


Forum motto:

“Better care for rare disease patients has thankfully allowed a longer life for

many, which has raised new questions that are discussed for the first time at

Eurordis Membership Meeting.”




Myasthenia Gravis autoimmune

Is the prototypical autoimmune disease n adults

Myasthenia Gravis = severe fluctuating muscle weakness

4. Early onset / late onset dis
between)

Tendencies
MG prevalence continuously rise
The average age of patients with MG appears to be increasing progressively.
a) Increased survival of patients with MG
b) Increasing of the incidence of late-onset MG



MG 1s part of the group of
Rare Autommmune Diseases




Myasthenia Gravis Association
RESEARCH - CARE - EDUCATION

WHO are we?

Public awareness
campaign by patients




MG may affect anyone, anytime
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| am any colour

Please
don’t
let

me
down
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| may never get up!
Today you may not care. . .

Tomorrow YOU may be
cared for!




Very variable, fluctuating symptoms

Tomorrow when |
wake up. . . | may be as
strong as you, or. . .

| may fall

down and
| was b
e

as strong
as you

Yesterday. . .

mistaken
for a drunk
or an
addict.

. o ey




Myasthenia Gravis = Medical emergency!

Today | cannot move. . .
a finger
a toe
or breathe

without the aid
of a respirator




MG symptoms: double vision



MG symptoms:
ptosis of eyelids, facial weakness (jJaw support)
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Myasthenia Gravis Association
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“The rag doll iliness”
A Registered Charity 1046443




Quality of Life Ratings for MG Patients
compared with Health Control Subjects

al Healt

Overall quality of life

Range = 0-100; higher scores reflect better function.




The role of the patients organization

1. Identify problems
most important issues = diagnosis and treatment

2. Information and education




MG 1n adults - Diagnostic 1ssues

Difficult and often delayed (years)- because of invisible, variable disease

Confusion




MG 1n adults - Treatment issues

Aware of medication that aggravated MG

- Surgery, ane
- Pregnancy, delivery, breast
- Immunizations




MIASTENIA GRAVIS

List of drugs that may aggravate MG

Lista
medicamentelor care pot
agrava
Miastenia Gravis

Material informativ cu scop educational

ATENTIE!

Pentru medicii care au in tratament
pacienti cu Miastenia gravis

Medicamente interzise
in Miastenia gravis

A) D-penicilamina nu trebuie utilizatid
NICIODATA la pacienti cu miastenie
B) Ur ele medi produc agr
miasteniei la majoritatea pacientilor si frebuie
evitate sau utilizate cu prudentd si pacientul si
fie atent monitorizat:
1) succinilcolina, d-tubocurarina,
vercuroniim
si alfi agenfi blocanfi neuromusculari
2) chinina, chinidina si procainamida
3) unele antibiotice, in special: tobramicina,
oo [ 2 o

streptomicina, colistin, eritromicina,
ciprofioxacina, telitromicina

4) betabl le: propranolol, timolol
maleat picdturi pentru ochi

5) blocantele canalelor de calciu

6) substangele de contrast iodate

7) magneziul si preparatele ce contin
magneziu

8) Interferonul alfa si beta

9) Toxina Botulinica (Botox)

Agravarea slabiciunii la pacientii miastenici a fost
raportatd i la alte medicamente. Tofi pacientii cu
Miastenia gravis trebuie urmarifi ori de cite ori se
instituie o noud medicatie.

Lista cu medicamentele
ce pot agrava Miastenia Gravis

I. Medicamente care pot exacerba miastenia
sau evidentia 0 miastenie latenti

® Blocante neuromusculare:
(curarizante, ex Vercuronium®)

® Excesul de anticolinesetrazice:
pyridostigmina (Mestinon™)
sau neostigmina (Miostin™)

® Corticosteroizii i ACTH (Prednison, uneori la
inceputul tratamentului)

® Magneziu si preparatele ce con{in magneziu

@ Antiaritmice:
- Lidocaina (Xilina) administrata intravenos
( local se poate administra fara riscuri)
- Chinidina si preparatele pe baza de chinina
- Procainamida (Pronestyl®)

® [enitiona si medicamentele inrudite (ex. Dilantin®)

® Antibiotice

- aminoglicozide (gentamicina, tobramicina,
amikacina, neomicina, streptomicina,
kanamicina)

- polipeptide: polimixina, colimicina (Colistin)

- miscelanee (alte antibiotice) clindamicina,

ciprofloxacina, eritromicina, telitromicina

(KETEK™)

I1. Medicamente ce pot induce miastenia

prin provocarea unei reactii autoimune

D-penicilamina (Cuprimine®)
Trimetadiona (Tridione™)

111. Medicamente implicate in agravarea
miasteniei in cazuri izolate

Cimetidina (Tagamet®™)

Anestezice (inclusiv alcoolul)

Chloroquina

Cocaina

Diazepam (Valium®)

Lithium

Propranolol

Timolol maleat (Timoptic®) - picaturi

pentru ochi

Tetraciclinele:
tetraciclina,
chlortetraciclina,
oxytetraciclina,
demeclocyclina,
doxycyclina (Vibramycin®),
minocyclina

Trihexyphenidy] (Artane®)

Important pentru pacienti:

Evitati automedicatia!
Consultati specialistul neurolog.




Adaugarea unui nou medicament poate
produce agravarea miasteniei, mai ales daca
pacientul se afla intr-un puseu evolutiv.
Medicamentele din lista de mai jos sunt cele
care produc cel mai frecvent probleme. Orice
nou fratament si riscurile acestuia trebuie
discutate cu medical dvs, curant.

Antibiotice

Colistin

Kanamicina
Streptomicina
Tetraciclina
Telitromicina (Ketek)

Hormoni

Corticosteroizi
Tiroxina

Psihotrope
Litiu
Promazina

Anestezice
Relaxante musculare

Cardiovasculare
Chinidina
Procainamida
Propranolol

Anticonvulsivante
Fenitoina

Antireumatice
Penicilamina

Altele

Magneziu
Laxativele

MIASTENIA GRAVIS

Acest card este emis de :
Asociatia Nationala Miastenia Gravis
Romania
Str Gral Macarovici 7
sector 6 Bucuresti, 060142
Romania
e-mail: asociatia.miastenia@gmail.com
www.miastenie.ro
Tel. 0744.704.399
0743.470.122

ATENTIE

IN CAZ DE URGENTA

Aceasta persoana sufera
de

MIASTENIA
GRAVIS

Rddulescu

Adresa Strada Generqf Macarovici

George, nr 7, sect.6, Bucuresti

Telef

Medication
information card

Aceasta persoana sufera de

Miastenia gravis

[X]

Sindrom Lambert Eaton Il 1]

Sindrom miastenic congenital [1]

In prezent este sub tratament cu:

Medicament

Dozaj

Medrol
Mestinon

6mg/zi (ora 6:00)
30 mg de 6 ori/zi
(6-10-13-16-19-23)

iN CAZ DE URGENTA
Contactati:

Medicul de familie
Nume: Séingeorzan Ancuta Michaela

Contact: 0745. 599.215

Medicul curant:
Nume: Vdlciu Crisanda

Clinica: Neurologie Fundeni

Contact: 0723. 519.223

Persoana apropiata:
Nume: Romeo Beghes
C : 0754, 929.120

Dozajul si timpul de administrare

sunt foarte importante si este
recomandat sa nu fie modificate.




Primul ajutor in caz
de inecare cu alimente

Manevra Heimlich

Primul ajutor in caz de inecare cu ali-
mente, cind persoana se invineteste
i nu mai are aer.

A. Manevra Heimlich
Salvatorul se aseazi in spatele persoanei, cu pumnul
asezat in zona sternului, apasa brusc si tare strangand
madinile in jurul mijlocului, ridicdnd-o brusc in sus,
péna elimina restul de méncare.

B. Singur acasi

In cazul in care esti singur acasi si te-ai inecat, poti sa
iei aceste masuri de prim ajutor $i singur. Apleacd-te
peste un scaun, apdsind brusc pe zona abdomenului.
In toate cazurile, sunafi la 112.

Miastenia Gravis este o boala autoimuna
neuromusculara caracterizata prin slabiciune fluctuanta
a unor grupe de muschi voluntari, cel mai frecvent
afectati fiind muschii faciali, ai masticatiei si deglutitiei,
ai centurilor scapulard si pelvind, precum si muschii
respiratori.

Semnele si simptomele cele mai comune sunt
caderea pleoapelor, vedere dubla, vorbire neclard sau
imposibilitatea de a vorbi, regurgitarea lichidelor pe
nas, tuse slaba, probleme la mestecat si inghitit, difi-
cultate in a sta si a se ridica de pe scaun, de a tine capul
ridicat, probleme la mers, sufocare, respiratie dificila.

Urgentele miastenice (“Crizele”) sunt rare, dar pot
surveni cand muschii respiratori devin foarte slabiti
incét respirafia devine foarte dificila, superficiald si
ineficientd. Caile respiratorii se pot obstrua din cauza
slabiciunii musculaturii orofaringiene si acumularii de
secretii.

DACA ACESTE SIMPTOME NU SUNT TRA-
TATE PROMPT SE POATE AJUNGE LA
AFECTAREA SCHIMBULUI DE GAZE $I LA
INSUFICIENTA RESPIRATORIE SAU STOP
RESPIRATOR

Asociatia Nationald Miastenia Gravis Romdnia
Str. G-ral. George Macarovici nr. 7, sector 6, cod 060142,
Bucuresti, Roménia
Tel: 0744704399; 0743470122; 0314013830;

Fax: 021.7603023
Email: asociatia.miastenio@gmail.com
Website: www.miastenie.ro
CIF: 18136030; Nr. inreg. Registru special: 70/08.11.2005
IBAN: RO55BP0OS571906938789RON01,

BancPost Bucuresti - Agentia Lizeanu

ALERTE

4RO}

Asociatia Nationala

MIASTENIA GRAVIS

PRIMUL AJUTOR
DE URGENTA IN

MIASTENIA GRAVIS

Informatii importante

pentru pacienti, anturaj,

paramedici, personal
medical UPU



The National MG INFO CENTRE
INFO MG-RO

We provide literature on the disorder and treatment, available through the national office
and the website (www.miastenie.ro).

We translated, published and disseminate the book:

Myasthenia Gravis and related disorders by Henry. J Kaminski MD,
project founded and realized 1009% by our association’s contribution.
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PREDNISON

Intrebari frecvente
despre prednison

Henry J. Kaminski, MD




INFO MG-RO

Member of the European Helplines Network (Eurordis)

Caller

profile analysis

The only EU helpline focused on a single rare disease

INFO MG-RO offers information on the disease, medical centers and specialists, local patients support
groups and contact with other patients, about social care, medication availability, psychological support.
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Purpose of call
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= Information on disease
Printed informations

M Mestinon

W Specialist/Center

M Contact with other patients

M Support

M Social care

1 Association

Information on disease

il

W Treatments
Side effects of medication
M Alternative therapies
M Diagnostic tests
B Informative materials
® Drugs availability
W Other subjects




Caller profile analysis

Based on 182 calls in 8 months

Category of caller Age groups %

0%3% 2% -

2-4 W No data
m>50
W 40-49

= Patient org

m Medical HPC, Student S |

I 15-19
= Profesional m30-39
M Relative 20-29 m20-29

W Friend 30-39 m15-19

W Patient 20-49 m5-14

m2-4

>50

mO0-1

No data

Gender Type of contact

35.00 1 mHelpline |

= Male 5 M e-mails

mFemale = Forum
u Others

Help line e-mails Forum Others




Josipa Gazibara

Rehabilitation
programmes

have a job, an active social life
- Have to cope with a disabling
disease

- Adapt physical activities




Public campaign "Myasthenia Gravis -The invisible disease”
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Romania

bureaucracy
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: “Patient in the center of health system “

‘V.) \ ) - - Pharmacist

Z . Distributor




MG Patients Associations

Collaboration with other patients organizations

Participation to clinical trials




European Myasthenia Gravis
Association

Third Annual Meeting and
General Assembly

- May 26, 2012, 9:00am

CE Conference Centrre Brussels

Room 4E, 4th floor

Under the

| patronage of |

CAl
EURORDIS &

Rare Diseases Europe




