NMANEAAHNIOXZ ZYAAOIOX KYZTIKHZ INQXZHXZ

20 AekepBpiou 2023

KuoTtikn lvwon: Atevifovrag 1o uéAAov

Zuutrepdopata ammod 10 EvnuepwTrikd 2uvédpio Tou MaveAARviou ZuAAdyou
KuoTikAg Ilvwong

Me peydAn emTuyia o€ €0pTacTIKO KAiLA TTPAYUATOTTOINONKE TO EVNUEPWTIKO CUVEDPIO
“KuoTiki ‘Ilvwon: Atevifovtag 1o péAAov”, Tnv Kupiakr 3 Aekepfpiou 2023, oTo INNOVATHENS
otnv TexvémoAn Afuou ABnvaiwv. To ouvédpio diopydvwoe o [lMaveAArviog ZUAAoyog
KuoTikAg ‘Tvwong oto tAaioio Tng Eupwtraikig ERSdopddag KuoTikAg ‘lvwong 20-25
NoeguBpiou 2023 kal TnG emereiou 40 Xpévwyv amd Tnv idpuon tTou ZuAAdyou, utrd TIg
alyideg Twv Afpou ABnvaiwyv, Eurordis- Rare Diseases Europe Kal Cystic Fibrosis Europe Kal p€
TNV UTTOOTHPIEN TNG Vertex Pharmaceuticals- MAaTivéviog Xopnyog Kal Twv dwpnTtwv Special
Therapeutics, PARI, Askpharma. H ekdAwon petadobnke wvtavd ot live streaming. To BivTeo pe

OTIYWIOTUTTA ATTO TO CUVEDPIO OTO https://www.youtube.com/watch?v=ABojlmomltc.

2T0 OUVEDPIO TTOPOUCIACTNKAV OI VEEG £EENICEIG, TTOU aAAAlouv TO péANov TNG KuoTiKAG Tvwong
Kal TNV KaBioTouv oTadiakd atrd Bavatn@dpo vooo o€ diaxelpiolun Xpovia aoBéveia. ZTOX0G
ATav N evnuépworn Twv acBevwv pe KUoTiKhA Tvwon Kal TwV OIKOYEVEIWY TOUG YIA TIG TEAEUTAIES
e€ehigelg, aAd Kal n euaioBnTOTTOINON TOU KOIVOU YIa TNV avdaykn TpéAnwng TnG aoBéveiag,
kabw¢ n KuoTikf ‘lvwon gival n 1o diadedopévn kKAnpovoulky véoog pe 1 ota
2.000-2.500 1raudid TTOU YEVVIOUVTAI Va TTdoyouv atrd KuoTikA lvwon, pe TepioodTepoug
a1rdé 500.000 @opeig oTnv EAAGSA — TTOOCOOTO TTOU AVTIOTOIXEI TTEPITTOU OTO 5% TOU
YEVIKOU TTANBUCHOU - Kal TTEPITTOU 850 a00evEig 0 OAN TN XWPA.

2TV €kOAAWON TTPayUATOTTOINBNKE TTapoudiacn Tou TTPWTOU S1adpaoTIKOU Traidikou
BiIBAiou yia TNV KuoTiki lvwon otnv EAAGDQq, pe TiTAO “MuoTiki ATrooToAR: K.1.”, a1t TNV
ouyypagpéa Kal gikovoypd@o tou BIBAiou, Aldva Aegveldkn. To BIBAio atmoteAei pia
TTPWTOROUAIa TOU ZUAAGYOU YIO TOUG HIKPOUG OOBEVEIG KAl TOUG PPOVTIOTEG TOUG, OAAG Kal YIO
OTTOIOVOATTOTE BEAEI va EEKAEIBWOEI TA LUCTIKA TNG vOoou. ETtiong pe apopur Tnv 401 €1TETEIO
atmd Tnv idpuon Tou MaveAAnviou ZuAAdyou KuoTkhG Tvwong, TTapoucidoTnke atrd Tnv
Mpo6edpo Tou ZuAAGyou, Avva Zivou, TO £py0 Kal ol Opdoelg Tou ZUAAOYou, TTou AAAagav
TOV “XapTn” TNG véoou otnv EAAGDQ, evw aTTOVEUNONKE TIULNTIKA TTAAKETO OTOV EUTTVEUCTH
Kal I18puTikdO MéAog TOU ZUuAAdyou, cuvTaiouxou Maidiarpou K. Addu Mewpyiou, Tou
TpwTtou TaIdIGTpou Tou Tunuartog K. Tou voookoucgiou Maidwv “H Ayia Zoeia”. ZTnv
€0PTOOTIKN KOAAWON TTapeupEBNKE Kal 0 ouvTaglouxog TTaidiaTpog Tou Turuatog K.1. Maidwv
“H Ayia Zogia”, k. NTouvTouvakng ZTaupog.

“To QETIVO ETTETEIAKO TUVEDPIO NTAV LIa TUYKIVNTIKY EKONAwan! Me apopun ta 40° yevéBAia Tou
2UAOyou pag mapouaidoaue 17 “Muotiky AmooaTtoAn: K.I.”, éva dwpo améd Toug usydAoug
a0BEVEIC TTPOC TOUC VEOTEPOUCS, £vd project TTOU uag yEUIOE LUE XApPA Kal auykivnon! Eva ueydAo
guxapioTw oTn énuioupyo Tou BiBAiou, Nidva Asvelakn, yia 1o dpaud TnNS Kai oTnv EMOTHUOVIKA
EmTPOT TMoU aykdAiace tnv mpwroBoudia uag. 2mv ekdnAwon uadeutnkaue Taiaid kai
vedTepa uéAn, kai yioprdoaue 6Aor uadi ue Toug yiarpouc uag aro mAGI uag, Ta 40a yevéBAia Tou
2UAAGyou uag, mou 16pU6nke 10 uakpivo 1983 o€ uwia SUCKoAN groxn yia tn vooo. Méoa armo
TNV €6eAoVTIK uag mpooPopd arov 2UAAoyo o€ ouvepyaadia ue Toug yiIatpouc uag Kai ue v
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£€EAIEN TNC emIOTAUNG, OI idIol o1 ACBEVEIC Kal o1 yoveic uag karapépaue va aAAdéouue 1ic {wés
uac! Euxapiotouue Tov euTTveuaTr) Tou ZUAASyou uag, ouvraéiouxo aidiatpo K. Addu Iewpyio,
yia TNV TTOAUETH TTPOO@POPA ToU TTPOS ToUuS aoBeveic uag. Euxapiotolue ToUS TTPWTEPYATEC
yoveic- 1a 10putika MéAn- rou hipav n yevvaia améeacn va idpuoouv Tov 2UAAoyo o€ uia
EMOXH ToU Ta TEPICOOTEPA TTaIdId ue KuoTikh Tvwon éxavav tn {wh TOUuC TIPpIV Kav
evnAiKiwBouv. Euxapiorouue 0Aa ta uéAn tou A2 tou 2UAAGyou TTou Karapepav aurd 1a 40
Xpovia va Kparioouv Tov 2ZUAAOyo evepyo Kai ouvéxioav va udxovral ue Teioud yia éva
KaAUTepo péAdov yia oOAoug eudg. Euxapiorolue OAOUS TOUS yIaTPOUC pag Tmou Hrav Kai
ouvexidouv va givai oto TAGQI uag. Ymooxouaote 011 6a ouvexidouue Tov aywva uag uéxpl tnv
nuépa mou OA0I OVEIPEUBUATTE, TNV NuéPA TToU N voaoo¢ Ba eEaleipBei opIoTIKG Kal Ba xapioer
o€ 0Aoug uag aurd mou uag Asimrer mepioodrepo: Ammepiopiotn Avdaoa!”, dAwaoe n Npodedpog
Tou MaveAAfviou ZuAAdyou KuoTikAG Ivwong, Avva ZTTivou.

H ekdAAwon gekivnoe pe Tov XaipeTiopd Tou Yrroupyou Yyeiag, K. Xpuooyxoion MixdAn, o
otroiog ava@épbnke otn oTApIEn ¢ MoAiteiag Tmpog Toug aoBeveic pe KuoTikn ‘lvwon,
TovidovTag TNV uttoXpéwaon NG MNoAITeiag va TTapaoXel GTOUG eTTAYYEALATIEG uyEiag Ta e@OdIa
TTOU ATTAITOUVTAI, WOTE va OIOCQPOAICTEI N TTAOPOXH TTOIOTIKWY UTTNPECIWY UYEIAG OTOUG
aobeveig. “TlapakoAouBouuce 1IC eEEAIEEIS Kal TIS KATAKTAOEIS TNS ETTIOTAUOVIKAS KOIVOTNTAS Kal
oegueuduaare O Ba AdBouue 6Aa ta pétpa Kai TIC AmOQACEIC TTOU amaiTouvial, yia va
e€aoalileral queoa KGBe KaIvoTOUOC Kal ETTAVACTATIKY Bgparreia yia Tou¢ acBeveic, aAAd kai
KGBe epyalcio kai uéoo mou Ba umrooTnpilel 10 €pyo Twv EmayyeAuaniwv uyeiac kai 6a
avaBabuilel TIC UTTNPETIES, TTOU TTAPEXOUV. ZTO ETTIKEVTPO LPICKETAl 0 aGOEVC Kal N avBpwITivn
dwn”, ONUEIWOE XapPaKTNPIOTIKA.

21OV XaIpETIONd ToU O CEO TOu Eurordis- Rare Diseases Europe, K. Yann Le Cam, aoU £££ppace
Bepuég euxEG yia TRV 40" emréTelo Tou MNaveAArviou ZuAAdyou KuoTikAG Tvwong kal cuvexdpn
TOV ZUAAOYO yia TO TMITUXNUEVO €pyo Tou aTnv EANGSQ, avagpépOnke OTIC VEEC TTPOKARCEIG TNG
vOOOoU, ETTIONUAIVOVTAG Kal TNV avAaykn yia BepaTTeuTIKEG AUCEIG yIa TOUG AOBEVEIC e OTTAVIEC
peTaAAGEelg. Tautoxpova e&éppace TNV avAaykn yia avamTuén €BVIKAG OTPATNYIKAG VIO TIG
OTIAvIEG TTABAOEIC OTN XWPA UAG, TTOU VO EUBUYPAUUIZETOI LE TA EUPWTTAIKE TTPOTUTTA.

2tov xaipemiopd TNG n AloikATpia Tou EOMYY, ka Kapmodivn Otavw, dNAwoe OTi
mpotepaidTnTa Tou EONMYY atroreAei n diaBeoipdtnTa, n mpoécBacn Kal N TPOCITOTNTA TWV
QPaPUAKWY Kal UTTNPETIWY TTou oxeTifovTal pe KuaTikr Tvwan, ev avakoivwaoe TNy Evapén 1ng
Kar'oikov TTapddoong gapudkwyv atmmd Ta @apuakeia Tou EOMYY, mou mepihapavel otnv
apxIKn @don Toug aoBeveic ue KuoTikn Tvwon.

Tnv ekdAAwon xaipétioe n MMpdedpog Tou IvoTiTouTou Tou [aidiou, KabnyARtpia
MNadiarpikig-NMaidiarpikig EvdokpivoAoyiag EKIMA, ka Kavakd-Gantenbein XpioTiva, n
oTToia €TMOAMAvVE OTNV agia Tou TTPOYPAUUATOS VEOYVIKOU QVIXVEUTIKOU €Aéyxou KuoTIKAG
lvwong, 1ou €xel &ekivioel mAoTIKG oTnv EAAGSa €wg kal To 2025, péxpig OTou va
EVOWUATWOEI TTARPWGS OTO VEOYVIKO QVIXVEUTIKO screening, ava@Epovtag OTl anuepa n KuoTikA
‘Ivwon atToTeAEi LEPOG TOU VEOYVIKOU EAEYXOU O€ TTEPITTOU 50% XWwpwv oTnv EupwTtrn. “Eiuacre
mepneavol Ot Kal OThH Xwpea uag Tia yiveral 10 aviXVEUTIKO screening, €101 WOTE va &ival
mpayuankornta mAéov va unv Eepuyel kavéva taidi Kal va utraivouv ol OlayvVWOoEIC TTOAU
apyoTepQ, TOU TTOAAEC POPEC BAETTOULE E0pAIWUEVES BIaTAPaXEC”, AVEPEPE XAPAKTNPIOTIKA.

210V XaIpeTIopd Tou 0 Ymreubuvog Mpootaciag Asdouévwy (DPO) Ytroupyeiou Yyeiag, K.
Zwypa@otmrouAog AnuATpng, avapépdnke otn aia Tou EBvikou Mntpwou KuoTiKAS Tvwong
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OoTnNV TTAPOXN IATPIKWY UTTNEECIWY Kal TN duvatoTnTa TTPOoRAcnS TwV A0BEVWIV O KAIVOTOUES
BeparTreieg, kaBWG kal oTnv aia Tng diaocuvdeong pe To Eupwtraikd MnTpwo KuoTikhg Tvwong
yIa TO cross checking Twv dedopévwy Twy acBevwy. “Mmopw va oag eyyunbw o611 dAa yivovrai
ouupwva upe TIC Bsuchiwdeic apxéc emreéepyaaiag mou EMIBAAAEI O yeVIKOS KavovIOuoS
mpooTaciac Ocdouévwy”, ONUEIWOE XAPOKTNPIOTIKA TTpocBéToviag o1 To EBvikd Mntpwo
KuoTikAG Tvwaong “sivar mpoika ox1 uévo yia rou¢ acBeveic ue Kuotikn Tvwon, aAAd yia roug
a0Beveic GAwv Twv oTTaviwy voohudarwv”.

Katd Tov XxaipeTiopd ToUu O Opéripog Kabnyntig MaidiarpikAg- Mauidlarpikig
Mveupovoloyiag A.M.0.,, ZuvrovioTAg EBvikoU Mntpwou KuoTtikAg ’‘lvwong,
EmioTnuovikd YreiOuvog ouddag epyaciag Yroupyeiou Yyeiag rpoypduparog Hospital
at Home, K. Toavdkag lwdvvng, ava@épBnke oTo TTIAOTIKO TTPOYPAUUA KAT OiKov Voo hAgiag
emonuaivovtag o1l “auri n 16éa yevvnlnke amd toug aocbeveic ue Kuorikn Tvwon. Mia
mpoorraBeia Tou Ytroupyeiou Yyeiag va puerapépel aoBeveic Tou XpeIadovial VOOOKOUEIAKN
@povTida oT0 OTTiTI uE KATAAANAn voookougiakl) gpovTida ammd yiaTpous, QUOIKOBEPATTEUTEG,
VYOOOKOuoUg, KATT ”. ETriong Tovioe OTI n eATTida éxel augnBei yia Toug acBeveic pe KuoTiknA
lvwon Ta TeAeuTaia xpovia pe Ta VED QAPUAKA KAl ava@épBnKe OTO Ivpoypd@nua TTou
onuooicuce 10 YToupyeio Yyeiag pe dedopéva amd 10 EBvikd kai Eupwtraikd Mntpwo K.l
onAwvovtag OTl “Ta maidid ua¢ onuepa ue Kuotikh Tvwon ue uabnuartik@ kai oTartioTiKa
ocdouéva dev Exouv kavévav Adyo va {nAsuouv Ta avrioToixa eupwirdikd dedouéva. Eiuaote
mAéov xapouuevor”,

Tnv ekdNAwon xaipétnoe kal o Mpéedpog Tng EAAnvVIKNAG MNMveupovoloyikig Etaipeiag
(ENE) kau Ka®nyntnig MNMveupovoAoyiag larpikng ZxoAng EKIA, k. ZTuAiavog Aoukidng, o
OTT0I0G aQOU ava@EPBNKE OTO ETITUXNUEVO TTPOOPATO OUVEDPIO KUOTIKAG Tvwong evnAikwv
NG Eupwraikig MNveupovoroyikig ETaipeiag, avakoivwoe 611 n EMNE Ba ouveyioel va xopnyei
yla 5" guvexh Xpovid UTToTpoia yia TTVEUUOVOAOYo oTn Movada K.l. oTo ZIopavayAgio Kai yia
27 xpovia ato TuAua K. evnAikwv oto [larmravikohAdou Oeoacalovikng. “Mpémer va
mpooeAkUoouuE aAAG kai kupiw¢ va eridéouue avBpwrous ue de€I0TNTa TTAvw o1V KUGTIKNA
Ivwaon. Eivair éva mpoowrtrikd otoixnua, av BéAsTe kai OIKO pou oToixnua, oav MNpdedpo¢ ¢
ETIE yia ta eTTéueva 3 xpovia”, avEQepE.

>1ov xaipeTiopd Tou o NMpoéedpog EAANVIKAG Maidotrveupovoloyikng ETaipeiag kai AvartrA.
Kalnyntig MaidiarpikAg Mavemiotnuiou KpAtng, K. EppavounA [Mapaokdkng,
avaeépdnke oTnv TTPooTIadeia Twy TTAIBIATPWY Kal TTaIdOTTVEUUOVOAOYwY, woTe N KUuoTIKA
‘lvwon va petatpatrei ammd TadiaTpik VOoOG Kal o€ vOoOog evnAiKwy, LE TNV £PEUvVA Kal TV
EMOTAUN Va divel EATTIOOPOPA unvUuaTa yia Toug acBeveig, empBeRaiwvovTtag o1l ol EAANveEG
TTadOTTVEUOVOASYOI gival TTAvTA KovTa oTta TTaidid ue KuoTikn Tvwon pe uywnAo eTmitredo
EKTTAIOEUONG KAl CUVEXT LETEKTTAIOEUON.

270 ETMOTNHOVIKO LEPOG TOU OUVEDPIOU CUUUETEIXAQV 10TPOI aTTd Ta £§e1SIkeupéva KévTpa kal
latpeia KuoTiknAg Tvwong TG Xwpeag, n 10TPIKA oudda HeETAPOOXEUTEWY TIVEUUOVWY TOU
Qvdosiou KapdioxeipoupyikoU Kévipou, kaBwg¢ kal 1aTpoi GAAwV €ISIKOTATWY Kal
EMICTAUOVEG UYEIAG, 01 OTTOi0I TTapouaiacayv Ue TIG VEEG e€eAieic oTnv KuaTikr Tvwaon.

2 UVOTITIKA:

- O1 kaivotopueg Bepartreieg CFTR Modulators (TPOTTOTTOINTEG) KAl CUYKEKPILEVA O TPITTAGG
OUVOUAOHOG PAPUAKWY EXEI ONUAVTIKO OPEAOG oTNV €TTIRIWoN Kal TNV TToIdTNTA (WG
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TWV ETMAEEILWY QOBEVWV, HEIWVOVTOG KOTA 79% TIG TTAPOEUVOEIG TNG VOOOU, KATA 74%
TIG VOONAgieg 0TO vOooKouEio, KaTé 85% Tov KivOUVO LETAOUOOXEUONG KAl KATA 72% TOV
Kivduvo BavaTtou. Etriong éva onuavtikd pépog Twv atopwy pe K. pe mpoxwpnuévn
vOOO KAl OTTAVIEG YOVIOIOKEG METAAAAEEIG, utTopei va gu@avifouv BeAtiwon pe Tn
Xopriynon Tou TpITTAoU oguvduaopou.

- To emiedo TnG uyegiag Twv acBevwv pe KuoTikA Tvwon otnv EAAGSa gival Trapduolo
pe Twv EupwTtraiwv acBevwyv pe Bdon ta dedouéva atmd 1o Eupwtraikd kai 1o EBvIKO
Mntpwo KuoTikng Tvwong.

- Ztnv KuoTikn lvwaon ol Siartapayég UTrvou atroteAoUV pia ouvvoonpoTnTa TTOU GUXVA
UTTOdI0YVIOKWKETAI KOl ETTNPEACEI apvNnTIKA TNV TTOIOTNTA {WHG TV 00OEVWV.

- Héykaipn évapén Twv KaivoTopwy Bepatreiwyv CFTR Modulators ota TTaidid utropei va
dlaTNPNCEI TNV TTAYKPEATIKA KAl NTTATIKI AEITOUPYIa 0€ KOAQ €TTITTEDA.

- H uwnAn ouxvétnta eu@dviong Baktnpiakwy Aoluweewv oe aoBeveic pe KuoTikn
‘Ivwon amoteAei emmiong mapdyovia KivOUvVou yia TNV QVATITUEN WUKNTIOOIKWYV
Aolpwewyv, OTTWGS 0 AoTTEPYIAAOG.

- Meiyuata BakTnplo@dywyv, TTOU OTOXEUOUV GTNV KOTOTTOAEUNON TOU WIKPORIAKOU
@opTiou Twv acBevwyv pe KuoTikr Tvwaon, BpiokovTal € KAIVIKEG MENETEG.

- Me v aténon Tou TTpocddKIpou eTTIRIWONG 01 EVAAIKEG a0BEVEIG EpxovTal AVTILETWTTOI
pE VEEG INTANATA, OTTWG TTAXUCAPKIQ, aUgnan oakxapwodn dIapnTrn, KAKONBEIES, KATT.

- O aoBeveic mou €xouv UTTOBANBEl Ot peETAUOOXEUON TIVEUMOVWYV XpeldlovTal
€€e10IKEUEVN TOKTIKY TTAPOKOAOUBNGN YIA TNV QVTILETWTTION TWV ETTITTAOKWV.

- TMapapével EMTAKTIKA N avdykn va evioxuBei n dwped opydvwy otnv EAAGOa kal TO
€0VIKO TTPOYPOUNA HETOHOOXEUONG TIVEUHOVA VIO TO HIKPO TTOOOOTO TWV 00BEVWV
TToU OEV AVTATTOKPIVOVTAI OTIG KAIVOTOPEG BepaTreieg Kal BpiokovTal o€ TEAIKA oTAdIa
QVATTIVEUOTIKAG QVETTAPKEING.

- H emimrwon tou Zakxapwdn AiaBAtn KuoTikAg lvwong (CFRD) aufdvel pe tnv
NAIKia Tou aoBevy, pe 10 50% TWV 00BEVWV TTOU guPaviouv oakxapwdn diapnTn va
gival Avw Twv 30 ETWV.

- H umoyovipétnTa 0TOoUG AVOpeg aoBeveic pe KuoTikh Tvwon pmopei va emmAUBEi
avwduva pe Bloyia Opxews Kal €EWOWUATIKI YOVIUOTTOINGN, €VW OTIG YUVAIKEG
00BEeVEIG UTTOPET va QVTILETWTTIOTEI UE OTTEPUATEYXUON.

- Me Tnv adgnon Tng TTPOOTITIKNAG KUo@Oopidag yia TIG yuvaikeg acBeveic pe KuoTikn
lvwon oMoéva Kal TTEPICOOTEPO HETA TNV €AEUCN TWV KAIVOTOUWYV BepaTTEIWY,
onuioupyeital N avdykn avamTuéng kai opydvwong SIKTUWY CUVEPYATiag HETALU TwV
YUVOIKOAOYWV KOl TWV EEEIBIKEUUEVWV TTVEULOVOAOYWV.

- Ta eiomvedpeva avTiBIOTIKA, N @uolofepartreia Kol N AOKNon ouvexi(ouv va
atroteAoUV onuavTiké péPOog TNG KaBnuepIvig BepaTreiag Twv acBevwov pe KuoTikn
‘lvwon,.

- OeTIKA €ival TA ATTOTEAECUATA TOU TTIAOTIKOU TTPOYPAUUATOS OuddWwY YVWOIOKAG
CUUTTEPIPOPIOTIKAG YuxoBepatreiag yia acBeveic kal POVTIOTEG, TTOU AvaTITUCCEI O
MaveAARviog ZUANoyog KuoTikAG Tvwaong Ta TeAeuTaia 2 XpOvIa, PE TOV CUVTOVIOUO TNG
€0eAOVTPIOG KAIVIKAG WUXOAGYOoU Kag ZTaupoUAag PakiTdr], avadeikvUiovTag TNV avaykn
£yKaipng évapgng TG WUXoAOYIKNG UTTOOTHPIENG aTTd TA TTPWTA 0TAdIA ThG didyvwong.

Katd 1n Oidpkeia Tou Zuvedpiou aocBeveig kal @POVTIOTEG aoBevwv poipdoTnkav TIg
EUTTEIPIEG TOUG pE TN (wn ne KuoTikA Tvwon, aAAd Kal atrd T CUUUETOXH TOUG OTO TTPOY PO
OAd WV WUXOAOYIKNG UTTOOTAPIENG TOU ZUAAGYOU.
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MTTopEeiTe va TTapaKOAOUBNOETE TO BIVIEOOKOTINUEVO GUVEDPIO OTNV I0TOCEAIdO TOu ZUAAGYoU

07O https://cysticfibrosis.gr/hybrid-2023/

Tnv ekdnAwon cuvtévicav n Avva Zmivou, Mpdéedpog, kai n KwvoTtavTiva MNavvdakn, Mevikn
Ipaupatéag Tou MaveAAviou ZuAAdyou KuoTikng Tvwaong.

OwANnTég Tou Zuvedpiou fTav oi: Xpuooxoidng MixdAng, Youpydg Yyeiag, Yann Le Cam, CEO
Eurordis-Rare Diseases Europe, Kapmrodivn Osavw, AloikAtpia EOINYY, Kavakd-Gantenbein
XpioTiva, Mpdedpog IvoTitouTou Yyeiag Tou Maidiou, Kabnyntpia Maidiatpikrg-Maidiarpikng
Evdokpivohoyiag, AisuBuvtpia A' Maidiatpikiig KAvikig kar Xwpeuegiou EpeuvnTikou
EpyaoTtnpiou E.K.IMA., Zwypapotmroulog Anuntpng, YmeuBuvog lMpootaciag Aedouévwy
(DPO) Ymoupyeiou Yyeiag, Toavdkag lwdvvng, Oudtipog Kabnyntig lMaidlaTpikig-
Maidaitpikng MveupovoAloyiag A.M.0., Zuvtoviotrig EBvikou Mntpwou KuoTikAg Tvwong,
EmoTtnuovikd YTmeubuvog ouddag epyaciag YToupyeiou Yyeiag TTpoypdupuartog Hospital at
Home, Aoukidng ZTuAiavég, MNpdedpog EAANVIKAG Mveupovoloyikng Etaipeiag, KabnyntAg
Mveupovoroyiag latpikng ZxoAAg EKIIA, Mapaoxdkng EppavounA, MNpoedpog EAANVIKAG
Maidotrveupovoroyikng Etaipeiag,Av. Kabnynmg MaidiatpikAg lMavemotnuiou KpAtng,
Alapavréa @iAia, lMveupovoldyog, AlcuBuvipia EZY, Emotnuovikd YTeuBuvn Movdadag
KuoTikig ‘lvwong EvnAikwyv, ZiopavéyAsio 'NA, Mavika Karepiva, AvamAnpwrpia
Kabnyntpia [Mveupovoroyiag-Pupatiodoyiag AMNO, Kévipo KuoTikng ‘Tvwong EvnAikwy,
MveupovoAoyikry KAvikp AMNG, TNO "T. MNatravikoAdou", Xar{nayépou EATida, Kabnyntpia
Maiwdiatpikng- Maidiarpikig Maidotrveupovoloyiag A.M.O., YtreuBuvn Movddag KuoTikng
lvwong TNO “ItrrokpdTeio”, MeTpoxeihou Apyupr), Maidiatpos— MaidoTTveUpOVOAGYOG,
EmueAqtpia A', Tunua KuoTikng Tvwong, Maidwv “H Ayia Zogia”, ®dwrtouldkn Mapia,
Kabnyntpia  Maidiatpikig  [oaoTtpeviepohoyiog  AM.O.,  Aicubuvipia  MNaidiatpikAg
FaoTpeviepoloyiag, Hrratohoyiag kai diatpoerig, TNO "I, TMatmmayswpyiou”, Matraddkn
EAévn, TlveupovoAdyog, Emikoupiky 1atpdg, [Mveupovoroyikp AM.O., T.N.O. «.
MatravikoAdou», MepAetré MNapu@alAid- EipAvn, MNveupovoAdyog, AiddkTwp MavemmoTnuiou
Ococaliag Tunua latpikng, Toaykdpng HpakAng, Kabnyntrg MNveupovohoyiag EvTaTikrg
O¢pamreiag  E.KILA., AiguBuviic Movadag Evramikng Oeparreiag TN “ATTIKOV”,
EmoTtnuovikég  YmeuBuvog lMpoypduupatog Metapooxeuoewv lMveupdvwv  Qvdoeiou
Kapdioxeipoupyikou  Kévipou, Xapoyewpydkng  OseuiotokAng, Aicubuviic B’
Kapdioxeipoupyikou Tunuatog, Ymeubuvog Kapdioxeipoupyds Movadog Metapooxeloewyv
Kapdidg — Mveupdvwy & Mnxavikig Ytrootpigng, Qvdoeio Kapdioxeipoupyikd Kévrpo,
Oeo0dwpodtrourog Pwrng, EmueAntg MNveupovoloyiag, Qvaocio Kapdioxeipoupyikd Kévtpo,
Xelpuwvig Mdvog, 2UVTOVIOTAG MeTapooyeloewv Mveupova MpoypduuaTtog
MeTapooyetoewv Mveupdvwy Qvdoeiou Kapdioxeipoupyikou Kévrpou, Towkog NikéAaog,
MaBoAdyog- AlapnToAdyog, AidakTwp latpikhig 2xoAng E.K.M.A., AicuBuvtAg EXY, AicuBuvTAg
B’ MaBoloyikou TuAuatog, YmeuBuvog Alapntoloyikou latpeiou, .N.A. “ZiopavoyAeio”,
AvayvwoTtou Eutuyia, Maicutripag- Xeipoupyog MuvaikoAdyog, AiddkTtwp latpikig A.M.0,
KoUota Aikarepivn, Metattuxiakry PuaciobeparreuTpia, TNO "I, MarmravikoAdou", Pakitdn
ZTaupoUAa, Dr., Dipl.-Psychologist KAIvIK WuxoAdéyog pe emdpkeia otn  vwolakn
>uutrepipoploTiky WuxoBepartreia, WipouAdkn AOnvd, ¢@povtioT ¢ aoBevoug, BeAoudng
lwavvng, o@povtioTig aoBevolg, Toevridou MapiAéva, aoBevric pe KuoTikr ‘Tvwon,
Mlewpyakn ZXZTéAAa, aoBevric pe Kuotiki ‘Ivwon, Aeveldkn Aidva, Zuyypa@éag Kai
eikovoypdgog maidikwv BIBAiwyv, Zmivou Avva, MNpoedpog MaveAArviou ZuAAdyou KuoTikng
‘Ivwong, Méhog A.Z. EupwTraikoU Opyaviopou Eurordis- Rare Diseases Europe, European Patients’
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NMANEAAHNIOXZ ZYAAOIOX KYZTIKHZ INQXZHXZ

Academy (EUPATI) fellow, MNavvdkn KwvoTtavriva, evikr Mpappatéag MaveAArviou ZuAAdyou
KuoTikng Tvwong

Euxapiototue 1ov MAativévio Xopnyd Vertex Pharmaceuticals kal Toug dwpntég Special
Therapeutics, PARI, Askpharma yia Tnv €uyevikr UTTOOTAPIEN TOU Zuvedpiou.

° O TlaveAdnvios 2UAoyog KuoTiknig Tvwong http://www.cysticfibrosis.gr/
16pUBNKe 1O 1983 OTNV ABnva kai gival évag amod 1ous uakpoPIoTepous 2UAAOyous

aocBsvwyv otnv EAAGda. 21dxor tou 2UAAGyou €ival: n TPOACTTION TOU auTovOnTOU
OIKQIWUATOS TWV ATOUWYV TTOU TTACXOUV ATTO KUGTIKN ivwaon oTnv TTEPIBaAwn kai otnv
KOIVWVIKN TTpovoIa, n £6a0@AAion Twv amapaitnTwy UTTOOOUWY Kal OUVOnKwv oTa
OpPYaVWUEVA KEVTPA TWV VOOOKOUEIWVY, OTTOU TTapakoAouBouvral aoOsVEIS ue KUTTIKN
ivwon, n eéaopaAion éykaipns Kai I00TIUNG TTPOCRACNS OE TTAPOXES UYEiaS, papuaka,
KQIVOTOUES BepQTTEiES, KOIVWVIKES TTAPOXES Kal N ETTIAUCH Twv OtToIWV TTPOBANUGTWY
TTPOKUTITOUV O OXE0N UE QUTES, N EVIOXUON TWV UETAUOCXEUCEWV TTVEUUOVWY, N
EVNUEPWON Kal EUQIoBNTOTTOINCN TOU KOIVOU uE OTOXO THV TTPOANWN THS vOOOU Kal TV
auvénon tn¢ dwpPEAs opyavwy, n mpowebnon tng épeuvag, KABwgs Kai n omroladnTToTe
uITOOTAPIEN TWV A0BEVWV Kal TwV OIKOYEVEIWVY TouS. O Dopéag gival EKTTPOOWITOS THS
EAGba¢ oroug AigOveic Opyaviououg: Cystic Fibrosis Europe (CF Europe), Eurordis
(Rare Diseases Europe), European Respiratory Society (ERS), European Lung Foundation
(ELF), European Transplant Patient Organizations (ESOT-ETPO). [lepiooorepa yia Tov

2UMoyo otnv ioTooeAida http://www.cysticfibrosis.gr/
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