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WHAT WE DO KEY PRIORITIES

“we would like to thank your great 
organisation for giving us the 
opportunity and support to help the 
egyptian Ms coMMunity” Ms care in egypt

Nobody should be alone with MS. This  
is why MS organisations exist and why 
those organisations chose to come 
together and build a strong global 
organisation. Collaborating as an 
international movement, we are 
stronger in our search for MS treatment 
and a cure. We learn from each other 
and support the growth of MS 
organisations in emerging countries.  
     In 2012 we started connecting people 
with MS in China, and appointed our 
first staff member to work on capacity 
building in the Middle East, so that one 
day, all people in the region will have 
support from an MS organisation.
     We used our global framework to 
develop a global fundraising strategy, 
uniting our efforts and appealing to donors 
at a truly global level. The first goal is to 
boost research on progressive MS. 
     We must aim high and collaborate 
for worldwide MS research and support; 
if we stand together, no country, no 
region, and no person needs to be  
alone with MS.

WELCOME TO THE 2012 ANNUAL REVIEW
A joint mESSAGE FRom ouR chAiRmAn And cEo

Weyman T Johnson
MSIF Chairman

Peer Baneke
MSIF CEO

The Multiple Sclerosis International 
Federation (MSIF) is the world’s only 
global network of MS organisations.  
We have 44 member organisations 
around the globe, as well links  
to many other smaller organisations. 
Together we lead the fight against  
MS and work to improve the quality  
of life of people affected by MS 
wherever they live.
     We bring together the work of MS 
organisations to help people affected  
by MS around the world. Along with  
our members, we campaign for 
increased international awareness of 
MS, provide information and support  
to people affected by MS, and support 
international research to discover  
better treatments and ways to manage 
the disease. 

We know that at least two million people 
worldwide have MS. Many have little 
support from their governments. So we 
aim to:

è support existing and fledgeling 
national MS organisations so that 
people with MS have local support in 
their country or region

è stimulate and facilitate international 
cooperation in research into the cause 
and cure of MS and the development of 
better treatments and rehabilitation 

è communicate free and independent 
information about MS, and the 
experiences of people living with MS

è raise awareness about MS and 
advocate to improve the quality of life of 
people with and affected by MS.
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FRONT COVER: People in 
Germany marking World MS Day 

2012 with a balloon release.



GLOBAL MS MOVEMENT
who wE connEct with

The Multiple Sclerosis International 
Federation consists of 44 member 
organisations from around the globe:  
33 full members, 11 associate members 
and one supporting organisation. 
     We also connect with and support 
many other smaller organisations and 
groups who support people with MS in 
their country and are working towards 
MSIF membership.
     Together, we form the global MS 
movement.
 

KEY:
      Full members
       Associate members
      Other organisations we    
 connect with

* Please note: In Spain, there is both a full 
member and a supporting organisation. 
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Two important meetings took place in 
2012 in our key research areas. The 
Steering Committee of the International 
Progressive MS Collaborative met to 
discuss strategies to expedite the 
development of treatments for 
progressive MS. 
     Existing blockages to research 
progress and potential solutions were 
identified in “Setting a research agenda 
for progressive MS: the international 
collaborative on progressive MS”, 
published in Multiple Sclerosis Journal. 
     Five working groups were set up in 
key areas to engage the international 
research community and to address 
these gaps in research. Their 
recommendations are being used to 
shape the long-term strategy of this 
research initiative.  

The International Pediatric MS Study 
Group (IPMSSG) meeting brought 
together key stakeholders to analyse the 
feasibility, methodology and priorities for 
paediatric clinical trials for new MS 
medications. The meeting report, 
“Towards therapeutic trials in paediatric 
MS”, has been published in Neurology. 
The group have also assigned a task 
force to ensure advances in the 
treatment of MS in children.

RESEARCH
A top priority in our strategic plan is global collaboration in research. 
in 2012 we worked closely with our member societies on our key 
areas of research into progressive mS, paediatric mS and stem cells. 

LEAdinG intERnAtionAL mS RESEARch

LookinG  AhEAd

è First scientific meeting on 
progressive MS  
è 2013 Charcot Award at ECTRIMS 
è Launch of IPMSSG research project 
on environmental risk factors in 
childhood MS
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2012 MSIF Du Pré Grant recipient 
Darshpreet Kaur (far right) describes 
the impact of her MSIF research grant:
“The grant helped me travel to France  
to work on the REACTIV project. This 
helped me understand the methodologies 
for evaluating and rehabilitating cognitive 
impairments in MS. Since my return to 
India I have created awareness of cognition 
and rehabilitative techniques among 
health professionals and MS patients.  
This great opportunity has opened doors 
to a novel way of rehabilitation by 
empowering brain power!”



The team grew in 2012 with a China-
based consultant in post from May and a 
Regional Capacity Building Officer, with 
a focus on the Arab region and Pan Asia, 
in post from October. The growth of the 
team has further improved our 
understanding of the organisations and 
individuals we engage with, enabling us 
to plan for and carry out more in-depth, 
needs-based work in the regions. 

GLobAL REpRESEntAtion
In April 2012, the Tunisian MS 
Association became an MSIF Associate 
Member and the first member from  
the Arab region. This is a significant  
step for Tunisia and the region, as  
their membership will allow them  
to participate in and influence the 
development of global projects and 

programmes as well as contribute to the 
direction and priorities of MSIF’s work.
  We gave grants to enable delegates 
from Argentina, Egypt, Estonia, India, 
Tunisia and Turkey to attend our Board 
and Committee Meetings in 2012, 
ensuring that the discussions and 
decisions made were representative of 
the global MS movement.

CAPACITY BUILDING
our capacity-building strategy is based on the conviction that 
everybody affected by mS, wherever they live, should have access to 
information, support and advice from an mS organisation. 

StREnGthEninG mS oRGAniSAtionS

5,100+ people belong 
to Ms organisations in 
the arab region 

LookinG  AhEAd

è Focus on building the capacity of three 
organisations in the Arab region
è Support activities identified by people 
with MS in different Chinese cities 
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Connecting people with MS in China
In 2012, we hosted an event in Beijing 
for people affected by MS or NMO, MS 
health professionals, and people from 
other ‘rare’ disease organisations. 
This meeting emphasised the need for 
all groups to work together to enable a 
future MS support structure to thrive, 
and demonstrated how individuals 
could get involved. 
Peer Baneke (right), MSIF’s CEO, meets 
people from other Chinese charitable 
organisations at the meeting in Beijing.



The World MS Day 2012 “1000 Faces of 
MS” campaign actively sought to raise 
awareness of MS among new audiences via 
a creative and thought-provoking campaign 
across digital and traditional media. 

It was a great success, with 52,000 visits 
to the World MS Day website during the 
month of May, and 2,500 people creating 
a postcard about what living with MS 
meant to them.

AtLAS oF mS
In 2012, MSIF launched a programme to 
update the Atlas of MS database and 

website, which currently contains MS 
epidemiological and resource 
accessibility data from 112 countries 
and which has proven to be a valuable 
tool for researchers, MS organisations 
and the general public. The update will 
ensure that the Atlas continues to 
contain the latest information. 
     An online survey on the epidemiology 
and resources available to people with 
MS was produced and distributed and is 
now being analysed.

ADVOCACY & CAMPAIGNING
in 2012 we embarked on a new strategic aim in advocacy and 
campaigning to raise public awareness and understanding of mS to 
improve the quality of life of people with mS.

unitinG thE GLobAL mS movEmEnt FoR mS AwAREnESS

2,000,000 total nuMber 
of people reached by 
world Ms day digital 
channels during May 2012

LookinG  AhEAd

è World MS Day 2013 will focus on the 
challenges facing young people with MS 
è Updated Atlas of MS website will be 
launched at ECTRIMS 2013 in 
Copenhagen, Denmark
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Reaching new audiences 
MS Stichting in the Netherlands 
translated and used the World MS Day 
materials for a highly successful 
campaign, utilising outdoor advertising 
space (including bus stops) in 232 sites 
across the country, as well as a radio 
commercial which raised awareness of 
MS and won best radio campaign of the 
month. These combined to ensure new 
national audiences were reached and 
were connected to the campaign. 



In 2012 we continued to produce our 
magazine, MS in focus, with an update of 
the “Fatigue in MS” edition, and also the 
“Is it MS?” edition about diagnosis and 
the uncertainty of MS as it progresses. 

We were delighted to publish the 
magazine in a new langugage – 
Mandarin Chinese – with seven key 
topics chosen by a workgroup from  
the country. This adds to the English, 
Spanish, French, Arabic, German, Dutch 
and Italian translations of the magazine 
already published. 

     Our two e-newsletters were  
re-designed in 2012 and now reach 
more than 9,000 people each week  
for research news, and 12,000 for our 
monthly round-up of international MS 
news. Sign up free at msif.org/subscribe 
     Using our fatigue survey results we 
created a simple but striking film in 
multi-languages, which had 28,434 views 
on YouTube in 2012. We also increased 
our social media presence, with increased 
‘likes’ and connectivity on Facebook and 
Twitter with the MS global movement.

COMMUNICATION
communicating knowledge, experience and quality information 
about mS is at the heart of our work, in particular for people with mS 
in countries with limited local support or information.

ShARinG indEpEndEnt And FREE inFoRmAtion About mS

“i really enjoy the 
research e-news. i always 
learn soMething new to 
pass on to My support 
group.” sharon, usa

LookinG  AhEAd

è In early 2013 we launched a new and 
improved website 
è The translation of a further seven 
editions of MS in focus into Chinese

13

20th edition of  MS in focus magazine 
published in 2012
This series provides comprehensive, 
independent, free and high-quality 
information about a range of topics 
related to MS, including symptoms, 
MS research and daily living with MS.  
The total  number of copies 
downloaded from our website during 
2012 reached an amazing 934,806!



FUNDRAISING

CORPORATE DONORS AND TRUSTS
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EXPENDITURE
Total: £1,337,353

INCOME
Total: £1,393,509

Develop national  
MS societies 
£224,599 (17%)

Biogen Idec
Merck Serono
Novartis
Sanofi

Teva
Synthon
Genzyme

Vanneau Trust
MSIF Foundation
Wolfensohn Foundation

FINANCIAL SUMMARY
dEtAiLS oF ouR incomE And ExpEndituRE

Below is a summary of MSIF’s 
income and expenditure in 2012. 
This summary is taken from the 
full audited accounts, and subject 
to Board approval. The full 
accounts will be available online
at www.msif.org from May 2013.

Stimulate research 
£531,826 (40%)

Advocate for and support 
people affected by MS 
£260,530 (19%)

Governance  
and fundraising 
£131,783 (10%)

Communicate MS
£188,615 (14%)

Trusts and 
foundations

£759,245 (54%)

Member fees
£299,626 (22%)

Corporate  
donors
£281,393 (20%)

Individual  
donors
£23,674 (2%)

Meetings income
£19,049 (1.3%)

Interest and  
other income

£10,522 (0.7%)

A GLobAL AppRoAch

thAnk you FoR youR SuppoRt

We rely on the generosity of trusts, foundations and organisations to fund our 
programmes so we can make a difference to the lives of people with MS around the 
world. We would like to thank the following for their donations in 2012:

Fundraising must be seen in a global 
context. Globalisation has changed the 
landscape for charitable organisations, 
donors and people affected by MS. 
Increasingly, foundations seek to fund 
efforts that will have an international 
impact. The rise of social networking 
means that people seek solutions, 
innovations and change where it 
exists and not within the confines of 
their own organisation or country. 
The MS movement is poised to meet 

the fundraising opportunities this 
provides. MSIF has therefore embarked 
on a global fundraising strategy. 
Through working together, MSIF and 
its members can attain funding and 
support that would otherwise not be 
realised. We will learn best practices 
and share innovative ideas, become 
stronger individually and collectively 
in our fundraising, and increase the 
amount raised to meet the expectations 
of people with MS all over the world. 



(USA), Yves Savoie (Canada), Guillaume 
Courault (France)  FundRAiSinG committEE  
Antonella Moretti, Chair (Italy), Adam Michel 
(Germany), Nicola Tallett (UK), Graham 
McReynolds (USA), Dorinda Roos 
(Netherlands), Torben Damsgaard (Denmark)  
intERnAtionAL mEdicAL & SciEntiFic 
boARd ExEcutivE committEE  Prof Alan 
Thompson, Chair (UK), Prof Chris Polman, 
Deputy Chairman (Netherlands), Prof Alastair 
Compston (UK), Prof Reinhard Hohlfeld 
(Germany), Prof Fred Lublin (USA), Prof Xavier 
Montalban (Spain), Dr Carlo Pozzilli (Italy), Dr 
Ernest Willoughby (New Zealand)  cEo 
AdviSoRy GRoup chAiRmAn  Yves Savoie 
(Canada) du pRE GRAntS woRkGRoup  Prof 
Reinhard Hohlfeld, Chair (Germany), Prof Hans 
Lassmann (Austria), Prof Catherine Lubetzki 
(France), Prof Hartmut Wekerle (Germany),  

boARd oF tRuStEES
weyman t. johnson (uSA)
President and Chair
Rob hubbard (Australia)
Treasurer
mario battaglia (italy)
Vice Chairman

Pedro Carrascal (Spain)
Sophie Galland-Froger (France) 
Simon Gillespie (UK)
John Golding (Norway)
Ed Kangas (USA)
Peter Kauffeldt (Denmark)
Daniel Larouche (Canada)

Our programmes would not be possible 
without the support of many volunteers 
from around the world. Each of the 
following has given their expertise, time 
and energy to the global MS movement:

nominAtinG committEE  Lou Maroun, Chair 
(Bermuda/Canada), Eli Rubenstein (USA), 
Martin Stevens (UK), Dorothea Pitschnau-
Michel (Germany), Charles van der Straten 
Waillet (Belgium), Peter Kauffeldt (Denmark), 
Mario Battaglia (Italy)  pEopLE with mS 
AdviSoRy committEE  Martin Stevens, Chair 
(UK), John Golding (Norway), Sophie Galland-
Froger (France), Pille-Katrin Levin (Estonia), 
Guy De Vos (Belgium), Mindy Alpert (USA)  
FinAncE And Audit committEE  Rob 
Hubbard, Treasurer (Australia), Ed Kangas 
(USA), Antonella Moretti (Italy), Eli Rubenstein 

Dr Amit Bar-Or (Canada) thE intERnAtionAL 
pEdiAtRic mS Study GRoup StEERinG 
committEE Dr Tanuja Chitnis, Chair (USA), Dr 
Maria Pia Amato (Italy), Dr Brenda Banwell 
(USA), Dr Angelo Ghezzi (Italy), Dr Rogier 
Hintzen (Netherlands), Dr Daniela Pohl 
(Canada), Dr Kevin Rostasy (Austria), Dr Silvia 
Tenembaum (India), Dr Evangeline Wassmer 
(UK) ipmSSG cLinicAL tRiALS tASk FoRcE 
chAiR Dr Marc Tardieu (France) pRoGRESSivE 
coLLAboRAtivE StEERinG committEE Dr 
Timothy Coetzee (USA), Prof Giancarlo Comi 
(Italy), Prof Anthony Feinstein (Canada), Dr 
Robert Fox (USA), Dr Ed Holloway (UK), Dr Raj 
Kapoor (UK), Dr Karen Lee (Canada), Dr Nick 
Rijke (UK), Prof Marco Salvetti (Italy), Prof Alan 
Thompson (UK), Dr Paola Zaratin (Italy), Dr Kim 
Zuidwijk (Netherlands)  MS in foCuS 
EditoRiAL boARd  Michele Messmer 
Uccelli, Editor (Italy), Dr Francois Bethoux 
(USA), Guy De Vos (Belgium), Sherri Giger 
(USA), Martha King (USA), Dr Elizabeth 
McDonald (Australia), Dottie Pfohl (USA), 
Silvia Traversa (Italy), Dr Pablo Villoslada 

Antonella Moretti (Italy)
Dorothea Pitschnau-Michel (Germany)
Chris Polman (Netherlands)
Dorinda Roos (Netherlands) 
Eli Rubenstein (USA)
Yves Savoie (Canada)
Mai Sharawy (Egypt)

Martin Stevens (UK)
Ramkrishna Subbaraman (India)
Charles van der Straten Waillet (Belgium)
Alan Thompson (UK)
María José Wuille-Bille (Argentina)
Cynthia Zagieboylo (USA)

(Spain), Nicki Ward (UK), Pavel Zlobin 
(Russia)  MS in foCuS chinESE 
tRAnSLAtion woRk GRoup  Zhou Mingtao 
(China), Liu Huan (China), Ouyang Yanhong 
(Australia)  AtLAS oF mS updAtE AdviSoRy 
GRoup  Prof Alan Thompson, Chair (UK), 
Prof Lekha Pandit (India), Prof Bruce Taylor 
(Australia), Prof Mario A. Battaglia (Italy), Dr 
Helen Tremlett (Canada), Prof Bernard M.J. 
Uitdehaag (Netherlands), Ed Holloway (UK)  
woRLd mS dAy woRk GRoup  Adam Michel 
(Germany), Ayse Safak (Turkey), Pille-Katrin 
Levin (Estonia), Geeta Mirchindani (India), 
Jeremy Wright (Australia), Donghwan Lee 
(Korea), Maria José Wuille-Bille (Argentina), 
Sandra Fernández Villota (Spain), Chris 
Yankee (USA)  woRLd mS dAy younG 
pERSonS AdviSoRy GRoup  Alice Crawford 
(New Zealand), Andrea Tettenborn 
(Germany), George Pepper (UK), Nethe Hjort 
(Denmark), Kaz Laljee (UK), Liu Mengchen 
(China), Praneel Meshram (India) mSiF 
mEEtinGS oRGAniSER Sarah Phillips, UK  
mSiF intERn Ayman Uweida (UK)

THANK YOU!
woRkinG toGEthER to hELp pEopLE with mS



MSIF MEMBER SOCIETIES
contAct dEtAiLS

Argentina: Esclerosis Mύltiple Argentina 
info@ema.org.ar   www.ema.org.ar
Australia: MS Australia 
info@mssociety.com.au    
www.msaustralia.org.au
Austria: Multiple Sklerose Gesellschaft 
Österreich 
msgoe@gmx.net   www.msgoe.at
Belgium: Ligue Nationale Belge de la Sclérose  
en Plaques/Nationale Belgische Multiple 
Sclérose Liga 
ms.sep@ms-sep.be   www.ms-sep.be
Brazil: Associacao Brasileira de Esclerose 
Mύltipla 
abem@abem.org.br   www.abem.org.br
Canada: MS Society of Canada /Société 
canadienne de la sclérose en plaques 
info@mssociety.ca   www.mssociety.ca 
www.scleroseenplaques.ca
Cyprus: Cyprus Multiple Sclerosis Association 
multipscy@cytanet.com.cy    
www.mscyprus.org
Czech Republic: Unie Roska ceská MS 
spolecnost 
roska@roska.eu   www.roska.eu
Denmark: Scleroseforeningen 
info@scleroseforeningen.dk  
www.scleroseforeningen.dk
 

Estonia: Eesti Sclerosis Multiplex’i Ühingute Liit 
post@smk.ee   www.smk.ee
Finland: Suomen MS-liitto ry 
tiedotus@ms-liitto.fi   www.ms-liitto.fi
France: Ligue Francaise contre la Sclérose  
En Plaques 
info@lfsep.asso.fr   www.lfsep.com
Germany: Deutsche Multiple Sklerose 
Gesellschaft Bundesverband e.V. 
dmsg@dmsg.de   www.dmsg.de
Greece: Greek Multiple Sclerosis Society 
info@gmss.gr   www.gmss.gr
Hungary: Magyar SM Társaság 
smkozpont@albatct.hu   www.smtarsasag.hu
Iceland: MS-félag Íslands 
msfelag@msfelag.is   www.msfelag.is
India: Multiple Sclerosis Society of India 
mssiheadoffice@gmail.com  
www.mssocietyindia.org
Iran: Iranian MS Society 
info@iranms.org   www.iranms.ir
Ireland: MS Ireland 
info@ms-society.ie   www.ms-society.ie
Israel: Israel MS Society 
agudaims@netvision.net.il   www.mssociety.org.il
Italy: Associazione Italiana Sclerosi Multipla 
aism@aism.it    www.aism.it
 

Japan: Japan Multiple Sclerosis Society 
jmss@sanyeicorp.co.jp   www.jmss-s.jp
Latvia: Latvijas Multiplas Sklerozes Asociacija 
lmsa@lmsa.lv   www.lmsa.lv
Luxembourg: Ligue Luxembourgeoise de la 
Sclérose en Plaques 
info@msweb.lu   www.msweb.lu
Malta: Multiple Sclerosis Society of Malta 
info@msmalta.org.mt   www.msmalta.org.mt
Mexico: Esclerosis Mύltiple México 
emmex-org@hotmail.com  
http://emmex-ac.blogspot.com
Netherlands: Stichting MS Research 
info@msresearch.nl   www.msresearch.nl
New Zealand: MS Society of New Zealand Inc 
info@msnz.org.nz   www.msnz.org.nz
Norway: Multipel Sklerose Forbundet I Norge 
epost@ms.no   www.ms.no
Poland: Polskie Towarzystwo Stwardnienia 
Rozsianego 
biuro@ptsr.org.pl   www.ptsr.org.pl
Portugal: Sociedade Portuguesa de Esclerose 
Mύltipla 
spem@spem.org   www.spem.org
Romania: Societatea de Scleroza Multipla  
din Románia 
office@smromania.ro   www.smromania.ro
Russia: The All-Russian MS Society 
pzlobin@yahoo.com   www.ms2002.ru  
http://ms2002.ru
Slovakia: Slovenský Zväz Sclerosis Multiplex 
szsm@szm.sk   www.szsm.szm.sk
 

Slovenia: Združenje Multiple Skleroze Slovenije 
info@zdruzenje-ms.si   www.zdruzenje-ms.si
Spain:  
Asociación Espanola de Esclerosis Mύltiple 
aedem@aedem.org   www.aedem.org 
and 
Esclerosis Mύltiple Espaňa 
info@esclerosismultiple.com  
www.esclerosismultiple.com
South Korea: Korean Multiple Sclerosis Society 
kmss2001@gmail.com   www.kmss.or.kr
Sweden: Neurologiskt Handikappades 
Riksförbund 
nhr@nhr.se   www.nhr.se
Switzerland: Schweizerische Multiple Sklerose 
Gesellschaft 
info@multiplesklerose.ch     
www.multiplesklerose.ch
Tunisia: Association Tunisienne des Malades  
de la Sclérose en Plaques 
ATSEP@topnet.tn   contact@atseptunisie.com 
www.atseptunisie.com
Turkey: Türkiye Multipl Skleroz Dernegi 
bilgi@turkiyemsdernegi.org  
www.turkiyemsdernegi.org
UK: MS Society of Great Britain and Northern 
Ireland 
info@mssociety.org.uk   www.mssociety.org.uk
Uruguay: Esclerosis Mύltiple Uruguay 
emur@adinet.com.uy   www.emur.org.uy
USA: National MS Society 
www.nmss.org
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contact us:
Multiple Sclerosis International Federation
3rd Floor, Skyline House, 200 Union Street
London, SE1 0LX, UK
info@msif.org | www.msif.org

MSIF is a charity and company limited by guarantee, registered in England and Wales. Company No: 05088553. 
Registered Charity No: 1105321


