TonoBeaoia: Aladiktuakn cUoken HEocw Zoom

TitAog: 254" AleBvric Emotnpoviky Zuvavinon Epyaciog tou ENMC: Anuoupyia eupwmnaikot Siktiou yla tThv
€vapén ouAAoyng eupwnaikwy dedopuévwy, KABWG KaL yLa TNV avamntuén kot avtaAlayn kateuBuvtrplwv
odnylwv yia tn Oeparmneia eviAikwy acBevwy pe vwtiaia puikg atpodio (NMA).

Huepounvia: 28 lavouapiou, 29 lavouapiou, 30 lavouapiou 2022.

Avopyavwteg: Kab. Pascal Laforét (TaAAia), KaB. Elena Pegoraro (ItaAia), Kab. Ludo van der Pol (OAAavdia) kot
Kab. Maggie Walter (Feppavia).

Tuppetéxovteg: Shahram Attarian (TaAAia), Bart Bartels (OA\avéia), Kristl Claeys (B€Ayto), Ana Ferreiro
(TaAAia), Nathalie Goemans (B€Ayto), Ksenija Gorni (EABetia), Nicole Gusset (EABetia), Tim Hagenacker
(Feppavia), Victoria Hodgkinson (Kavadag), Jan Kirschner (Fepuavia), Andrea Klein (EABetia), Anna Kostera-
Pruszczyk (MoAwvia), Hanns Lochmueller (Kavaéag), Chiara Marini Bettolo (Hvwpévo BagoiAelo), Eugenio
Mercuri (ItaAia), Robert Muni-Lofra (Hvwuévo BaoilAelo), David Orlikowski (FTaAAia), Laetitia Ouilade (FTaAAia),
Constantinos Papadopoulos (EAAGSa), Helene Prigent (FaAAia), Ros Quinlivan (Hvwpévo Baothelo), Emmanuelle
Salort-Campana (FaA\ia), Valeria Sansone (ItaAia), Piera Smeriglio (FaAAia), Rivka Smit (OAAavéia), Simone
Thiele (F'eppavia), Ben Tichler (EABetia), Peter van den Bergh (B€Ayto), John Vissing (Aavia), Juan Vazquez
(lomavia).

29 kAwikol epeuvntéc amo 12 StadopeTikég xwpeg (BEAylo, Kavadag, Aavia, NaAAia, Mleppavia, EAAGSa, ITaAia,
OMavéia, MNoAwvia, lomavia, EABetia, Hvwpévo Baoihelo), 2 acBeveic pe NMA, £vog ekmpOowmog opadag
unootnpleng acBevwv Kat 2 ekmpdowrol Tne dappakoflopnyaviag, amd tn Biogen kat tn Roche,
cuvavtnOnkav yla pia SLadkTuakn EMLOTNOVLKA cuvavtnon epyaciag to Zappatokuptako 28-30 lavouapiou
2022. H Emwotnpovikn Zuvavinon Epyaciag anookomoloe otn Snuioupyla evog eupwnaikol SIKTUOU yla Thv
€vapén ouAloyng eupwrnaikwv dedopévwy, KaBwWEG Kol yla TNV avamtuén kot avtaAdayn kateuBuvtrplwv
odnywwv yla t Bepameia evihikwv acBevwv pe NMA. H ouykekplpévn Emotnuovikr) fuvavtnon Epyaoiag
urnootnpixbnke amnod toug 10 cuvepyaldpevoug opyaviopuol tou ENMC.

Maykoopiwg, n cuAlhoyn 6edopévwy Kal to pnTpwa acbevwy, énwe ta puntpwa oacbevwv TREAT-NMD, to
iISMAC kat to SMArtCARE amobeixBnkav onpavtikd epyadeia yla TNV amokInon yvwong oXETKA Ue tn GuaLkn
Lotopia tng NMA oe aoBeveig mou Sev €xouv AaPel Bepanela, 16iwg oe aoBeveig peyalutepng nAkiag, kabwg
Kol o€ ekelvoug mou AapuPdavouv vocotpomonolntikn Bepamneia. H kataypadr ota pntpwa acbevwv pe NMA
ETUTPETIEL TN GUOTNUATIKA avamntuén pag Baong SeSopévwy yla tnv mepattépw eEEALEN TwV VEWV Bepamelwv.
IXETIKEC TITUXEG TWV TPEXOUOWV aAAA Kol peAoviikwv Bepamewwv tng NMA, ta dsdopéva mpayuatikol
KOGLOU, oL TpOToL xopnynong, ot Blodeikteg, ta Kpltripla evapéng kat Slakomng tng Bepameiag, n Yetapoon
oo v nadlatpiky otnv nepiBaAPn twv evnAikwy, n Slaxeiplon Twv MPoodoKLwV TwV oBevwy, N OTITLKN TwV
aoBevwyv Kkal TnG dappakoflopunyaviag, KAVOVIOTIKA KOl TIPAKTIKA nTAMata anod tnv Eupwnn kat tov Kavada,
n afloAdynaon kat mapakoAolBnon Twv acbevwy, Ta untpwa acbevwv Kat ol TpwtoBoulieg Tou ERN kal tou
TREAT-NMD culntribnkav pe SLeBVELG EUTELPOYVWUOVEG.

a TV evapuovion Twv KNTpwwV aoBevwyv Kal tng cuAAoYNnG SeSoUEVWY, OL CUUIETEXOVTEG Ba CUUMANPWGCOUY
£VTUTIO OO TO omoio Ba avayvwploTouV Kool TapovVoUaoTEG: N opada epyaciag cupdwvnaoe, eniong, os éva
PEOALOTIKO €AaXLOTO oUVOAO Sedopévwy, avaloya Pe To GaLVOTUTIO, yla TNV mopakoAouBnon twv acbevwy, Ue
SladopeTikeg e€eTaoelg yia aoBeveig mou dev £xouv TNV LkavdTNTA va kaBovtal, yia acBevelg e TNV LKAvOTNTA
va KaBovtal, Kabwg KaL yLa MeEPUTATNTIKOUG acBeVELS, OTIWG KAl O €va POCXESLO yla TNV mapakoAolBnon tng
aoddAelag Kol TNG OmoTeAEoMATIKOTNTAG TNG Oepameiag. EmutAéov, oulntnOnkKav GUYKEKPLUEVEG
KateuBuvTrpleg 0dnyieg yla tn petaBacn Twv acBevwv pe NMA amo tnhv madlatpikr) otnv eviiikn ppovtida.
H opdda cupdwvnoe CXETIKA UE TNV AVAYKN Hiag VEag, UEAAOVTIKAG Emiotnuovikng Zuvavtnong Epyaoiag
OXETIKA UE TG KaTeuBuvTNpLleg odnyleg yla Toug eviAlkeg aoBeveig, yla tnv avantuén npotinwyv ¢ppovridag,
KoBwe Kal yla HeANOVTIKEG SpaoTnpPLOTNTEG TNC opadag, Onwg n mpocfacn otn Bepamneia twv acbBevwv ot
0AOKANPN TNV Eupwrn, n epopuoyn VEWV LETPWVY EKPACNC KAl LETPWV EKTIUNONG TNG ATTOTEAECUATIKOTNTA TNG
Bepamneiog, onmwe auth avadEpetal and tov acbevh, KABWS KAl yLa pLa eVpwrtaiky cuAoyr dedopévwvy.

Mua mAnpng ékBeon Ba dnuooteuBet ato Neuromuscular Disorders (PDF).



To ENMC Ba @povrioet va dnutoupynoet evav ouvdeapo nipoc tn oeAiba NMD Elsevier, uoAig dnuooteutel n
niAnpng epyaoia oto NMD.



