MANEAAHNIOXZ ZYAAOIOX KYZTIKHXZ INQXHX

1 NoepBplou 2022

NpookAnon 6€ cuvévteuén TUMOU

tou NMNaveAAnviovu TuAAdyou Kuotiknc lvwenc

Airotel Ztpdtog BaciAkog, AGRva
Népmntn 10 NogpBpiov 2022, 13:00
Qpa npooéAevuong: 12:45

Me tnv gukapia twv ekdnAwoewv yla tv Evpwnaiky ERSopdada Kuvotikng lvwong (14-
20/11/2022) kot ¢ cupmAnpwong 40 xpovwv Asttoupyiag tou MaveAARviou ZuAAGyou
Kuotikig lvwong - Hellenic Cystic Fibrosis Association (H.C.F.A.), to A.Z. tou ZUAAGYyOU oag
npookaAel oe ouvévteuén Tumou, tnv Néumtn 10 Noeuppiov 2022, ot 13:00, oto
gevoboyeio «Itpatog BaoAikog» (Muyalakomoulou 114, ABrva), aibouvca “OAuvurmia”.

H Kuotkn Ivwon elvat n mo ouxvr) KAnpovopLkr vooog otn Asukn ¢uln, evw amoteAel kal
pila amod TIG TIO OUXVEC OTIAVLEG TIAONOELS, LE TOL CUMTTTWHOTA va EeKvoUV amo tn Bpedikn
nAkia. Mpokettat yla pia pn LETadoTIKA Kal TTOAUCUOTNUATIKY VOO0, AEANTIKA yla tn {wn,
Tou ennpealel MOAAA {WTLKA Opyava, KUPLWE TOUC IVEVULOVEC KOl TO TtAyKpeac. To 90% twv
0a00evwv pe KuoTikr Tvwon KataAfyeL amo avarmveUoTIKT AVETIAPKELO O veapn NALKia.

Ztnv EAAada oL aoBeveig umoloyilovtal mavw amnd 780 acbeveic pue mpoodokIuo emPBlwong
ta 25 pe 30 £€1n, Kal ol PpopEeig TG vOoou os mepLocotepous and 500.000, mou tooduvapel
UE TO 4-5% tou yevikoU MAnBuopoU tng Xwpag. Extipudrtal otL mepimouv 1 ota 2.000-2.500
nadLd yevviouvrtal pe Kuotikn lvwon.

Katad tn dtdpkela ¢ ouvevteuéng Tumou Ba mapoucLaoTouV:

- Ou6paoelg tou MaveAArviou Zuloyou Kuotikng lvwong pe otoxo tnv npoAnyn, tnv
NV nNpocBacn oc KAOTONEG Oeparneieg, Tn LEYAAUTEPN SLAPKELA KOl KAAUTEPN
nowotnta {wng Tov acBevoug

- Ta Besapatikd amoteAéopata TNG EMAVOAOTATIKAG Oepamneiag mov “maywvel” tn
vO00, N omoia xopnyeital pe emtuyia og EAANveG aoBeveig Ta teAsutaia dUo xpovia

- H avaykn evioxuong twv Kévtpwv Kuotikig ITvwong Kal CUPHUETOXAG TwWV aoBevwy
0TO TIpOypappa kat oikov voonAeiag tou Ynoupyeiou Yyeiag Hospital at Home

- OL8pdoelg evnueEPWONG Kal EuaLoONTOMOINONG YA T LETOLUOCXEVOELG TIVEUUOVWV
KoL Th SwpPed opyavwv
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H ekénAwon Ba ekvnoel pe XalpeTlopd ¢ AvamAnpwrtplag Ymoupyou Yyeiag, Aonuivog
kayka. Itn ouvévteuén Tumou Ba plAnoouv ol Avva Imivou, Mpoedpoc MaveAArnviou
ZuMoyou Kuotikng lvwong kat Méhog AZ Evwong Imaviwv AcBevwv EAAAS0G, Eiprvn
Katoivn, Avtutpoedpog MaveAAnviou ZuAAdyou Kuotikig Ivwong, Kwvotavtiva Mavvakn,
Fevikn Mpappatéag MaveAAnviou ZuAAOyou Kuotiknig lvwonc.

Eniong, Oa upnoouv ot lwavvng Toavakag, Opotiwog Kabnyntng Matdlatpikng
Mveupovoloyiag tou Aplototedeiou Mavemotnuiov Oecoadovikng (A.M.0.), ZuvtovioTAG
EOvikou Mntpwou Kuotikng ‘vwong, Emiotnuovikda YmelvBuvog opdadag epyaciog
Yroupyeiou Yyeilag yla to mpoypappo Hospital at Home, EAmida Xat{nayopou, Av.
KaBnyntplta  Noawdlatpikric  Mawdomveupovoloyiag  AplototeAeiov  Mavemotnuiov
Oeoocalovikng (A.M.0.), YmevBuvn Movadag Kuotikng Ivwong TNO “Immokpdrtelo”,
Eknpoowrnog tng EAAadag oto Mavevpwmnaikdé Mntpwo Kuotikng lvwong, Member of the
Executive Committee of the European Cystic Fibrosis Society Patient Registry (ECFSPR) kat n
MoVuAn Mevoudakou, Mpoioctapévn TURUATOC ZuvtoviopoU Metapooxevoswv EBvikou
Opyaviopou Metapooxevoswy (E.0.M.).

e O MaveA\nviog 2UMoyog Kuotikng lvwong (http://www.cysticfibrosis.gr/) 16p08nke to 1983
otnv ABrva kot gival évag amod toug pokpofLotepouc JUMOyoug acBevwy otnv EAAGSa.
JTOXOL TOU JUANOYOU €lval: n MPOACTILON TOU OUTOVONTOU SIKOLWHOTOC TWV OTOUWY TTOU
TIACOYXOUV Ao KUOTIKN (vwaon otnv nepiBaAdn Kal otnv Kowwvikn mpovola, n e€aoddaiion
TWV anapaitntwyv UMoSoHwWY KoL CUVONKWY OTA OPYAVWHEVA KEVIPA TWV VOCOKOUELWV,
omou mapakoAouBouvtal aoBevelg e KUOTIKN ivwon, n eniAucn Twv OmoLlwv MPoBAnUATwWY
T(POKUTITOUV O€ OXE0N e TNV voonAeia Twv acBevwy, Tig Bepameieg kabBwg Kol TIC TTAPOXES
mou SkalouvTal, N EVNUEPWON KOl eualoBntomnoinon Tou Kowou He aTdxo TV MPoAnyn tng
vooou, KaBwg KoL n omoLadnToTE UTOOTHPLEN TWV 0L0BEVWY KOL TWV OLKOYEVELWV TOUG.

O OQopéag eival ekmpoocwmnog tng EAAGSag otoug AleBvei¢ Opyaviopouc Cystic Fibrosis
Europe (CF Europe), Cystic Fibrosis Worldwide (CFW), Eurordis (Rare Diseases Europe), ERS
(European Respiratory Society), ELF (European Lung Foundation), ESOT-ETPO (European
Transplant Patient Organizations).
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