235° ENMC (European Neuromuscular Centre) Workshop

«H 0éon Tou aoBev pe Neupopuiki Madnon otnv Amé Koivou ARyn
ATtro@docewv»

19-20 lavouapiou, MiAGvo, ITalia

Opydvwon: Kabnyntm¢ Hanns Lochmiller (UK), KaBnyntAg Aad Tibben
(OAAavdia), EkteAeoTik ETiITpoTT) ENMC Kai I'pageio ENMC.

To workshop opyavwbnke oTa TTAciola Tou eopTtacpou TnG 25" Etreteiou Tou ENMC.
‘EAaBe xwpa oto MiAdvo, otnv ItaAia, ot 19-20 lavouapiou 2018 «kai
TTapakoAouBnénke amd 45 cupuetéxovteg amo 15 OI0QOPETIKEG XWPES: BEAyiO,
Aavia, ®iAavdia, MaAAia, Mepuavia, EAAGSa, Ouyyapia, ITahia, OAAavdia, MNoAwvia,
lomavia, 2Zoundia, EAMNBetia, Hvwpévo BaoiAeio kar HMA. Auti n  oudda
QVTITTPOCWTTEUE €Va €UPU GUVOAO €I0IKWV: OOBEVEIC KAl YOVEIC, EPEUVNTEG, KOIVWVIKOI
KAl TTONITIKOI €pEUVNTEG, WUXOAOYOI, NBIKOAGYOI, avTITTPOOWTTOI PUBUICTIKWY apXWwV
KOl QAPHUAKEUTIKWY ETAIPEIWV.

270 TTEQI0 TWV VEUPONUIKWY TTABNCEWY, N EUTTAOKI TWV ACBEVWV £XEI AVAYVWPIOTEI
€0W Kal Kaipd wg oAU onuavTikrl. To ENMC avéueve 6T Qutri n €TTETEIOC €ival n
OTIYMA YIa va oudntnBei To TTWE Kal TTOTE Ol a0BEVEIG Kal 01 OpYyavIoUoi aoBevwy
BéAouv va eguTTAaKOUV OTNnV €peuva Kal TTWG ol acBeveic BEAouv va oupfdiouv
mTepaITEPW avamTuén.To ENMC £xel evBappUvel TN CUPUETOXN OPYaVICUWY agBevwyv
o¢ KGBe workshop TTOoU dlopyavwvel Ta TeAeutaia Xpovia. Ze autd TO ETTETEIOKO
workshop, To ENMC aTtrookoTrei va evOUVOUWOEl TTEPAITEPW TN CUMMETOXN Twv
a0Bevov 0 OIAYPOPOUG ONUAVTIKOUG TOWEIG, oI oTroiol , o€ TTOAAEG EupwTraikég
XWPEG, BpiokovTal akOun oTa XEPIO TWV EPEUVNTWV KAl TWV YIOTPWV:

1. WuxokoIvwVIKA UTTOOTAPIEN TWV OIKOYEVEIWY TTou diépxovTal TIC SIadIKAOIES
NG d1dyvwaong Kal NG TTapakoAoubnong

MetaBaon ammd Tnv TaudikA, oTnV €@NPIKA Kal TNV evAAIKN NAIKia Tou acBgvolg

N

3. ‘Epsuva Ye ONUAVTIKEG OUVETTEIEC OTNV KaBnuepivotnTa (diatpo®r], TTévoc,
Koupaon)

H

MnTtpwa acBevwyv Kail BIoTPATTECES

o1

>XeDIA0 PG KAIVIKWV OOKINWY
6. Aladikaoieg pUBUIONG KAl OUYKATABEDNG

H a1mé koivou Afyn ammo@dcswy gival €va JoviéAo diepoug aAAnAeTTidpaong PETagU
TOU a0BevOUG Kal TOU KAIVIKOU 1aTpoU, TToU £QapuodeTal ouvRBwg yia Tnv €TTiTEUEN
ouvaiveong OXETIKA pe TIG €TAOYEG BepaTtreiag. AtroTeAcital amd TPEIS QAOCEIS:
ouZATnon duvatoTATWY Kal  €mMAoywv, Tn OuvatotnTa OMIAiag Kal Tn  Afwn
ammo@dacewy. AUTH N TIPAKTIKN TITUXA xpnoigotroménke oto workshop yia va
odnyAoel T diaAoyikrp oulATnon METOEU EKTTPOCWTTWY Q0BEVWV KAl KAIVIKWV /
€PEUVNTWV Kal va culnTnBei 1o €TTiTESO CUUPUETOXNG TwV QCBEVWV OTOUG £EI TOUEIG
TTOU ava@épovtal Trapamdvw. 2znueiwote o1 n Koivip Afwn  Ammo@docwv
OTTOOKOTIOUCE  KUupiwg oTn  d1dpBpwon Twv  AAMNAemIOpAoewy HETAEU  TwV
EVOIAPEPOPEVWV KAl XPNOIUOTTOINBNKE WG EPYAAEIO IO TN AEITOUPYIKA CUPMETOXN.



MeTd TNV eil0aywyn TNG évvolag TNG KOIVIG AWNG aTToQAcEwY Kal TwV £ BeudTwy, ol
OUMUETEXOVTEG XwpioTnkav oe €E1 opddeg oulnTnong, MeE 101AiTEPN TTPOCOXN OTN
OikaIn EKTTPOCWTINGN TWV CUUPEPOVTWY, TWV XWPWV KAl TWV apuUOdIOTHTWV.

2UVOAIKQ, UTTHpXav Kolva onueia o kaBe ouATnon. Katéotn oa@ég 0TI N eKTTaideuon
OXETIKA MPE TN CUMMETOXA Twv acBevwyv OTO €TTiITEdO AAWNG ATTOQPACEWY ATTAITEN
KATapTion Kal KaBodriynon OAwv Twv evOIAQEPOUEVWY, CUUTTEPIAAUPBAVOUEVWY TWV
IATPWY, TWV ETTAYYEAPOTIWV TOU TOMEA TNG UYEIOG, TNG Qapuakoflounxaviag, Twv
PUBUIOTIKWYV POPEWY, TWV ATOUWY PE VEUPOMUIKN TTABNOTN, TWV OIKOYEVEIWV KOl TWV
opyaviopwy Twv acBevwyv. O1 pdAol Kal o1 TTPOTIMACEIS OAWYV Twv evilapepouévwy Ba
TIPETTEI VO KATAOTOUV oa®EoTepol. Ooov agpopd GAOUG auToug TOUG EVOIOPEPOUEVOUG,
gival onUAvTike va £Ea0@ANCOUNE ETTAPKI ETTIKOIVWVIO OXETIKA PE TIG €TTIOUMIES Kal
TIG TTPOKANCEIG TTOU QVTIMETWTTIoUE 600V aQopd TNV EQAPHOYR TNG CUMMETOXNAS
Toug aTo €TTiTTedo ouv-dnuioupyiag oTa dideopa BEuata TTou efetdlovtal. Auth n
TpooTrdBeia  amautei  PETABAAAOUEVEG OTACEIC KAl WG €K TOoUTOU  XpEIGlovTal
TIPEOPBEUTEG TTOU EUTTVEOUV KAl €£GOUCIODOTOUV Toug GAANoug yia Ta Oo@EéAn TNG
OUMUETOXNG TWV aocBevwy Kal iowg o€ TOTNIKO €TTTTESO UTTOPEI VO XPEIAOTEI ATOMIKA
kaBodrynon. Opiopéveg atmd TG ouddeg oulATNONG KATEANgAV OTO CUUTTEPOCHA OTI
QTTQITEITAI CUVAVTNON TTAPAKoAOUBNoNG A opdda epyaciog yia va eupabuvoue oTo
TTWG KAl TI va €QAPUOCOUME YIa va eEacg@alicoupe Tn BEATIOTN CUPPETOXN TwV
a0Bevov o€ auTO TO CUYKEKPIMEVO BEpa. ETmmTAéov, uttoypaupioTnke OTI atraiTeital
avtaAAayrh o€ eupwTTaiko eTTiTredO.

O1 oTOX0I TOU EpyacTnpiou eivai:

1. va dnpioupynoel éva «Aeuko BIBAIO» TTOU TOTTOBETEN TIC OPYAVWOEIG A0BEVWV KAl
000evwyv  0€  VEUPOUUIKEG BIATAPOXEG WG CUV-ONMPIOUPYOi KAl  OUV-UTTEUBUVOI
ouvepydaTeg. To éyypago auTd PTTOPEI OTN CUVEXEIQ VO XPNOIKOoTToINGEl o oulnTAOEIG
ME TOTTIKOUG, TTEPIPEPEIOKOUG, BVIKOUG Kal BIEBVEIG evOIAQEPOPEVOUG, KOBWGS Kal HE
ouvadEéA@oUg opyaviopoug acBevuiv yia va emTUXOUV TNV UTTOOTAPIEN Kal TNV
uTtooTAPIEN TNG aAAaYNG. Z€ AQUTA TNV TTPOOTTABEIN, O POAOG TWV CUPPETEXOVTWYV WG
TPEOPREUTWY QUTAG TNG aAAaynG O TOTTIKO eTTiTTedo Kal o€ Olebveic opyaviououg,
MEOW TwV BIKTUWV TOug, Ba gival KABOPIOTIKOG.

2. Na BeAtiwBei n euvaioBnTotroinon, pe TN &1GddoCn Kal TNV TTapoudiacn oTnv
VEUPOMUIKA KOIVOTNTA TWV ATTOTEAECOUATWY AuToU TOU €pyaocTnpiou Kal TNG AEUKAG
BiBAou. To ENMC Ba dnuocicucel Tnv TTANpPn £€KBeon Tou oepivapiou o€ KAtdAAnAa
ETTIOTNHOVIKG TTEPIOBIKG KOl Ba éxel HeETaQPAOTEl N €kBeon ava@opds oe dIGPOPES
yAWwooeg. EdW, 0 pOAOG TwV 0Opyavioewy acBevwyv Kal TwV KAIVIKWYV KEVTPpWY Ba
atroteAéoel TO KA€Idi yia va TeBei TO TTAQICIO yio aAAayr Kal JETOOXNUOATIONO OTn
oxéon Twv 0aoBevwv PE OAOUG TOUG eVOIOPEPOUEVOUG (EPEUVNTEG, PUBUICTIKOUG
QOpPEIG Kal Blounxavia).



Ava@opég aTrd KATTOIOUG CUMHETEXOVTEG:

"To Gvolypa Kai 1o TTaBog GAwv
TWV CUPPETEXOVTWYV ATAV.
€CAIPETIKO Kal £vag aTTd TOUG
KOPUPAiOUG TTAPAYOVTEG ETTITUXIOG
auTtou Tou epyacTtnpiou!”

" To TIPWTO HOU EPYOTTrPIO
ENMC ot éva B¢épa TTou
OUVOEETAI PE TNV TTPOCWTTIKI) HOU

Cwn: EYTTAOKN acBevwv! "

Ap Anneke Mels, 1a1pIkdg

ouyypagEag Kai TTapaTnpnTig o€
auTd TO EPYAOTHPIO

Ap. Alexandre Méjat, agBevig,
EKTTPOOWTTOG Tou AFM Kai péAog
TOU dI10IKNTIKOU GUMBOUAiou Tou
ENMC

"Eipal TG00 EVTUTTWOIACUEVN TTOU
ouvAvVTNoO avBPWTTOUG TToU Eival
TO00 TTABIGOPEVOI Kal TTPAYHATIKA
QVUTTOPOVOUV Va TTIECOUV VIO HIO
peyaAn aAhayn!"

Ka Fabiola Bertinotti, yovéag,
ekTTpOowTToG TNG CAMN K1 péAOG
TOU BI0IKNTIKOU GUUBOUAioU TNG
FSHD Europe

"ETTi TOU TTapOVTOG, YPAPW I AiTnon EMIXOPAYNONG KAl JETA TO 2350 £pyaocTApPIO
ENMC, mioTeuw 611 8 To aAAGEW CUPTTEPIAAUBAVOVTAG TOUG EKTTPOCWITOUG TWV
acBsevwyv Kal / ) Tr) CUPHMETOXN OMAdWYV UTTEPAOTTIONG KaB '0An Tn didpkeia TG HEAETNG,
oupTTEPIAQMBAVOMEVNG AUTHG TNG 18£0G TOGO OTN Sopn TwV PEBOBdWVY KABWG Kal oTNn
ouvBeon Tou BOKINAOTIKOU TTPOUTTOAOYIOHOU, BewpwVTag OTI éva TTOGOCTO TOU
mpoUTToAOoYIGHOU TNG eMISOTNONG Eival yia TNV opdda acBevwV Kal TIG OUAdES
UTTOOTHPIENG.

Eitre n Ap Valeria Sansone, AicuBuvTrg Tou KAivikou Kévipou NEMO, MiAGvo, ITaAia



2upuetréxovres oto 2350 gpyaotiipio ENMC oxeTika pe tn 6éon tou aobevi e
VEUPOUUIKAC TadBnong arn diadikaadia Koivig ANWng ammoedoswy, Tou
mpayuarotroigital ato éevodoyeio ATA, ato Expo Fiera oto MiAavo tn¢ Italiag

Oa BEAauE va uxapioTHOOUPE TIG AKOAOUBEG Opyavwaoelg acBevwy yia Tn Bondeid
TOUG OTNV TOTTIKA dlaxeipion authg TNG ouvavtnong oto MiAdvo:
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