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Introduction  
 

For the very first time, an EMSP conference was jointly developed and run together with 

RIMS (Rehabilitation in MS), the European network for best practice and research in MS 

rehabilitation, involving MS centers, MS health care professionals and MS researchers. The 

aim of RIMS is to encourage the exchange of knowledge and expertise in all areas of multiple 

sclerosis, provide the means for professional development and scientific collaboration 

among health care professionals being involved in the field of multiple sclerosis, particularly 

in rehabilitation, research, education and patient care and – as new & additional focus – 

collaborate with all stakeholders on advocacy activities aiming at better patient care and 

rehabilitation. 

 
The 38 national MS societies that comprise the European Multiple Sclerosis Platform’s 

membership face exceptional challenges in today’s economic climate. The incidence of 

multiple sclerosis is rising; patients and carers are experiencing great variability in access to 

care and at the same time, people with MS are turning urgently to the MS societies to 

provide them with the information and support they need. 

Even in the European countries with the most comprehensive services, demand outstrips 

capacity. One, relatively low cost means of extending the reach of the services provided by 

the MS societies as well as health and social care services, is to explore ways of using a range 

of innovative techniques and resources offered by digital and social media. 

This conference drew on the skills and experiences of a diverse range of experts, 

representing a number of very different fields, but with the common characteristic of having 

developed social media-based services that have the capacity to improve the quality of life 

for those who access them. Participants explored with these experts the ways in which these 

experiences can be used to build members’ capacity and translated into new ways of 

offering services and involving people affected by multiple sclerosis across Europe. 

The conference hosted jointly by the European Multiple Sclerosis Platform (EMSP) and the 

Rehabilitation in MS (RIMS) organisation was held on the 24-25th November 2012 and was 

attended by 63 participants from a wide range of backgrounds including patients’ 

organisations, health professionals and pharmaceutical industry representatives. 
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Program 
 

Day 1: Social media in MS 

Moderator: Silja Chouquet, Switzerland 
 

Welcome & introduction on EMSP, John Golding, President EMSP 

Social media in MS: Why it is important, Silja Chouquet, CEO whydot GmbH,Riehen, 

Switzerland: 

 Social media: A cutting edge approach 

 You and social media: presentation of survey results 

 “Social media experiment“: a game to illustrate the power of connecting like-minded people 

 

How to make it happen: successful use of social media and other IT solutions - Panel 

 How AISM successfully used social media - Isabella Baroni, Web Editor, MS Society of Italy, 

Rome, Italy 

 Awareness campaigns: how social media can help - Dr. Matt Jameson Evans, Chairman, 

HealthUnlocked, London, UK 

 Organizing life with MS with specialized apps – Joint presentation by Dorothea Pitschnau-

Michel, Secretary General, German National MS Society (DMSG), Hanover, Germany and 

Adam Michel, Chief Executive, AMSEL, DMSG Chapter in Baden-Württemberg, Stuttgart, 

Germany 

 X-Box supported rehabilitation for PwMS - Pedro Carrascal, CEO MS Society of Spain (FELEM), 

Executive Board member EMSP 

 

Social media/IT workshops: 

- Creating a social media community - Isabella Baroni, Web Editor, MS Society of Italy and 

Silja Chouquet, CEO whydot GmbH,Riehen, Switzerland 

- Awareness campaigns via social media - Dr. Matt Jameson Evans, Chairman, 

HealthUnlocked, London, UK 

- Organizing life with MS with specialized apps - Dorothea Pitschnau-Michel, Secretary 

General, German National MS Society (DMSG), Hanover, Germany and Adam Michel, Chief 

Executive, AMSEL, DMSG Chapter in Baden-Württemberg, Stuttgart, Germany 
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Day 2: Use of digital media for care and rehabilitation in MS 

Moderator: Prof. Peter Feys, Belgium 
 

Welcome & information on RIMS - Peter Feys, Professor of Rehabilitation and 

Physiotherapy, PHL/University of Hasselt, RIMS President, Belgium 

RIMS multi-center collaboration on Walking Assessment - Peter Feys, Professor of 

Rehabilitation and Physiotherapy, PHL/University of Hasselt, Belgium 

Sportive challenges in MS and promotion by using social media - Paul van Asch, 

Physiotherapist, Fit Up Team, Kontich, Belgium 

Internet-based physical activity promotions - Alexander Tallner, PhD, Sports Scientist, 

Institute of Sports Science, University of Erlangen, Germany 

Internet-based educational program for nursing (MS-NEED) - Vicki Matthews, MS Specialist 

Nurse Advisor to the MS Trust, Herts, RIMS Executive Board Member, UK 

Recommendations for rehabilitation in people with MS - Thomas Henze, Neurologist, 

Passauer Wolf Neurological Rehabilitation Centre Nittenau, Nittenau, RIMS Executive Board 

Member, Germany 

Online survey on the content of physical rehabilitation - Kamila Rasova, PhD, 

Physiotherapist, Department of Rehabilitation, 3rd Medical Faculty, Charles University, 

Prague, Czech Republic 

Shared decision making in MS by using digital media - Alessandra Solari, Neurologist, Unit 

of Neuroepidemiology, Foundation IRCCS, Neurological Institute C. Besta, Milan, RIMS 

Executive Board Member, Italy 

 

 

Closing remarks - Thomas Henze, Neurologist, Passauer Wolf Neurological Rehabilitation 

Centre Nittenau, Nittenau, Germany 
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Social media in MS 
 
The aim of this session was to give an overview of the main issues, raising concerns of the 
use of Social Media for the MS community and shared examples of successful use of social 
media by MS societies and other organisations to improve the quality of life of people with 
MS. 
 
Silia Choquet, moderated the day 1 with 7 presentations, followed by parallel workshop 
sessions.  
 

List of presentations: 
 

1. Social media in MS: Why it is important, Silja Chouquet, CEO whydot GmbH,Riehen, 

Switzerland: 

 Social media: A cutting edge approach 

 You and social media: presentation of survey results 

 “Social media experiment“: a game to illustrate the power of connecting like-minded people 

 

2. How to make it happen: successful use of social media and other IT solutions - Panel 

 How AISM successfully used social media - Isabella Baroni, Web Editor, MS Society of Italy, 

Rome, Italy 

 Awareness campaigns: how social media can help - Dr. Matt Jameson Evans, Chairman, 

HealthUnlocked, London, UK 

 Organizing life with MS with specialized apps – Joint presentation by Dorothea Pitschnau-

Michel, Secretary General, German National MS Society (DMSG), Hanover, Germany and 

Adam Michel, Chief Executive, AMSEL, DMSG Chapter in Baden-Württemberg, Stuttgart, 

Germany 

 X-Box supported rehabilitation for PwMS - Pedro Carrascal, CEO MS Society of Spain (FELEM), 

Executive Board member EMSP 
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“Social media” refers to online technologies and practices that are used to share opinions 
and information, promote discussion and build relationships and networks. They use a 
variety of different formats (texts, pictures, audio and video) to convey messages to a 
broader audience in addition to the communication which takes place via more traditional 
channels such as written press, broadcasters, publications and website.  
 
The purposes of using social media by non-profit organisation such as EMSP or RIMS and 
their members vary from communication on political priorities, news and updates in the MS 
field or campaigning purpose aiming at informing individuals, sharing experiences, 
promoting policies or campaign and engaging with stakeholders. Tools like Blog, Facebook, 
Linkedin, SMS, website, Twitter, etc. have a huge potential to make a difference. 
 
The added value of the use of social media is that it helps patient communities to reach 
people who have limited means to join groups due to restrictions or because they do not 
exist locally. Furthermore, the use of internet breaks down geographical boundaries 
between patient groups across Europe. 
 
Other activities enhances by social media include: 

 Special programs for people with MS, new initiatives, quickly mobilise public support for a 

range of activities (e.g. to support relevant lobbies in Europe) 

 Raising awareness about MS 

 Strenghten patient voices working together with other organisations such as RIMS or other 

critical areas such as research, healthcare, social security and patient rights. 

 Online tools and surveys 

 Fundraising via social media. 

 

Key issues 
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Successful use of social media and other IT solutions  
 

Building up a relationship with the audience 
 

 

 
 
 
 
 
 
The AISM developed a social media strategy to reach out the MS community: 
 

1. First step: take an active part of the online discussions on social platforms, blogs, forums by 

providing targeted information, exchanges ideas, experiences, etc.  

2. Then: create meeting opportunities to build up a real relationship outside the virtual 

network. It is important to invite young people to take an active part online but to provide 

guidance and support. 

3. Focus on the personal factor. 

This will lead to a strong sense of community which can be developed further via 
campaigns/actions. 
 
 

The use of social media for awareness campaigns 
                                                     

 
 
The interaction with patients has not changed with the generations. Dr. Jameson Evans 
presented how Health Unlock used social media to raise awareness on ovarian cancer aiming 
at changing the behaviors of women. The results of this campaign showed a high number of 
respondents and positive outcomes: 

 Education of the individual and dissemination of information to an wider audience than 

patients (increased understanding of the symptoms 

 Initiate a behavioural shift (higher level of consultations resulting in early diagnosis) 
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Improving the quality of life of people with MS with new technologies 
 

 
1. Organising life with MS with specialized apps, Dorothea Pitschau Michel and Adam Michel, 

Germany 
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2. X-box supported rehabilitation for PwMS, Pedro Carrascal Rueda and Julio Alvarez 

Guzman, Spain 
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Recommendations from the Panel: 
 
 
“Social Media” covers a wide range of different tools which are used to create a virtual 
network, to mobilize activists to promote awareness on a specific cause, interest, action, etc. 
 
 
No more hesitation. 
Being active in the social media is not optional anymore for organisations willing to interact 
with their members and support them with the most advanced technologies available.  
 
 
Join the conversation.  
Build a relationship with the online community in order to have a platform of exchange of 
experiences, information and opinions. 
 
 
Mobilize the community members. 
The impact of social media to mobilize activists for fundraising- or other campaigns is 
recognized and shall not be neglected. It is the way to involve the present generation and 
the future generations by using their tools. The way of involvement and action of young 
people has shifted. They show solidarity and give via internet and the virtual community 
which enhance their voice and spread the word more rapidly than ever. 
 
 
Ensure safety for the online members/users. 
There are no limits in the way to use new technologies to improve the quality of life of 
people living with MS on a daily basis through applications on mobile devices, games, 
websites, forums of discussions, blogs, etc. The creativity used for new technologies can 
serve this purpose of improving the quality of life of people living with MS. It is important to 
ensure that the tools developed are trustworthy for the users in terms of conditions of use 
but also in terms of confidentiality when it involves personal patient’s data.  
 
 
Do not aim to control but make sure to guide and support. 
When using social media, there is no possibility of control all the information that will 
circulate. That being said, ground rules and clear objectives shall be implemented to ensure 
the successful use of the social media. Thus, it is important to develop a relationship with 
the interested, targeted audience. 
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Use of digital media for care and rehabilitation in MS 
 
The aim of this session was to give an overview of the current uses of digital media for care 
and rehabilitation in MS. 
 
Peter Feys, President of Rehabilitation in MS, moderated the day 2 with 8 presentations.  
 

List of presentations: 
 

1. Welcome & information on RIMS - Peter Feys, Professor of Rehabilitation and 

Physiotherapy, PHL/University of Hasselt, RIMS President, Belgium 

 

2. RIMS multi-centre collaboration on Walking Assessment - Peter Feys, Professor of 
Rehabilitation and Physiotherapy, PHL/University of Hasselt, Belgium 

 
3. Sportive challenges in MS and promotion by using social media - Paul van Asch, 

Physiotherapist, Fit Up Team, Kontich, Belgium 

 
4. Internet-based physical activity promotions - Alexander Tallner, PhD, Sports 

Scientist, Institute of Sports Science, University of Erlangen, Germany 

 
5. Internet-based educational program for nursing (MS-NEED) - Vicki Matthews, MS 

Specialist Nurse Advisor to the MS Trust, Herts, RIMS Executive Board Member, UK 

 
6. Recommendations for rehabilitation in people with MS - Thomas Henze, 

Neurologist, Passauer Wolf Neurological Rehabilitation Centre Nittenau, Nittenau, 

RIMS Executive Board Member, Germany 

 
7. Online survey on the content of physical rehabilitation - Kamila Rasova, PhD, 

Physiotherapist, Department of Rehabilitation, 3rd Medical Faculty, Charles 

University, Prague, Czech Republic 

 
8. Shared decision making in MS by using digital media - Alessandra Solari, 

Neurologist, Unit of Neuroepidemiology, Foundation IRCCS, Neurological Institute C. 

Besta, Milan, RIMS Executive Board Member, Italy 
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Digital media are more and more used to facilitate the daily tasks not only at a personal level 

for social but also in all professional fields. The speakers of this sessions presented how the 

digital media has been used in their line of activities to improve the quality of care and 

rehabilitation provided to patients with MS and to improve the quality of understanding the 

needs of people with MS via internet-based studies and survey.  

 

 

Internet-based physical  

activity promotions 
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Internet-based educational program for MS 
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Added value of the use of digital media for multiple sclerosis: 
empowerment of people with MS 
 

 

The lectures given during the conference on the successful application of digital media in the 

field of MS for campaigning purpose or to support healthcare professionals’ relation with the 

patients showed the impact on the disease management itself. 

Indeed, interacting through digital media focus on a more patient-centrered approach: 

 Concrete and reel needs of the patients are collected directly from themselves; 

 Patient has access to more detailed information to support is decisions for the management 

of the disease in his/her daily life, when deciding on the course of their treatment; 

 People with MS are involved in the decision making process as the interaction with the 

healthcare professionals is becoming easier and accessible.  

 

Conclusion 
 
Participants benefited from a range of dynamic presentations covering topics as varied as 
use of social media to encourage take up of sporting activities to the way in which social 
media can be used to facilitate shared decision-making between people with MS and their 
health professionals. The conference provided an effective balance between presentations 
in plenary and ample opportunities for people to participate and exchange skills and 
knowledge via a series of interactive workshops. 
 
The conference demonstrated that there are considerable opportunities for effective 
capacity-building for member societies in harnessing the power of social media. Participants 
agreed that as well as improving their capacity for supporting their constituents, imaginative 
use of social media helped to open up wider channels of communication, opportunities to 
reach new audiences and to provide means of engaging people who might otherwise be 
excluded from participation. 
 
It was also recognized that despite the fact that young people are disproportionately 
represented amongst those newly diagnosed with MS, they tend to be under-represented in 
the national MS societies. Effective use of social media was pointed out as a crucial means of 
reversing this trend and many of the participants will be using their learning from the 
conference to explore this possibility during the coming years. 
 

Last but not least: The experience of a joint conference bringing healthcare professionals 
and patient advocates together to discuss subjects of common interest has proved to be a 
successful innovate approach, worth a repetition in the future. 
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