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FOREWORD 

A letter from EFNA President, Audrey Craven 

We are our brains – you may not now be affected by a neurological 

disorder but your brain has a huge role to play in how you function and 

cope throughout life.  

Brain related disorders will affect 1 in 3 European. Treating these 

disorders costs over €800 billion annually – equating to approximately 

€1.5 million per minute! These figures are comparable to the cost of 

cancer, cardiovascular disease and diabetes COMBINED!!  

In this climate, empowering patient neurology groups is not just the slogan of the European 

Federation of Neurological Associations [EFNA]. It underpins all our efforts in advocating and 

lobbying for neurology in Europe. You will see as you read through this report, the strides we are 

making in placing our slogan at the centre of all our work. You’ll read about the newly launched 

EFNA Pledge, our ever-successful Training and Capacity Building Workshops and new initiatives such 

as the inaugural Advocate for Neurology Workshop. You’ll also see attached, as an Annex, our  

Operational Plan for 2014 which again places the emphasis on our work in ensuring the patient is 

empowered and able to participate in the decision making process.  

My thanks to all the Board Members and Executive Director, Donna Walsh for continuing their 

efforts to encourage cooperation from all stakeholders in what I like to call ‘A Coalition of the 

Willing’. This was very obvious in May 2013 during European Month of the Brain. Everything I heard 

from the European Commission is about aligning our efforts when competing for scarce resources in 

times of austerity. As President of EFNA, I had the privilege of serving on the Scientific Committee 

for the ‘Healthy Brain: Healthy Europe’ conference held under the Irish Presidency of the EU – billed 

as a new horizon for brain research and healthcare.  

We were encouraged to see that all speakers and chairs acknowledged the need for active patient 

involvement as we strive to reach this new horizon.  

There’s nothing that can’t be done if we raise our voice as one! 

 

 

 

____________________ 

Audrey Craven. EFNA President 



ANNUAL REPORT 2012/2013 
 
 
 

 
 

3 
 

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. 

 

 

2013 EFNA ACTIVITIES EXPLORED IN THIS ANNUAL REPORT:  

 TOPIC      PAGE 

1. Raising Awareness     4 

2. Advocacy and Lobbying    6 

3. Training and Capacity Building   8 

4. Partnering and Representing   10 

5. Communicating     11 

6. Engaging and Consulting   12 

7. Fundraising and Financing   13 

8. Annual Account 2012    Annex 1 

9. Operational Plan 2014    Annex 2 
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RAISING AWARENESS 

European Month of the Brain 

Understanding the human brain and its diseases is one of the greatest scientific and philosophical 

challenges. During the last decades, brain research has made great progress on all fronts but much 

more is still to be discovered. 

Advances in neuroscience are crucial to keep our ageing societies and our economy healthy. Brain-
related disorders will affect at least one in every three of us during our life and treating these 
disorders costs already some €800 billion in Europe every year. 

Deciphering how our brain works is good for our health, our society and our industrial 
competitiveness. It has an important role to play for the achievement of the Europe 2020 strategy 
and of the Innovation Union.  

May 2013 was therefore designated as European Month of the Brain [EMOB] by the European 

Commission [EC] - a full month packed with events and activities to make decision-makers, 

stakeholders, the media and the public aware of the successes achieved and the challenges still 

laying ahead for brain research and healthcare.  

EFNA played a pivotal role during the Month. Our President, Audrey Craven was the only patient 

representative on the Independent Steering Committee convened by the EC to plan the Month, with 

an emphasis on two keynote conferences in Brussels and Dublin respectively. EFNA also took part in 

the launch event for the Month organised by the Scientific Technology and Options Assessment Unit 

at the European Parliament on April 23rd 2013.  

 

EMOB KEYNOTE EVENTS:  
 
European Parliament Events – May 7 and 8  
On May 7, EFNA opened for signing by MEPs its ‘Putting Neurology Patients First: A pledge to 
support essential investment in neuroscience research and to protect the interests of neurology 
patients’ (see page 7).  

20 MEPs signed on the day and pledged to support EFNA’s work in striving to implement the key 

asks. EFNA will continue to build this support network during Year of the Brain 2014 and in advance 

of the EU Elections. 

On May 8, EFNA Members held an Information Day in the Parliament to distribute leaflets on the 

various conditions and supports available to patients. Our base outside the main canteen ensured 

lots of passing traffic throughout the day and high visibility for both EFNA and our Member Groups. 
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A number of MEPs dropped by to meet the Members, which included the European Multiple 

Sclerosis Platform, International Brain Tumour Alliance, Euro-Ataxia, Dystonia Europe, European 

Alliance for Restless Legs Syndrome and the European Huntington Disease Association. To build on 

this initiative, EFNA will invite our Members to exhibit at a Patient Corner to be organised at the 

World Congress of Neurology in Vienna, September 2013 (see page 10). 

Conference Towards Active Patients’ Involvement in Healthcare – May 23  

The European Patients’ Forum (EPF) celebrated its 10th Anniversary with a major conference in 

Dublin under the Irish EU Presidency and welcomed Commissioner Tonio Borg as a special guest. To 

mark European Month of the Brain, the Conference was organised jointly with EFNA and 

championed neurological disorders. The need for a neurology strategy in all countries was one of the 

core issues emerging from the discussions. Effective partnerships are needed among patients’ 

organisations to tackle serious and long term conditions. Moreover people affected by brain 

disorders require equitable access to high quality, appropriate care, treatment and support for full 

participation and inclusion in society. The Conference – working with EPF – demonstrated EFNA’s 

commitment to solidarity and genuine partnership, and is a springboard for concerted future action.  

Healthy Brain: Healthy Europe – May 27/28 

EFNA played a key role in this conference. As mentioned, EFNA President, Audrey Craven served on 

the Scientific Steering Committee for both this event and the earlier conference entitled: European 

Brain Research – Successes and Challenges, held in Brussels on May 14. 

Encouragingly, the central role of patients and the need for active engagement with patient 

representatives were recurring themes across all sessions. Consensus was also reached on the need 

to incentivise brain research in Europe, to continue public-private partnership and to promote a 

personalised medicine approach. 

John Golding, President of the European Multiple Sclerosis Platform and Pedro Montellano of 

GAMIAN Europe spoke from the patient perspective during the conference. In advance of the 

conference, both men – along with the EFNA President – met with keynote speaker Patrick Kennedy 

(Member of the US Senate and Founder of OneMind4Research) to present the impact of living with a 

brain disorder. The conclusions and recommendations of this conference will be made available by 

EFNA once finalised. We will then work on 

implementing these during the upcoming Year 

of the Brain 2014. 

 

EFNA delegates 
with the EU 
Commissioner, Irish 
Health Minister and 
Keynote Speaker, 
Patrick Kennedy 

http://www.google.ie/url?sa=i&source=images&cd=&cad=rja&docid=3Lg7R403mbHyeM&tbnid=BWEttrRCmbsELM:&ved=0CAgQjRwwAA&url=http://www.glogster.com/chadhaha/chads-english-blog/g-6mdponhssqa99agtcbnd7a0&ei=cGIWUq32GoLm7Aa5uICACg&psig=AFQjCNHg9vhVtPiSts2pu_n6lYnYn3R6NQ&ust=1377285104505384
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ADVOCACY AND LOBBYING 
 
The EFNA Pledge 
 
To mark European Month of the Brain [EMOB], EFNA has launched its 
pledge to protect neuroscience research and neurology patients. 
 

The launch took place at the official kick-off event for EMOB at the 
European Parliament on April 23rd, organised by the Scientific and 
Technology Options Assessment Unit. 
 
Speaking at the event, EFNA President Audrey Craven said that it was 
essential that the patient was positioned at the centre of all neurology 
healthcare policies and urged MEPs to support the key aims by signing the 
pledge. 
 
The Pledge will inform much of 
EFNA’s lobbying and advocacy 
work in 2014 as we move into the 
European Brain Council’s Year of 
the Brain and towards the 
upcoming EU Elections.  

 
Photos of just some 
of the MEPs who 
signed our Pledge 

http://www.google.ie/url?sa=i&source=images&cd=&cad=rja&docid=3Lg7R403mbHyeM&tbnid=BWEttrRCmbsELM:&ved=0CAgQjRwwAA&url=http://www.glogster.com/chadhaha/chads-english-blog/g-6mdponhssqa99agtcbnd7a0&ei=cGIWUq32GoLm7Aa5uICACg&psig=AFQjCNHg9vhVtPiSts2pu_n6lYnYn3R6NQ&ust=1377285104505384
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Putting Neurology Patients First: A pledge to support essential investment in neuroscience 

research and to protect the interests of neurology patients 

 Brain-related disorders will affect at least one in every three Europeans. 

 Treating these disorders costs almost €800 billion in Europe every year; equating to 

approximately €1.5million per minute. These figures will continue to rise with Europe’s 

ageing population. 

 Yet, in the last few years, several pharmaceutical companies have reduced or closed their 

neurosciences R&D facilities because of perceived lower returns. 

 Appropriate resources need to be allocated to reflect the impact and burden of disease on 

individuals, their families and society. 

 In this context, ‘Putting neurology patients first’ should be a priority for action on the 

European Health Policy Agenda. 

Sign our pledge if you support: 

• Maintaining and increasing funding for neuroscience research under the EU Horizon 2020 

framework programme and future funding frameworks. 

• Legislating for the mandatory involvement of patients in all aspects of the decision-making, clinical 

trials and other patient-relevant processes. 

• Empowering patients to be active participants in their own healthcare and in the shaping of 

neurological healthcare policy and decision-making. 

• Ensuring that best practice procedures and relevant/required disease data is shared and 

coordinated at a European level – including the creation of pan-European disease registries. 

• Providing all neurology patients with access to early and accurate diagnosis, appropriate treatment 

and care. 

• Protecting and recognising those who care for people affected by neurological disease and taking a 

wider societal approach to disease management and healthcare systems. 
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TRAINING AND CAPACITY –BUILDING 
Patient Academy at the London School of Economics 

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.  

Training available to patient groups is generally focussed on aspects of running a patient 

organisation effectively and ensuring that the requirements of the national charity commission or 

equivalent are met.  What has been missing is training on aspects of healthcare that are impacting 

on the delivery of high quality care to patients. Yet, if patient groups are to effectively advocate for 

better care for the patients they serve (and, directly or indirectly, the patients’ caregivers) they need 

to be skilled in a range of topics in order to hold their own in discussions with policy makers and 

healthcare delivery organisations. 

The LSE and EFNA have worked together for three years to deliver training to patient groups on 

health technology assessment (HTA).  Over this period, seven training courses have been developed 

and delivered.  The decision was been taken to expand the training available to patient groups 

through this partnership and in 2013 two courses were held on the topic of Pharmaceutical Pricing, 

Access and Reimbursement  

This important initiative was aimed at equipping participants with the knowledge and skills they 

need to be actively involved in influencing regulatory decision-making in relation to medical 

technologies/pharmaceuticals. By attending 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. 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 

Participants at 
the June 2013 
Workshop 

http://www.google.ie/url?sa=i&source=images&cd=&cad=rja&docid=3Lg7R403mbHyeM&tbnid=BWEttrRCmbsELM:&ved=0CAgQjRwwAA&url=http://www.glogster.com/chadhaha/chads-english-blog/g-6mdponhssqa99agtcbnd7a0&ei=cGIWUq32GoLm7Aa5uICACg&psig=AFQjCNHg9vhVtPiSts2pu_n6lYnYn3R6NQ&ust=1377285104505384
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Participants were invited to attend from national, European and International patient organisations, 

and all costs covered by EFNA to attend the two-day intensive workshops. 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. 

The courses will be run again in 2014 and tweaked based on the feedback from participants – which, 

on the whole, was extremely positive.  

EFNA will also monitor development with the EUPATI initiative (European Patient Academy on 

Therapeutic Innovation) and will assess how our courses are run in future based on the content and 

format of EUPATI.  

Advocate for Neurology Workshop 

The ‘Advocate for Neurology’ workshop took place on February 19th and 20th at the Marivaux Hotel, 

Brussels. Almost 70 delegates from neurology patient groups across Europe attended (both 

European and National), including the various national neurological alliances.  

Participants were informed of plans for European Month of the Brain (see page 4) and how they 

could get involved. To enable their participation, they were also provided with the resources 

required to run a media campaign/raise awareness, fundraise, lobby/advocate at a National and 

European level, etc. This was achieved through a mixture of presentations from key 

experts/stakeholders, interactive workshops, panel discussions and oral case-studies.  

During this event, delegates were asked to complete a ‘key messages’ questionnaire. The 

subsequent analysis of these questionnaires and the discussion surrounding has formed the basis for 

the EFNA Pledge (see page 7).  

MEP, Nessa Childers and Philippe Cupers of DG Research at the European Commission attended as 

special guests and addressed the audience.  

96% of delegates rated the event either ‘excellent’ or ‘very good’. 92% said that they would 

‘definitely’ or ‘likely’ attend again.  

EFNA will assess the feasibility of running such an event again in 2014 to mark Year of the Brain in 

Europe. The programme contents will be shaped by consultation with our Members at the Annual 

General Assembly.  
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PARTNERING AND REPRESENTING 

Throughout 2013, 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 

 European Alliance of Personalised Medicine 

 Patients and Consumers Working Group at the European Medicines Agency 

 European Platform for Patient Organisations, Science and Industry 

 EFPIA Think-Tank 

 Europa-Bio 

 EUCOMED 

 European Patients Forum 

 European Society for Radiology – Patient Advisory Group 

 Alliance for MRI 

 European Alliance for Access to Safe Medicines 

 Societal Impact of Pain – Focus Groups 

 European Commission Independent Steering Group for European Month of the Brain 

 Scientific and Technological Options Assessment Unit, European Parliament 

 Medtronic Patient Link Workshop 

 Novartis College on Social Media 

 Roche International Patient Exchange 

EFNA also works closely with our health professional partners at the European Federation of 

Neurological Societies [EFNS]. This includes participation on their Council and on their various 

committees such as Liaison, Training and Education. EFNA also has a strong track-record of active 

participation in EFNS Congresses, and this continued in 2013 with an active role in the World 

Congress of Neurology.  

 

World Congress of Neurology 2013 
At the EFNA ‘Advocate for Neurology’ Workshop (see page 9), representatives from both National 

and European Patient Neurology Groups ranked active involvement with Health Professionals as a 

key issue for their groups. This included participation in training and representation on scientific 

panels of health professionals.  

EFNA has therefore decided to use the World Congress of Neurology 2013 [WCN] to bring our 

Member Groups closer to the health professionals working in the disease areas we represent.  

EFNA held our General Assembly 2013 and our Annual Ideas Exchange Forum at WCN. This means 

that we were able to support approximately twenty patient representatives from across Europe to 
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travel and stay in Vienna for up to three days, and enable them to participate in the various 

initiatives detailed below.  

EFNA acquired 18sqm in the Exhibition Centre at the event to run a ‘Patients Corner’. Here, our 

Member Groups availed of stand space to distribute literature, promote their organisations, engage 

with interested health professionals, etc. Member Organisations were also be invited to hold ‘mini-

events’ at the stand. 

Also, we reached agreement with the European Federation of Neurological Societies [EFNS] that, for 

the first time, patient representatives would be invited to sit on their relevant scientific panels 

meeting in Vienna.  

Finally, EFNA co-chaired/organised a session on the programme entitled ‘Making a Case for 

Neurology’. The aim of this session was to highlight how patients can work with other key 

stakeholders to achieve change across the world –regardless of the country’s wealth. The case-

studies presented served as concrete examples of the power of patients when working with policy 

makers, health professionals, etc. The second aim was to show health professionals how advocacy 

can be an easier job when working with patients for a common goal – but also highlight how health 

professionals can be advocates themselves. 

EFNA will build on this collaboration with our health professional partners as the EFNS comes 

together with the ENS to form the European Academy of Neurology in their joint congress in Istanbul 

2014.  

 

 

COMMUNICATING 

In 2012/2013, EFNA re-developed our existing website to ensure that it was more interactive and 

acted as a platform for both EFNA and our Member Organisations.  Each EFNA member can now log-

in to the website to add their own news and events.   

EFNA also began to embrace social media and now has an active presence on Twitter and Flickr.  

A new leaflet ‘Get to Know EFNA’ was also printed and distributed – along with business cards for all 

EFNA Board Members to ensure that the new EFNA identity and ‘brand’ is cemented.  

A new bi-monthly EFNA e-newsletter was also created and is circulated to a growing distribution list 

– detailing the news of EFNA, our Members and partners. This will continue to be rolled out and 

developed.  
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ENGAGING AND CONSULTING 

Active Member Engagement 
The EFNA Executive and Board are aware of the need for active engagement with our membership. 
This ethos is at the core of the Strategic Plan and reflected in EFNA’s ongoing activities. For example: 
 
• This year, all EFNA Members were invited to attend (with costs covered) the annual General 
Assembly in Vienna.  Each year, this Assembly includes an interactive Ideas Exchange Forum on 
topics of interest to the membership, as well as the opportunity for member input to the yearly 
operational plan and ongoing EFNA projects.  
 
• EFNA will continue to provide our members with a platform to interact. As mentioned previously, 
our new website allows members to log in to publicise their own news and events. The website also 
includes a Members’-Only section for feedback/consultation which will allow us to collate members’ 
input on various issues. 
 
• EFNA strives to raise awareness of our member groups at every possible opportunity. This includes 
listings in our literature, website, social media platforms, annual reports, newsletters, etc. We also 
invite our members to feature in our bi-monthly EFNA e-News. As mentioned above, this year our 
Members were offered free exhibition space at the World Congress of Neurology to promote their 
organisations and disease areas. They were also invited to participate, with costs covered, in the 
EFNA Information Day at the European Parliament.   
 
Our Members 

 Dystonia Europe 
 Euro-Ataxia 
 European Alliance for Restless Legs Syndrome 
 European Alliance for Neuromuscular Disorders Association  
 European Headache Alliance 
 European Huntington’s Disease Association 
 European Multiple Sclerosis Platform 
 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 
 Motor Neurone Disease Association  
 Progressive Supranuclear Palsy Association 
 Retina Europe 
 Stroke Alliance for Europe 
 Trigeminal Neuralgia Association UK 

 
In 2013, we also had applications of Membership from the International Bureau for Epilepsy and the 
European Myasthenia Gravis Associations. The Trigeminal Neuralgia Association of Denmark applied 
for Associate Membership.  
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FINANCE AND FUNDRAISING 

Best practice financial governance, with a focus on openness and transparency, has been a focus of 
EFNA in 2013. Our Treasurer has engaged the services of a book-keeper and SBB Accountants and 
Auditors in Belgium to ensure, that from 2013, EFNA’s financial procedures are streamlined and 
more easily monitored. We have worked tirelessly over 2012 and 2013 to ensure that our accounting 
practices meet the highest standards.  
 
Fundraising has been more challenging than ever in 2013 as traditional industry partners scale back 
or close down their work in the area of neurology. We have been active in engaging with potential 
sponsors to try to secure funding for ongoing EFNA projects and running costs. This has seen the 
planning of our second Corporate Partners Meeting in September 2013.  

 
 

ACKNOWLEDGEMENT OF FINANCIAL SUPPORT 

EFNA would like to acknowledge support from Industry in 2012: 

Pfizer   €30,149.54 

GSK   €24,745.00 

GE Healthcare  €17,775.88 

MSD   €15,000.00 

Lilly   €9,575.43 

GSK UK   €5,993.95 

 

 

EFNA would also like to thank your health professional colleagues at EFNS for support of €50,000 

during 2012.  
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ANNEX 1 

 

EFNA ANNUAL ACCOUNTS 2012 

- Audited by SBB, Brussels  

 

BALANCE SHEET 31/12/12 
 

  ASSETS 

 CURRENT ASSETS 

 LIQUID ASSETS  / CASH AT  BANK  221,832.93  

VAT 712.97  

ACCRUED CHARGES 53.09  

TOTAL ASSETS 222,598.99  

 
 LIABILITIES 

 AMOUNTS PAYABLE WITHIN 1 YEAR (Suppliers) 2,548.10  

DEFERRED CHARGES AND ACCRUED INCOME  177.98  

 
2,726.08  

ALLOCATED PROJECTS FUNDS / FUNDS BROUGHT 
FORWARD 720,731.41  

PROFIT OR LOSS FOR THE FINANCIAL YEAR  -500,858.50  

 
219,872.91  

TOTAL OF LIABILITIES 222,598.99  

 

 

INCOME AND EXPENDITURE AS AT 31/12/12 

   INCOME  

  Project funding from Industry  103,239.80  

 Payment to project partners  -50,000.00  

 Transfer from dormant accounts  1,076.27  
 Support from EFNS  50,000.00  
 Recovery operating costs 1034.90  
 Interest  6,715.91  

 Total Income  112,066.88  
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 EXPENDITURE  

  Patient Academy Project  

  Hotel charges attendees/participants   21,928.34  

 Training and Capacity-Building Costs  193,975.84  

 Support for Research  214,406.51  

 (Travel included in operational costs)   

 

430,310.69  

 Administration Costs  

  Printing and publishing  10,236.28  

 Ads & vacancies  336.00  

 Office Supplies   68.52  

 Website, Telephone and Internet  7,380.24  

 Fees  1,920.00  

 Accounting fees  4473.32  

 Organization Costs staff  130.27  

 Management & administration costs  72,056.98  

 Membership Fees  3,150.00  

 Shipping/Postage  40.65  

 Small auxiliary equipment and machinery  170.14  

 Other meeting costs  164.06  

 100,126.00  

  

 Operational costs inc. Board Meetings and General Assembly  

  Meeting room costs  2,966.15  

 Promotional Gifts  29.00  

 Travel for Board and Training Participants  32,321.78  

 Private Car Travel  3,527.69  

 Hotel costs  7,361.23  

 Restaurant costs  12,112.02  

 Other Delegate Expenses  8,161.28  

 Other Board Member Expenses   5,693.84  

 Expenses Amanda MC GBP  7,284.97  

 

76,491.81  

 Financial Costs   1,650.51  

 Bank Charges and other costs   1,379.76  

  TOTAL EXPENDITURE 612,925.38  

SURPLUS OR DEFICIT FOR 2012 -500,858.50  

 



ANNEX 2 

 

 

 

 

European Federation of Neurological Associations [EFNA] 

Operational Plan 2014 
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 EFNA 2013/2014 

 

CONTEXT 

In September 2013, the European Federation of Neurological Associations [EFNA] was reconstituted 

as an ASBL. This change in status (from AISBL) also heralded the election of a new EFNA Board, 

mixing new faces with some experienced EFNA Directors.  

2012-2013 was also a time where the EFNA emphasis was changed to reflect our new slogan 

‘Empowering Patient Neurology Groups’. This time period was spent ensuring that EFNA extricated 

itself from projects/activities that did not add value to our Member groups or did not fulfil the stated 

aims and objectives of our organisation, in line with our vision and mission statements. It was also a 

time for in-depth consultation with our Members and other stakeholders/partners to ensure that 

EFNA was adding value to their work, without competing with those we represent.  

This work culminated in a hugely successful European Month of the Brain (EMOB) in May 2013, in 

which EFNA played a leading and central role.  

2014 will be a pivotal year for EFNA. We need to harness the opportunities created during EMOB and 

take these forward as the European Brain Council rolls out its Year of the Brain in Europe, in which 

EFNA will play a major part.   

2014 will also see the beginning of the EU’s Horizon 2020 budgetary framework, as well as the 

European Union elections. We need to use this opportunity to ensure that neurology is positioned 

high on the political agenda in Europe by engaging with current and incoming policy-makers and 

building on the foundations set by EFNA in 2013 to take our lobbying and advocacy work forward at 

this level.  

Below we set out our plans for late 2013 and 2014. We see this operational plan as a flexible 

document which will inform, but not restrict, our work and will be open to change through ongoing 

feedback and engagement with our Member organisations and partners. 

 

 

 

 

 

Donna Walsh 

EFNA Executive Director 
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 EFNA 2013/2014 

 

Objective 1: Ensuring a ‘neurological’ emphasis 

EFNA’s keynote project for many years has been the patient training and capacity-building 

workshops run at the London School of Economics on Health Technology Assessment. In 2011, 

agreement was reached to expand this initiative to create the ‘Patient Academy’, which 

subsequently evolved into the ‘European Patient Training and Research Network’.  

In 2011 and 2012 EFNA fundraised tirelessly to support this initiative. However, a review of the 

project in 2013 suggested that the research output was not adding value to EFNA’s work in 

empowering patient neurology groups. For example, research for Year 1 focused on ‘early diagnosis 

in chronic kidney disease’. The cost of this programme was also unsustainable. Therefore, the 

decision was taken to limit EFNA’s involvement in this project to providing patient training and 

capacity-building workshops on issues of key concern to patient groups across the continent. 

However, we have offered to provide the patient perspective to relevant research where 

appropriate and required.  

In 2013, we broadened the focus of the original HTA courses to focus on ‘Pharmaceutical Pricing, 

Access and Reimbursement’ more widely. These courses will continue to run in 2013 and in the early 

part of 2014, subject to funding. Neurology patient groups will be given first preference in 

registration. However, we will encourage representatives from other disease areas to attend in 

order to foster a spirit of collaboration and a sharing of expertise. Sponsors, too, will be invited to 

nominate delegates.  

EFNA will also closely monitor the progress of the European Patient Academy on Therapeutic 

Innovation [EUPATI]  which is to launch its patient training summer school in 2014. EFNA will ensure 

that patient experts from the field of neurology are amongst the early participants. We will then 

assess the training needs of patient groups, especially in our field, and develop relevant training and 

capacity building programmes/initiatives if required.  

The European Patients Forum Strategic Plan (2014-2020) lists capacity-building as one of the areas 

on which it will further focus – including asking regulatory bodies to equip patients with the 

information they need to be actively engaged in the decision-making processes.  As newly Associate 

Members of the EPF, we will continue to work closely with them as partners to advocate for the 

empowerment of patients. Again, we will monitor progress to ensure that the training offered by 

EFNA beyond summer 2014 does not replicate what already exists.  

Actions:  

 Organising two to three further courses on issues related to the Pricing, Access and 

Reimbursement of Medicines 

 Monitoring of and involvement in EUPATI and liaison with the European Patients Forum 

throughout 2014 to ensure future training initiatives are relevant and complementary  
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Objective 2: Developing our role in Advocacy and Lobbying at a European and National Level  

As mentioned above, 2014 will see the elections to the various institutions of the European Union 

take place. This is an opportunity that EFNA must exploit to ensure that neurology is part of the 

election manifestos of those hoping to become European MEPs or appointed to the relevant areas of 

the European Commission. This all happens during the European Brain Council’s ‘Year of the Brain’ 

and follows-on from a successful European Month of the Brain (May 2013) supported by the 

European Commission. So, the platform now exists on which we must further build.  

EFNA launched its pledge to protect neuroscience and neurology patients during European Month of 

the Brain [EMOB]. Twenty MEPs pledged their support.  This could serve as the basis from which we 

build any advocacy campaign to be rolled out next year.   

In 2014, EFNA will also work closely with the European Patients Forum [EPF] who are conducting a 

major campaign in the lead-up to the European Elections.  They are proposing to address the 

‘Roadblocks to Healthcare Access’, which they list as a lack of health literacy and information in the 

framework of empowerment, a lack of patient involvement in health policy and research, and health 

inequalities. They are asking for an EU Strategy/Action Plan on health literacy and information to 

patients, in order to support patients to make informed choices and empower them to engage in 

genuine shared decision-making. They are also calling for specific and concrete measures to enhance 

patient involvement across the spectrum of health research and in health policy making, with ‘user-

led co-design’ of health services. And they will campaign for a commitment to an equitable pricing 

scheme through Europe. A number of ‘asks’ of the EFNA pledge mirror the ‘asks’ of the EPF 

campaign but with a neurological emphasis, for example:  

 Legislating for the mandatory involvement of patients in all aspects of decision-
making, clinical trials and other patient-relevant processes. 

 Empowering patients to be active participants in their own healthcare and in the 
shaping of neurological healthcare policy and decision-making.  

 Providing all neurology patients with access to early and accurate diagnosis, 
appropriate treatment and care.  
 

Therefore, EFNA will use our Pledge document to support the major EPF campaign, but also to 

sustain our own lobbying and advocacy activities on similar issues from a neurological perspective. 

To enable us to plan and execute an ongoing campaign, EFNA will seek to develop a base in Brussels 

in the late part of 2013. We will seek funding and support to hire an intern to work full-time on this 

campaign, supported by an EU Political Affairs Consultant. As EFNA currently has no staffed office in 

Brussels, we will also liaise with our partners there in terms of providing office space and support to 

this intern/employee. We will also seek to work with other smaller organisations in the sharing of 

personnel and resources. Discussions have already begun, and will continue, with Pain Alliance 

Europe – for example.  
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However, we also need a national presence – currently lacking – if we are to be successful in much of 

our work, including the above campaign. EU competence in health continues to be restricted by the 

Treaty, thus the organisation of health systems and healthcare remain Member State competencies. 

However, despite the principle of subsidiarity, the EU and national level health policy environments 

are increasingly interlinked and we need to optimise this budding connectivity. We are aware that 

MEPs value pan-European umbrella groups as a ‘one-stop-shop’ for consultation when required. 

However, we also know that most MEPs are more receptive to specific requests from national 

constituents rather than approaches from large European groupings. With this in mind, EFNA would 

like to support the development of National Neurological Alliances. These groups would provide us 

with a presence on the ground to allow us to promote our cause(s) in individual Member States.  

Where these groups already exist, we will invite them to our General Assembly in 2014 and open our 

Membership to them. Where these groups do not exist, we will identify contacts in disease specific 

neurology patient groups to assess the interest in building a national umbrella group. EFNA will 

create a toolkit in 2014 to encourage and support the formation of these groupings, and will provide 

support where appropriate and required.   

The creation of National Neurological Alliances across Europe would be a long-term project. In the 

meantime, EFNA could look to establish a network of National Neurology Contact Points within each 

Member State. These people could be identified from within our current membership.  

EFNA will also continue to use its seat at relevant stakeholder groupings to advocate/lobby e.g. 

EFPIA Think-Tank, EuropaBio, European Medicines Agency, European Patients Forum, EUPATI, 

European Society of Radiologists, EPPOSI, European Brain Council, etc. 

 

Actions:  

 Run a campaign in the lead-up, during and after the EU Elections which will have a 

neurological emphasis but will also dovetail with that of the European Patients Forum 

 Develop a toolkit to encourage and support the creation of national neurological alliances 

across Europe 

 Identify and develop a network of national contact points for EFNA in EU Member States 

 Recruit an intern/employee and EU Political Affairs Consultant to work on behalf of EFNA 

from a Brussels base 

 Continue to attend meetings of relevant stakeholder groupings and use these fora to 

advance the objectives of EFNA 

 

Objective 3: Raising Awareness – Year of the Brain 2014 

The European Brain Council pledged to make 2014 the European Year of the Brain. This initiative 

quickly gained significant support from over 200 organizations representing patients, scientific 

communities, health care professionals and industry in all areas of brain disorders.  
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Combined with support from a number of European Commissioners the project also received 

significant and enthusiastic support from within the European Parliament and EU Member States. 

By launching the Year of the Brain in Europe in 2014, a programme to raise awareness and educate, 

the aim is to make a significant impact by challenging current perceptions. 

EFNA, as a Board Member of the European Brain Council, will play an active part during Year of the 

Brain in providing the patient perspective to the planning and roll-out of the initiative.  

EFNA – acting as a channel of communication from EBC to European patient groups – will also 

mobilise our Members (and their Members) to organise events and activities to mark the Year. This 

should enable the idea to spread and develop across the continent. In February 2013, EFNA held our 

‘Advocate for Neurology’ workshop in advance of European Month of the Brain. Over 70 delegates 

attended and were provided with the tools, support, advice and encouragement they needed to run 

events to mark the Month. This will be replicated in early 2014.  

As plans are yet to be firmly confirmed by the EBC for the Year – EFNA will also monitor progress and 

planned activities and will decide upon our involvement in line with our strategic objections.  

Actions:  

 Provide the patient perspective to plans for Year of the Brain 

 Organise our second ‘Advocate for Neurology’  workshop to equip neurology patient 

groups across Europe with the tools and information needed to play an active role in Year 

of the Brain  

 Attend, support and help plan relevant and appropriate Year of the Brain activities  

 

 

Objective 4: Developing relationships and engaging with key stakeholders and partners 

Our Members: It is essential that EFNA continues to attract new members. We must also strive to 

continually actively engage with and understand the needs of our current members. Strides have 

been made since the 2012 General Assembly and we should continue to focus on this strategic 

priority.  

It is also imperative that we do not compete with the projects/activities of our Members, but 

provide an overarching perspective on issues of common concern.  

In 2013/2014, EFNA will run a Member’s Survey which will look at issues which 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. We will also work with partner 

organisations that specialise in these areas such as the Pain Alliance Europe, GAMIAN Europe, 

European Sexual Health Alliance, etc. Not only should this survey provide our Member’s with a 
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valuable source of data/information, it will also provide EFNA with the ‘impact and burden data’ we 

need to effectively lobby and advocate on behalf of neurological disorders as a whole.  

The 2013 EFNA General Assembly set the standard for the active engagement of our Members, 

which we wish to see replicated in 2014. Members were invited to the GA in Vienna which coincided 

with the World Congress of Neurology 2013. They were invited to avail of free stand space at the 

Patient Corner in the Exhibition Centre organised by EFNA. They were also invited to attend the 

EFNA session on the congress programme and encouraged to actively participate in our Ideas 

Exchange and Consultation Forum. In 2014, the GA will be held alongside the EFNS/ENS Congress in 

Istanbul or an alternative EFNA event which will offer an ‘added-value’ to our Members.  

Note: The EFNA GA will be moved to the first half of 2014 to ensure that EFNA can file our Annual 

Accounts before the May deadline.  

Health Professionals: EFNA will continue to expand our collaboration with the European Federation 

of Neurological Societies (EFNS). Following on from our active involvement in the World Congress of 

Neurology 2013, EFNA will develop our presence at these scientific conferences; in 2014 we will 

attend the joint congress of the EFNS/ENS in Istanbul.  

A keynote project in late 2013/early 2014 will be: ‘Improving Doctor-Patient Communication: A 

Guide for Neurology Patients and their Healthcare Team’ [Working Title]. This will be funded by 

EFNS.  The result will be a series of booklets/leaflets for both patient and doctors – from the field of 

neurology – on how to optimally communicate. There will also be a workshop for neurologists at the 

2014 EFNS-ENS Congress in Istanbul on this topic. This project is also reflective of the desire of 

patient groups to be involved in the training of health professionals, which topped an EFNA survey in 

terms of where patient groups wish to be actively involved. 

Industry: EFNA will host its annual Corporate Partners Meeting in 2014. The date will be set 

following consultation with Industry to choose an optimal month for this event. This should also 

ensure the ongoing identification of areas of mutual interest.  

However, EFNA needs to look beyond industry for funding to ensure our long term survival. The 

biotech healthcare industry is rapidly expanding and EFNA will strive to further engage with COCIR 

and EUCOMED to identify a wider pool of potential future partnerships.  

Note: EFNA will also explore the possibility of applying for European Commission funding in 2015. 

 

Actions:  

 Roll-out the EFNA Survey of European Neurology Patients, and to use Year of the Brain as 

a platform to publish the results 
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 Coordinate the ‘Improving Doctor-Patient Communication: A Guide for Neurology Patients 

and their Healthcare Team’ project which will culminate in a workshop to be organised by 

EFNA at the EFNS/ENS Istanbul Congress 2013 

 Organise an interactive GA in 2014 alongside a key EFNA event (including invitation of 

representatives from National Neurological Alliances and potential new Members) 

 Organise and host the Annual Corporate Partners Meeting 

 Continue to attend and represent EFNA at the meetings/conferences/events of key 

stakeholders and partners  

 

 

 

Other ongoing activities in 2014:  

 Communications: Update Website, Bi-Monthly e-News, Social media, etc.  

 Fundraising: Exploration of EU Commission funding, introduction of Membership Fees, 

Corporate Partners Meeting 2014, liaison with biotech industry, etc.  

 Development of relevant publications/publicity materials e.g. Annual Report 

 Board Meetings (Provisionally: February, June, October) 

 Financial Monitoring and Book-Keeping 

 General Administrative Duties  
 

The above activities will be rolled out subject to funding and the availability of required resources 


