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Dear EuMGA Friends,

We are pleased to welcome vou to the Second Annual Meeting and General Assembly of the European
Myasthenia Gravis Association (EuMGA) in Zagreb. This venue was chosen to honour the memory of Josipa
Garibara, the inspirator and first Chairperson of EuMGA, who was also the President of the Croatian MG
Association.

In organizing this meeting, our aim was to make 1t open and accessible to all Myasthenia Gravis Patient
Organisations in Europe, members and non members of EuMGA. Our intention is that vou. as representatives
of MG patients in vour respective countries, will have the opportunity to present and share your expertise and
epod practices, with an accent on the specific problems encountered or specilic successes.

We arc honoured to host vou and we bebieve vou will enjoy the beautiful location, as well as our discus-
s1oms on common problems and needs.

Wishing you an ¢njovable and fruitful meeting,

Fulvio Baggr Nadia Radulescu
Cristina Vatteroni
Chairperson FPeter Finney

EuMGA Organizing Commitiee

VENUE:
Hotel LAGUNA- Room “MIRNI SALON”
29 Kranjceviceva Street

10000 ZAGREB, CROATIA

EuMGA 1 a Company Limited by Guarantee (LB No 6833861
and a Registereed Charity (Enland & Wales) Mo 130004
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In memoriam
Josipa Gazibara (1945-2010)

Josipa was horn in 1945 in Jazvine, Krapina Croatia. She graduated from the Medical High School
in Zagreb, then worked at the Otolaryngology Clinic KBC, Zagreb. She retired in 1985 because of her My-
asthenia Gravis. Since then, she dedicated her life to charity and volunteer activities.

She graduated from St Andrew’s College of Education, Glasgow and the One Week Overseas Col-
leagues Course at the St. Christopher’s Hospice, London.

In 1990 she founded the Croatian Myasthenia Gravis Society and was clected as president.

She was the initiator and founding member of the Alpe-Adria Myasthenia Gravis Organization, bring-
ing together M associations from Italy, Croatia, Slovenia and Hungary.

She was the coordinator of the Section for persons with special needs, part of the Croatian-American
Association for disabled persons. She was a member of the Committee of the Croatian Association for social
assistance, at the Croatian Medical College.

Every summer, together with her colleagues, she organised the Annual Summer School and pro-
gramme for rehabilitation and re-socialization for persons with Myasthenia Gravis, in Zaton Nin ,Croatia.
Colleagues from other countries were invited there, with the intention to

¥ _ continue a tradition of a Enropean suwmmer camp for MG people in

o e
<™ \"\ the future.

]

She wrote the book “Myasthenia Gravis”, dedicated to
persons suffering from this disease, which was very success-
ful, being printed in two editions. She also wrote the book:
“Kinetotherapentic programme for persons with Myasthenia
Gravis”, which was translated into several languages.

Since 1991, Josipa Gazibara wax a member of the Eu-
repean MG Working sroup (founded in 1986 in Billund), and
since 2006 an active collaborating member at the Euromyasthe-
nia Group.

At the Enromyasthenia meeting in Milan in 2006 the idea
of founding the Enropean Federation of MG Patients As-
saciations was prowioted.

Josipa Gazibara, as president of the Croatian Union
of MG Societies, organised in May 2008 a European MG
meeting in Copenhagen, where the basis of the Europe-

an M Association (EaM GA) was gereed. The EuM-
r:' G4 was registered as a UK Charity in July 2009,

In December 2009 in Paris, at the EuMGAs
first general meeting, Josipa Gazibara was
elected as the first chairvoman.
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LIST OF PARTICIPANTS

EuMGA FULL MEMBERS

Croatia Croatian Union of Myasthenia Gravis Societies
Branka Gracalic, hrankad748@ pmail.com
dipl. lur. Dubravka Cizmié, domghia zo.t-com.hr
Prof.dr. Marija Sostarke, marija.sostarkow zo.t-com.hr
doc.dr.Marija Zagar, mzasar2iiia email.com

prom.dr. Davorka Vranjed.
vms. Biserka Hajder,
Zlatko Kriil

pmf.ic[jka Kanoti,

Zlatan Garibara

Finland The Myasthenia Gravis Association of Finland

Aila Weaver toimistoid sunmenmye-yhdistys. i
France Association des Myastheniques (AMIS)

Claire Bellenger, claire.bellenseria wanadoo. T
Germany German MGA (DMG)

Rudolf Janzen, infoa rwejanzen.de

Hans Rohm,

Bettina Schubert bettinaschubertia dmo-online.de
Greece Hellenic Myasthenia Gravis Association (H-MGA)

George Makris makresa otenet.er
Italy Associazione Italiana Miastenia Grave AIM

Fulvio Baggi buerig istitato-hesta, it
laly Associazione ltaliana Miastenia Onlus MI1A

Cristina Vatteroni c.vatteroni‘a alice.it
Romania Romanian Myasthenia Gravis Association (ANMGR)

Nadia Radulescu, asociatimiastenia’a gmail.com

Romeo Beghes romenheghes2002ia yahoo.com

United Kingdom  Myasthenia Gravis Association of the UK (MGAUK)

Peter Finney peteria finnevs.me.unk
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ASSOCIATED MEMBERS
Denmark Danish Myasthenia Gravis Asseciation
Johannes Graavgard Skov myvastenia gravgard.dk
Hungar Myasthenia Gravis Onsegité Betegesoport MEOSZ
Telekné Gyurina Krisztina telek krisetice gmail.com
Alexandra Telek.
ASSOCIATED MEMBERS (pending approval)
Nederlands Dutch Neuromuscular Disease Association. MG Working Group

Johan Voerman j-w.Lyocrmana hetnel.nl
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PROGRAMME
Saturday February 26th, 2011

8:45 - 9:00
9:00 - 9:30

Wellcome

Josipa Gazibara - In Memoriam

Open presentations from MG Associations, Part 1

9:30 - 9.45
9:45 - 10:00
10:00 - 10:15
10:15 - 10:30
10:30 - 10:45

10:45 -11:15

11:15 - 13:00

13:00 - 14:30

Croatia - Croatian Union of MG Societies- Branka Gracalic
Romania - Romanian MG Association (ANMGR) - Nadia Radulescu
Germany - German MG Association (DMG) -Bettina Schubert
Hungary - MG Onsegitd Betegesoport (MEOSZ) -Alexandra Telek
Nederlands - Dutch Neuromuscular Disease Association (VSN)

(Myasthenia Working Group)-Johan Voerman

Coffee break

EuMGA General Assembly, Reports, General disscussions and Elections

Lunch (offered by EuMGA)

Open presentations from MG Associations, Part 1l

14:30 - 14:45
14:45 - 15:00
15:00 - 15:15
15:15 - 15:30
15:30 - 15:45
15:45- 16:00

Italy - Associazione ltaliana Miastenia Onlus MIA-Cristina Vatteroni

UK - Myasthenia Gravis Association of the UK (MGAUK)-Peter Finney
[taly - Associazione ltaliana Miastenia Grave AIM -Fulvio Bagei
Finland - The MG Association of Finland - Aila Weaver

Greece - Hellenic MG Association (H-MGA) - George Makris
Disscussions posters

Denmark - Danish MG Association -Johannes Graavgard Skov

France - Association des Myastheniques (AMIS)- Claire Bellenger
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CROATIA
Croatian Union of Myasthenia Gravis Societies

Speaker: Ms Branka Gracalic

Brief history of the Croatian MG Associations

In Croatia, there are today three closely collabarating MG Associations:

a) The MG Socicty of Croatia, which was founded in February 1990. Its headquarters are in Zagreb. Full
members are patients with MG, while associate members are friends and medical professionals. The major-
ity of its programs and activities are carried through voluntary work of its members, The Society develops
programs and helps in resgarch concerning MG: 1t also provides health education for patients and members
of their familics by informing them about MG and providing other necessary assistance.

b) The Zagreb MG Society. which was founded in 1998, This was created becausc

most of the patients are from Zagrch.

¢} The Croatian Union of MG Socictics, which was established 1n 2006, The Union 1s a social, humanitar-
ian, and nonprofit association for all the MG societies on the territory of the Republic of Croatia. The Union
coordinates activities of all Croatnan MG Societies and represents them in Croatia as well as abroad. Croatian
Union of MG has a Medical Council and collaborates with the Center for Neuromuscular Diseases at the De-
partment of Neurology, Medical School of Zagreb. Dr. Maryja Zagar. assistant prof.. 18 the head of the Center.
She is a major supporter of the activities of the Union.

Activities and goals:

The Socictics help in educating MG patients and their families, as well as the medical staff and other
experts involved in medical treatment of these patients with various lectures and semminars. The members
participate in various meetings organized in Croatia and abroad. Publishing activities are also very impor-
tant, as well as counseling centers, their primary role being health education. The Societies publish various
brochures, leaflets. newsletters, and booklets about MG and inform the public on MG through the media.

Other activities include the organization of physiotherapy programs, courses that include regular breath-
ing exercises in order to prevent osteoporosis, and permanent counseling work to provide psychological,
social, healthcare, as well as legal aid.

Summer school — Zaton

In addition. the Societies offer a traditional summer school, the summer camp in Zaton. with lots of activi-
ties. For example. education about MG, a kinetic physiotherapy course, relaxing exercises, consultations, and
rich social activities such as mini-golf, bowling, walking, swimming, and others. in the fresh and healthy sea
air. For rainy days, there are plenty of social games inside.

Problems:

There are two main problems that the Societies and the Union have faced throughout ther activities. 1)
MG patients and their problems are very often misunderstood by their family. friends, and even doctors; MG
Societies and the Union act in order to help these members in need. 2)Another great problem was the lack of
Mestinon, which 15 necessary for MG patients. The representative of the Union explained the problem to the
representatives of Ministry of Health and Mestinon is now available regularly.
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FINLAND

The Myasthenia Gravis Association of Finland
Speaker Ms Aila Weaver

Activities of the Myasthenia Gravis Association of Finland

The Myasthenia Gravis Association of Finland is a patient organisation which was founded in 1973, There
are currently 1144 MG patients in Finland (population 5.2 mill,). The MG association has 663 members of
which 599 are patients. The association 1s run by a 9 member board, the board is elected in the annual general
meeting. All board members are currently patients.

The association aims to help MG patients to cope with the disease by proving information, peer support,
rehabilitation possibilities and by looking after the availability and compensation of MG medicines. Also
spreading the knowledge about MG to medical personnel and the general public is very important.

The main paticnt activities include face to face meetings, ¢.g. Annual MG-days ( a weekend with special-
ist presentations and other activitics) and local MG-group meetings (4-6 times'year in five different cities).
Every second year the association organiscs trips to abroad for MG patients and their families (self paid).
Information about MG is spread by proving MG patient guides (new guide made in 200%) and brochures. and
by publishing a 32 page MG magazine four times a year . Newsletters are sent when needed (2-3/vear). The
mternet pages are the most important information source for the latest nformation on MG. e.g. avarlability
and compensation of MG medicines. Peer suppor is organised via 15 contact people from different parts of
the country (all MG patients working voluntarily). Rehabilitation courses (2-4/vear, 10-15 participants n
each) for different kinds of needs are orgamised in different parts of the country. For newly diagnosed MG
patients there are 1-2 adaptation courses annually (financed by the Social Insurance Institution of Finland).

The association’s activities are mainly funded bv the financial support from Finland’s Slot Machme As-
sociation.

GREECE

Hellenic Myasthenia Gravis Association (H-MGA)

Speaker: Mr George Makris

A basic aim of our Association in collaboration with other Greek Associations that represent di-sabled
people as well, is to try to confront with consistency and determimation some recent governmental plans for
the reduction or even the cut of very necessary drugs and therapies which are inevitable elements for our
health and the quality of our life. The government must realize that “we are not responsible for our discase™

Besides, we intend to produce some leaflets with useful clements for the privileges of myasthenic people
and their familics, to organize better the psycholegical help of our members, to organize seminars for doctors
and patients, as we did before, covering the subject of “myasthenia™ comprehensively and not only from its
neurological aspecL
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GERMANY
The German Myasthenia Association

Speaker: Ms Bettina Schubert

The German Myasthema Association { Deutsche Mvasthenie Gesellschaft - DMG) was founded in 1986 and
has about 3500 Members 1o date. Our Associations main Goal is to care for its Members and assist and support
them with any Questions/ Queries they might have concerning the various Myasthenia Syndromes (Myasthenia
gravis, Congenital MG, Lambert-Eaton-Syndrome). The Head Office of the German Myasthenia Assoctation
is situated in Bremen. Apart from that. the German Myasthenia Association has established 40 regional Groups
throughout Germany. The head (Director) of each group acts as the contact person for that specific group, or-
ganizing meetings in regular intervals and also providing relevant and mmportant Information through profes-
sional lectures by MG-Neurologists. The very intense Public work. which aims to create increased awareness.
1s supported by a “German Myasthenia Association” Magazine, which is published four times a vear, as well as
the MG/LEMS-compendium. the MG-Emergency-Identification card. various Information Brochures, Doctor
and Hospital Lists, Internet website and active participation in Congresses. Due to the co-operation of both the
Board of Directors and the medical advisory team of the German Myasthenia Association. Research Projects
regarding MG/LEMS are encouraged and financed, parallel to the compendium. and a scientific Svmposium is
held onee a year. Sinee 2010 a certification by the German Myasthenia Association of “Integrated Myasthenia
Centres” has been intensely conducted, to ensure an early diagnosisand treatment in MG and LEMS patients,
according to qualified clinical standards, nationwide, A register for undesirable Drug-induced side-effects has
been established and will be implemented in 2011.
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ITALY

The Italian MG Association - Associazione Italiana
MIAstenia Onlus (Associazione MIA Onlus)

Speaker: Ms Cristina Vatteroni

Our association was founded in Pisa in 1984, and today brings together patients from all over Italy and
abroad. Members are mostly part of the 4000 patients which refer to the “Ambulatario for Myasthenia Gravis
Ambulatorio and Surgery of the Thymus” (in CardieThoracic Department, University Hospital of Pisa) di-
rected dr. Roberta Ricciardi, who is also the founder of the Association and current President.

The main objectives of the Association MIA are: help panents with myasthenia and their famihes. spread in
[taly but also in Europe knowledge about myasthenia. both among people and health Institutions, so that my-
asthenia could be quickly diagnosed and treated appropniately and patients can have the necessary social and
health protection.

The Association MIA maintains a web site up to date, has long-expenince secretarial-stafl always available
to inform and talk with patients and provides free Psychological Counseling. MIA makes press, radio and TV
miomation when possible, organizes conferences and tramming courses for patients and health professionals,
prints and disseminates publications including the best known in ltaly book “Living Myasthenia - how falling
in love with this discase (by Ricciardi-Fontana)”, A series of conferences were organized in the homonymous
tour “Living Myasthenia™ in 19 cities since 2002 to 2010, also including Reiki in 2003 and Zara in 2006, Croa-
tia.

MIA 1s member of EURORDIS. have been Collaborating Partner of EUROMYASTHENIA. is one of the
founding member of EuMGA, in Iraly partecipates to “The Tuscany-Forum for Rare Diseases™ and “The Na-
tional Consulta of Rarc Discases™.
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ITALY

[talian MG Association, A.I.M.

(Associazione Italiana Miastenia a malattie
immunodegenerative — Amici del Besta ONLUS)

Speaker: Dr. Fulvio Baggi

The non-profit ltalian MG Assoeration, A.LM. (Associazione ltaliana Miastenia a malattie immunodegenerative
- Amiet del Besta ONLUS) 15 housed at the Dept. of Neoromuscular Diseases and Neuroimmunology at the Carlo
Besta Neurological Institute, in Milan. laly. It was created i 1981 by Prof. Comelio, a neurologist at the Carlo
Besta Institute, with Prof. Micoli, a pathologist and an MG patient himself. together with several MG patients who
attended the Carlo Besta Institute as outpatients. Now, A.LM. counts around 1,200 members, including patients and
family members, as well as other concerned members of the community. The members of the Board include Prof
Comelio (President), Prof. Micoli (Honorary President), Ms. Cavallini (Vice-President) and Ms. Tromellini {Secre-
tary ). A.LM.’s Scientific Committee is composed of Prof. Comelio, Dr. Mantegazza, and Dr. Bagai, all of the Carlo
Besta Institute. and of Prof. Evoli of Policlinico Gemelli in Roma. Dr. Luisi of Fondazione Don Carlo Gnoechi, near
Florence, and Prof. Toscano of Policlinico G, Martine™ in Messina, A.1.M has many various [und-raising activities.
These include an annual concert, which has been held in the famous Duomo and other beautiful places in Milan, the
next one to take place at the Conservatorio Giuseppe Verdi on January 28, 2011 with “Coro Polifonico 107 and the
baroque ensemble “H Demetrio™; car rallies: various dedicated markets throughout the year, including Christmas
markets; sales of calendars and 'T-shirts with the A.LLM. logo et¢. The raised funds are used to finance research on
MG and other neurodegeneratve diseases. including specific research projects. acquisition of expensive necessary
equipment for the Neuromuscular Diseases Dept. at Carlo Besta Institute. and research student fellowships. But
fund-raising is not A.LM.’s only activity! Indeed. the association is very active in promoting awareness of MG in
Italy. This is being accomplished through the production of a booklet, a “friendly guide™ on MG, which is regularly
updated with all kinds of relevant information for patients and clinicians who are not specialists and includes a list
of reference centers for MG in Italy, It is distributed free of charge to patients and clinicians on request. A.1.M orga-
mizes an information day every two years 1o raise the awareness of MG in medical and paramedical personnel and
answer their questions. Because, except in the Piemont region, MG 15 not recognized as a rare disease m Italy but
1s congidered a chronic disease. patients must pay for much of their treatment; AIM is trying to change this situa-
tion through its action as member of “Consulta Malattie Rare”™ which 15 aceredited by the Ministry of Health, AIM.
together with 20 other Italian associations of patients with neurological diseases, has also initiated the creation of
FIAN (....) whose goal 1s 1o develop activities to help people affected with neurodegenerative diseases in general.

At the European level, A.LM. has been a strong supporter of the cstablishment of EuMGA, the Federation of Eu-
ropean MG associations whose current chairperson is Dr. Fulvio Baggi, the official representative of ALLM. Indeed,
AIM hosted and financed the meeting of the Working Group that decided the establishment of EuMGA in March
2009, A.LM. also organized the 2007 international research conference “Evidence-Based Myasthema” to which
patients and MG associations were also invited.

To help ltalian MG patients in a more concrete way, A.LM. has created a specific website, www.miastenia.it,
which provides information but also offers patients the opportunity to communicate with MG clinical specialists
through email, through a forum where a MG speciahst answers questions posed by the patients through the website,
ot through the “Centro d"Ascolto”, the “listening center”, where a patient can make an appointment to speak by
telephone with a MG specialist in a weekly session to raise queries, concems etg.

Finally, a big project of A.LM. is to establish a registry of all patients throughout ltaly. This project was initiated
in 2004, and is approved and financed by Provincia di Milano and Regione Lombardia: 1t will be the basis for epi-
demiological studies of MG in Italy.
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ROMANIA

Romanian Myasthenia Gravis Association (ANMGR)
Speaker: Dr. Nadia Radulescu

Asociatia Nationala Miastemia Gravis Romania was founded in November 2005 by patients suffering
from this discase. Our mussion 1s to help mvasthenic paticats to improve their lives through programs of pa-
tient services, public mformation. professional education and advocacy .

The full members are MG patients and relatives who participate actively and pay an anual fee 1o the as-
sociation. In 2011 the association has 120 active members and offer services to over 700 MG patients. The
Directory Council in Bucharest coordinates all the activitics from the national office. We have 6 local chap-
ters and contact persons in the majority of the cities. We have no staff. all the workers are volunteers.

Funding

The money comes from private spensorships, donations from the members or other persons and through
the national campaign (2%).

Activities and goals

The primary activity of our association is patient information provided by our National MG [nfo Cen-
tre (INFO MG-RO), the first helpline focused on a single rare discase, part of the European Rare Diseascs
Helplines Network - Rhapsody project EURORDIS).

INFO MG-RO offers informations on the discase. medical centres and specialists, local patients support
aroups and contact with other patients, about social care, medication availability, psichological support. In-
formations are providd by telephome Infoline, emails, forum ,or insite visits. We provide literature on the
disorder and treatment, available through the national office and the website (www.miastenic.ro). We trans-
lated, published and dissemmated the first Euromyasthema brochure: “Myasthenia Gravis-information for
patients and familics”and translated and published recently the book Myastehnia Gravis and related disorders
bv HenryJ Kaminski MD, project foundd and realised 100% by our association’s contribution.

Problems

Since the mamn issue for MG patients in Romamia 15 the chronic shortage of specific medication Mesti-
non¥, the association’s most important goal 15 1o help patients with medication supply. We fight with the
authorities to get the legal status for drug importation and have it free of charge, build our own network for
collecting information on medication’s needs and have our own buffer stocks of medication from donations.
The problems is still not solved In february 2011 there is no Mestinon available in pharmacies and the situa-
tion scems to perpetuate because of the econimic cnsis and governmental policies

ANMGR is also a member of the Romanian Alliance for Rare Discases. working logether for implementa-
tion of the National Plan for RareDiseses in our country.
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UNITED KINGDOM
The Myasthenia Gravis Association of the UK (MGA-UK)

Speaker Mr Peter Finney

The Myasthenia Gravis Association of the UK is an English Chanty which operates n England, Wales,

Scotland, Northem Ircland and the Republic of Ireland.
Brief history

The Association onginated in the 1960s. when small groups of patients worked with the Muscular Dys-
trophy Campaign. In 1976, two English patients” groups formed a separate Charity, The British Association
of Myasthenics (later The Myasthenia Gravis Association). In 1993, the Charity became a Company Limited
by Guarantece, at the same time changing 11s scope formally to include the weifare of myasthenics in the Re-
public of Ircland.

Governance and Membership

The Charity 1s governed by a Board of 12 Directors, The Directors are clected by the members of the As-
sociation. Membership is open to any adult person in UK and Ireland who is interested in the objectives of the
Association, There are currently 2,321 Full (voting) members of the Association. There are no membership
fees,

The Association is in regular contact with approximately 6,000 sufferers from Myasthenia Gravis, Lam-
bert-Eaton Myasthenic Syndrome (LEMS) and Congenital Myasthenic Syndromes (CMS),

Objectives
The objectives of the association are:
To fund research into the causes, diagnosis and treatment of Myasthenia Gravis, LEMS and CMS
The education of patents, doctors and the public to improve awareness of the diseases and promote more
effective medical care.
To achieve better care for myasthenics by promoting the creation of specialist medical centres and sup-
porting local patients support groups.

Budget and Activities

The Association’s Budget for its last financial year was approxmmately €1 26M.

The Association spends considerable funds on promoting rescarch. and the education of scientists and
neurologists. [t is supporting three post-graduate medical students who are mvolved in relevant research at
British Umiversities, It 1s also directly funding research into the genctics and diagnosis of Congenital Myas-
thenia and a number of other research topics.

The Association funds 5 Specialist Myasthenia Gravis Nurses at Medical Neurology Centres in UK and
Ireland.

The Association publishes Medical and Social Welfare Information in a variety of media including books,
videos, DVDs and CDROMS. This information is available from the Associations” website (www.mga-char-
itv.org), which also provides an online forum and chat-room.

Operation

The association operates from its headquarters in Derby, England, with a small full-time and part-time
professional stall, There are currently 49 branches in the British Isles which are each formed around a local
support group, The branches are assisted by nine paid Regional Organisers, who also organize regional ac-
tivitics and assist the central staff in managing national events.
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DENMARK
Danish Myastehnia Gravis Association

Paoster presentation Mr Johannes Gravgaard and Mr Asger Frost

Rehabilitation of MG patients in Denmark

Quick Diagnosing and sufficient medical treatment 1s paramount for the successful rehabilitation of pa-
tient with MG. However, in order to avoid a social downfall as a consequence of the disease . many MG
patients are also in need of treatment at the social, family and psychological levels.

In Denmark, we operate with a rehabilitation mode! for MG patients that offer support to persons with
MG in in need of a more comprehensive rehabilitation effort as a supplement te the medical treatment ond
in collaboration with doctors.

Anyone suffering from MG | Denmark can get a referral to the National Rehabilitation Centre for Neuro-
muscular Diseases where they are offered a coherent, individual rehabilitation plan.

The plan is centred on the patient’s own needs and wishes, and involves:

- information about the disease to then patient, lis‘her relatives and the therapists working for the local

social authorities;

- collaboration with neurologists at centralized neurology departments:

- the possibility of a lifelong follow up on chronie social conditions that require new initiatives;

- cooperation with local professionals in coordinating the initiatives necessary for a successiul and

lasting rchabilitation process:

- training at family seminars and workshops: close collaboration with patient organizations, efc.
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HUNGARY

Myasthenia Gravis Self-help groups of patients
(Myasthenia Gravis Onsegitd Betegcsoport) (MEOSZ)

Speaker Ms Alexandra Telek

Our association name is Mvasthenia Gravis Self-help groups of patients (Mvasthenia Gravis Onsegito
Betegcsopont). It formed without support as a separate section in MEOSZ in 02. 12. 1994, Twelve enthusias-
tic activist founded 1t which 1s still in the works in this form and work with social workers (we have about 600
members in our group now ). Qur group main purpose was the next: We would like to raising people attention.
Raising attention this rare hardly recognizable autoimmune disease and people who suffering this disease and
their problems about health. social and family concems. And we would like to help reinforce positive think-
ng, and help them to experience discase. In the first year we make a card which name is  Emergency Card™
and we sent it all members. This card is very important because if the patient have an accident or they will
ill the .Emergency Card™ get help for the doctors or assistance. We have a hst too, this name 1s  ,Medicine
prohibited list”. We hold a general meeting about 3-4 tmes a vear for our members, We mvite the members
in our newspapers ( Myasthema Highhights). People who can’t come in this event haven’t got any problem
because we write L Event Summary™ in he next journal, Newspaper countain medical professional articles.
legal and lifestyle advices, and we help them and give advices, experiences from the others.

Membership does not involve a financial obligation. We have low membership fee but it is not binding

(it 15 1000 Forint (about 4 Euros)). Sometimes our group recieve donations and we are very grateful lor i
Unfortunately we are unable to providefinancial support, but we are open to all the problems and difficul-
ties affecting the community. We belong several associations, for example MEOSZ (which is a hungarian
“"National Association of Disabled™ ). RIROSZ (..Hungarian Rare National Association of Diseases™). EU-
RODIS (center in Brussels) (..European Organisation of Rare Diseases™).

Our motto: Understanding of Care!
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FRANCE
Association des Myastheniques AMIS

Poster presentation: Ms Claire Bellenger

The assoctation AMIS 15 a French myasthenia association available to French-speaking communities. The
website was set up in 2004 and the association was created in 2007, 140 members pay a low subscription.

Close to 1000 people have joined the website: 90% in France. 5% in Belgium, Switzerland, Luxemburg
and 5 " in the rest of the world. More than 1000 topics have been opened ; documentaries, forms, aid ap-
proaches, More than 50 000 messages have been posted over the six years.

The association’s activity 15 varied: welcome and hints for recently diagnosed people with myasthenia
on both the website and by phone in needed, animation for the website. exchange of experiences, dialogue,
placing online documentation,

Several national meetings have taken place, which are extremely positive. The organization of these meet-
ings is very difficult because Myasthenia is very unpredictable and the people suffering from this illness are
unable to know in advance whether they will be well enough to attend the meetings.

THE NEDERLANDS

Dutch Neuromuscular Disease Association (VSN)
(Myasthenia Working Group)

Speaker Mr Johan Voerman

The Dutch Neuromuscular Discase Association (VSN) was founded in 1967, originally only aimed at
parents of children with an NMD. Later the focus shilted towards all people with an NMD, In 1975 the
Myasthenia gravis working group was founded as the first of a series of so-called diagnosis working groups
within VSN, The main work of the working group 1s informing our members on everything there is to know
about the different myasthenias. but also to facilitate contacts among the members, VSN currently has 8,600
members. of which 765 have a myasthema. In total there are 14 diagnosis groups.

In ¢lose co-operation with our medical advisers we have published a number of information leaflets and
brochures, which all members receive when they join VSN, There are also special brochures aimed at medi-
cal and paramedical professionals.

Once every vear a general meeting is organised at which the latest developments in diagnosis, treatment
and research is presented by one of the leading neurologists in the Netherlands. In the afternoon there is
ample opportunity to meet with each other and exchange experiences in different workshops.

VSN also has 10 regional working groups, which mainly facilitate the contacts among VSN members
in the different regions. The regions organise small-scale meetings. sometimes aimed at specific diagnoses.
sometimes at subjects that are interesting for several diagnoses (such as physical therapy, home adaptations,
care for children with an NMD. ete.).

The Myasthenia working group currently consists of five people, four of which suffer from Myasthenia
gravis and one has LEMS.
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EUROPEAN MG PATIENTS ASSOCIATIONS
CONTACT DETAILS

EuMGA MEMBERS:

CROATIA
CROATIAN UNION OF MYASTHENIA GRAVIS SOCIETIES
HRVATSKI SAVEZ DRUSTAVA MIASTENICARA
Address: Laginjina 16, HR- 10.000 — Zagreb, Croatia
Phone: 00385 -1 - 4641356
Email: domgh(@ zg.t-com.hr
Webiste: www.myastheniagravis.hr
Contact person: BRANKA GARCALIC, branka4748(@ gmail.com, 00385-95-9102695

CYPRUS M
CYPRUS MYASTHENIA GRAVIS ASSOCIATION - MG CY =
Adress: 13, Tyrteou Str. 1087, Nicosia e

Phone: 00357 99550015, Fax: 00357 22376179
Email:ritapr@ cvtanet.com.cy
Contact person: RITA PRODROMOU, Phone: 00357 99550015/ 00357 22765651

DENMARK e
DANISH MYASTEHNIA GRAVIS ASSOCIATION - M\ vussasasvronen
(MYASTENI-GRUPPEN. MUSKELSVINDFONDEN)
Address: Kongsvang Allé 23, DK 8000 Arhus C., Denmark
Phone: +45 89482222
Webiste: www.muskelsvindfonden.dk
Contact person: ASGER FROST, Email: asfot@ rcfm.dk

FRANCE des Mg
ASSOCIATION DES MYASTHENIQUES AMIS P {_‘M_,x "‘é:,p
Address: le Grand Charp. Soucicu en Jarrest 69510 ,_-;g" A-Sas Am =
Email: association.amis@ laposte.net ¥ OTERTATEE

Webiste: www.mvasthenic.com
Contact persons: ROLAND BONNIER, association.amis@ laposte.net
CLAIRE BELLENGER, claire.bellengeri@ wanadoo.fr

FINLAND :
THE MYASTHENIA GRAVIS ASSOCIATION OF FINLAND A J | E [
Address: PB 187, 00101 Helsinki, Finland

Phone: 4348400681337

Email: toimisto@ suomenmg-yhdistys.li

Wehiste: www.snomenme-vhdistvs.h

Contact person: AILA WEAVER, toimisto(@ suomenmg-yhdistys.fi, Phone: +358407393972
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GERMANY D Ej_,rj;r;.
DEUTSCHE MYASTHENIE GESELLSCHAFT E.V. (DMG) - —
GERMAN MGA
Address: Westersir. 93, 28199 Bremen, Germany D-28199
Phone: +49421592060: Fax: +49421508226
Email: infola dme-online.de
Webiste: www.dmg-online.de
Contact person: RUDOLF W.C. JANZEN, info@ rwcjanzen.de. Phone: +496271304356

GREECE i@z HMGA

HELLENIC MYASTHENIA GRAVIS ASSOCIATION (H-MGA) e
Address: VAS. SOFIAS 127, ATHENS, GREECE, 11521

Phone: 0031 210-6410211, Fax: 0031 210-6478842

Site web: http://www.myasthenia.gr

Email: info@myasthenia.gr

Contact person: GEORGE MAKRIS, makres@otenet.gr, Phone: 0031 210-6410211

HUNGARY S e,
MYASTHENIA GRAVIS SELF-HELP GROUPS OF PATIENTS
(MYASTHENIA GRAVIS ONSEGITO BETEGCSOPORT (MEOSZ-MG-0OB)
Address: 1032. Budapest. San Marco utea 76. Hungary
Email address: telek.kriszti'a gmail.com
Website: www.tarhu/myasthenia/
contact person: KRISZTINA TELEKNE GYURINA , +36203612374

]

i)

ICELAND
MG-FELAG ISLANDS
Address: Leidhamrar 23, Revkjavik, 112, Iceland
Phone: +354-8930823
Website: www.mg-felag.is
Email peturhaf@ simnet.is,
Contact person: BJARNEY SIGURDARDOTTIR, bjarnevsisimnet.is. Phone: +354-8624751

ITALY
ITALIAN MG ASSOCIATION, A.LM. (ASSOCIAZIONE ITALIANA MIASTENIA
AMALATTIE IMMUNODEGENERATIVE — AMICI DEL BESTA ONLUS)
Address: Via Celoria, 11, 20133 Milano l
Tel: +39 022360280, +39 022394255 axm
E-mail: aim@ miastenia.it i ]

Web: www.miastenia.it
Contact person: Dr. FULVIO BAGGI, baggia istituto-besta.it

R L Y
Lo 2 20 _ B -

ITALY
ASSOCIAZIONE ITALIANA MIASTENIA ONLUS (ASSOCIAZIONE MIAONLLS) & 7
Via G. Montanelli, 135 - 56121 Pisa ITALY b
Tel / Fax: +39 050 25217, mobile phone: +39 340 5385541
e-mail: associazionemiafa@ virgilio.it
official web-site: www.yiverclamiastenia.it
Contact person: CRISTINA VATTERONI, c.vatteronifa alice.it,

L

\
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KOSOVO

HANDICAPPED AND DISABLED PEOPLE OF KOSOVA
Address: Ardian Krasnici N:6/22, Prishtina 10000
R .Kosovo
Tel/'Fax: +38138247721
Email: gimi_mda@ yahoo.com
Contact person: GZIM VATOVCI, gvatovei@ vahoo.com, Phone: 437744710130

ROMANIA rol
ROMANIAN MYASTHENIA GRAVIS ASSOCIATION (ANMGR) lass

7 Gral Macarovici St.6 Bucharest, Romania, 060142

Phone: +4 0744704399, Fax: +4 0217603123

Website www.miastenie.ro

Email asociatia.miastenia@ gmail.com

Contact person: NADIA RADULESCU, nadira2409a vahoo.com, : +4 0744704399

UNITED KINGDOM m
THE MYASTHENIA GRAVIS ASSOCIATION OF THE UK ((MGA-UK) E_

The Myasthenia Gravis Association of the UK is an English Charity which .
operates in England, Wales. Scotland, Northern Ireland and the Republic of Ireland.

Address: The College Business Centre, Uttoxeter New Road
DERBY DE22 3WZ UK
Phone: 01332-290219
Fax: 01332-293641
Free Phone Help Lines: Within UK: 0800-919922
Within The Republic of Ireland: 1800409672
Email: mgia mga-charity.org
Website: www.mga-charity.org
Contact person PETER FINNEY, peter@ finnev.me.uk

IRELAND
IRELAND MGA
Contact person of patient organisation;
phone helpline:Within The Republic of Ireland: 1800-409672, P.O. Box 480, Ennis,
CO.CLARE, IRELAND
Contact person: Ms KAREN CLANCY, Phone: +44 (0)1332 290219, Fax: +44 (0)1332 293641

OTHER EUROPEAN MGA ASSOCIATIONS

NEDERLANDS ASSOCIATED MEMBERS (pending approval)
NETHERLAND VSN, MG WORKING GROUP VERENIGING SPIERZIEKTEN VSN
NEDERLAND (VSN), MG WORKING GROUP
Address: Lt. Gen. Heutszlaan, no 6. Baarn, code NL -3743 JN
Phone: 035 54 80 480
Website: www.vsn.nl
E-mail: vsnia'vsn.nl
Contact person: JOHAN VOERMAN, j.w.t.voerman(a hetnet.nl
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FRANCE y
THE FRENCH MUSCULAR DYSTROPHY ASSOCIATION (AFM) AND THE _PAFM
MYASTHENIA GRAVIS GROUP
1, rue de I'Internationale - BP 59 - 91 002 Evry cedex —
Tél : +33.1.69.47.28.28
Website: www.afm-france.org/
E-mail: myasthenie@ afm.genethen.fr

CZECH REPUBLIC
MYGRA-CZ, CZECH MYASTHENIC ASSOCIATION @

Address: Cihelni 196 415 01 Teplice the Czech Republic

Website: www.myegra.cz

E-mail: infol@a mygra.cz

Contact person: HELEN BRUHOVA, ¢-mail: bruhova@ mygra.cz

PORTUGAL
ASSOCIACAO PORTUGUESA DE MIASTENIA GRAVIS, DOENCAS
NEUROMUSCULARES E FIBROMIALGIA
Av. Prof. Egas Moniz 1649-035, LISBOA, PORTUGAL930
E-mail: amigoshsm2(@gmail.com.
Phone: (+351) 217805320
Fax: (+351) 21 780 56 302
Contact person: Dr FERNANDO MORGADO

AUSTRIA
MYASTHENIA GRAVIS SELBSTHILFEGRUPPE
Postfach 927, 1011, WIEN.AUSTRIA
Phone: +43/664/2103448
Contact person: Ms BARBARA DOBROSSY

BELGIUM ASSOCIATED MEMBERS (pending approval)
BELGIUM LIGA MYASTHENIA GRAVIS
Hof ter Bekelaan 7, 3020 Herent
Phone: 0032 016/23.14.59
E-mail: secretariaat/a emgee.be; redactie@ emgee.be
Contact person: LODE SCHRIJVERS

SPAIN
ASOCIACIGN MIASTENIA DE ESPANA AMES [° AMES
C/. Hornos n® 45, casa 11, 41100 Coria del Rio - Sevilla S
Phone: 0034 954771335
E-mail: ames@ miasteniagravis.es
Website: www.miasteniagravis.es
Contact person: JOSE LUIS GONZALEZ CEREZO,
C/. Encuadernadores n" 9, Bajo A, 40004 Segovia
Phone: 0034 679974234, Phone: 0034 921-437892
E-mail: miasteniagatelefonica.net
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SWEDEN NEUROLOGISKT
MG DIAGNOSGRUPPEN IN SWEDEN e ——
NEUROLOGISKT HANDIKAPPADES RIKSFORBUND,
Box 49084, 100 28 Stockholm
Phone: 08 - 677 70 33, Mobil: 070-884 60 63
Website: www.nhr.se
Contact person: FIA GUNNARSSON
E-mail: fia.gunnarsson(a nhrse

RARE DISEASES HELPLINES

BELGIUM
Radiorg. Rare Diseases Organisation Belgium
Contact person: INGRID JAGENEAU -wﬁ RaDiOrg
ingridi@ radiorg.be, www.radiorg.be

PORTUGAL
Website: www.rarissimas.pt -
Website: www.linharara.pt o @jﬂ{{lﬂ_gq{
E-mail: raquel.castrof@ rarissimas.pt
Phone.: 968475896
Fax: 21 778 60 99
Rarissimas - Associacdo Nacional de Deficiéncias Mentais e Raras
Rua das Agucenas, Lote 1, Loja Dta, 1300-003 Lishoa
Contact person: RAQUEL CASTRO - Project coordinator

ROMANIA
RONARD Romania
Centrul de informare pentru Boli Genetice Rare
Address: Str. A. lancu, nr. 29
City: Zaliu, jud. Silaj. Romania
TEL VERDE 080 080 1111
tel / fax +4 0260 611214
E-mail: office/a apwromania.ro
Ms Dorica Dan - coordinator
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