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Dear delegate,
"Young Persons with MS".

Lisbon welcomes you! Along with your European MS organization - EMB&t
acts as regional umbrella for 31 individual national MS societies.

A well-known golfer recently said: "The more | train, the luckiget!"

One could say that as a workshop organiser, the European MS Plagf®anhieved
several years of "training" by now. Every year we conduct asginvehich includes a
Spring conference on a given topic (always a topic recommended byemlrars) for
a widely open attendance, to generate creativity and input ff&inds of MS
related angles. And subsequently we repeat the same topicembexc- like here in
Lisbon - with an exclusively selected, smaller audience of ideamsakers from our
member countries in order to convert and implement those "fluffyh§juieas into
operational, strategic action plans.

It may sound complicated, but it is very simple. And we haven&daso much"
doing this that we have been "lucky enough" to launch several profegsameat or
booklets with solid MS recommendations that have been received sehgusly
national as well as European politicians.

| guess that many of this December's delegates are pditigifar the first time,
especially the younger ones. A special warm welcome to ybid ifiplementation
workshop is about YOU and your future! In May this year, we wittkas
"refreshing breeze" with lots of young people attending our firstBveharest
conference on "Young Persons with MS".

We will have to make a supreme effort to reach again thatstantamosphere from
Bucharest. But why not give it a try?

EMSP is very thankful to the MS Society of Portugal for theeriggt in hosting this
European workshop. Let us all take this opportunity to create a neawdrstrive for
results that may benefit persons with MS in the future - hendéléhef this event!

Looking forward to working with you - for a better Europe as long ass\8ll here.

Peter Kauffeldt
President, EMSP
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GENERAL INFORMATION
A-Z Fact File

Accessibility

We have been working closely with the hotel to ensure that théiéscédre as
accessible as possible. If you have any queries please do natehsdontact the
congress organiser, Rebecca Cheney or come to the EMSP Riegifesk.

Badges

All participants are kindly requested to wear their badges througim®abngress.
Only badge holders will be admitted to the sessions, the exhibitbtha social
events.

Certificate of attendance
Your certificate of attendance can be found on page .

Climate
The average temperatures in December can vary from 5-15 0C.

Clothing and Dress
Conference activities — Business casual
3" December Dinner — Cocktail attire for women, business suitador

Coffee Breaks
Complimentary morning and afternoon coffee are served every dayuwd&eand
Sunday morning in the bar on the first floor.

Cyber Café
The Cyber Café can be found in the Sala Lapa Room on the first floor.

Currency

The currency in Portugal is Euro. Currency exchange facifitiesvailable at
airports and banks. Major credit cards are accepted at mo%, fsbteps and
restaurants.

Dinner

A dinner will take place on Saturda§f ®ecember at 19.30 in the hotel. It will
commence with a very special Portuguese wine tasting sessliomed by a sit-
down meal.

Faxes

All guest faxes should be faxed to +351 218 915 427. The concierge diesitonih
you of any incoming faxes.
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Language
The conference will be hosted in English.

Location

Hotel Tivoli Tejo

Av. D. Joao Il — Parque das Nacoes
1990-083 Lisboa

PORTUGAL

Tel: + 351 218 915 335
Fax: +351 218 915 427
www.tivolihotels.com

Lunches

Lunch will be served on Saturday 3rd December for registeredatietegnd
registered accompanying persons. This will take place in the@rdstaurant on the
ground floor.

Meeting Rooms
The plenary meeting room, the Sala Alfama is located on°tfledr as well as the
break out room, the Sala Marvala and the Cyber Café in the &adarbom.

Medical Emergency

If you or a member of your party needs medical treatment yougméy a general
practitioner. There is a doctor on call 24 hours a day and Recepiicontact them
immediately. You will need to take with you a form of idenéfion i.e.

a passport or driving license, and make it clear you want to &tedrender the EU
Social Security guidelines.

Registration Desk

The registration desk is situated outside the Sala Madredeus noowilbopen at
08.00 on Friday™ December. It will then open every day from 8.00 am - 7.00 pm.
In case of emergency outside these hours please go to the negitioredesk of the
hotel and ask them to contact Rebecca Cheney

Refrigerators
All bedrooms have mini bars in the rooms.

Tipping
As a guideline, add 10% for meals and taxi fares. Tipping is ojptiona

Accessibility and Special Needs

The European MS Platform wishes to fully integrate persons wataiMheir
conferences. This information is given to enable persons with ifentfy what is
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already available to them and what they may require to makeattesndance at the
conference as smooth-running as possible.

Accessibility at the Tivoli Tejo Hotel
Tivoli Tejo Hotel

Avenida D. Jodo I

Parque das Nacoes

1990-083 Lisboa

PORTUGAL

Tel: 4351 218 915 100
Fax: +351 218 915 345
www.tivolihotels.com

Entrance
The main entrance is a ramped walkway with easy accessémiahair users.

Lobby

The lobby has a stone marble floor and is very spacious. The designlobby is
open plan and the lifts are easily accessible.

Bedrooms

There are 4 wheelchair bedrooms which have specially low bedsdwaade and good

turnaround areas. There is a push door into the bathroom, 2 grabtbhartodet and
roll in showers with grab bars and a bath chair.

Public Toilets

There is an accessible toilet on the first floor (meeting rawel) as well as the'?
Floor.

Elevators
There are three spacious elevators.

Facilities

There is 24-hour room service and a mini bar in every room. The ltlae dhfloor
| is fully accessible. The restaurant on the top floor isanogssible.

EMSP 2005 7



CONGRESS AT A GLANCE

Friday Saturday Sunday
2" December 39 December 4™ December
ARRIVAL DAY YOUNG PEOPLE YOUNG PEOPLE
AND CLOSED WITH MS WITH MS
MEETINGS
08.00 —17.00 09.15-09.30 09.30 - 11.00
Registration Desk Welcome and Plenary Session
Open Introduction
09.00 - 12.00 09.30 - 10.45 11.00 -11.15
MSIF Meeting Plenary Session Coffee Break
(Closed Session)
Sala Alcantara
10.45-11.15 11.15-12.15
Coffee Break Conclusions
11.15-13.00
Plenary Session
13.00 - 14.30
Lunch
14.00 — 18.00 14.30 - 15.30

EXCOM Meeting
(Closed Session)
Sala Alcantara

Plenary Session

15.30 — 15.45
Coffee Break

15.45-17.00
Workshops

Free Evening

19.30
Dinner at the Hotel
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Saturday
9.15-9.30

9.30-10.00

10.00-
10.45
Part |

10.45-
11.15
11.15-
12.00
Part Il

12.00-
13.00

13.00-
14.30
14.30-
15.30

EMSP 2005

The Programme

Peter Kauffeldt and
Portugese CEO

Welcome — introduction
Sala Alfama, T Floor

Involvement of young people: The story of Anna Grazia Laura
success of th&euForMe project (Italy)
Sala Alfama, 1 Floor

Specific needs and interests of YPWMS — Roberta Amadeo (Italy)
how to identify them on national level and Laurentiu Lazar
match your offers to them? (Romania), Susanne
- how to get in contact with YPWMS Dyrhoff Nyegaard
- methods to make YPWMS expressing (Denmark), Mari
their needs Bergseth (Norway),
- how to start programmes matching theséetty Donner (Finland)
needs Mateja de Reya
- how to involve your branches in the (Slovenia)
programmes
Sala Alfama, T Floor
Coffee break
The Bar, ¥ Floor
Continuing on Part | Roberta Amadeo
Laurentiu Lazar
Susanne Dyrhoff
Nyegaard Mari
Bergseth
Betty Donner
Mateja de Reya
Sala Alfama, 1 Floor

Invitation to cyberspace (rent a room in

cyberspace) Create your own profile.

Sala Alfama, 1 Floor

Lunch

Ardina Restaurant, Ground Floor

EU Youth and other EU programmes

providing offers for YPWMS.

- What is it about and why should we go
for it?

- EuForME?

Sala Alfama 1 Floor

Tue Pedersen(DK)

Laurentiu Lazar,
Romania
Natalia Estrela, Portugal

Anna Grazia Laura, Italy



15.30 -
15.45
15.45-
17.00

19.30 —
22.00
Sunday
9.30-11.00

11.00-
11.15
11.15-
12.15

EMSP 2005

Coffee Break

The Bar, ' Floor

Parallel Workshop (small groups working

with all 2 subjects)

Introduction to the workshops — expectationShristoph Thalheim
aims (Belgium)

I: “From being audience to become an actorTue Pedersen (DK)
- how to build a Virtual House for YPWMS inKarina Adolphsen (DK)
your country.

in one room with:

[I: From national virtual house to European Tue Pedersen (DK)

virtual cafeteria Karina Adolphsen (DK)
Zilvinas Gavenas
(Belgium)

Sala Alfama, 1 Floor

[Il: Annual European Training Course, Youthaurentiu Lazar,
Exchange or other youth funded project fBromania

YPWMS - an option for EMSP and it®Natalia Estrela, Portugal
members? Antonella Moretti, Italy
Sala Marvea, 1 Floor Anna Grazia Laura, Italy

Pre-booked Face to face — talks parallel to the
workshops

Sala Lapa, 1 Floor

Dinner

Sala Alfama, 1 Floor

Presentation and discussion of thetsestil Antonella Moretti, Italy
the workshops
Sala Alfama, 1 Floor
Coffee break
The Bar, ¥ Floor
Conclusion and points of action for EMSP Peter Kauffeldt,
and its members. Denmark
Sala Alfama, 1 Floor
End of Meeting
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EUROPEAN MULTIPLE
EIMPLEMENTATION
'WORKSHOP

12-4 December 2005

CERTIFICATE OF
ATTENDANCE

| hereby certify that

From (Hospital — Institution — Society)

Attended this Educational Congress

Peter Kauffeldt
President
European MS Platform
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Speaker Contact Details

Karina Adolphsen
Danish MS Society
Mosedalvej 15
Valby

DK-2500
DENMARK

Tel: +45 36463646
Fax: +45 36463677
E: kad@scleroseforeningen.dk

On April %' 2004 Karina started as youth consultant at the Danish MS Sottiatgs
a new job, they had never had a youth consultant before, and therefayeiteas
challenge.

Karina works with the young MS committee. They create a@#/ftor all members
with MS in Denmark. There are about 1500 members with MS under 4 eama
keeps track of all the activities, and together with the youth dgtieendivides the
tasks between the volunteers.

She also tries to develop the best way of working as a volunteedacate the
volunteers to do the best job they can. She helps local groups bygeadivities in
the local areas. She is also involved in networking with Nordic andpgan friends.

Roberta Amadeo

AISM

Via Colombo 17
Cermenate-Como 22072
ITALY

Tel: +39 031 772307
Fax: +39 031 3764033

E: amadeor@tin.it

Roberta has a Degree in architecture and works as a professidmntdct in a well-
known study in Milan.

She is a person with MS (diagnosed in 1992). She has been a Board Méthber
AISM local Branch in Como since 1999, where she has set up a progriamyoung
people with MS and she is presently in charge of it.

In 2004 she became a member of AISM National Board and since 2005 dle=has
member of AISM Executive Committee.

She is at present actively cooperating in developing the Nationabpnoge for
young people with MS.
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Mari Bergseth

leder av Utvalget for Unge med MS
MS-forbundet i Norge

Chair of the "Young People with MS"-committee
MS-Society of Norway

mari@ms.no

I'm 28 years old, from Stavanger a city situated on the west @blsrway. For the
last eight years I've lived in Oslo where I'm perusing stuatiéise University of Oslo.
I have a background in French, political science, management and socia
anthropology. For the moment | am about to finish my "hovedfags"-ttiesis
equivalent of 6,5 years of studying) on European identity which will mieea
cand.polit-degree in Social Anthropology.

I got my MS-diagnosis in august 2003, just after returning froluviierk. And
decided (after a moment i shock) not to let this disease stopargoainvolved with
the MS-society pretty fast. Since march this year I'mraffahe YPWMS-
committee in Norway

Mateja De Reya
Slovenian MS Society
Secretary General
Maroltova 14

Sl - 1000 Ljubljana
Slovenia

Tel: +386 1 568 72 99
Fax: +386 1 568 72 97
E: mateja@zdruzenje-ms.si

In 1996 Mateja De Reya was appointed as Secretary GendralSibvenian MS
Society. As a legal adviser by education, her responsibilgi@sSenior fulltime

staff, include execution of diverse social services for PwWMS gealvby the
Slovenian MSS, management of rehabilitation for all PwWMS regssdb their
membership in the Slovenian MSS, management of human resources (@% ploge
volunteers), preparation of plans and reports for diverse governmentaband
governmental Institutions who fund the Slovenian MSS.
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Betty Donner
Finnish MS Society
Kotitontuntie 8.B.59
Espoo 00220
FINLAND

Tel: 4358 505373303
E: bettyd@ish.edu.hel.fi

Betty Donner is a young person with MS. She has been the Chairrtien\ajuth
Committee in the MS Society of Finland for the past two yé&aier to this
appointment she was a regular member of the MS Youth Commige@\dlvement
in MS Youth activities is voluntary based and her profession ideecher at the
International School of Helsinki. | can be contacted by email atd@ish.edu.hel.fi.

Susanne Dyrhoff Nyegaard
Granparken 62 st. th.

5240 Odense N@
DENMARK

Tel: +45 2627 1072
E: sdnyegaard@webspeed.dk

Susanne was diagnosed with MS in 1998. She is 33 years old and hasan MA i
history and social studies. She is currently job-seeking but spdoidsfdime as a
volunteer in both The Danish MS Society as well as in other pl&es.is the
Chairman for the Young Persons with MS in her national MS society.

Natalia Estrela

PO Box 953, 8001-911
Faro

PORTUGAL

Tel: +351 919481326
Fax: +351 289804507
E:t edelweiss@yahoo.com.br

Natalia Estrelo studied social education and since 1996 has been invothed/outh
movement. Fort the past five years, she has worked in an Interha¥onth
Organisation for the development of international and local youth work famdss
now a freelance trainer.

She works both on an European level and with local training projectshéor t
development of non-formal education with a major focus on inter-culteaahihg,
team work, human rights education and project management
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Manuel de Vasconcelos Goncalves
Sociedade Portuguesa de Esclerose Multipla
Rua Zofimo Pedroso 66

1950-291 Lisboa

PORTUGAL

Tel: +351 21 865 04 80
Fax: +351 21 865 04 89
E: spem@spem.org

Manuel de Vasconcelos Goncalves joined the MS Society of Portugalember
1986. He was elected as a Board member in December 2001 andelextad as
Chairman in 2004.

His background is as a senior sales professional in charge of palations and
fundraising.

Laura Ann Grazia

Via Madonna Delle Grazie 30
00020 Camerata Nuova (RM)
ITALY

Tel: +39 06 5706 036
Fax: +39 06 23269417
E: annagrazia.laura@sociale.it

Laura Anna studied at the University of Rome specialising ini€al®cience.

She is currently responsible for international relations and prdgo®0.IN, a non-
profit association of 50 social and integrated co-operatives.

Peter Kauffeldt
Scleroseforeningen
Mosedalvej 15
DK-2500 Valby
DENMARK

Tel: +45 3646 3646
Fax: +45 3646 3677
E-mail: pka@scleroseforeningen.dk

Peter has been CEO of the Danish MS Society since 1994. Hslueeted in

shipping and industry including studies at Insead in France. The DMS8iSociety

enjoys the support of more than 50 000 members and regular donors. Main purposes
are research, care and counselling for persons with MS and pubhmaifon. The

society manages two rehabilitation clinics for MS and a vergssible holiday

centre.
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Laurentiu Lazar
Romanian MS Society
Buzaului 2B

Oradea

Bihor

ROMANIA

Tel: 4402 59417136
Fax: +402 59477232
E: lazarlaurentiu@yahoo.com

In addition to being an Orthodox priest at the Oradea Town Children’pitaiom
western Romania, Laurentiu is the Executive Director of the R@maVS Society,
Societatea de Scleroza Multipla din Romania (SSMR).

Laurentiu’s work in the Romanian non-profit sector includes his rolRresident of
the Three Hierarch Foundation, an organization involved in youth sectdisédled
youngsters and member of Organizatia Nationala a Persoaneloaralickp din
Romania (ONPHR), a national "umbrella" organization of NGOthetisabled from
all over the country, representing all types of disability.

Since 2000 Laurentiu has been a Coordinator of the social group of LocalaA\gg,

a bilateral program, between Canadian Government and Romanian Government
applied by Local Administration and a Coordinator of CONS, County Uniso@aél
nongovernmental organizations.

Antonella Moretti
AISM

Vico Chiuso Paggi 3
Genova 16128
ITALY

Tel: +39 010 271 3225
Fax: +39 010 2713204
E: internaz@aism.it

Marketing, Fundraising and Communication Director of the ItalianSd&ety, where
she has been working since 1992, serving first as Marketing and FusthgRai
Manager and being appointed later also Communication Coordinator.

Her role has involved setting up and developing a full range of commionicat
activities (PR, press office, market surveys, advertising, igathins) and of
fundraising programmes (National events, direct marketing, T¥atmanes, major
donors, legacies, corporate and Foundations) that now contribute for tht Z0éo
total incomes of the Italian MS Society.

As senior staff member she is now managing, together withttagr@an and the
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Board of Directors, the process of strategic review and réstiog of the Italian MS
Society.

Tue Pedersen
Danish MS Society
Mosedalvej 15
Valby

DK-2500
DENMARK

Tel: +45 36463646

Fax: +45 36463677
E: tue@scleroseforeningen.dk

Tue Pedersen is a journalist and web editor at the Danish MBiif#eosis Society,
in their Information department.

He is the concept creator and project leader of the development pledhiemtation of

the "Virtual Youth House". - An online community of practice for yopegple with
MS.
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European Multiple Sclerosis Platform Implementation and Asessment Meeting

Young People and MS

The European Multiple Sclerosis Platform (EMSP) was formed in 488%as five
main aims:

To promote actively the interests of people affected by MS on an Eurepehn |
To act as a focal point of liaison with relevant EU bodies

To facilitate joint programmes and skill shares between MS societies

To procure and disseminate information being of interest for our members
To encourage research related to MS both in medical and non-medical areas

We currently have members from 31 MS societies all over Euromen-Greece in
the South to Iceland in the North — from Ireland in the West to Belarthe East.

To get in touch with us about any aspect of our work, please contdtetsident,
Peter Kauffeldt or the Secretary General, Christoph Thallaim,

Christoph Thalheim

Secretary General

European MS Platform

173 Bte 11 Avenue Plasky
B-1030 Bruxelles

BELGIUM

Tel: +32 2 305 80 12

Fax +32 2 305 80 11

Email: ms-in-europe@pandora.be
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ACKNOWLEDGEMENTS

We are delighted to acknowledge the sponsors for this year’s Europdiplé
Sclerosis Platform Implementation Meeting.

The EMSP welcomes and is grateful towards all our Sponsors fofitizacial
support. Without it this event would not be possible. However, this doénpigta
preferential recommendation for any products which our sponsors may poyduce
distribute. The EMSP is not able to make any judgement or recomtizenfiba
treatment. Such recommendations can only be made by memberd/efical
profession on an individual patient basis. Our sponsors accept and redcbgnis
situation.

CORE FUNDING FOR THE WORK OF THE EMSP
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CONFERENCE FUNDING

In November 2003, Biogen Idec was formed from the merger of two eidHd’s
leading biotechnology companies, Biogen, Inc. and IDEC Pharmaceuticals
Corporation. This combination has resulted in a fusion of complemefr@ngths in
therapeutic focus, research and development capabilities, manufgexpertise,
global infrastructure, and financial position. Biogen Idec intendsntirwue its

growth through discovery, development and commercialization of its own itweva
products and through strategic alliances as the partner-of-choic®lfagics
development, manufacturing and marketing.

Biogen Idec is dedicated to pursuing the creativity of sciencecdin@any’'s products
and development programs address a variety of key medical needsiindbef
oncology, neurology, dermatology and rheumatology.

Scientific excellence that achieves new standards of cares dheecompany’s work.
Biogen Idec invested $684 million in research and development in 2004, and has
1,000 R&D employees, including approximately 400 in discovery reseHneh.
company has a pipeline of 9 products in clinical development.

Every Day, all over the world, many people incur diseases thaitseaturinary
retention that severely curtail their independence and qualityeof As a world-wide
provider of high-quality and innovative continence care products, Coloplast is
dedicated to helping our customers surpass their limitations and resuthand
satisfying life. Our catheters for intermittent cathetgit, urisheaths, urine bags and
the anal plug are all able to help people with MS live a relsitivee and independent
life.

Coloplast is an international provider of high-quality and innovative congnenc
ostomy, wound, skin and breast care products.

Visit us at www.coloplast.com
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Schering AG (Berlin, Germany) are the recognized leadeleinlosen fields of
excellence: male and female healthcare, diagnostics, and racigueaticals as well
as therapeutics for disabling diseases such as Multiple SeleBasied on the
knowledge to successfully research, develop and make availablecspeaifinents,
Schering AG can confront modern medical challenges. We are opeming ne
perspectives by bridging early diagnosis, prevention, treatmenharapy control.
Thereby empowering patients and their healthcare specialisiski® time

right choices for their individual needs - ensuring customer benéfits.

you are interested in more detailed information please contatthe a

exhibition stand .

Serono is a global biotechnology leader. The Company has eight biotaghnol
products. In addition to being the world leader in reproductive healtbhn&bas
strong market positions in neurology, metabolism and growth and haslyesgered
the psoriasis area. The Company's research programs aralfooug®wing these
businesses and on establishing new therapeutic areas, including onCalogntly,
there are approximately 30 ongoing development projects.

In 2004, Serono achieved worldwide revenues of US$2,458.1 million, and a net
income of US$494.2 million, making it the third largest biotech compathe
world. Its products are sold in over 90 countries. Bearer shaS=afo S.A., the
holding company, are traded on the virt-x (SEO) and its Americaoditary Shares
are traded on the New York Stock Exchange (SRA).
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