Kataypapn AcBevwy

Xaptneg Xwpwyv

TTOU GUHHETEIXAV OTA 4

oedopeva tou 2015
otnv ECFSPR
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MNarti eivat amapaitntn n Eupwnaikn
Kataypawn AcBsvwyv pe Ki;

H Kuotikn ‘Ivwon (KI) eival pia omavia acBevela.

[a va amoKTACOUE Pia KaAn €lKOva yld tnv

Kl otnv Eupwtn xpelalopaote 060 to duvatov
neploocotepa dsdopeva. Ta dedopeva Ba Bonbrnoouv
VA KATavonooUPE TV acBEvela, va evoappUVOUUE TV
avantuén vewv Eupwmdikwy mpotunwy mepiBaAync,
TNV EKTTOVNON EPEUVWYV KAl TNV EVNHEPWON TOU
ONUOCIOU TTpOoYPAUHATIopoU Yia ThY UYELd.

Eupwmaikn Etaipia Kuotikng lvwong -
Kataypagn AcBevwyv (European Cystic
Fibrosis Society Patient Registry - ECFSPR)

OUAAEYEL, HETPA KAl CUYKPivEL OsdopEva amo
madia Kat eviAikeg pe Kl mou {ouv otnv Eupwn
KAl YEITOVIKEC XWPEC TTOU CUHPWVOUV va
oUppETEXOUY otnV Kataypagn. Ot mTAnpo@opieg
Xpnotpotmolouvtat yia tn BeAtiwon tng uysiag Kat
ToU €U {nVv Twv atopwv pe Ki.
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ANATINEYZTIKH AEITOYPTIA:
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N ogiktng palag ocwpatog
gival €va JETPO TNG
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Tou MAnBucpoU avagopdg.

Opoluyot:
Etepoluyot:

ecfs-pr@uzleuven.be
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Weudopovada

TVEUHOVEG.

Ti1 dsdopeva ocuAAEyovTal;
e £TOG/PNVAC YEVVNOEWG, (PUAO
e YOVOTUTIOG, CUPTITWHATA 0TN Olayvwon

e AVATIVEUOTLIKN AclTOUpYia, Bapog, uyog,
£100¢ AolHwEewy, Bepameia, HEPIKEC
ETIUTAOKEC

Ta dedopéva eival pn avayvwpioiya Kat
amoOnkevovtal o€ pla acpain Baon 0edopEVWY.
XPNOIUOTIOIOUHE CAPUWS KABOPIOHEVES
KATEUOUVTAPIEC YPAUUEC YIa VA XEIPIOTOUUE

ta Osdopéva, YE TNV EMBAEWN EMITPOTAC
EUTTEIPOYVWHOVWV.

UNIVERSITA
DEGLI STUDI
DI MILANO

EVAAIKEG
68%

AIAMEZH FEV1%

Twv acBevwv pe Kl otnv EAAGda sivat
Xpovia HOAUGHEVOL LE TO Baktnplo
Pseudomonada aeruginosa ctoug

Mwc¢ ymopw va xpnoiuonoinow ta 0s0ouEVa
ano tnv Kataypaepn;

H ECFSPR dnpootelel: Etnoleg ekBEcEIG OEOOPEVWY
HE ONHOYPAPIKA KAl KALVIKA aTOTEAEOUATA ATIO OAN
TNV Eupwtn Kat EKBECELG «pE pla paTtid» Pe BACIKEG
mANpowopieg oxetika pe tnv Kl otnv Eupwn.

AUTEG 01 EKBEOEIG ival Xpnolpa epyaAsia yia:

e TOTIKOUC GUAAOYOUG acBevwy, WOTE va
ou{ntnBouv BEATIWOELC OTNV PPOVTIOA TWV
acBevwyv pe Kl otnv xwpa oag, € cuvepyaoia e
EOVIKEC OPYAVWOELC UYEIOVOUIKNG TTEPIBAAYNC Kal
AAAEC OXETIKEG OPADEC.

o KEvTpo/a Kl, wote va cuykpivouv ta dsdopEva
HE AAAEC XWPEC KAl VA EVIOTIIOOUV OTOIXEIA TTPOC
BeAtiwon.

e £04G, WOTE VA cU{NTNOETE TA TOplopPATA KAl Ta
ATOTEAECUATA PE TO YIATPO OdaC.
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Mw¢ ymopw va yivw HEAOG TOU
ECFSPR;

AmeuBuvOeite oto Tomiko KEVTpo Kl. Av

TO KEVTIPO ocuppetexel otnv ECFSPR tote
neplAapBaveote NOn otnv ECFSPR, egpocov
EXETE UTTOYPAWYEL POPHA OTTOU ONAWVETE TN
ouykatabeon oac.

Av to Kevtpo Kl dev
OUPPETEXEL, {NTNOTE

TO YlATPO 0ag va
EMKOVWVNOEL padi pag n
OTEIATE PAC Ta OoTOIXELA
EMIKOIVWVIAG Kal Ba
epOoupe o€ eman

www.ecfs.eu/ecfspr




