EAAHNIKH AHMOKPATIA
Ynoupyeio Yyeiag

TPA®EIO ENHMEPQZHZ &
EMIKOINQNIAZ

AEATIO TYNOY

ABrva, 8 louAiou 2020

Me uttoupyikry amégacn Tou YTroupyou Yyeiag BaoiAn  KikiAia,
onuioupyeital yia TpwTtn @opd otnv EANGSa kai TiBeTal o€ TTAAPN
ETTIXEIPNOIAKA AeIToupyia oTO 20oTnua HAEKTPOVIKAG
2uvtayoypaenong, EBviké Mntpwo AocOevwv TTou TTACXOUV a1rd
KuoTikf lvwon.

MpoékeTal yia TV TTIO OUXVr, TTAOYKOOMIWG, KANPOVOUIK) vOOO TTou
TTPOKAAEITaI ATTO TN HETAAAQEN €VOG yovIdiou Kail n oTroia TTPoGBAAAEI TTOAAG
CwTIKA 6pyava Kal CUCTHPATA TOU avBpwTTIVOU OpYyavIOUOU.

Exmiparan o1 trepimrou 1 ota 2.000-2.500 traudid yevviouvtal pe KuoTiKn
Tvwon otn xwpa pag (ouvoAikd 50-60 traidid 1o xpovo), evw 10 4-5% TOU
YEVIKOU TTANBuopou, dnAadn 1 ota 20 €wg 25 dtoua, Bewpeital 6T ival
@opéag Tou TTaBoAoyikou yovidiou (tTrepitrou 500.000 cuTTOAITEG POG).

H ouoTaon Tou EBvikou MnTpwou atroteAoUoe XPOVIO aiTUa TWV ao0eVwWY
pe KuoTikn Tvwaon, kaBwg eTpOKeITo yia éva EAAEINPa TTou dnuioupyouoe
TTPOCKOUMOTA OTIG UTTNPECIEG UYEiag TTou AduBavav ol aoBeveig, KabBwg Kal
oTnv TPOCoRaacT) TOUG OTIG VEEG, KAIVOTONES BEPATTEIEG.

Mo avaAuTikd, n dnuioupyia Tou EBvikou Mntpwou AcBevwyv pe KuoTikn
Tvwon éxel wg oTdX0UG:

a) Na karaypa@ei 0 apiBudg Twv acBevwy (TTaidiwv Kal evnAikwv) TTou
TTdoxouv atrd KuoTiknr lvwon kai diafiouv otnv EAAGDQ.

B) Na ekTiunBei n emdnuioAoyia TnNG véoou, 10iwg o1 ETTITTAOKEG, Ol XPOVIOI
ETTOIKIOMOI aTTd Aoigoyodva oTeAEXN Kal KABE GANO OXETIKO OTOIXEIO, KPIiOIUO
atro 1aTpIKA ATTown.

y) Na duvavTtal va aglohoynBouv pe emoTnUOVIKA KPITAPIa N BapdtnTa TnG
vOOOU TWV aoBevWV Kal 0 puBNOG emIRAPUVONG TNG G0BEVEIOG TOUG JE TNV
TTAPOdO TOoUu XPOvou.

0) Na atroTuTtwOei N PapuUaKeUTIKA aywyn TTou AapBdvouv ol aoBeveic Kal
va agiohoynBei n duvardtnta TPOCPACAS TOUG OE VEEG KOAIVOTOUES
Beparreieg

€) Na aflohoynBei n aroTeAEOUATIKOTNTA TNG EPAPPOYACS TWV BEPATTEUTIKWV
TTPWTOKOAAWYV Tou KABe KévTpou KuoTikAG Tvwong, HE aTTWTEPO OKOTTO TV
evOeEXONEVN TPOTTOTTOINCN TOUG VYia TNV PBEATIOTN TTAPOXNA  IOTPIKWV
UTTNPECIWY OTOUG QOBEVEIG.
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oT) Na agloAoynBouv ol avdykeg yia 10 oxedlaoud Kal Tnv UAoTToinon
TTPOCPOPWYV UTTNPECIWY UYEIag oToug acbeveig pe KuoTikn Tvwon.

¢) Na uttdpyxel dlacuvdeon Kal atTooTOAN TwV £BVIKWY dedopévwy o€ ETAOIA
Bdaon — pe TpOTTO TTOU Ba dlac@aAiovTal Ta JIKAIWUATA, TA TTPOCWTTIKA
Oedopéva Kal ol eAeuBepieg Twv acBevwv — oTo Eupwtraikdé Mntpwo
AcBevwy pe KuoTtikn ‘lvwon (European Cystic Fibrosis Society Patient
Registry, ECFSPR), 10 oTmroio amroteAei kai 10 €mionuo 6pyavo Tng
EupwTraikig Etaipeiac KuoTikAg ‘Tvwong (European Cystic Fibrosis
Society). Me autd Tov TpOTIO, Ba €ival duvati n CUYKPION TWV €BVIKWV
oedopévwyv TnG EAANGDOC pe ekeiva Twv AAAwV KpaTtwv, n aviaAiayn
TTANPOQOPIWYV YIa TN BEATIOTN QVTIMETWTTION TWV A0BevwWY Kal N duvatoTnTa
TTPOCRACNG OTIC CUYXPOVEG BEPATTEIEG.

YtrevBupiletal 611 Tov TrTepaapévo PeBpoudplo, o YTToupyog Yyeiag BaaiAng
Kikihiag, Trpoxwpnoe otn cuotacn Ouddag Epyaciag pe okoto TNV APEDN
Kal Xwpig xpovoTpIBEg, dnuioupyia Tou EBvikou Mntpwou AcBevwyv TTou
TTaoxouv atro KuoTikn Tvwon.

H Oudda Epyaoiag Trou arroTeAcital amd  EyKpITOUG  ETTIOTAMUOVEG
(TrveupovoAdyoug, TaididTpoug, TTaBoAdyouG, YEVIKOUG 1aTPoUG) KaBWG Kal
EKTTPOOWTIOUG TWV 00Bevwy, ouvexiCel TIC €pyaciec TNG ME OTOXO TNV
TTapakoAoUBnon TNG UAOTTOINONG Kal EQapuoyrig Tou MnTpwou.
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