participating in various projects and initiatives. EFNA wants to inspire and encourage organisations 
in other countries to follow their lead. The guide can be accessed here: http://efna.net/national-
neurological-alliances/

At the 2015 EFNA General Assembly, a motion will be tabled on opening the membership of the 
organisation to these groups. EFNA also plans to work with national patient organisations on the 
ground to build such Alliances where they do not already exist. It is hoped an initial exploratory meeting 
will take place in Romania before end-2015. 

EFNA was also involved in other events at the European Institutions as partners/participants 
throughout 2014. We supported the work of the European Patients Forum [EPF] who conducted a major 
campaign in the lead-up to the European Elections.  We also coordinated events on topics/themes of 
relevance to our membership. 

An Example: “Out of Office” Research Report and Parliamentary Event 

This report, published by the Economist Intelligence Unit [EIU], highlighted the variation in benefits 
to cover sick leave across Europe and the need for better information-sharing between European 
countries to help identify best practice. According to the EIU, then, a key role for the European Union 
is to build systems that allow for comparisons between national systems, which would help national 
policymakers identify and pursue best practice.

At the launch event for this report, organised by EFNA at the European Parliament, the patient 
perspective was to the fore in illustrating the impact and burden of working with a disability. The 
brain, mind and pain axis was represented by EFNA, GAMIAN and Pain Alliance Europe (PAE). Joop van 
Griensven (PAE) and Patrick Colemont (GAMIAN), underlined the lack of understanding and support 
from their peers, their superiors or the authorities can drive them from the workplace, with significant 
social and economic costs for society as a whole.

EFNA believes an ageing population is one of the greatest challenges for European employers. 
Neurodegenerative diseases, for example, currently affect over 9 million Europeans, while chronic pain 
is something 100 million Europeans have to live with. This viewpoint was articulated at the meeting by 
Audrey Craven, EFNA President, who said: “Many people affected by neurodegenerative diseases want 
to remain at work. However, inadequate protections and supports exist in many European countries 

– and those affected can face stigma and discrimination. The statistics suggest that these issues will 
only worsen if not tackled now.”

Linda McAvan supported this view by adding that “people with certain long term conditions such as 
neurological disorders need support to stay in the labour market when suitable work is available. 
The EU can facilitate the exchange of best practice both for patients’ organisations and healthcare 
professionals”. 

The European Commission also spoke of the great importance it attaches “to improving health and 
safety at work in the EU, taking particular account of the challenges imposed by the ageing of the 
working population and the need to tackle new and emerging risks”. However it mentioned that “one 
of the biggest challenges remains the engagement and collaboration of all the actors involved, not only 
at an European, but also at a national level”. EFNA will follow-up on this theme via its Interest Group on 
Brain, Mind and Pain. 

Left to Right: Audrey Craven (EFNA President), Jesus Alvarez (from DG Employment, European Commission) and 
Linda McAvan MEP.

http://efna.net/national-neurological-alliances/ 
http://efna.net/national-neurological-alliances/ 
http://efna.net/national-neurological-alliances/ 
http://www.economistinsights.com/healthcare/analysis/out-office
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2. EMPOWERMENT 

TRAINING AND CAPACITY–BUILDING
Patient Advocate Workshops at the London School of Economics [LSE] 
 
There is increasing emphasis on ‘patient centred healthcare’ and greater involvement of patient groups 
in policy setting at all levels.  However, it is clear that not all patient groups are sufficiently skilled to 
take full advantage of the opportunities offered to them to contribute effectively to developing policy. 
 
The LSE and EFNA have worked together for four years to deliver training to patient groups on health 
technology assessment (HTA) and, more recently, Pharmaceutical Pricing, Access and Reimbursement – 
which was the theme for the course which took place during May 2014.  
 
Almost 30 patient advocates came to London for two days to participate in this important initiative 
which was aimed at equipping them with the knowledge and skills they need to be actively involved in 
influencing regulatory decision-making in relation to medical technologies/pharmaceuticals. By attend-
ing this course, participants obtained insights on: (a) how pharmaceuticals fit within the overall health 
care system; (b) how different countries in Europe and beyond pay for pharmaceuticals; (c) what are 
the most salient regulations addressing coverage/access and how these affect patient access; (d) how 
stakeholders – including patients – participate in the decision-making process. 

EMPOWERMENT
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Topics included:

 » Rate of Return Regulations

 » Price Referencing and Tendering

 » Patient Access Schemes

 » Generic Pharmaceutical Policy

 » Risk Sharing

 » Adherence to Medicines 

 » Value Based Pricing

 » Prescribing Policies and Incentives

The course was run by Prof. Panos Kanavos of the London School of Economics. Prof. Kanavos is Reader 
in International Health Policy and is an economist by training. He coordinates the activities of the 
Medical Technology Research Group at LSE and works closely with the wider stakeholder community 
(government, patients, industry, etc.). His research interests comprise health systems analysis and 
reform, health technology assessment and the economics of medical technology.

NATIONAL PILOT: Pharmaceutical Pricing, Access and Reimbursement 
Science Gallery, Trinity College Dublin 
 
Based on feedback from participants at our high-level workshops at the London School of Economics, it 
became apparent that many of the alumni needed further support when they returned to their national 
organisations and attempted to get to grips with the national system in which they worked.  
 

So, in Dublin, Ireland during April 2014 we held our first national workshop on the topic of Pharma-
ceutical Pricing, Access and Reimbursement; taking a more practical approach with speakers coming 
from the national agencies responsible for decision-making in these areas e.g. the National Centre for 
Pharmacoeconomics (with responsibility for HTAs). The aim here was to educate patient advocates on 
the theory of the process but to then outline where and how in the process they can get involved. 

Over 40 representatives from Irish patient organisations, across disease area, were in attendance on the 
day. Feedback was overwhelming positive and we will look to expand this model in 2015.

PLANS FOR 2015
 
Over recent years, many patient organisations – along with industry itself – have worked to address 
unmet training needs too. This has culminated in the European Patients Academy on Therapeutic 
Innovation [EUPATI] which was launched in 2014. With this mind, EFNA is eager to ensure that we are 
not wasteful with resources by replicating what currently exists elsewhere. Therefore, EFNA is currently 
assessing the current landscape in terms of training opportunities for patient representatives, and 
reviewing our role therein. 

As mentioned above, feedback has shown patients now need to be equipped to use the theoretical 
knowledge gained on the research and development process in a more practical way e.g. through the 
development of communication, advocacy and campaigning skills and/or the creation and presentation 
of patient generated evidence/patient reported outcomes. However, it remains essential that this is 
contextualised in the current environment in which patient organisations operate e.g. How does a 
patient representative behave during a HTA appraisal? 

This would build on EFNA’s previous training and capacity building approach by providing a more 
‘turn-key’ and tangible follow-on, perhaps organised on a national level in a more interactive manner 
with key stakeholders in attendance (as illustrated by our pilot).

EFNA is also eager to ensure that our training activities are targeted to the neurology sector and the 
specific obstacles faced therein. For example, regulators now require evidence that a drug changes 
the patient’s real-world functioning as well as improving symptoms. In neurological conditions, where 
external markers of disease progress are often absent, this is a positive step which re-orientates drug 
development towards the most patient-relevant outcomes. However, patients must be equipped and 
empowered to collate and present this information in a manner which ‘fits’ the process. 

Working with other stakeholders in the field e.g. neuroscientists, neurologists, etc. may also be a way 
forward in terms of training offerings – so the development of a mutual learning experience should be 
further explored. 

EFNA is already in discussions re. potential workshops in Romania end-2015 and the Netherlands 
early-2016.
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3. ENGAGEMENT
 
 
Throughout 2014, the EFNA Board and Executive Director represented the organisation (and patients 
more broadly) as speakers, chairs and participants at many meetings of key stakeholders and partners 
in the field of neurology. These included: 

 » European Brain Council

 » Patients and Consumers Working Group at the European Medicines Agency

 » European Platform for Patient Organisations, Science and Industry

 » EFPIA Think-Tank

 » Europa-Bio

 » Patient-MedTech Dialogue

 » European Alliance for Access to Safe Medicines

 » Alliance for Safe Online Pharmacy

 » European Patients Forum

 » European Society for Radiology – Patient Advisory Group

 » Societal Impact of Pain 

 » Active Citizenship Network

More details on these groups can be found on the EFNA website.

EFNA also works closely with our health professional partners at the European
Academy of Neurology [EAN - previously the EFNS and ENS]. This includes 
participation on their Council and on their various committees such as Liaison 
and Training & Education. EFNA also has a strong track-record of active 
participation in EFNS Congresses, and this continued in 2014 with an active 
role in the Joint EFNS –ENS Congress at which the new EAN was founded.  

 
CASE-STUDY 1: HEALTH PROFESSIONALS - A 
Joint Congress of Neurology 2014
 
Patient participation on scientist panels/sub-committees, a large patient corner in the exhibition centre, 
a joint awareness session and attendance at the Training, Education and Liaison Committees – EFNA’s 
participation at the annual European Congress of Neurology reached a new high in 2014!

As the new European Academy of Neurology comes into being, EFNA is pleased to report that it enjoyed 
its most active and meaningful patient involvement at the joint congress of the EFNS* and ENS* in 
Istanbul during June 2014. 

ENGAGEMENT
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Patient Corner

Ten EFNA member organisations exhibited at the Patient Corner over four days – an opportunity to 
promote awareness of their individual patient organisations and disease areas. 

Delegates took part in the EFNA Awareness Quiz; comprising 50 questions from across ten disease 
areas. The winner was Dr Hilal with a high score of 32/50. Congratulations!

Patient Participation on Scientist Panels and Committees

In advance of the Congress, EFNA worked with the EFNS* to match our patient organisation members 
with the relevant scientist panels/sub-committees. Fifteen relevant panels were identified and thirteen 
positive responses received from the panel Chairs. Ultimately, ten panels had a patient represent-
ative, arising from which further collaboration will take place within the new European Academy of 
Neurology. We are currently surveying the patient representatives about their experience and will use 
the responses to build on this positive start.

EFNA also participated in the Training & Education and Liaison Committees which met in Istanbul to 
provide the patient perspective, and will follow-up on the various opportunities which arose. 

EFNA attended the Assembly of Delegates too, which saw the election of the new Board of the European 
Academy of Neurology: www.eaneurology.org

Awareness Session: Brain Disorders – The Communication Challenge
 
EFNA organised an Awareness Session on ‘Brain Disorders: The Communication Challenge’. This 
session took the format of an interactive workshop focussing on how the neurologist can overcome the 
obstacles to effective communication during consultation. It included role-plays and the presentation a 
disease specific case-study, in Traumatic Brain Injury, from both the physician and patient perspective.

A report from this session, including the recommendations which emerged, can be found in the News/
Events Section of the EFNA website. You can also read of EFNA’s future plans to take this project forward 
there.

* EFNS – European Federation of Neurological Societies 
* ENS – European Neurological Society 

These organisations have now come together to form the European Academy of Neurology. The two individual 
groups will now cease to operate.

PLANS FOR 2015
 
In 2015, EFNA will continue to be visible and involved at the Congress of the European Academy of 
Neurology in Berlin from June 19th to 23rd. Our activities will include the coordination of the patient 
corner, participation on the scientific panels and other relevant committees, organisation of a public 
awareness day and the hosting of our General Assembly and Corporate Partners Meeting.    

CASE-STUDY 2: HEALTH PROFESSIONALS - B 
International Day of Radiology 2014 [IDoR]

The International Day of Radiology 2014 focussed on brain imaging; highlighting that radiology can also 
play a role in the management of brain disorders – and it is not just the domain of neurology.

IDoR was also an example of best practice in highlighting collaboration between health professionals 
and patient organisations. In fact, the theme was put forward by EFNA through the Patient Advisory 
Group at the European Society of Radiology [ESR-PAG]. This group was developed to dialogue with 
patient groups at the European level.

To mark the day, a booklet was launched on the role of imaging in five major diseases of the brain: brain 
tumour, stroke, Alzheimer’s disease & dementia, Parkinson’s disease and multiple sclerosis.

After successful runs in 2012 and 2013, in which 110 radiology and medicine-related societies joined 
the initiative, IDoR 2014 reached new heights with more participants than ever. Over 40 European 
national radiology societies participated, as well as 20 North American, 12 Latin American and 10 Asian 
societies. For the first time, five African societies, representing 26 countries, will also took part in the 
initiative.

All the key information about the International Day 
of Radiology, including the 2014 booklets, can be 
found on the official International Day of Radiology 
website: www.internationaldayofradiology.com  

PLANS FOR 2015
 
In 2015, EFNA will continue to represents its members at the Patient Advisory Group. The focus of 
the work will be on developing Patient Safety Standards, in conjunction with the ESR’s Audits and 
Standards Sub-Committee. We will also present the patient perspective at a session entitled ‘From 
High Tech to Human Touch Imaging’ at the annual European Congress of Radiology – building on our 
previous work in this area by presenting ‘Brain Disorders: The Communication Challenge’ (see above) to 
a new audience.  
 

CASE-STUDY 3: INDUSTRY
Patient-MedTech Dialogue

The Patients MedTech Dialogue initiative brings together patient association and industry representa-
tive in regular, solution-oriented meetings. EFNA has been actively involved in these
meetings and in the taskforces created for: 

 » The creation and publishing of a checklist for patient centric companies

 » The organisation of a patient-oriented workshop during the largest health and medical 
technology industry conference in Europe

The above-mentioned workshop took place during MedTech Forum 2014, the largest health and 
medical technology industry conference in Europe. More than 80 participants (mostly industry 
representatives) attended the session on: “Bringing value to your business through patient partner-
ships” in which EFNA President, Audrey Craven addressed the audience. The aim here was to outline 
the benefits and values which a patient focus can bring to companies. A number of case studies, 
showcasing patient-industry partnerships and the benefits which have arisen were presented and 
discussed.

As mentioned above, also is also ongoingly represented at EuropaBio Patients’ BioForum, EFPIA 
Think-Tank, etc. – as well as hosting an annual Corporate Partners Meeting with our industry partners. 

http://www.eaneurology.org
http://www.internationaldayofradiology.com


18 19

4. AWARENESS

In 2014, EFNA launched a European survey on the impact of living with a brain disorder.
The aim was to:

 » Find out how neurological disorders impact on the home, work/educational and social life of 
those affected

 » Explore the association with related conditions/syndromes e.g. mental wellbeing, chronic pain, 
bladder and bowel disorders, sexual dysfunction etc.

 » Assess the satisfaction rates with treatment and management.

The data generated with help EFNA to raise awareness of the impact and burden of living with these 
disorders – and will be used to inform our advocacy work as we aim to educate European policy and 
decision makers as to why neurological disorders must be a political priority.

The survey was translated and made available in: English, French, Spanish, Italian, German, Dutch, 
Finnish, Polish, Danish, Romanian, Greek, Hungarian, Portuguese, Russian, Slovak, Slovenian and 
Swedish. 

The survey – which received almost 5000 responses from across Europe and disease area – is now  
being analysed by Prof. Matilde Leonardi and her phD team at the Besta National Neurological Institute 
in Italy. The results will be made available in 2015. 

PLANS FOR 2015
 
In 2016, EFNA is planning to launch a pan-European awareness campaign on stigma; building on this 
topic which is one of the four focus areas of our MEP Interest Group on Brain, Mind and Pain. 

The aim will be to educate the general public about brain disorders to create a societal, ‘bottom-up’ 
approach to push neurology further up the political and healthcare agendas. By involving patient 
organisations across the neurology sector, a secondary aim will be to ‘brand the brain’ by uniting these 
disorders as one disease areas in the eyes of society (rather than an unrelated collection of diseases). 

EFNA will coordinate the campaign at a European level via social media and offline events through the 
vehicle of the MEP Interest Group [IG]. There will be an opportunity for a pre-launch of the campaign on 
October 14th 2015 at a meeting of the IG which will focus on stigma. The next meeting can pick up the 
theme with a planned focus on Quality of Life:  Emphasis on Employment in February 2016 [building on 
the Out of Office Report – see above]. 

However, building on this, it will be important to ensure the engagement of national partners/campaign 
champions who can work with us to roll-out activities in the EU Member States. To ensure their 
engagement, national patient representatives will be invited to participate in our annual Advocate for 
Neurology workshop (Brussels: October 12th to 14th) and will be provided with a toolkit and practica
tuition on how they can get involved in the campaign.

AWARENESS
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ACKNOWLEDGEMENT OF FINANCIAL SUPPORT

EFNA would like to acknowledge support from Industry in 2014:
 
Amgen €10,000  
Biogen €22,000  
Grunenthal €24,500     
GSK £20,000     
MSD €15,000 
Novartis €30,000    
Pfizer €38,000    
Allergan €73,000

Note: Some of these funds were received in 2015 or diverted to 2015 activities, and so not included in the income statement across. 

In 2014, the % of the highest contribution from a single company was approximately 28% from Allergan 
(73,000euros)
90% of income in 2014 was raised from grants/sponsorship from industry vs. 10% from our health 
professional partners. 

EFNA would also like to thank the European Federation of Neurological Societies for their 
support of €25,000.00 in 2014.   

IINCOME

IEXPENDITURE
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ANNEX 2
Operational Plan 2015  

  

Introduction
 
The 2015 EFNA Operational Plan predominantly builds on our successful work in 2014. While we will 
take a time-out from certain projects to review and refocus, we will introduce some new initiatives 
which will strengthen our advocacy work in Europe. 

Lots happened in 2014, to which EFNA will continue to adapt by creating new relationships and forming 
new channels to interact with key stakeholders. 

The elections to the European Parliament and appointments to the European Commission, sees EFNA 
attempt to build a successful Interest Group on Brain, Mind and Pain in the European Parliament 
to ensure that our disease area is a political priority for the coming years. The creation of the new 
European Academy of Neurology, allows EFNA to engage with the newly elected Board to ensure that 
active and meaningful patient involvement is central to this new organisation from its early days. 

The roll-out of the European Patients Academy on Therapeutic Innovation (EUPATI) gives EFNA an 
opportunity to review our current training and capacity building activities in Europe, whilst continuing 
to roll-out our national workshops. And the launch of Stronger Connected – our guide to building 
neurological alliances, provides us with an opportunity to build bridges between the national and 
European platforms, allowing us to be optimally effective in our work. 

As this Operational Plan is derived from the Strategic Plan 2015-2020, it is aimed at progressing the 
strategic objectives under the priority areas identified therein: Advocacy, Awareness, Empowerment 
and Engagement. Therefore, we preview the activities for 2015 below under these headings. 

Objective 1: Advocacy
 
The new European Parliament and European Commission provide us with an opportunity to influence 
the political agenda over the coming years. 

The EU agenda is moving away from a focus on disease area and towards themes/issues. This is 
obvious in the EU’s new reworked research and funding framework – Horizon 2020. The first calls here 
are already underway, but opportunity exists to input to the agenda for 2016-2017 and beyond. The 
health programme has also been launched, with a focus on chronic and neurodegenerative diseases 
(alongside cancer) – and it is important that our activities link with the aims outlined here, which 
include promotion and prevention, innovation and access.

This all follows-on from a successful EC-designated European Month of the Brain [EMOB], with 
published conclusions for the future of brain research and healthcare in Europe. In fact, in early 2015 
the International College of Neuropsychopharmacology (CINP) will publish a white paper outlining how 
these recommendations can be implemented in Europe and further afield. The European Brain Council 
are also continuing with plans for a Year of the Brain spanning 2014 and 2015. 

So the stage is set for us to step up our advocacy activities at the European Institutions, in line with 
the current thinking of our partner organisations. EFNA will work closely with these organisations in 
supporting their initiatives in areas of mutual concern. However, we will also roll-out our own advocacy 
strategy, a key tool in which will be with the development of an EU Parliamentary Interest Group on 
Brain, Mind and Pain.

We hope that this group will allow us to contribute to the innovative, efficient and sustainable health 
systems as desired by the European Institutions, by providing a forum to share and exchange best 
practice, encourage debate and discussion, and lead to tangible actions in the areas outlined in the 
Interest Group mission statement, which is:



24 25

existing initiatives – such as EUPATI, which began its roll-out in August 2014.

EFNA will also seek the permission of each previous participant to include their profiles in an alumni 
network. This online platform will be an area in which the alumni can share experiences, offer peer 
support, participate in EFNA activities and find links to relevant resources. The platform could also 
be developed to become a dissemination tool for the guidelines/recommendations and best practice 
examples arising from the Interest Group, and other EFNA initiatives. Thus, we can build a knowledge 
system which will allow patients to be more equipped for involvement in evidence-based decision-mak-
ing. A steering committee will be formed, representative of the various stakeholder groupings, to 
develop this network and a ‘faculty’ experts identified. 

In 2014, EFNA held a national pilot workshop in Ireland. This workshop was for patient organisations 
operating at a national level. It took the theoretical concepts of our LSE course and presented these in 
a practical manner, with presentations from the national regulators and payers – as well as industry, 
academia and patient groups. We plan to run a second national workshop in Romania in 2015. A third 
workshop may be held in The Netherlands in early 2016 to coincide with the Dutch Presidency of the EU.  
In 2013, EFNA held its first Advocate for Neurology Workshop – an initiative which aims to add value to 
neurology patient groups, operating at both a national and European level. This was replicated in 2014 
as the renamed Advocate for Brain, Mind and Pain Workshop; reflecting the proposed MEP Interest 
Group. In 2015, we will once again host this workshop. The topic will be finalised following a poll of our 
member groups and discussions with our industry and health professional partners in late 2014. 
Current thinking sees this workshop focussing on communication activities, with a view to equipping 
national patient groups to participate in the roll-out of EFNA’s planned communication and awareness 
campaign in 2015/2016 (see below). 

Objective 3: Awareness
Advocacy Awards

In 2015, EFNA will hold its inaugural Advocacy Awards. These awards will recognise the contribution 
of an individual or group to the development and promotion of advocacy for people with neurological 
disorders in Europe. EFNA recognises that many stakeholders are active in advocating on behalf of 
patients affected by neurological disorders. Therefore, nominations for these awards can be made 
in respect of patient advocacy in each of the following categories: Volunteer Patient Representative, 
Policy-Maker, Health Professional or Health Professional Organisation, and Journalist, Blogger or Media 
Outlet. There will also be a Lifetime Achievement Award, or similar. 

Nominations will be reviewed by an external judging panel. Each winner will be presented with a 
small trophy and certificate, and awarded the title of ‘EFNA Honorary Ambassador’. The prizes will be 
presented at an event during our advocacy workshop in October 2015 (see above).  This will also be a 
fundraising initiative for EFNA. 

So this activity links a number of objectives in our Operational and Strategic Plans: Advocacy, 
Awareness, Engagement – and, of course, Fundraising. 

Communications

EFNA has no current communications strategy. This will be developed in 2015, and will focus on internal 
and external communications – along with communication/dissemination strategies for our various 
activities. Our current communication tools such as the website, bi-monthly e-zine, social media 
platforms, publications, etc. will be analysed and refined within this wider context and will continue to 
be rolled-out. We will engage communications consultants to guide and focus our work. 
EFNA will also explore the possibility of running a pan-European social media awareness campaign 
on stigma. Stigma is an ongoing issue of concern for our membership. The recommendations and 

•	 To encourage research into and access to innovative treatments, promote prevention 
and self-management approaches, decrease stigma and work together to improve quality of life 
for people living with these disabling conditions

It is expected that at least three meetings will take place in 2015, with the agenda of each shaped 
around the issues identified above. Patient representatives and other relevant stakeholders from across 
Europe will be invited to attend and present. Following each meeting, a report and set of guidelines/
recommendations (based on exemplars of best practice) will be produced and disseminated – in line 
with our communication strategy (see below). Including both national and European perspectives in 
this group, will ensure it is optimally effective in a tangible way. Also, ‘Advocates/Champions’ with a 
history of association to the EU, but now working at a national level, will be identified and engaged e.g. 
former MEPs.

National Contact Points and members of the Council of Europe will also be invited to participate 
in these meetings, alongside relevant Commission representatives and other key stakeholders – 
promoting a multi-stakeholder/disciplinary approach, which will be an example of best practice in 
itself. 

In advance of the first meeting, EFNA will work to produce a ‘Book of Evidence’ which will outline why 
brain disorders must be a political priority. Data for this document will be collated via literature reviews, 
focus groups with national and pan-European patient organisations, interviews with industry, health 
professional and other stakeholder groupings, etc. This document will be freely available and dissemi-
nated via the EFNA membership. 

A benchmarking exercise may be conducted in parallel to Year 1 meetings. This will allow us to audit 
the current landscape for those living with neurological and pain disorders in Europe. An analysis of 
this information will form the basis of a report with recommendations for future action, which would be 
launched publicly in late 2015 and will shape the agenda ongoingly. 

EFNA also realises that to advocate successfully, we need to build-up a larger evidence base to illustrate 
the impact of brain disorders on those affected from a socio-economic perspective. Data from across 
disease area and across member state would be an effective advocacy tool. With this in mind, EFNA 
planned to conduct a pan-European patient experience survey in 2014 which would assess the impact 
of living with a brain disorder. It was to look at issues that overlap across the various disease areas 
represented by our Members e.g. mental health/wellbeing, sexual dysfunction/relationship issues, 
fatigue/insomnia, pain, ability to function/work, impact on social and family life, restrictions to 
educational/workplace attainment, etc. EFNA will now integrate this survey with the abovementioned 
benchmarking exercise in order to avoid duplication of work. 

Objective 2: Empowerment
Training and Capacity-Building

EFNA’s keynote project for many years has been the patient training and capacity-building workshops 
run at the London School of Economics [LSE] on Health Technology Assessment, and more recently on 
Pharmaceutical Pricing, Access and Reimbursement. Another workshop on this topic will be held at LSE 
in February 2015. 

Also, in 2015, EFNA will reach out to the alumni of these courses to conduct an appraisal on the 
application of learnings from the course since their participation. We will also strive to identify any 
gaps/unmet needs that future training courses could attempt to meet. This should ensure that all 
courses run by EFNA are based on the current needs of the patient community and complement similar 



26 27

conclusions from European Month of the Brain state that ‘patient-led campaigns to raise awareness 
should be supported and enabled’ with an aim to ‘tackle the stigmatization of patients with brain 
disorders’. So EFNA hopes to garner the support of the European Commission in implementing this 
recommendation. Plans will be put in place during 2015 with the campaign being launched in 2016.

Objective 4: Engagement

EFNA, as a pan-European umbrella organisation, must strive to continually engage with and understand 
the needs of our current members, reach out to prospective new members and represent their interests 
accurately to relevant external stakeholders. 

Our Members: In 2014, EFNA engaged the services of Punch Consulting to create a toolkit to encourage 
and support the formation of National Neurological Alliances, in countries where they do not already 
exist. This was launched at our Advocate for Neurology Workshop in September 2014, and a number of 
representatives from interested initial countries were in attendance. 

In 2015, EFNA will continue to reach out and engage with these prospective new Alliances. A motion 
will be tabled at the EFNA General Assembly 2015 to assess the feasibility of opening membership to 
these groups. EFNA sees this channel of communication – from a national to European platform, and 
vice-versa – as essential if we are to accurately advocate for those affected by neurological disorders. 
This channel will also allow us to assess the implementation of relevant Union legislation – alerting us to 
challenges or gaps as they arise. National Neurological Alliances will also bring to our attention national 
examples of best practice which we can share via the network of EFNA members; so offering peer 
support and advice. These challenges or successes could also be highlighted at the MEP Interest Group, 
EFNA Conferences and Events – with national representatives invited to attend and present. 
Having a national presence will also allow us to be more effective in advancing our workplan. In terms 
of advocacy, a national presence will enable us to target MEPs who are often more receptive to those 
from their home country. For training and capacity-building, these groups can help us to plan and 
execute national training events. And, they can support us as we raise awareness by dissemination of 
information to a national audience. 

In 2015, we will also explore the option of developing sub-committees within EFNA to address more 
specific subjects that are only relevant to a portion of our membership e.g. neurodegenerative, 
neuromuscular, rare diseases, etc. 

The 2015 General Assembly will continue to be more than just a business meeting. Our annual Ideas 
Exchange Forum will continue, which gives our Membership the opportunity to share experiences, 
challenges and concerns with the EFNA Board and their fellow members. There will be presentations 
from some of our key external stakeholders, allowing our members direct access in shaping the agendas 
of these organisations and learning more about EFNA’s work on behalf of the wider membership there. 
Speakers will be drawn from some of the below organisations, and decided in late 2014: 

 » European Brain Council [EBC]

 » European Patients Forum [EPF]

 » European Academy of Neurology [EAN]

 » European Platform for Patient Organisations, Science and Industry [EPPOSI]

 » Patients and Consumer Working Party at the European Medicines Agency [PCWP]

 » Think-Tank at the European Federation for Pharmaceutical Industry Associations [EFPIA]

 » Patient Advisory Group on Medical Imaging at the European Society of Radiology [PAGMI]

 » Patient-MedTech Dialogue

 » European Alliance for Access to Safe Medicines [EAASM]

 » Europa-Bio Patients Bio-Forum 

Health Professionals: In 2014, the European Academy of Neurology [EAN] came into being. This new 
entity replaces the European Federation of Neurological Societies [EFNS] – with which EFNA has a long 
history of involvement and engagement – and the European Neurological Society [ENS].EFNA has had 
positive correspondence with the new President and Liaison Officer of the EAN – Profs. Gunther Deuschl 
and David Vodusek, respectively.

At the first EAN Congress, we want to ensure that there is active and meaningful patient involvement, 
building on past initiatives within the EFNS. Therefore, EFNA will once again host the Patient Corner 
during the Congress, and will coordinate the involvement of a patient representative on each relevant 
scientific panel. 

EFNA has also begun to work more closely with the European Society of Radiology (ESR) via its Patient 
Advisory Group on Medical Imaging (PAGMI). This led to brain imaging becoming the designated theme 
for the International Day of Radiology 2014. In 2015, EFNA will continue its involvement on PAGMI, with 
some of our member organisations also invited to participate. And, we will present on ‘Brain Disorders: 
The Communication Challenge’ at the European Congress on Radiology during the session: ‘From High 
Tech to Human Touch Imaging’. 

Industry: EFNA will host its annual Corporate Partners Meeting in 2015 to coincide with our General 
Assembly to ensure that our Members and our Industry Partners can engage in a direct dialogue, 
enabling our Members to articulate the unmet needs in their specific disease areas. 

As mentioned above, EFNA is already active within the EFPIA Think Tank, EuropaBio Patients Forum and 
Patient-MedTech Dialogue, and will continue to be in 2015. 

Summary of Keynote Activities 2015

 » Interest Group on Brain, Mind and Pain 

 » Ongoing development and involvement of National Neurological Alliances

 » EFNA Advocacy Awards

 » Advocate for Neurology Workshop

 » Review of EFNA Workshops at the LSE and development of Alumni Network

 » Organisation of national workshops on Pharmaceutical Pricing, Access and Reimbursement

 » Development of Communications Strategy and associated tools

 » Potential pan-European awareness campaign tackling stigma of brain disorders

 » Patient Corner and active participation at the EAN Congress 2015

 » General Assembly and Corporate Partners Meeting 2015
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ANNEX 3
Contributions from a selection 

of Member Organisations

  

euro-Ataxia: 
Website

Ataxia UK is building a new website which will have the capacity to host a new website for euro-Ataxia. 
It is easy to maintain. The website is being developed by Raising IT, a company that provides websites 
and social media tools to charities in the UK.  
The cost to design and build the website for euro-Ataxia will be €7000 this financial year, (including 
€5000 for the microsite software, and €2000 for set up) and ongoing monthly charge of €100 from March 
2015. 

The development of an adequate website is fundamental to the ability of euro-Ataxia to be able to 
raise awareness through communication with its members and the public. As well as the information 
which would be expect on such a website it has the capacity to track all interactions on social media 
and link through all the social media with inbuilt capacity to communicate via all social media through 
the website. The construction of the website would start at the end of March 2014 with a launch by July 
2014 to be available to promote International Ataxia Awareness Day this September. 

The website will have the capacity to raise funds for euro-Ataxia and it was proposed that we should 
develop a fundraising strategy with a view to being able to fund our activities.
Further information on the website can be found at www.raisingit.com. 

It was agreed that: 

•	 the website should be purchased for the sum of €6000 
•	 Ataxia UK will develop the website and look to recruit interns or people from  the Erasmus/

Leonardo programmes to support this work 
•	 An ongoing maintenance charge of €100 per month will commence in March  2015   

European Awareness Campaign  

Ataxia UK has been approached by a Public Relations Company TBWA/UK who are producing publicity 
posters about ataxia without charge. Each poster will include a photograph of someone with ataxia, a 
slogan, and a few sentences about ataxia. It is hoped that the photographs will be shot by a well-known 
photographer. Ataxia UK would like to offer the use these posters to euro-Ataxia, and with the help 
of euro- Ataxia associations find venues across Europe to display them, to raise awareness and funds 
for euro-Ataxia. For use in Europe the posters will be branded with the euro-Ataxia logo, and could 
also display the logo(s) of the relevant country associations. Ataxia UK proposes to seek someone to 
coordinate this campaign through the Leonardo or Erasmus programmes. 
 



30 31

European Association of 
Myasthenia Gravis Patients’ 
Associations (EuMGA):
EuMGA coordinate two main projects: 

1. The European Myasthenia Gravis Week: it is held each year during the last week of February, at the 
same period that the EURORDIS events for Rare Diseases Day are in action. European MG Associations 
organize various activities including lectures, publications of MG-related reports, newspaper articles, 
exhibitions, TV or Radio interviews, and other activities or events. This initiative bring MG at the 
foreground while it help in strengthening the solidarity feeling of the MG community across Europe.

2. “Survey on Availability of Treatment or Interventions in Myasthenia gravis, LEMS (Lambert Eaton 
Myasthenic Syndrome) and CMS (Congenital Myasthenic Syndromes) ”(SATIM) - EuMGA Project in collab-
oration with MG Associations. Coordinator Prof Dr Rudolf Janzen, Germany.

The survey is by patients associations members of EuMGA and represents the patients perspective 
on the actual ongoing Myasthenia treatment (drugs and interventions)  in Europe. The survey was 
launched in November 2014 and the preliminary results was presented at the EuMGA Annual Meeting, 
Madrid, May 28, 2015 . The aim is to accumulate information on the best practices and regulations in the 
national health systems and to evaluate the possible differences between European countries. Also the 
evolving concept of European Reference Networks (ERN), in which the rare diseases of the neuromus-
cular junction should become integrated, is one oft he new regulations influencing the treatment of 
MG-patients.

This survey could be one of the starting point for an European way to harmonize the treatment, not only 
neurological guidelines of MG and LEMS, especially in the most relevant aspects:

•	 permanent availability of the important drugs (on-label and off-label)
•	 access to essential interventions free of barrieres
•	 better acceptance of the voice of the MG / LEMS patients in decision making
•	 implementation of the patients wishes and needs for a future study design

International Bureau for
Epilepsy (IBE):
The highlight of the International Bureau for Epilepsy (IBE), in Europe in 2014, was 
European Epilepsy Day. Across Europe, IBE member associations in 40 countries 
celebrated the event, with the theme ‘Epilepsy is more than Seizures’. The theme 
highlighted the fact that, for a great many people with epilepsy, the associated 
stigma, discrimination and, at times, human rights violations, can be more difficult to 
deal with than the seizures themselves. A very successful Poster Exhibition telling the difficult stories of 
people living with epilepsy, and their struggles to achieve the optimum quality of life, was mounted in 
the European Parliament in Brussels, with the event hosted by Gay Mitchell MEP. 

Like so many other NGOs, the European Parliamentary elections took up a considerable amount of time 
during the year. The term of our MEP interest group – European Advocates for Epilepsy - also came to an 
end. However, with a new President of the group - Brian Hayes MEP - we are now building up this group 
again.

Together with our medical counterparts – the International League Against Epilepsy (ILAE) – IBE has a 
joint task force in Europe, Epilepsy Advocacy Europe. The group organized a congress session at the 
time of the 10th European Congress on Epileptology, which took place in Stockholm in June, and was 
pleased to welcome retiring MEP, Gay Mitchell, as a member of the group.

“The EFNA General Assembly was a great occasion to meet once again with members from other 
neurological associations. A special aspect in 2014 was the invitation to attend the EFNA/ENS epilepsy 
sub-speciality group meeting.”

 

Stroke Alliance for Europe 
(SAFE): 
Stroke Alliance for Europe- is the umbrella organization 
of stroke support organizations (SSO) throughout 
Europe. Its vision is to work towards greatly decreasing 
the number of strokes and that all who are touched by stroke get the help and support they need.

Stroke is a preventable catastrophe and has severe, long-term, disabling consequences. SAFE therefore 
engages in activities such as helping in the creation and strengthening of SSOs, campaigning, education 
and encouraging research which contributes to the advancement of stroke prevention and the 
improvement of the quality of life of stroke survivors, their families and carers.The overall aim of SAFE is 
to reduce the numbers of, and ameliorate the effects of, strokes across Europe.

During the year 2014 SAFE organized 4 Regional Conferences (Prague, Oslo, Barcelona, Ljubiljana). The 
target was to bring together existing SSOs and interested people with the intention to set up those 
patient- organizations, to learn from each other and to network.

During the World Stroke Conference (WSC) in Istanbul, SAFE was represented in the exhibition with an 
original styled stand. The attraction was a young stroke surviver, managing her life as a painting artist. 
Her funny pictures and her working sessions became an attractive `hot spot̀ for important contacts.

The annual GA was held in Helsinki together with the traditional Working Conference. A high level 
speakers have been on the panel and experience exchange was amongst research, Stroke prevention, 
education of risk factors and awarness in general whas been very welcomed.

During the GA a new President was elected with Jon Barrick, CEO of the UK StrokeOrganzation.SAFE 
continues a position in the board of the WSO (World Stroke Organisation) and could finally achieve in 
getting a board position in the ESO (European Stroke Organization) with scientific targets.
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European ME Alliance (EMEA): 
EU-Activities: 

The Belgians attended several meetings and been active 
in following up suggestions and potential contacts. They 
presented ME, patients’ problems and needs to these contacts 
and thereby increased awareness. They visited for example DG 
Sanco (Health and Consumers).

This way they came in contact with EFNA. It was decided to apply for membership and to nominate 
Nancy Van Hoylandt, our EFNA representative, for EFNA Board Member. She’ll attend the AGM, the 
meetings and the patient corner at EAN conference where she’ll present a stand with brochures from 
us.

EU-Funding: 

Looking for EU-Research Projects has led to an EMEA-initiative for a project financed under 
EU-Horizon2020. Although this project is on hold, it led to new research-contacts in Europe. A project-
sketch has been set up. We’re still looking for a lead research-partner. This effort has meant that we’re 
seen as a serious organisation also among researchers, which helps to awaken interest in ME generally.

Members:
New:
• Iceland
• Finland 

Associate:
• ME Foreningen, Denmark

The national groups have kept us informed about the young people who are forcibly treated with 
inappropriate treatments. All tips and advice given to react and perhaps improve the situation, seem to 
have little effect.

The newsletter needs more work 

Invest in ME, Research Rituximab and gut study +/- 60 participants at the researchers two-day meeting 
to IiME conference 

EMEA’s Chairman is setting up the EMEA Advisory Board.

Doctors and researchers from Member groups Formal procedures regarding Research 
Financing Funding Development Opportunities etc. still under construction

Sweden: 
Our Swedish members have arranged an excellent conference this year on pediatric ME.

Denmark: 
The lawyer involved in the abuse case, has contacted the Danish Lawyer’s Association and awakened 
interest in how ME patients are treated. They’ll try to collect proof of the technique of changing 
patients’ diagnoses to a psychiatric one. It’ll be very interesting to follow up potential improvements in 

the Danish situation.

EMEA’s Nordic member groups have setup a cooperative Nordicnetwork (includingMENiN,not an EMEA 
member).
The advantage of exchanging and using each other’s material and experience: the closeness of the 
languages, and the political ties.
Use the existing cooperative projects, etc. to strengthen their own situation:  They hope this will 
strengthen the smallest groups. They’ll have access to material in their own language.  
All these groups have declared to work closely with EMEA in all areas.

 

European Alliance of 
Neuromuscular Disorders 
Associations (EAMDA):
Since there are only 2 million inhabitants in Slovenia, EAMDA (European Alliance of Neuromuscular 
Disorders Associations) closely cooperates with eleven national muscular dystrophy associations in 
central European countries (Croatia, Bosnia and Herzegovina, Serbia, Montenegro, Austria, Macedonia, 
Hungary, Bulgaria, the Czech Republic, Poland and Slovakia) which together cover about 100 million 
citizens. We are proud that we have, in cooperation with Muscular Dystrophy Association of Slovenia 
(MDA of Slovenia), contributed to provisional registration of the new drug Ataluren (TranslarnaTM) in 
the EU by European Medicines Agency. In August 2014, Ataluren received market authorization from the 
European Commission to treat patients with nonsense mutation Duchenne muscular dystrophy.

Every year EAMDA organizes its annual general meeting (AGM) in different European country, covering 
administrative issues as well as medical topics and social aspects of persons with neuromuscular 
disorders (NMD). For year 2014 the 44th AGM has been held in Ljubljana from 25 to 28 September. 
The main medical topics included the following areas and have been presented by respected 
medical doctors and other experts worldwide: Diagnostics and epidemiology of NMD, Assessment of 
neuro-muscular functions, Assistive technology and NMD, and Maintenance of altered capabilities, 
restorative rehabilitation and treatment. On the other hand, social aspects of the AGM covered social 
entities for people with NMD, therefor the personal assistance problems and challenges in different 
European countries has been discussed on a workshop meeting.

Youth camp 2014 have been organized in cooperation with MDA of Croatia between 26th August and 
2nd September in Rovinj, Croatia. The positive effects of swimming for people with NMD is well known, 
that is why Youth camp is very important. Important is also social integration of young individuals from 
different European countries where they join workshops, summer games, English language trainings 
and other educational programs. 
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European Multiple 
Sclerosis Platform (EMSP):
Top achievements in 2014:

Our 25th anniversary year brought a number of essential deliverables for EMSP and our constituency 
and also set the stage for very promising projects dedicated to people with MS across Europe. We’ve 
chosen to feature the ones with a potential to positively influence thousands of people throughout the 
continent: 

Pioneering cross-border data collection 
EMSP and its project partners have successfully concluded the first major phase of the European 
Register for MS, started in 2011. This project delivered the first functional European cross-border 
infrastructure for MS data collection, analysis and dissemination. 

Supporting employment of people with MS 
EMSP launched two projects aiming to create better and more accessible work opportunities for those 
living with multiple sclerosis in Europe. The Believe and Achieve programme focuses on identifying 
meaningful jobs for young people with MS, while EU-funded project Paving the Path to Participation 
aims to attract broad support for the implementation of a European Employment Pact for people with 
MS and other neurodegenerative conditions. 

Unlocking the potential of storytelling 
EMSP’s multimedia Under Pressure project – using powerful stories of MS to highlight the health 
inequalities in Europe – continued its journey in a very busy and rewarding year which saw new 
country-profile videos launched and numerous photo exhibitions organised by members and partners. 

Promoting good practice 
EMSP launched a revised version of its 2005 European Code of Good Practice in MS, Defeating MS 
Together as a way of renewing our commitment towards helping shape national and EU health policies 
according to the priorities of our constituency. Top achievements in 2014 
Our primary concern is the quality of life of the 700,000 people affected by MS, and indeed their carers, 
in Europe.” 

Find out more about EMSP’s 2014 activities from our Annual Report.

European Alliance for Restless 
Legs Syndrome (EARLS) :
EARLS, now in its sixth year, strives to be a platform for its member 
groups and is increasingly active in the European arena. EARLS brings 
together national patient groups working for Restless Legs Syndrome. 
Our mission is to provide maximum opportunities for people living 
with restless legs and to work toward relieving the immense burden on 
patients and their families. 

Since our launch in 2009 we are now seen as a respected partner and responsible advocate for RLS. 

In February 2014  the EARLS General Assembly Meeting was held in Brussels.  Further face-to-face 
meetings between the EARLS executives took place in London and in Munich, and in addition there 
were several Teleconferences. 

Contacts were also established / renewed with seven potential new RLS advocacy groups, whereby 
the message has been that we need to combine forces in order to become a strong voice for RLS. This 
resulted in France joining the EARLS group at the end of 214.

In 2014 EARLS was represented at various events and conferences, the most important being the 
Annual Meeting of the European RLS Study Group. EARLS participated in the EFNA Patient Experience 
Survey, to which a large number of RLS patients responded. This once again shows that RLS patients 
have a story to tell and want to be heard.

Pain Alliance Europe (PAE): 
On January 7, Pain Alliance Europe (PAE) launched a petition for gaining awareness
and addressing the pressing need of putting chronic pain in the
attention of the European Union and national policy-makers. 

The PPPR Project was between the 5 finalists in the “Eye for pharma” award ceremony in Barcelona, 
took place on the 18th of March. It stands in the category of “Customer Innovator Award” for the 
unique insight it brings on chronic pain, collecting information from different stakeholders—patients, 
healthcare providers and policy-makers—in 18 European countries.

At the initiative of Pain Alliance Europe, an exhibition and cocktail reception hosted by Petru Luhan, 
Member of the European Parliament and winner of the MEP award for Health 2013 was organized in the 
European Parliament on  April 10th. On the occasion, a multi-stakeholder platform of patient organi-
zations, academia and industry, called on EU institutions and national authorities to recognize the 
societal and individual burden of chronic pain and to take adequate measures against it.

On May 30– June 2, Pain Alliance Europe joined EFNA (European Federation of Neurological Associ-
ations) at the Joint European Congress on Neurology. There, numerous opportunities arose for Pain 
Alliance Europe: raising awareness at the pa-tients’ corner, participation by a PAE board member in a 
scientific panel, contacts and possible future collaborations

PAE delegated  a representative to attend  the PCWP-HCPWP meetings held by EMA and  ISAL 
Foundation 
At the end of the European Day On The Right To Health and after the signing of the European Charter of 
the rights of citizens over 65 with chronic pain, the PAE president received an award handed over by the 
Italian Minister Of Health Beatrice Lorenzin for PAE’s efforts to improve the quality of life of people over 
65 with chronic pain.

PAE officially created a Twitter account (@pain-europe) for the Alliance - and all our members were 
invited to follow PAE. 
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European Headache 
Alliance (EHA):
The European Headache Alliance (EHA) is a non-profit, patient 
umbrella group, which was launched in 2006. Since then the Alliance has grown to represent patient 
groups from all across the continent to promote awareness and understanding of migraine and other 
primary headache disorders and seek improved access to appropriate diagnosis and treatment for all.

Main activities 2014

General Assembly 2014
The EHA General Assembly took place in February 2014 in conjunction with a keynote event at the 
European Parliament, hosted by Spanish MEP Salvador Garriga Polledo and including presentations 
on the Impact and Burden of Headache; A Patient Perspective on Living with Cluster Headache; Access 
to Care in Europe II Survey; Barriers to Access to Care in Europe; Learning from the US Example: The 36 
Million Migraine Campaign.
EHA posters created for the event were on display.

European Migraine Day of Action [EMDA] 
European Migraine Day of Action, themed ‘Headache in Men’ was held on September 12th 2014. An 
event attended by Irish MEP, Nessa Childers and Dublin Lord Mayor, Christy Burke (himself a migraine 
sufferer) was held at which a factsheet of information aimed at men with headache was launched.  
Presentations included a talk on Migraine in Men; A personal testimony of his experience of living with 
cluster headache; Access to migraine medications and the key role of pharmacies in providing frontline 
advice. 

Other activities 

EHMTIC 
EHA exhibited at the European Headache and Migraine Trust International Congress (EHMTIC), which 
took place in Copenhagen in September 2014. Audrey Craven gave a presentation entitled ‘European 
Headache Alliance: Representing your Interests in Europe’ at a public event, outlining the successes of 
EHA to date and the challenges for the future.  

European Polio Union (EPU):
The European Polio Union, in collaboration with Amsterdam 
Medical Centre, hosted the second European Post Polio 
Syndrome conference in Amsterdam in June 2014. The 294 
conference delegates,from over 20 countries, were drawn from 
both medical professionals, researchers and polio Survivors and those with Post Polio Syndrome(PPS) - 
in a ratio of approx 60/40%.

Held over three days the papers submitted and presented were published in the Journal of Rehabilita-
tion Medicine, many presented unique research and views on the management and treatment of PPS.  
This coming together of professional and patients has proved to be a winning combination and one 
senior rehabilitation consultant remarked “we are the ones who are doing the learning from those who 
live with it every day”. 

The conference was of such significance that the second day was attended by HRH Princess Beatrix of 
the Netherlands who has long been a champion for people with disabilities and who many years ago 
established a foundation specifically aimed at those who had experienced poliomyelitis. 

The most tangible result from Amsterdam was the call from polio support organisations and medical 
professionals alike for the establishment of a virtual centre of excellence to both preserve and enhance 
the PPS body of knowledge and to train those who will be dealing with polio Survivors for decades to 
come. The EPU has accepted the challenge to establish a centre and is putting an action plan in place as 
well as negotiating with world health  and international funding agencies. 

Following the conference the EPU was asked by Polio Australia to collaborate and assist in the organisa-
tion of a similar event in the Southern Hemisphere entitled Australasia-Pacific Post-Pacific conference 
“Polio - Life Stages Matters” to be held in Sydney, September 2016. The conference has already drawn 
many from Europe both as delegates and speakers.

Dystonia Europe:
Two years ago Dystonia Europe embarked on a new 
Vision & Strategy Plan 2020.
The working theme is Connecting People for 
Dystonia. To achieve this goal we focus our work on three different projects which give the opportunity 
to connect with members and everybody else with an interest in dystonia, face-to-face or digitally. 

The D(ystonia)-DAYS is the annual 3-day-conferenece for Dystonia Europe members, partners and 
sponsors, the medical profession & researchers, friends and family. The first D-DAYS was held in 
October, last year in Paris. It was also the first time we had simultaneous translation, which attracted 
many members of the French Dystonia Association (AMADYS) More than 100 participants attended 
the D-DAYS and dystonia patients had come all the way from the US to take part in the conference 
where dystonia specialists presented the latest news within dystonia. D-DAYS of 2015 will take place in 
Rotterdam alongside the 30th Anniversary of the Dutch Dystonia Association. 

Jump for Dystonia – is our dystonia awareness campaign that was launched last year in Paris. We invite 
people to Jump in front of a camera and upload the photo to our special Jump for Dystonia Facebook 
page. There is also the possibility to take part in a contest to win a Skydive.  The campaign has been a 
great success and so far collected about 5000 jumps. The Facebook page (https://www.facebook.com/
jumpfordystonia) has over 2500 followers and people from all continents have uploaded photos. Jump 
for dystonia events have been organised at high schools in the US, at fairs in Melbourne, in the streets 
of Munich, and been featured in media in several countries, just to mention some of the achievements. 
Great support has also come from our partners in the medical device and pharmaceutical industry 
who have used the campaign within their companies to raise awareness of dystonia among their 
staff worldwide. Last November 2014, a Jump for Dystonia event was held in the EU Parliament in 
Strasbourg. MEPs from several of our member countries learnt about dystonia and supported us with a 
JUMP. The highlight of this event was of course when EU Commissioner on Health Mr. Vytenis Andriukai-
tis came for a visit and Jumped for dystonia

MyDystonia (http://www.mydystonia.com) was launched in March and is the first step within the 
larger project of Dystonia Community. MyDystonia is a digital diary for dystonia patients where you 
can monitor your health and daily wellbeing. The data can be downloaded into a PDF-file which can 
be shared witht the treating physician to optimize treatment and improve quality of life. The APP is 
available on-line and also in the APP-Store.  Once the Dystonia Community is launched it will offer the 
possibility for patients and others to be connected within various areas of interests and hobbies. 
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Trigeminal Neuralgia Association (TNA):
TNA UK’s 14th AGM was held on Saturday 5th July at the Doubletree 
Hotel in London, and was hailed a great success and enjoyed by all 
who came along.  Chairman Dr Martin Schwarz reported on the year’s 
developments and activities and Chair of TNA UK’s Medical Advisory 
Board, Professor Zakrzewska gave an interesting talk on Research 
and Clinical Trials, following which she organised workshop groups to 
discuss issues that should be the subject of future research, and a wide 
range of topics was suggested.  

Members of the Executive Committee attended many events during the 
year including:

•	 NHS England Improving Dental Care & Oral Health—A Call to Action Conference  
•	 All-Party Parliamentary Group on Primary Headache Disorders (APPGPHD) - Inquiry into 

Headache Services in England
•	 e-Pain Launch at the College of Anaesthetists
•	 OUCH UK (Organisation for the Understanding of Cluster Headache) Regional Meeting
•	 European Federation of Neurological Alliances (EFNA) General Assembly 
•	 Pain Alliance Europe (PAE) 
•	 OUCH (Organisation for the Understanding of Cluster Headache) UK Regional Conference
•	 British Pain Society (BPS) Annual Scientific Conference    
•	 Facial Pain Association / TNA USA Scientific Conference  

 
The Association has had some excellent media coverage this year, both on the radio for the BBC and in 
the press, including the Daily Mail.

A pharmaceutical company called Convergence are developing a new compound specifically for TN.  
Clinical trials and results so far are very encouraging.
 

European Huntington Association (EHA):
Romania - We have established an HD assosciation in Romania under Ramona Moldovan. 
She already had several contacts, p.e. with Dr Dirk Liessens psychiatrist of the UPC St. 
Kamilus Bierbeek and with Home Marjorie, a Nursing Home for Huntington patients.

Bulgaria - Thanks to the cooperation of Natalia and Constantine, there is now also a 
Bulgarian Huntington Association. They have submitted the Founding Act and Statutes. 

Lithuania - Zivile Navikiene from Lithuania is also asking for support to form a Lithuanian 
association.

Bosnia - Via Rudi Jakovac from Slovania, and together with Dr Dirk Liessens we visited Sarajevo. There 
we met Prof. neuropsychiatrist Jasminka Delilovic Vranic. As a result of this Dr Delilovic Vranic will 

include HD in her lessons. we will stay in touch with her to see how we can work together.

ACTE DE PRESENCE

Via EFNA I was twice present in the European Parliament. There we tried to put pressure on the 
European parliamentarians to provide sufficient resources for re-search into neurological diseases and 
had the possibility to meet parliamentarians and bring HD under their attention.

Through EFNA I was also present at the EFNS conference in Istanbul in 2014 where we had a 
documentation stand and presented our different HD associations. We informed neurologists about HD. 
Here also the knowledge about the disease is often quite distressing. 

I also participated in a working group around improving communication between scientists and family 
organizations/ patients associations.

Also invitation to the different associations to attempt courses via EFNA. These courses can be very 
instructive for our members and are free of charge.  I can certainly recommend them.

In the Working Group “Genetic testing” of EHDN, I am also active and bring the views of the HD families.

“CROSSCOUNTRY4HUNTINGTON”

Prepared Jeroen’s trip and gave assistance.
This endeavor got a lot of press attention, not only in Belgium but also in other countries where Jeroen 
passed through.  The people of EHDN in Ulm were so impressed that they have invited him to come and 
speak here.

The Cross Country for Huntington campaign
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