Evappévion g kMvikig mapakorovdnong otnv FSHD: khvikd pétpa ékfaong,
IPOOTTTIKES TOV 0.60EVAV KUl YNPLOKES KAIVOTORIES Y10, T1] VEX ETOYT] TOV
QUPUOUKEVTIKAOV OEpamer®dv

YnopaOpo

H npocorompofpayidéviog poikn svotpopia (Facioscapulohumeral muscular
dystrophy, FSHD) givot pio amd tig cuyvotepeg KANPOoVvoUIKES LVTKES TabnoELS.
YuvnBmg apyilet pe advvapio TV HL®OV TOV TPOGAOTOL Kol TNG WUKNAG {OVNG Kot LE
TNV AP0 TOV YPOVOL UTOPEL VoL ETNPEAGEL TOL AV KO KAT® GKPOL, TOVG KOPUIKOVG
KOl TOVG OVamVELGTIKOVG pbec. H mopeia g vOGOoU d1apEépel onUavTIKG amd GTOUO G
dTopo, evd €kTOG amd TN poikn advvopio morloi acbeveic epeavifovv emiong mdvo,
Koémwon Ko petopévn mtowdtnta {onc. Néeg Oepaneieg yio tnv FSHD mtAncialovv
oV £YKPLoN, WGTOGO GYUEPA OEV VITAPYEL SIEBVDG CLUEMOVNLEVO TPOTLTTO Y10, TNV
napokorovOnon tov aclevav pe FSHD oty kanuepv) khvikn mpdén.
AQOPETIKESG YDPESG, OALY aKOUN Kot SLLPOPETIKA KEVTPA, AEI0A0YODV SLOPOPETIKES
TAPOUETPOVG, YPNOLLOTOLOVV SOPOPETIKA epyaieio Kot dSLOBETOVY dloPOPETIKS YpOVO
v kéBe emiokeyn

X16y01 T0V workshop

>10y0¢g Tov workshop NTav va emitevyBel coppovia oe £vay Koo Kot TPoKTIKO
TPOTO TopakoAoVONoNS TV acbevav pe FSHD oty kabnuepivi khvikn tpdén:
évay TpOTo EPAPUOGILO GE SLOPOPETIKA KAVIKE TEPIPAALOVTA, TOL VO TEPIAAUPAVEL
KoL TNV gUmepia Tov 10100 10V acBevols Kat va tvat KATAAANAOG YioL TV ETOYT TOV
véov Bepamelmv. O1 e101KOTEPOL GTOYOL NTAV 1 YOPTOYPAPNON TOV SEOVAOV TPAKTIKAOV
napoKoAovOnong, N a&loAdyNon TV VTaPXOVIOV LETPOV KBNS Kol TNG
EQOPUOCILOTNTAG TOVG GTNV KAONUEPIVI] TTPAEN, 1] AVAYVAOPLOT] TOPAYOVT®OV
OTUOVTIK®OV Y10 TNV KATNYoplomoinon tov acevov, 1 a&loAdynor tov poAov Tov
YNOEIKOV EPYOAEIMV Kot 1 AVASEIET KAVIKMV 0VOLYK®MV TOL GNUEPA TOPAUEVOVY
OVETOPKDG KOAVLUEVEG,.

Amnoteréopata Tov workshop

"Eva mponapackevactikd epotnuatordylo oe 18 yopeg emPefainoe onuavtikn
ETEPOYEVELD GTNV KAVIKN TPOKTIKY, KOONDS Kol TEPLOPIGUEVT] GLAAOYN CTOLKEIMV
éxPoaonc 0mwg avagépovtal amd Tovg acheveic (patient-reported outcomes 1| PROs).
Me Bdomn avtd ta dedopéva, to workshop mpoteive évo molveninedo wrhaiclo
TaPoKoAoVON 6N, Eva Pacikd eELdyIoTo GHVOLO dedopévmv mov Ba ypnooroteiton
o€ KaBe KAMvIKO KEVTPO, VO EKTETAUEVO GUVOLO Y10 KOO UOTKE KEVTPO Kol £VOL TTLO
OAOKANPOUEVO GHVOLO Y10 EPELVNTIKA KEVTPO Kol KEVTPO KAVIK®OV pedet®v. To
mAaiclo avto Oa emiTpéyet T cHYKPLoN SESOUEVMV HETAED YOPDV, TAPOUEVOVTOS
TOPAAANAL PEAMOTIKO (OC TPOG TOLG SLOOEGLOVG KAVIKOVG TOPOVC.

O névog,  kénwon kot T PROs avayvopiomnkav og Topelg Tov cuotnuotiKd
VTOEKTILAOVTOL KO TEOMKOV MG TPOTEPALOTNTES Y10 TEPAUTEP® JPAOT|. TPV OnKe
N dnpovpyia eEedIKELUEVOV OPAS®OV EPYAGIAG Yo TNV TVTTOTOINGN TNG AEOAOYNONG
tov Tévov otnv FSHD kot ) BeAtimon Tov kAMvikov optopod g Evapéng g vocsou.



H epyacia amoterel cuvéyela 1o VLAPYOLSOV TPOTOPOLAIDOV GTO TESIO AVTO,
ocvumepthappavopévov tov emikeipevav dteBvov Standards of Care yio tqv FSHD o
TV ovotdoemv Tov 27900 ENMC workshop yia v moudikng évapéng FSHD.

To workshop avédei&e eniong ) onuocio TOV YNPOKAOV EPYOAEIDV KAl TOV QPOPETDOV
TeXvorOYIOV (Wearable technologies) yia tn peAdovtikn KAWVIKY| Tapokolovdnon).

Ta amotelécpata B KowvomoinBodv pécm onpoocievcewv, tov FSHD Clinical Trial
Research Network, too FSHD European Trial Network, tov PaLaDIn Consortium,
tov ERN EURO-NMD, tov TREAT-NMD ka1 opyovodcemv acBevov.

AVTIKTUTTOG Y10 TOVG 000EVEIS KO TOS 0IKOYEVELES TOVG

Ot aoBeveic oe drapopeTiKé yopeg o emmPeAnBoOV omd TO GLVETT Kot GUYKPIGUUN
KAVIKT TopoKoAoVONoT|. ZoUTTOUOTE TOV EMNPEALOVY GNUOVTIKG TV KoOnuepvn
Con, Wwitepa 0 TOVOG Ko 1 KOTwaon, Ba avayvepilovtot o cvotnuotikd. To véo
mlaiclo Ba cupPdliet emiong mote ot véeg Bepameieg va pmopoHv va, aloloyovvial pe
0pB6TEPO KO TAYHTEPO TPOTO GE TPOYUOTIKES KMVIKES GLVOT|KEC.

Enépevo priporta

H tehcn ovvaiveon oyetikd pe ta empépoug pétpa aloddynong Ba opiotikomomOet
o€ endpevn ovvavinon to 2026, evd ot opdoeg epyaciog o cuveyicovy mapdAinia
10 £pPYO TOVC.



