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This report arises from the EMSP 2012 Work Programme 
which has received funding from the European Union, 
in the framework of the Health Programme. The views 
expressed in this email are the sole responsibility of the 
author and the Executive Agency is not responsible for any 
use that may be made of the information contained therein.

EMSP key achievements in 2011, at a glance
By undertaking new initiatives and building on the momentum of previous successes, EMSP strengthe ned 
advocacy for Persons with Multiple Sclerosis (PwMS) in Europe in several areas: 

•	 Partners reach consensus on aims of the European MS Register project.

•	 Results of the MS-NEEDS Survey are transformed into practical outcome: development of 
the MS Nurse PROfessional online training.  Completed a needs assessment of all available 
European MS Nurse Training programmes and a framework agreed for an online training 
course. 

•	 MS Barometer 2011 findings reveal an overall negative picture of the situation of PwMS in 
a growing number of European countries.

•	 Addition of a new Associate Member considerably enlarges the community of PwMS with 
whom EMSP interacts.

•	 Approval by the European Commission for an Operating Grant 2012 will cover a major part 
of EMSP’s operating costs and provide more flexibility in project funding.
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If asked to choose one word to characterise the past 12 
months at European Multiple Sclerosis Platform (EMSP), 
without hesitation, I would proudly proclaim: ACTION! 

Having served on the Executive Committee since 2006, I 
was part of an effective team that went through the process 
of defining EMSP’s vision, mission and values. We also 
established a strategic plan to guide the activities of the 
Secretariat and various committees and working groups. 

In 2011, we advanced from planning to doing, and EMSP 
achieved its first milestones in two long-term and large-
scale activities: the establishment of a European Register 
for MS (EUReMS) and developing certified training for MS 
Nurses (the MS-NEED project). The need for – and value 
of – EUReMS was confirmed at the Consensus Meeting: 
participants recognised many challenges inherent in such 
a large undertaking, but quickly moved forward to agree 
on next steps, including who would lead and participate 
in them. The MS-NEED Steering Committee drafted a 
Consensus Paper on the role of MS Nurses, and began 
developing online curriculum, which will undergo pilot 
testing in 2012.

Late in the year, EMSP Member Societies again 
completed the MS Barometer survey. With these results 
now comparable against the 2009 survey, we can see 
how things are improving or becoming worse in specific 
countries. We were also pleased to launch the first phase 
of UNDER PRESSURE: Living with MS in Europe, a 
photojournalistic investigation of how national health and 
social policies influence – for better or worse – daily life for 
Persons with MS (PwMS).  

These initiatives are vital to providing concrete means 
of improving the situation for PwMS across Europe. But 
we must not overlook the less tangible, value-added 
components they bring to EMSP, its Member Societies 
and other interested parties. The process of putting plans 
into action serves to strengthen collaboration among MS 
stakeholders, to facilitate the sharing of expertise and the 
building of capacity, and to establish a broader range of 
partners. I believe this will also stimulate new ideas for 
future initiatives, which can be based on better information. 

When I reflect on what EMSP has achieved in 2011, it is 
with deep gratitude to the many people who are engaged 
in the cause for PwMS across many spheres of influence. 
Once again, I thank my Executive Committee for their 
ongoing support and the EMSP Secretariat for pursuing 
EMSP’s vision and mission on a daily basis. I note 
particularly the Secretariat’s excellent work, and also the 
support of consultants who assist our staff in activities such 
as organising Congresses that continue to attract a high 
number of participants and High-Level Roundtables that 
help to raise awareness of MS and are proving effective in 
prompting policy change. 

In response to rapid growth of EMSP in recent years, 
the Executive Committee carried out an organisational 
evaluation during 2011 and is now restructuring to increase 
strategic and administrative capacity. We are now in the 
process of recruiting a CEO, and Christoph Thalheim has 
agreed to act as Deputy CEO to focus on his areas of 
strength which include fundraising and European and other 
external affairs; he will also continue as the main contact 
person for Member Societies. I would like specifically to 
thank Christoph for his continued loyalty and support. 

Looking ahead to 2012, I have an exciting sense of forward 
momentum. The activities we have underway are long term, 
and require substantial continued effort. Appreciation of 
EMSP’s work is evident in the receipt, from the European 
Commission, of an operational grant for EUR 276 000. 
With this financial support, I truly believe we now have 
nearly in place the resources, plans, people and resolve to 
realise our goals in a timely, efficient manner.   

John Golding

President European Multiple Sclerosis Platform (EMSP)

Message from the President

Anne Winslow Mike O‘Donovan Dorothea Pitschnau-MichelJohn Golding
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EMSP Organisational Structure

Executive Committee 
John Golding, President    MS Society of Norway
Anne Winslow, Vice-President   MS Society of Ireland 
Mike O’Donovan, Treasurer   MS Society of UK and Northern Ireland 
Dorothea Pitschnau-Michel, Past President  MS Society of Germany
Prof. Pierre Clavelou    MS Society of France 
Torben Damsgaard    MS Society of Denmark
Dr. Beatrika Koncan-Vracko   MS Society of Slovenia 
Antonella Moretti     MS Society of Italy 
André Van de Putte    MS Society of Belgium 

EMSP Secretariat 
Christoph Thalheim    Secretary General 
Ralf Lehmberg     Office Manager 
Elisabeth Kasilingam    Project Coordinator 
Julie Deléglise     EU Affairs & Membership Officer 
Anna-Maria Niculescu    Personal Assistant to the EMSP President 
Žilvinas Gavenas     IT Consultant 
  
External Consultants 
Dr. Tsveta Schyns-Liharska   Scientific Project Coordinator
Anna-Maria Niculescu    Events Manager/Graphic Design
Robert Schlathau    Accessibility 

André Van de Putte  Antonella MorettiDr. Beatrika Koncan-VrackoTorben DamsgaardProf. Pierre Clavelou
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Efforts of EMSP and its members to improve 
overall quality of life for PwMS across Europe are 
seriously undermined by a widely recognised 
lack of data on disease epidemiology, access 
to treatment, efficacy, safety and cost-
effectiveness of treatments, societal costs and 
degree of access to health care services. There 
is also a lack of understanding of the priorities 
of PwMS in relation to quality of life.  

The European Register for Multiple Sclerosis 
(EUReMS) initiative is a comprehensive 
approach to data collection that aims to 
address these issues. EUReMS is building 
on existing systems for MS data collection, 
while bridging their gaps and limitations 
by incorporating additional purposes and 
standardised methodological strategies, 
thereby ensuring its validity across different 
European populations.

Milestones in 2011
In early 2011, EMSP successfully closed 
negotiations with the European Commission 
regarding co-funding of the EUReMS initiative, 
thereby securing the EC grant of approximately 
EUR 900 000 (over three years). EUReMS 
partners are on track in relation to the project 
Work Plans, having successfully achieved the 
five major milestones set out for 2011: 

• Establish the Terms of Reference 
(July  2011, Kick-off   Meeting  in  Luxembourg).

• Launch the EUReMS website  
(www.eurems.org). 

• Conduct a consensus meeting with the 
Scientific Advisory Board and stakeholders 
(October 2011, Amsterdam).  

• Adoption, by the Steering Committee, 
of the EUReMS Consensus Statement 
(December 2011).

• Launch of the EUReMS Project Partners 
Collaboration Platform. 

EUReMS was featured in an editorial in The 
Lancet (June 2011) and during a meeting 
on patient registries hosted by DG SANCO. 
In addition, the American Association of 
Neurologists (AAN) invited EMSP to present a 
poster about the project at its annual congress, 
which was attended by more than 10 000 
experts. The project was again represented 
at ECTRIMS annual congress at the poster 
session. 

EUReMS network expands 
EMSP is pleased to have secured the 
collaboration of two additional major national 
registries  that bring valuable experience to the 
EUReMS project:

• EDMUS (European Database for Multiple 
Sclerosis): the French register of medi-
cal data that could be expanded to 
include socio-economic aspects. 

• The Danish MS register.
  

Areas of Special Focus: 
Achievements and Ongoing Projects

On track with developing the European Register 
for Multiple Sclerosis

EUReMS
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EUReMS’ vision 
EUReMS strives to become an infrastructure for the 
collection, analysis, interpretation and dissemination of 
data on MS with cross-border validity, with the ultimate 
aim of improving the quality of life of PwMS across Europe. 
A key goal is to minimise regional inequalities in MS 
management, including the access to EMA-approved MS 
disease-modifying and symptomatic treatments, and to 
standard quality healthcare services. 

EUReMS will serve as a tool for epidemiological surveillance; 
it will contribute to better understanding and management 
of MS, and to defining the actual societal burden of the 
disease. 

EUReMS will ultimately support PwMS and their carers in 
their daily lives, as well as MS health professionals and the 
scientific MS community at large. 

EUReMS’ overall strategy 
To achieve its vision, EUReMS will apply a strategy founded 
on four guiding principles:  

• Use a formal description of data quality, over large 
population-based and clinical MS cohorts to enable 
comparisons. 

• Jointly develop standard definitions of terminology, 
specifications of data structure, data collection and 
data management processes to allow corresponding 
comparability of data and comprehensive data 
analysis.

• Customise methodology and strategies to collect 
and validate MS data from different sectors (health 
operators, PwMS, lay community, MS societies, local 
health policy makers) and to comply to the Mission. 

• Establish a working platform (e.g. a European  
Reference Platform for MS) to support collaboration 
and ensure sustainability.

Associated Partners

Association of Multiple Sclerosis Societies of Croatia (AMSSC) • Deutsche Multiple Sklerose Gesellschaf Bundesverband 
e.V. (DMSG) • Dept. of Neurosciences, University of Sassari, Italy • University of Bergen, Norway • Fundació Institut de 
Recerca Hosptital Universitari Vall d’Hebron (FIRHUVH), Spain • Polskie Towarzystwo Stwardnienia Rozsianego (PTSR) 
• Societatea de Scleroza Multipla din Romania • The Multiple Sclerosis Society of Great Britain and Northern Ireland 
• Universitaetsmedizin Goettingen, Georg-August-Universitaet Goettingen, Stiftung Oeffentlichen Rechts (UMG-GOE), 
Germany • The Karolinska Institute, Sweden • Neurologisches Rehabilitationszentrum Quellenhof in Bad Wildbad GmbH 
(Neurological Rehabilitation Centre Quellenhof), Germany

Collaborating Partners

European Federation of Neurological Societies (EFNS) • European Committee for Treatment and Research in Multiple 
Sclerosis (ECTRIMS) • European Federation of Neurological Associations (EFNA) • Rehabilitation in MS (RIMS) • Europe-
an Brain Council (EBC) • European Charcot Foundation (ECF) • European Patients Forum (EPF) • Federacion Espanola 
para la lucha contra la Esclerosis Multiple (FELEM) • MS Society of Bosnia-Herzegovina (ASPAMSBiH)

Supporting Partners

Almirall • Bayer Pharma AG • Biogen Idec • ECTRIMS • GSK • Medtronic Foundation • Merck Serono • Novartis • 
Roche • genzyme: a Sanofi company • TEVA
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Following two years of information gathering 
and strategic planning, 2011 marked the 
year in which the Multiple Sclerosis - Nurse 
Empowering EDucation (MS-NEED) 
programme began taking concrete action to 
improve the quality of care for PwMS and their 
families by strengthening the role of MS Nurses 
across Europe. 

Results of the 2010 MS-NEED survey, 
undertaken by EMSP in partnership with 
the International Organization of MS Nurses 
(IOMSN) and Rehabilitation in MS (RIMS), were 
featured in the European Neurological Review 
(Vol. 6, Issue 3, Autumn 2011), concluding with 
three main recommendations: 

Strengthening MS Nursing in Europe 

Areas of Special Focus: 
Achievements and Ongoing Projects

MS NURSE PRO: CERTIFIED CORE CURRICULUM 

Understanding MS •	 Definitions
•	 Demographics and risk factors
•	 Pathophysiology 

Clinical presentation •	 Types of MS and their features
•	 Typical signs / symptoms
•	 Prognosis 

Diagnosing MS •	 Investigations
•	 Criteria / differential diagnosis
•	 Supporting patients at time of diagnosis
•	 Identification of relapse 

Treating MS •	 Acute episodes
•	 Disease modifying treatments
•	 Symptom management
•	 Treatment optimisation
•	 Outcome measures 

Caring for and  
supporting MS 
patients

•	 Optimising communications
•	 Emotional and psychological support
•	 Role of MS Nurse 

• Recognise nursing in MS as a speciality 
within Europe. 

• Facilitate the sharing of knowledge and 
best practice, and build collaborative 
experience among countries. 

• Standardise, benchmark and certify MS 
Nurse training across Europe. 

These recommendations underpinned 
the mandate of the MS-NEED Steering 
Committee to develop, in parallel, the MS 
Nurse Consensus  Paper and the MS Nurse 
Training Curriculum.

The MS Nurse Consensus Paper articulates 
the role of MS Nurses in improving patients’ 
access to care and optimising their quality 
of life, thereby conserving and protecting the 
post of the MS Nurse. The final step of having 
the paper endorsed by international and 
national patient and professional groups will be 
achieved by the EMSP in mid-2012. 

The second aspect of the MS-NEED initiative 
aims to put these standards into action. The 
MS Nurse Training Curriculum seeks to 
increase MS Nurse competency in patient and 
family advocacy, health education, symptom 
and treatment management, and to develop 
leadership skills for the advancement of patient 
care. The training is designed to engage all MS 
Nurses, with an initial focus on those starting 
their careers who may not have access to 
vocational training.  In fact, the training is 
developed as an online programme specifically 
to provide broad access and facilitate self-
paced learning. 
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MS-NEED:  STEERING COMMITTEE MEMBERS 

 Name Affiliation 

Anne Winslow (Chair) Vice President, European MS Platform, Ireland                          

Amy Perrin Ross* Past President, International Organization of MS 
Nurses, USA 

Christoph Thalheim Secretary General, European MS Platform, Belgium 

Michele Messmer Uccelli* Director of Projects and Services, MS Society, Italy 

Nicki Ward-Abel* Board Member, International Organization of MS 
Nurses, UK 

Lenka Pyciaková Head Nurse, Charles University, Czech Republic 

Vicki Matthews* Board Member, Rehabilitation in Multiple Sclerosis, 
UK 

Wolfgang Köhler* Head, Dept. of Neurology & Neurological Intensive 
Care, Fachkrankenhaus Hubertusburg & MS Centre 
Wermsdorf, Germany

Catherine Mouzawak MS Nurse, France 

Dr. Jörg Kraus * Neurologist, Austria 
Samuel Sanchez Rehabilitation Specialist, Spain

Ruth Abela MS Nurse, Malta

                                                                 *Also members of the Syllabus Committee.

Curriculum development began with a 
systematic overview of relevant, existing 
learning platforms, complemented by input 
from members of the MS-NEED Steering 
Committee and a needs assessment (carried 
out through a questionnaire and interaction 
with international experts). By the end of 
2011, development of detailed content for 
each section of the curriculum (including 
key references and data sources) was well 
underway, as was the preliminary  structure of 
the training programme.

The programme will be CME-accredited 
by the Royal College of Nursing (RCN, 
United Kingdom), and supported by an 
endorsement from the European Association 
for Neuroscience Nurses (EANN). 

In 2011, Ruth Abela of Malta travelled to the 
United Kingdom to undergo training through 
the MS Trust, thereby becoming the first MS 
Nurse specialist to serve the population of 
PwMS in her home country. This training was 
specifically endorsed by John Dali, a Maltese 
politician currently serving as the European 
Commissioner for Health and Consumer Policy.

Following two pilot training programmes 
scheduled for early 2012 (in Malta and Spain), 
each with 10 to 15 nurses from across Europe, 
the programme will be officially launched at 
ECTRIMS 2012 (October). Translations in 
German, Italian, Spanish, French and Czech 
will be completed in 2012.

MS-NEED
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A total of 33 EMSP members participated in 
the 2011 MS Barometer survey, the largest 
response since the survey was launched 
in 2008. Following a refinement of the 
questionnaire in 2009, this year’s results 
provide the first occasion to compare progress 
within a given country and better data to 
facilitate comparison across countries.

Overall ratings show that Germany and Iceland 
captured the highest scores, and Sweden 
pulled slightly ahead of Austria (compared to 
2009 results). At the opposite end of the scale, 
the situation for PwMS in Poland, Bulgaria, 
Bosnia-Herzegovina and Belarus remains 
extremely poor. 

In-country changes are noted in the following 
areas, with scoring indicated as (2009/2011):

MS Barometer: 2011 survey delivers first 
comparable results

 
 Seven indicators of the “climate” for PwMS    

 The MS Barometer uses a total of 51 questions to assess disparities across  
 EU countries and to measure year‐on‐year progress within a given country.

Indicator Points
Access to treatment and therapies 70
Employment 35
Empowerment 35
Reimbursement of costs 30
Data collection 25
New medication 15
Research 15
TOTAL 225

Areas of Special Focus: 
Achievements and Ongoing Projects

•	 Access to treatment and therapy: 
Substantial improvement in Ireland 
(28/42). / A troubling decline in Lithuania 
(60/47).

•	 Employment: Significant improvements in 
Switzerland (13/32), Portugal (11/24) and 
Spain (4/19). / A sharp decline in Bulgaria 
(19/5).

•	 Empowerment of PwMS: Significant 
improvements in Poland (8/18), Lithuania 
(0/13) and Switzerland (0/10). / Noticeable 
drops in Estonia (13/5) and Croatia (8/0).

•	 Reimbursement of costs: A noteworthy 
improvement in Estonia (13/19). / Falling 
off of support in Bulgaria (17/10) and 
Bosnia-Herzegovina (9/1).

•	 Medications coming on the market: 
Substantial improvement in Bulgaria 
(9/15) and Malta (7/13). / Reduction by half 
in Russia (15/7) and the Czech Republic 
(10/5).
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While the MS Barometer is showing its value 
as a bench-marking tool, it also demonstrates 
the need for further investigation of the policy 
changes that underpin improvements and 
regression. It is particularly interesting to 
note that some countries (e.g. Bulgaria and 
Estonia) report strong progress in some 
areas and serious decline in others. Full 
results are available on the EMSP website                                                           
(www.emsp.org).

MS Barometer - Comparison Overall Results (2009/2011)

Germany
Iceland
Sweden
Austria
Italy
Norway
Slovenia
Belgium
Denmark
United Kingdom
Netherlands
France
Finland
Switzerland
Ireland
Luxembourg
Czech Republic 

201
183
183
189
175
183
154
168
174
157
n/a
148
167
105
112
n/a
133

Russian Federation
Portugal
Slovakia
Malta
Croatia
Greece
Spain
Hungary
Romania
Estonia
Latvia
Lithuania
Poland
Serbia
Bulgaria
Bosnia-Herzegovina
Belarus

149
101
n/a
95
129
127
87
111
96
93
90 
59
79
n/a
84
78
n/a

Countries 2009          2011

126
124
124
117
111
110
108
95
91
89
n/a
88
87
87
62
56
46

207 
190
184
178
177
177
174
172
172
165
160
157
155
148
138
136
127

2009           2011Countries

n/a = not available
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In February 2011, the European Medicines 
Agency (EMA) rejected approval of fampridine, 
a potassium channel blocker that had 
been approved by the US Food and Drug 
Administration (US FDA) on the basis of 
improved walking for PwMS. The EMA’s 
decision reflected an assessment by the 
Committee for Medicinal Products for Human 
Use (CHMP), which found that the degree of 
improved walking did not warrant the increased 
likelihood of adverse side effects. 

Upon request of the Austrian MS Society, 
EMSP wrote a letter to the EMA expressing 
dissatisfaction with this decision, pointing at 
numerous examples of anecdotal evidence of 
the effectiveness of fampridine. Those examples 
and patient testimonies were collected from 

all over Europe and attached to the letter to 
EMA. The EMA agreed to re-assess the drug, 
and ultimately gave its conditional approval in 
May 2011. It remains to be seen how quickly 
health authorities will make the drug available 
at national level. 

A subsequent editorial in The Lancet 
Neurology raised the issue of how divergent 
opinions of national health authorities create a 
situation in which PwMS have unequal access 
to particular drugs, noting that it is unclear why 
such agencies appear to have different levels of 
tolerance for risk. The editorial emphasizes the 
need for greater transparency and more input 
from neurologists and PwMS in the decision-
making process.    

Acting on behalf of PwMS across Europe

Joint intervention helps reverse EMA decision
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In July 2011, EMSP Secretary General 
Christoph Thalheim opened and closed a 
two-day “Transatlantic Workshop” on the 
topic of drug-related progressive multifocal 
leukoencephalopathy (PML). Jointly hosted 
by the EMA and the US FDA, the event 
attracted some 170 experts and stakeholders 
from regulatory authorities, research bodies, 
industry, healthcare experts and patients from 
both sides of the Atlantic, with EMSP being 
the only patient advocacy group on the list of 
speakers.

While some of the medicines associated with 
PML bring major benefits to large numbers of 
patients, a segment of the patient population 
is clearly at risk. A key theme of this workshop 
was the challenge of finding the right balance 
of benefits versus risks when deciding for or 
against a highly effective therapy coming with 
the known risk of severe disability or even 
death. Participants agreed on the need for 
joint research to identify at-risk individuals and 

to support early diagnosis and treatment of 
PML when it does occur. While the workshop 
focused on PML, it was acknowledged 
that this type of collaborative model could 
become a blueprint for research into other 
drug-induced diseases. The creation of the 
“PML Consortium” as a not-for-profit research 
collaboration body bringing together interested 
pharma companies is another example of good 
practice which should be of interest for other 
areas of health research.

Collaborative workshop probes issues  
related to PML
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Special Events

Annual Congress 2011: Brussels, May 12-13 
With the theme  Assistive and Medical Devices 
for People with Multiple Sclerosis, EMSP’s 
2011 Annual Congress strongly focused on 
practical solutions for daily living with MS.  
One main thrust was on the body of a PwMS, 
with topics ranging from new therapies for 
MS and for symptomatic treatment to devices 
to reduce foot drag and intention tremor, or 
relieve the stress of reduced urinary function. 
A second series of presentations was more 
related to the PwMS and his/her environment: 
it explored both high- and low-tech assistive 
technologies for a wide range of tasks as 
well as modifications that can be made in the 
home, at work or in public places. Many of the 
presentations combined the perspectives of 
experts who develop devices and PwMS who 
could speak about the experience of using 
such tools. 

Workshop sessions broadened the range of 
topics to successful fundraising in Denmark 
(Helle Ousted) and Belgium (Antoine Gebara), 
the relationship between patient organisations 
and industry donors (Jean-François Grenier, 
MD, France) and how patients can participate 
more effectively in the Health Technology 
Assessment process (Laura Sampietro-
Colom, MD, PhD, Spain).

The Congress was characterised by lively 
discussion and delegates had an opportunity 
speak directly with makers of assistive devices 
at a small trade show with booths hosted 
by Almirall, Coloplast, the Atomic Spa and 
Bioness. 

Presentation / Speaker

The Importance of Patient Input for the Work of the European Medicines Agency • Juan García Burgos, MD | UK 

News on Disease-Modifying Therapies • Prof. Michel Clanet | France 

New Treatments for Spasticity and Other Symptoms • Norbert Goebels, MD | Germany 

Assistive Devices in Europe: What People with Disabilities Should Know • Gert Jan Gelderblom, PhD | Netherlands 

Home Adjustments and Workplace Modifications • Marijke Duportail | Belgium 

Medical Devices Don’t Have to Make You Sick! • Emma Chappel | UK 

Intermittent Self-Catheterisation (ISC): Up Close and Personal • Dan Cooper | UK 

New Assistive Devices for Footdrop and Intention Tremor • Angela Davies-Smith | UK

The Importance of Symptomatic Treatment Options for PwMS • Teresa Pointer | UK and 
Peter Flachenecker, MD | Germany 

Annual Congress
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Positive response from the initiative, in 2010, to 
run a parallel congress for young persons with 
MS (YPwMS), prompted EMSP to continue 
assisting its Member Societies in meeting the 
specific needs of those under the age of 35. 
The 2011 event drew 20 participants from 14 
countries. 

The desire to connect, to learn and to make 
change was evident across the four main 
themes:

• Information about MS 

• YPwMS and MS Societies

• Networking for YPwMS 

• Fundraising for YPwMS

The participants were keen to explore 
differences in their national contexts and how 
they could stay connected through social media 
while also making sure to plan local activities 
to encourage face-to-face interaction with 
their peers at home. They were unanimously 
in support of establishing a European-
wide mailing list for YPwMS to facilitate the 
sharing of credible information and personal 
experiences, and also called on MS Societies 
to more actively engage with the community of 
YPwMS – as partners rather than clients – to 
better understand their needs. Importantly, this 
community recognised that they may need to 
raise funds to support such activities. 

Second Annual Congress for YPwMS

Youth Congress

Delegates at the Second Annual Congress for  YPwMS represented 14 countries.

Participants in the main Congress heard presentations by experts and 
patient experts.

Participants in the congress for YPwMS created artwork to       
express their feelings.
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National High-Level Round Tables: Poland, 
Czech Republic and Croatia 
Together with the MS Societies of Poland, 
the Czech Republic and Croatia, EMSP 
demonstrated that high-level dialogue and the 
clout the European MS community can prompt 
positive decision making for PwMS. 

Warsaw, March 2011 • The Polish MS Society 
(PTSR) used a press conference to denounce 
discriminatory health policies. In response,  
Minister of Health Ewa Kopacz accepted to 
extend access to DMDs to five years (rather than 
just three) and to eliminate the age restriction 
that limited eligibility. The prolongation of 
access is positive, but still insufficient: DMD 
treatment should be continued for as long as it 
shows therapeutic benefits.  

Zagreb, September 2011 • The Croatian 
MS Society (Savez društavamultiple skleroze 
Hrvatske / SDMSH) chose to focus on pan-
European disparities in treatment approaches 
for PwMS and the implementation of the 
European Code of Good Practice in MS. 
The event was sponsored by the Minister 
of Health and Social Care, Dr. Sc. Darka 

Milinovic, and moderated by a local journalist. 
The SDMSH subsequently sent a letter with 
concrete requests to key decision makers and 
the healthcare administration, knowing that 
additional effort would be required following 
national elections. 

Prague, October 2011 • The Czech MS 
Society (Unie Roska) used its Round Table 
to reaffirm the importance for PwMS having 
early access to therapies and treatments, 
emphasizing to the participants that early 
treatment postpones disability. Considering 
the audience included politicians, bureaucrats 
and insurance companies, it was an important 
opportunity to demonstrate that early treatment 
is more cost-effective than providing more care 
as the disease progresses.

Round Tables

Special Events

Mgr Jan Kulhavy and Hana  Potmesilovic led discussion along with  
Karel Hrkal, President of the Czech MS Society.

John Golding, EMSP President and Christoph Thalheim, 
Secretary General EMSP.



www.emsp.org 17

Interactions with like-minded agencies 
• In March 2011, the EU Health Portal 

invited EMSP to attend its Editorial Board 
Meeting as one of a group of NGOs 
selected to provide advice on editorial 
policy and review the structure of the 
website.

• The European Medicines Agency (EMA) 
continues to use EMSP as a multiplier of 
information and safety alerts. In 2011, EMA 
also invited EMSP to improve the readability 
of the European Public Assessment Report 
on several disease-modifying drugs for 
MS. These reports aim to make scientific 
documents accessible to lay people. 
Most of EMSP’s recommendations were 
reflected in the final document. 

• The European Patients Forum (EPF) 
sought input from EMSP in relation to the 
EU Directive on Cross-Border Health Care. 

• Attendance at the Annual General 
Meeting of the European Federation 
of Neurological Associations (EFNA) 
provided an opportunity to engage with 
members of other advocacy organisations 
in the field of neurological diseases.

• Consultation with the Medtronic Foun-
dation resulted in the largest single grant 
(EUR 90 000) for the EUReMS project apart 
from the European Commission funding.

• As in previous years, EMSP hosted a 
booth at the European Committee 

for Treatment and Research in MS 
(ECTRIMS) annual congress, an event 
attended by some 5 000 experts in MS.

• The European Federation of 
Pharmaceutical Industries and 
Associations (EFPIA) serves as a think 
tank and provides a forum (three to 
four times per year) in which EMSP can 
participate in discussion of legal initiatives 
arising from the European Commission 
that may have impacts on PwMS, such 
as information to patients, transparency in 
pricing and cross-border access to health 
services.  

•	 EUCOMED, an umbrella organisation 
representing the medical technology 
industry in Europe, invited EMSP to 
participate in a brainstorming session on 
how they could better fulfil their mission to 
match the needs of patients and persons 
with disabilities.

• The Health Care Policy Deciders Forum, 
which brings together (four times per 
year) representatives from industry, the 
European Commission and national health 
ministries, invited EMSP Secretary General 
Christoph Thalheim to speak on the topic 
of Uptake of innovation: policy and 
practice / Patient perspective: did we 
progress on patient access?

• At the invitation of the London School of 
Economics (LSE), in cooperation with the 
European Federation of Neurological 

Networking

Collective efforts support common aims
EMSP representatives continued to take an active role in multiple initiatives led by other agencies 
and organisations with specific interests in MS, patient groups in general or the European 
community of persons with disabilities.

John Golding, EMSP President and Christoph Thalheim, 
Secretary General EMSP.
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Associations (EFNA), EMSP President 
John Golding and Secretary General 
Christoph Thalheim attended a training 
workshop on Health Technology 
Assessment (HTA). The workshop was 
designed to improve understanding of the 
national drug assessment process and how 
patients can contribute effectively to the 
decision-making process on reimbursed/
non-reimbursed new therapies.

EMSP also places high importance on showing 
support for patient organisations that face 
similar challenges at the European level, 
and actively seeks opportunities to engage 
in exchange among experts, patients and 
policy makers. One such example is EMSP’s 
attendance at the Parkinson’s Day in the 
European Parliament, regarded as opportunity 
for a useful exchange of best practice by both 
organisations. 

Representing PwMS in industry-led 
activities
EMSP is often invited by industry partners 
to present the patient perspective at various 
occasions (e.g. internal advisory boards, 
exchange of views on CEO level, public 
roundtables or speaking to their employees). 
Such dialogue opportunities are used by 
EMSP representatives (usually the President 
or the Secretary General) for both awareness-
raising on MS issues and patient concerns, 
and for learning about new developments and 
priorities within industry. In a number of issues 
the interests of both sides are overlapping, 
for example in the call for better access to 
therapies and care in Europe.

Expanding the network 

In 2011, EMSP established relations with several organisations of particular interest, some of 
which represent initial forays into communities beyond the pharmaceutical industry: 

•	 The European Coordination Committee of the Radiological, Electromedical and Healthcare 
IT Industry (COCIR) represents the manufacturers and users of radiological devices, including 
magnetic resonance imaging (MRI), a key technology for diagnosis and monitoring of MS. 

•	 The Linde Group, a world-leading supplier of industrial, process and specialty gases that 
provide products and services to nearly every industry in more than 100 countries. 

•	 Synthon, a generic drug manufacturer that is stepping into the area biopharmaceuticals (protein-
based therapies that may be able to neutralise bacteria or toxins that cause disease without 
damaging surrounding cells).  

   Networking

Networking
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EMSP submits application to EC for 
operating grant
For the second time in its history, EMSP 
had the opportunity to apply for EU funding 
outside of specific projects, meant as support 
for the operating costs of the organisation. 
An application was developed within the 
Secretariat, which resulted in substantial funds 
for EMSP’s operation 2012 being provided by 
the European Commission.

Visits to members
Aside from the National High-Level Roundtables 
organised in 2011 (see page 16), EMSP 
Secretariat representatives made special visits 
to Member Societies in:

•	 Spain: Federación Española para la Lucha 
contra la Esclerosis Múltiple (FELEM) 
and Asociación Española de Esclerosis 
Multiple (AEDEM-COCEMFE); 

•	 France: Union de lutte contre la Sclérose 
en Plaques (UNISEP) and Ligue Française 
contre la Sclérose en Plaques (LFSEP);

•	 Greece: Greek MS Society (GMSS) 
and Hellenic Federation of Persons with 
Multiple Sclerosis (HFoPwMS); and 

•	 Serbia: Drustvo Multiple Skleroze Srbije 
(DMSS). 

Communications and outreach 
EMSP continues to receive positive feedback 
on the value of its Web Alerts, which aim to 
deliver timely information on a wide range of 
topics. In addition to reporting on the ways in 
which EMSP is Acting on behalf of PwMS  
(see page 12) key items in 2011 included: 

• A safety alert on Extavica, initially distributed 
by the European Medicine Agency (EMA).

• Notification that the application for 
Cladribine was refused. 

• A positive opinion on Fampyra by the EMA.

• The EU Clinical Trials Register launched by 
the EMA.

• The Directive on the application of Patients’ 
Rights in Cross-border Healthcare.

With the assistance of Almirall, EMSP also 
produced a leaflet on the condition of spasticity, 
which is one of the top 10 symptoms of MS and 
warrants appropriate therapy and attention. 
The leaflet is now being translated into several 
Central and Eastern European languages to 
promote broader distribution. 

Assessing the reach of the Code of 
Good Practice in MS
Noting that eight years have passed since 
the Code of Good Practice was endorsed 
by the European Parliament, EU Affairs and 
Membership Officer Julie Deleglise launched 
an initiative to determine what action has 
been taken at national level. A letter to all EU 
Health Ministers set out specific questions 
such as: whether the Code of Good Practice 
and Consensus Papers have been used as a 
benchmarking tools; trends in funding for MS 
research; the development of new facilities 
of PwMS; and if cost of illness studies had 
been undertaken. The survey also asked 
about measures related to employment and 
empowerment of PwMS. To date, only four 
countries have responded (Bulgaria, Hungary, 
Slovakia and Sweden). EMSP Member 
Societies are liaising with national authorities to 
acquire more information. 

Secretariat News

Acting on behalf of Members
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The Romanian Multiple Sclerosis Society 
(SSMR), an NGO founded in 1995, develops 
social services for PwMS. Although only 1 500 
patients are registered, the Society represents 
an estimated 25 000 Romanians afflicted by 
MS. 

The SSMR mission covers three main areas: 
managing MS on a national level, in part 
by stimulating research; lobbying for the rights 
of PwMS; and finding the best treatment to 
improve quality of life. 

In 2011, another 200 PwMS were provided 
access to treatment through the National 
Programme of Treatment, which has approved 
Avonex, Betaferon, Copaxone, Extavia, Rebif 
and Tysabri. 

To assist patients directly, the SSMR offers a 
variety of services.    

The Department of Information and Advice, 
established in 2003, develops specific tools, 
offers information on MS and its treatment, 
provides advice on legal and social issues, 
and organises special events. It also manages 
the MS database, processes requests for new 
treatment and monitors the quality of life of 
PwMS.

This department manages the Society’s 
professional activities and long-term resources 
to support capacity development, establish 
partnerships, and obtain official recognition 
on issues and specialised services. It engages 
with other organisations, national partners and 
committees, often by providing information 
resources and logistics support, or by 
promoting local activities or organising training 
courses or expert working groups.

The Help Line provides a vital connection for 
PwMS in times of need. In 2011, 421 phone 
calls were registered before the service was 
temporarily discontinued due to construction. 
The service is provided by an operator who can 
link PwMS to social workers, psychologists, 
lawyers and medical assistants. Under normal 
circumstances, the Help Line can be contacted 
Monday to Friday, from 8 am to 4 pm, through 
a free calling plan. 

SSMR organises an Annual National Congress 
for PwMS, which highlights subjects of 
particular interest for PwMS, such as the latest 
options for treatment, physiotherapy, nutrition 
and disease management, as well as issues 
related to family life and dealing with MS at 
work.

Columna Magazine is a key communication 
tool for the SSMR. It contains the latest 
information about medical and social aspects 
of MS, and reports on decision making on local, 
national and international levels. Columna has 
a circulation of 1 500 and is also posted on the 
SSMR website.

The SSMR website (www.smromania.ro) 
posts regular updates on all the Society’s 
activities and hosts a forum for PwMS. In 2011, 
almost 50 000 people from around the world 
visited the site.

Under the banner Ability Access, the SSMR 
is helping develop the National Centre for 
Employment of PwMS and Other Rare 
Neurological Diseases. Launched in 2009, the 
project will be fully implemented by September 
2012. SSMR is working with the National 
Agency for Employment, the Quality of Life 

Member News

Country profile: ROMANIA 
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Research Institute, the National Alliance for 
Rare Diseases in Romania and the Foundation 
for Community Care. The Centre’s experts will 
implement inclusive employment practices 
based on equality and diversity management. 
Its WorkPath system will help find appropriate 
jobs according to the individual needs of the 
persons with disabilities. 

Socio-economic research will follow each 
person’s progress and assess how employment 
influences quality of life.   

Many of the SSMR’s activities are performed 
thanks to collaboration with:

• 19 MS associations from across Romania

•	 Coalition of Patients’ Organisations 
with chronic conditions from Romania 
(COPAC)

•	 Multiple Sclerosis International 
Federation

•	 European Multiple Sclerosis Platform

EMSP welcomes new Associate Member:  
The Hellenic Federation of Persons with  
Multiple Sclerosis (HFoPwMS)
The Federation is a non-profit NGO, established 
in 2008 with the aim of uniting and organising 
all regional Greek MS Associations in a legal 
entity, expressing their collective will as a 
“higher body” on national and international 
levels. Recognised as the representative body 
of PwMS on national level, the HFoPwMS 
is invited when a dialogue is organised by 
relevant state bodies or governmental and 
social institutions to participate by giving 
opinion, providing information, presenting 
problems and introducing proposals for 
solutions on disability matters – especially on 
issues that concern PwMS.  

The HFoPwMS co-ordinates the action of all 
its members for the advancement and support 
of the rights of PwMS, ensuring they receive 
the assistance and financial benefits to which 
they are entitled. The Federation strives 
to raise awareness by informing the wider 
society about MS and the problems PwMS 

face in daily life. It achieves this through its 
magazine, events organised in large towns, 
press conferences given by its president 
and Executive Committee, and interviews in 
national and local media (newspapers, health 
magazines, TV and radio) and by producing 
information leaflets, etc. 

Working in close co-operation with doctors and 
other professionals, the Federation provides 
up-to-date information regarding scientific 
developments and prospects in fighting and 
coping with MS. HFoPwMS is a partner in 
scientific research programmes for MS. Pain 
and Spasticity in MS: Patients and Their 
Quality of Life is the title of the latest research 
activity (to be completed by the end of 2012). 
Two other programmes are in progress: 1) 
MS and care; and 2) a study on the invisible 
symptoms of MS, inspired by the German 
MS Society (DMSG), entitled “I have MS but 
nobody sees it.”

Member News

Members  of the EMSP Executive Committee with  
representatives of the HFoPwMS of Greece.
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1.  The administrative organization and the internal control were considered sufficient for the 
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The presentation of the financial Situation and of the accounts as per 31/12/2011is logical and 
correct in order to inform the board of directors and the general assembly (i.e total cost minus 
recharged costs) 

 
You will receive our written audit report for the general assembly as soon as the board of 
directors adopts the presented accounts and after having received the annual accounts in its 
form as they have to be deposed at the Commercial Court. 

 
 
 

2.  The financial position of EMSP is positive at the end of 2011 
 

Current balance of assets and liabilities: 
Debtors and bank (incl. transition accounts) 
Current liabilities (incl. transition accounts & 
provisions) Balance 

 
 

1.036.393,97 EUR 
-722.
314.065,78 EUR 

328,19 EUR 

 
In this confidential audit report we bring to your notice that: 

• The reserves of EMSP amount to 347.654,34 EUR after utilisation of reserves of 
75.000,00 EUR of previous years. 

 
3.   The responsible directors did confirm that they are not aware of any major issue which could 

influence the financial position of EMSP substantively in the negative way for the year 2012, 
and which should have been recorded as an expense or a liability in the accounts of 2011. 

 
.4  Unqualified audit opinion on the financial statements. 

(= Audit opinion where no remarks have to be made about the prepared and audited financial 
statements) 

 
We have audited the financial statements for the year ended 31December 2011, prepared in 
.accordance with the financial reporting framework applicable in Belgium, which shows a 
balance sheet total of 1.069.982,53 EUR and a loss for the year of I 8.241,10 EUR, after 
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Management is responsible for the preparation and the fair presentation of these financial 
statements. This responsibility includes: designing, implementing and maintaining internal 
control relevant to the preparation and fair presentation of financial statements that are free 
from material misstatement, whether due to fraud or error; selecting and applying appropriate 
accounting policies; and making accounting estimates that are reasonable in the 
circumstances. 

 
Our responsibility is to express an opinion on these financial statements based on our audit. 
We conducted our audit in accordance with the legal requirements and the Auditing 
Standards applicable in Belgium, as issued by the Institute of Registered Auditors (Institut des 
Reviseurs d'EntreprisesIInstituut der Bedrijfsrevisoren). Those standards require that we plan 
and perform the audit to obtain reasonable assurance whether the financial statements are 
free from material misstatement, whether due to fraud or error. 

 
In accordance with the above-mentioned auditing standards, we considered the association’s 
accounting system, as well as its internal control procedures. We have obtained from 
management and from the association’s officials the explanations and information necessary 
for executing our audit procedures. We have examined, on a test basis, the evidence 
supporting the amounts included in the financial statements. We have assessed the 
appropriateness of accounting policies and the reasonableness of the significant accounting 
estimates made by the association as well as the overall financial statement presentation. We 
believe that these procedures provide a reasonable basis for our opinion. 

 

In our opinion, the financial statements for the year (accounting period) ended 31 December 
2011 give a true and fair view of the association's assets and liabilities, its financial position and 
the results of its operations in accordance with the financial reporting framework applicable in 
Belgium. 
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OPERATING CHARGES

Services and other goods

Administrative costs

Fees (Consultants, Audit, Legal)

Distribution of EU subsidy

Project Expenses

Other Costs Travel/Newsletter

Affiliation Fees

Salaries

Salaries employees & related costs

Depreciation & Write-offs

Write-off Office Equipment

Other Operating Charges

VAT

Financial Charges

Payment differences

Exchange Rate differences

Bank costs

Extraordinary Charges

Extraordinary charges

Profit/Loss for the Period

Transfer to/from special reserves

 2011
 
  994,313.89

          45,728.63 

        185,992.98 

 

        678,606.07 

          38,790.18 

 

  120,931.79

        120,931.79 
      

            7,406.22 
              
                    4,646.52
 

 
           

         

INCOME & EXPENDITURE STATEMENT
OPERATING INCOME

Turnover

Membership fees

Corporate Core Funding

Project Funding

EU Funding

Extraordinary income

MS-ID funding

MS Nurse Survey/MS NEED

MS Photo

Financial Income

Interest current/term account

Other financial income

Other Operating Income

Reinvoicing

2011
 

  1,099,545.94

         79,025.00 

       165,000.00 

       423,617.69

         12,834.58
         20,000.00
       101,972.82 

       264,878.91 

         60,000.00 

           5,785.74          

 

                   

                                     1,746.44 

TOTAL INCOME                                                                      776,222.61                            920,044.31               1,107,469.10

TOTAL EXPENSE                                                                       776,222.61                                             920,044.31                               1,107,469.10 

   2009
 
  643,137.37

          35,321.37 

        161,930.54 
 

        392,282.25 

          42,281.26 

          11,321.95 

  103,576.25
         103,576.25

      6,099.81

            6,099.81 

      2,049.41

                  2,696.37

                 57,10.00 

            1,859.38 

        779,89.00 
  

                                      18,663.40

          18,663.40 

 2010
 
  633,731.62

          42,766.62 

        173,585.88 

 

        481,603.04 

          49,601.98 

 

  126,603.68

        126,603.68 
      8,537.72

            8,537.72 
 
 
 

 
  
 
 

  37,345.39
          37,345.39 

2009

 

  539,808.54

          75,900.00 

        176,250.00 

        227,546.63 

          60,000.00 

        111,91.00
        101,154.28 101,154.28

        130,456.34 130,456.34
 

      1,755.29
 
 
      3,048.16

 
 
 

2010
 

  895,403.22

         77,337550 

       236,040.00 

       211,340.00 
 
 

         45,806.81 

       264,878.91 

         60,000.00

                                 
 
         
          22,963.09 

1,678.00                1,678.00

390.98

 -8,241.10
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EMSP Members

Multiple Sklerose Gesellschaft Oesterreich
www.msgoe.at

MS Society Belarus 
www.msbelarus.com

Ligue Nationale Belge de la Sclérose en Plaques 
www.ms-sep.be 

Savez Udruzenja Gradana Oboljelih od 
Multiple Skleroze Bih Sarajevo
www.suomsbih.ba

Savez drustava multiple skleroze Hrvatske
www.sdmsh.org

Unie Roska 
www.roska.eu

Scleroseforeningen 
www.scleroseforeningen.dk

Estonian Multiple Sclerosis Society
www.smk.ee

The Finnish MS Society 
www.ms-liitto.fi

Ligue Française Contre la Sclérose en 
Plaques
www.lfsep.asso.fr

Deutsche Multiple Sklerose Gesellschaft 
www.dmsg.de

Greek MS Society
www.gmss.gr 

Hungarian Multiple Sclerosis Society 
www.smtarsasag.hu

MS Felag Islands
www.msfelag.is

MS Society of Ireland
www.ms-society.ie

Associazione Itlaliana Sclerosi Multipla
www.aism.it

Latvijas Multiplas Sklerozes Asociacija
www.lmsa.lv

Lithuanian Multiple Sclerosis Union
www.liss.lt 

Ligue Luxembourgeoise de la Sclérose en Plaques
www.msweb.lu

Multiple Sclerosis Society of Malta
www.msmalta.org.mt

Multiple Sclerose Vereniging Nederland
www.msvereniging.nl

Multipel Sklerose Forbundet I Norge
www.ms.no

Polskie Towarzystowo Stwardnienia Rozsianego
www.ptsr.org.pl

Sociedade Portuguesa de Esclerose Multipla
www.spem.org

Romanian MS Society
www.smromania.ro

All Russian Public Organization (RPO) of 
Disabled PwMS
www.ms2002.ru

Full members
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Drustvo Multiple Skleroze Srbije
email: mssserb@sbb.rs

Slovensky Zväz Sclerosis Multiplex  
www.szsm.szm.sk 

Zdruzenje Multiple Skleroze Slovenija (ZMSS) 
www.zdruzenje-ms.si

Asociación Española de Esclerosis Multiple 
(AEDEM-COCEMFE)
www.aedem.org

Neurologiskt Handikappades Riksforbund (NHR)
www.nhr.se

Schweizerische Multiple Sklerose 
Gesellschaft (SMSG)  
www.multiplesklerose.ch

The Multiple Sclerosis Society of Great Britain
and Northern Ireland  
 www.mssociety.org.uk

MS Foundation Bulgaria 
www.msobshtestvo.or

Associate members

The Hellenic Federation of 
Persons with Multiple Sclerosis (HFoPwMS)
www.msassociationhellas.org

Union de lutte contre la Sclérose en Plaques 
(UNISEP)
www.unisep.org

Sclerosis Multiplexes Betegek
Országos Egyesülete (SMBOE)
www.smboe.hu

Federación Española para la Lucha contra la 
Esclerosis Múltiple (FELEM) 
www.esclerosismultiple.com
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EMSP Sponsors

Thank you for your ongoing support of EMSP!

MS Barometer 2009 arises from the MS-ID project which 
has received funding from the European Union, in the 
Framework of the Public Health Programme.
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About EMSP

Founded in 1989, EMSP is the umbrella organisation for 38 MS societies from 34 European countries. EMSP represents 
their interests at the European level and works to achieve its goals of high quality equitable treatment and support for 
people with MS throughout Europe.

EMSP’s mission

• Exchanging and disseminating information relating to MS considering all issues relevant for people affected by MS.

• Encouraging research of all kinds that is appropriate to MS through recognised medical and other organisations.

• Promoting the development of joint action programmes with the participation of national MS societies in Europe, 
aiming at improving the quality of their activities and services.

• Acting as a focal point for liaison with the institutions of the European Union (EU), the Council of Europe and other 
European organisations, in order to propose new measures to advance the rights of persons with disabilities and 
to ensure their full and effective participation in society.
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