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O1Opyavwoelg AcBevwy ntouv va . .
StatnpnBouv ta Sikaiwpata Prpouv Twv | \ Vi\\
EKTIPOCWTIWY TOUG otov Eupwraiké Opyaviopo Keep Patients Voting
dapudkwv Patients gt observers MIEEEy erts

The EU cannot afford to lose the invaluable
expertise gained over 25 years of patient
involvement.

AOnva, 16 louviouv 2025 - Kabwg n avaBewpnon Ing
YEVIKNC pappakeVTIKAG vopoBeaiag tng EE elogpxetal oe
KaBoplotiky ¢don, meplocodtepeg amd 70 smumAgov
OpPYAVWOELG AcOEVWV EVWVOULV TIC PWVECG TOUG PE TNV
EURORDIS - Rare Diseases Europe kal to European
Patients’ Forum (EPF), kaAwvtag toug umeubivoug xdpaéng moAtikng tng EE va
OlacdaAicouv OUCLACTIK CUMPETOXA Twv acBevwyv otov Eupwtaikd Opyaviouo
®apudkwy (EMA) - kal cuykekplyéva tn datipnon tou dikawpatog YRdpouv twyv
EKMpoowWNWYV acbevwyv otnv Emttponl ®appudkwyv yua Avepwrivn Xprion (CHMP).

Take action!

2€ Kolvn dnAwaon mou dnuootlelBbnke apxikd otig 10 Maptiou 2025, n EURORDIS kat to
EPF eixav tpoeldomolrjoel 0t oL dlampaypatevoelg oto ZUHBoUAL0 TG EE kKivduvevouv va
adaipéocouy ta dikatwpata Pridou Twv EKMpoocwnwyv acOevwyv otnv CHMP, aAAd kat
va HEWWOOUV TOV aplOPO TwV EKMPoCWTWY He Okaiwpa Yndou otnv Emrporn
dappakoemaypunvnong (PRAC) —tig duo emutpotmeg tou EMA tou eival utteBuvegylatnv
€YKPLON Kat TtapakoAovOnon twy ¢appakwy otnv Evpwrn.

H apxwkn mpdtaon tng Evpwmdikng Emitpormnc amotéAece onueio avadopdg ya tnv
TUTILKA evowpAatwon Twv acBevwy otig dladlkaoieg pubuicewv dappdkwy otnv EE,
TIpoTeivovTag TECOEPLG EKTTPOOWTIOUC acBevwy pe dikaiwpa Yrndou otnv CHMP kat duo
otnv PRAC. Qotoo0, n cupdwvia mou uobetnBnke amod to 2UPPBoVAo otig 4 louviou
AMOSUVAHWVEL OUGLACTIKA AUTEG TG TPOPAEYPELG Kal eV AVTATIOKPIVETAL OUTE OTLC
¢wnodoéieg tng Emrpormng, oute otn Béon Tou Eupwtaikou KowvoBouAiou ToUu
vloBetnBNnKe Tov AttpiAlo Tou 2024.

MNamneploocotepa amod 25 xpovia, oL EKTIPOCWTIOL TWV acBevwy TTpoodEPOUV TNV EUTIELPia
Toug otlc dladlkacoieg Tou EMA, evioxlovtag Tnv eumiotoocuvn, efachaiidovtag otL Ta
dApUaKA avIaTmoKpivovIal O€ TPAYHATIKEC AVAYKEG, KAl CUMTIANPWVOVTAC TNV
ETILOTNHOVLKNA KAl KAWVIKNA TeEKunpiwon.

H amoduvapwon A n katapynon tng Prndou twv acdevwy Ba Atav Eva BAPa tpog tTa
oW, OTEAVOVTAG £Va AVNCUXNTIKO HAVUHA OTL N WV TwV acBevwy dev eivat TAEov
embuuntn oe anogpAacelg mMou Toug adopolv apeod.

Me umtepnddvela avakowwVvou e OTL N Kolvh SAAWGN £XEL TIAEOV CUYKEVTPWOEL gupeia
uTtootNPELEN amod €vav cuvexwe auvavopevo aplBpo opyavwoewyv acBevwy, PEAN TwvV
EURORDIS kat EPF. To kUpa auto avtavakAd pla Ko avnouyia: n tpéxouoa mopeia tng
GAPUAKEVUTIKAG vopoBeoiagc ameldei TNV OUOCLACTIKA] CUMHETOXH TWV aocBevwv.
Evwpévol, uPwvoupe tn dwvh Pag wote N TeAKA vopoBeaoia va aviikatormtpilel tnv
eumeLpia, TIG avAyKeg KAL TNV TEXVOYVWOIA TwV acBevwy — OxL va JELWVEL TOV POAO TOUG.
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MeTa&l TwWV OpPyavWOoEWYV TIOU CUHHPETEXOUV EVEPYA OE AUTH THV TTPWTOoROUAla eival:
n Sjogren Europe, n AGORA - Opoomovdia ZuAAoywv AcOBevwv pe Peupatika
Noonuata tng Notwag Eupwnng, pEAN Kal Twy dU0 EVPWTIAIKWY OPYAVICHWY KAl N
EA.E.AN.A.(EAAnvikn Etapeia Avtipeupatikol Aywva) wg pelog tng EURORDIS.

Metatn ouvpdwvia oto Coreperl otic4 louviou uttd TNV MoAwvikn Mpoedpia, oL TpluEpEiC
dlampaypatevoelc avapgeoa oto ZupBouAlo, 1o KolvoBoUAwo kal tnv Emttpor Eekivolv
otic 17 louviou. H teAkn dpdon Twy dlampaypateloswy autwy Ba kabopioel To yEANOV
™NC pLBuLoNg ¢papudkwy otnv EE — kal pye autn, To PEAOV TNG EKMTPOCWTINCNG TWV
acBevwyv otov EMA.

O Marco Greco, Npoedpoc tou EPF, dnAwoe:

«Me TOOEC MOAAEC Opyavwaoell va OUUUETEXOUV, TO pnvuua eivat éekdBapo: ot
opyavwaoelc acgBevwy mpeEmeL va mapapeivouv (GOTILOL ETAiPOL aTOV PUBUITTIKO KUKAO
Jwnc¢ twv ¢papuakwyv. Kabwce éekvolv ot diampayuateloelg, kKaAdouue to Eupwmaiko
KowvoBoUAwo kat to ZuuBouAio va dtagpuAdéouv tn atabepr) Kat OUCLATTIKY) CUULIETOXN
TWV EKTTPOCWMIWYV agBevwyv. Av dev doBel oUTLAOTIKOC XWPOC OTIC PWVEC TwV acOevwy,
n vouoBeaia autr kivOuveUEL va amotuxeL atov Baatko Ttn¢ atoxo.»

H Virginie Bros-Facer, AlcuBUvouca 20puBouioc tng EURORDIS, mpoobeoe:

«Ot avBpwrrot rou Jouv UE atavia voonata xpeltdotnkay dEKAETIEC yla va KATtaktnagouv
Tn 6€0n Touc otn pubuLaTikn dtadikaaoia — ard tnv eptbwptortoinan, atn dtaBouvAsuon
Kal TeAlkd otnv ouataatikr oupuetoxn. Ot ekmpoowrtol acgBevwy dev eival mabntikol
nmaparnpnTec, aldd evepyd, eEElOIKeEUUEVA LUEAN TwWYV ETUTPOTTWVY Tou EMA. Ta dikawwpata
yneoou dev eivat auuBolika — avayvwpilouv tnv aéla tn¢ cupuBoAnc puac. H katdpynon
Touc Ba arroduvauwve gva ouotnua rou BonbBrocaue va xtotel.»

Olemodpeveg eBdopddeg eival KPIOIPEC YIA TNV UTIEPACTILON TNC CUMHPETOXN G TWV acbevwy
WC LOOTIHWYV €TAipWYV PE MARPN Sikawwpata Yndou.

MAnpodopicg

Dalila Lopes - Communications Officer | European Patients’ Forum | dalila.lopes@eu-
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MNa meplocdtepec MAnpodopieg mapakarov e emikolvwvnote pe tnv Alpha Public Relations
TnNA. 210 3645 629, ka PouAa Mntd r.mita@apr.com.gr i/kat ka Kaitn AvtwvomouAou
k.antonopoulou@apr.com.gr
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