EIAIKH EKAOXH

MaveAAnviog ZuAAoyog yia thv Kuetikn
'lvwon (Hellenic Cystic Fibrosis Association)

O MaveA\nviog XVANoYoG KuoTikng Ivwong sival eva pn KEPSOOKOTTIKO CWHATEIO E OKOTIO
TNV MPOACTIION TWV SIKAIWUATWY Twv acBsvwy pe Kuotikn Tvwon (K.1.), piag KANpovopikng
VOOOU HE XAUNAO TTIPOCSOKIO EMRBIWAONG, TTOL TIPOGRAANAEL KLPIWG TOLG TIVEVOVEG

KAl TO TIAYKPEAG. ZTOXOL TOL YLAAOYOUL Eival N ETMALVON TWV BEUATWY TTOL APOPOLV

TNV TTEPIBAAPN, TNV KOWWVIKA TTPOVOLA, TNV €EACPAANION TWV ATTAPAlTNTWY LTTOSOUWV

KOl OLVONKWYV O0TA OPYAVWHEVA KEVTPA TWV VOCOKOUEIWY, OTTOU TTAPAKOAOLBOUVTAL ACOEVEIG
pe K.I., aAAA Kal TNV EVNUEPWON KAl ELAICBNTOTTOINCN TOL KOWVOU CXETIKA HE TN VOOO.

MaveAAnviog TUANOYOG KLOTIKNG Ivwong
16pLBNKe TO 1983 pe €6pa tnv ABnva. Elvat
I6PLTIKO UEAOC 0TV Evwon AcBevwv EANA-
80¢ aANAA Kal PHEAOG oToLG AleBveic Opya-
viopoL¢ Cystic Fibrosis Worldwide, Cystic
Fibrosis Europe, Eurordis (Rare Diseases Europe), European
Lung Foundation (ELF), European Respiratory Society (ERS),
European Transplant Patient Organizations (ESOT-ETPO). To
ALOIKNTIKO ZUHPBOLAIO aroteAeital and acBeveic pe K. kat
YOVEIG acBevwyv arm’ OAn tnv EANGSa pe otodxo tnyv eviaia,
TOAOTIAELEN KAL TIAVEAANASIKN EKTIPOCWITNGON, VW OTA TIAQU-
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anepiopIoTn avaca

BE A LIFE DONOR.

ola AELTOLPEYIAG TOL TLAAOYOU, EXEL IEPLOEL N ETIIOTNLOVIKN
EMTEOTIA, OTIOL CUHHUETEXOLV Ol EESIBIKELHEVOL lATpOl arT’
OAa ta kévtpa K.I. tng xwpag.

Atroloyiopog Apacswyv 2021

MpooBaocn otnv savactatikn Osparsia

TTOU <TTAYWVEL» TN VOGO

META amd TIC GLUVTOVIOUEVEG TIECEIC TOL LUAAOYOUL KAl TA
£EAIPETIKA AVTAVAKAQOTIKA ToL Yroupyeiou Yyeiag, EO®
kat EOMYY 1o 2020 svepyoron®nke otnv EAAGASA yla TOUG
A0BEeVEIG OE KPIOIUN KATACTAON TO TIPOYPAUUA TTPWIHNG
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mpooBaong otny emavaotatikn CFTR Bgparreia, mou apopd
T0 90% TwV aoBevwV pe K| TTayKOOHIWG. ITIG apXEG TOL
2021 TIHOAOYNBNKE N KAVOTOUA Bgpareia otn XWwpa Hac
Kal £TOL HEOA OTO £TOC TTAVW armd 250 acBevelg amektnoav
otadlaka mpooBacn otn Begpanceia, mapovolalovtag
BsapaTikn BEATIWGON OTNV AVATIVELOTIKI TOLE ASlTOLPYIA
KAl TNV KAtaoTaon Tng vyeiag touvg. O YOANOYOC €Kave
OLVEXEIC TAPEUPBACELC YIA TNV €EACPAAICN TNC OUAANC
PONG TWV BEPATTEIWY, EVMW OTNV TEAIKN LBEla BplokovTal ol
dladikaoiec amolnpiwong twv Bgparneiwyv CFTR Modulators
otnv Emtporm) Alampaypdateuonc Tiwyv Papudkwy. MNa tnv
ATTOTEAEOHATIKN SLAMPAYHATELON E TOLG POPEIC O TVOANOYOC
BpaBevtnke pe to Prix Galien 2021.

OMNokAnpwon EBvikob Mntpwou acOsvwv

Kuotikng lvwong/ Evpwrraiké Mntpwo K.l.

YTa TEAN ToL 2021 OAOKANPWONKE N KATAYPAPT) TWV TTEPITTOL
800 acBevwyv oTo EBVIKO MNTtpwo KuoTikng Ivwong, wg
LA TTPOOTIABELA TTOUL gixe EgkivAoel amd Tov DeRPoLAPLO
ToL 2020 KaATd MPOTEPAIOTNTA Ao Ta LITOAOTA MNTpwa
aoBevwv. Mia peydAn emtuxia tou E6vikob MnTpwou glvat
Kal n dlacLVdeon ToL He To ELpWTAKO MNTPWo KLOTIKAG
vwong, Tou &ivel T duvatdTNTA VA CLVEEOLACTE OF
pia evpLTEPN Bdaon Sedopevwy amod TNV Evpwralkn
KOWOTNTA Yla KAAVTEPN TTAPAKOAOLONGN TWV ACBEVWY Kal
ATTOTEAEOHATIKOTEPEC OEPATIEVTIKEG ETIIAOYEC, E OTOXO
™ BeAtiwon g byelag Twv acBevwy pe K.l otnv EANGSA.

METApOOXEVOELG TIVEVHOVWV/

Ekotpatsia Swpsag opyavwv «Ameptopiotn Avaoca —

Be a life donor»

Ma Touc acBevelc Tov Sev elval EMAEEILOL AOYW TWV
HETAAMAEEWVY TOLG YId KATTOIA KAVOTOHA Beparreia Kal
BploKoVTAl O AVATIVEVOTIKI AVETTAPKELA TEAIKOU oTadiov,
Hovadikn Abon emBlwaong slval n LETAUOOKELON TIVEVHOVWV.
O ZUOAOYOC €KAVE TTAPEUPBATCELS YIA TNV 0PYAVWON TWV
81a81KACIWY TTIPOHETAHOCXELTIKOD EAEYXOL OTO EBVIKO
TPOYPAUUA HETAPOOXEVOEWY TIOL EXEL EEKIVIOEL ATTO TO
2019, eV Sl0PYAVWOE TNV EKOTPATEIA «ATIEPLOPLOTN
Avdaoa-Be a life donor» pe oTOX0 TNV LITOCTNPIEN TWV
HETAROOXEVLOEWV TIVELHOVWY & TNV ALENCN TWV dWPNTWV
opyavwv. Ot 8pdoelc eMmkovwviag mMepAGpBavav: uTIoHo
TOL KTIPIOL NG BOLANC, TNAEOTITIKO OTIOT, TOKOYPAPIA OTO
l'eviko Noookopelo NIKalag e TV l0Topla ETAUOOXEVIEVNC
18xpovng acBevolg, 81adIkTuako challenge. Me T GLUPETOXN
77 NYETIKWY OTEAEXWV OTNV YYEIQ Kal TNV LTTOCTAPIEN TNG
Mpo&dpou NG Anpokpartiag, emeTeLXON n evalodnTomoinon
TWV TTOAITWY KAl O TPUTAACIACHOC TWV EYYPAPWY TWV
BwpnTwy 0pyavwy otov EBVIKO Opyaviopo MeTaplooxeLoswy
eV HEow okANpoUL lockdown tne mavénuiac covid-19. MNa tnv
e€alpetn avth &pdon o ZVAoYoC BpaBelTnKe e To Silver
Healthcare Award 2021.
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KAl OI NEEX NPOKAH

MA TO MEAAON A TO MEAAON

Evpwraikn EBSopada Kuotikng lvweng

Y1a mhalola Tng Evpwrdiknc ERSouadac K.I. tov Nogupen,

TTPAYLATOTIONONKE:

a) TUPHETOXN TNG AYWVIOTIKNC Ouadac K.I. atov 380 AuBe-
VTIKO MapaBwvio ABrivac, omou ol Spopeic £TpeEav yla
va 81a8Wwao0oLY TO HAVLLA TOL AYWVa TwV AcBevVwy pe Ko-
OTIKN lvwon yla «<ATieploplotn Avaoa,

B) Aladiktuakr Huegpida «H KuoTikn Ivwaon orfpepa & oL VEEC
TTPOKANGELG YIA TO HEANOV» UE TNV aylda ToL Eupwndikoy
Opyaviopo K.I. CF Europe kal tng Evwonc AcBevwv EA-
AGdoc, TV orola mapakoAovBnoav mavw amoé 480 dtoua
arr’ OAn TNV EAAASA. ZTnv Huepida xalpeTiopnd anmnuuve
0 Ymoupyoc Yyelac, evw CUHHETEIXAV HE OINEC Slake-
KPULEVOL EMTIOTALOVEG, ETTAYYEALATIEG LYEIAG, EKTPOOW-
TTOL TOL ZUANOYOU.

300 8wpesdv atopika ommpopsTpa os acdesveig pe K.l.

o 6An tnv EAAGSa

T1a mAalola TG MOALETIMESNG KAUTTAVIAC «ATTEPLOPLOTH AVA-
oa», 0 ZOAOYOG TTNPE TNV TPWTOROLAIA Kal eEacpdaiios 300
ATOWUIKA OTTIPOUETPA, Ta orola dwplos o acBeveic pe K.l
og OAn v EAAASa yla tTnv autodlayeipton TG vOoou Kat TN
BIEVEPYELA TNC €E£TAONC TNC OTIIPOUETPNONC KAT OIKOV, yid
NV MPOCTACIA TWV ACBEVWV ATTO TIC VOOOKOUEIAKEG ETTIOKE-
PELG ev péow covid-19.
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Mpoypappaticpog Apacswv 2022

To 2022 cLVEXICOLLE TNV ETITELEN TWV OTOXWV TTOL £lval o
€EENEN armd 10 2021, Tnv 0AokARpwon S1adikaclwy yid OAIKN
amolnpiwon Twv KaoTopwy Bepareiwv CFTR Modulators,
WOTE va £X0ULV OAOL OO0 SikaloLvTal MpocBaacn otn Bgpareia,
TTOL Ba EVIOYXVLOEL TO AVOCOTIONTIKO TOLE CLCTNHA KAl A TOLG
Swoel TMow TtV avdoa Ttouc. Tn cuvexion Tov EvpwraikoL
MntpwoL K.I., aAAG Kal TNV EVIOKLON TWV HETAUOOXEVTEWY
TVELOVA KAl TNV ELALCONTOTIONON TNE KOWWVIAC OXETIKA
HE TNV SWPEA 0PYAVWY HECW TNG KAUTTAVLIAC «ATIEPLOPLOTN
Avdoa- Be a life donor». Tnv evéuvapwon twv Movadwv K.l
KAl TNV EVIoXLON TNEG TNAEIATPIKAC COUPWVA LIE TA ELPWTTAIKA
mpoTLIA. TNV EVELVAUWAN KAl LTTOCTAPIEN TWV ACOEVWV
KAl TWV OIKOYEVELWY TOLC HECW OUASIKWY TTPOYPAUUATWY
YLXOANOYIKNG LTTOCTAPLENC, HE TNV EVAPEN TNC TNAEPWVIKNC
YPAUUNAG LTTOOTHPIENG Helpline, alAd kal pe Slopyavwon
EVNHEPWTIKWY Hpepidwv.

Emmtwosig COVID-19

SNV apxn tne mavéniag covid-19 ot acBeveic pe KuoTikn
VWon AVTIHETWITIoaV SLOKOAIEC OTNV TTPOCRACN OTIG
£EEIBIKEVEVEG VOOOKOUEIOKEG LOVASEG KAl 0TN SIEVEPYELA
TWV TAKTIKWY €EeTAcswy. Opwe n kowotnta tng K.l
TTPOCAPHOCTNKE OXETIKA CLVTOUA OoTa veéa dsdougva. H
TAKTIKA TTapakoAoLBnon amd Toug BEPAMOVTEG lATPOLG
TAEOV YIVETAL €E ATTOOTACEWG HECW TNAEIATPIKAC, EVW
TTOAD XPNOLUN EVAL N ALAN CLVTAYOYPAPNON PAPHAKWY Kal
e€eTdoswy. TaLTOXPOVA LITAPXEL N SLVATOTNTA TNC KAT OlKOV
voonAslac, evw pe ta 300 ATOUIKA OTTIPOUETPA, TTIOL EXEL
Swploel 0 TOANOYOC, N €EETACN TNC OTIPOHETPNONG YiveTal
ATTOAKPLOHEVA arTd TO oTiTL. ETong armod tnv mpuwtn oTiyun
ol acBevelg pe KuoTikn) lvwaon mpoTtepalomonnkay oTov
£UBOAMACHO KATA TNC covid-19 pE TN CLVTPITTIKN TAEOYNPIA
TWV A0BEVWV KAl TWV PPOVTIOTWY VA £XEL EPBOANIACTEL pE
TNV EVIOXLTIKA 600N, EVW Ol ACBEVEIG EVTACCOVTAL OTIG
KATNYOPLEC LTTABWY OUASWYV TTOL UTTOPOLY VA AAUBAVOLY
TIG QVTUKEG Beparelec.

Avva Z1rivou
Mpoedpog

<

AokNTIKO ZUBOVAIO
Mposdpog: Avva ZTivou
Avurpoebpog: Eiprvn Katoivn
Fev. Fpappateag: Kwv/va Mavvakn
Av. Mpappatéag: Mapia MNainov
Tapiag: Navtia Mpodyka

Av. Tapiag: Xprioto¢ Mmakodnuog
MeAog: PoOAa TCwvou

YTIOOTNPIKTEG

To £pyo Kal TN pdacn ToL YLAGYOL oTnPIfoLy
(opeic, kKowvweeAn (pvuata (I5pvpa I. Adton, 16pvua
TIMA, “AIFEAZ” AMKE), eTaipeiec amd 1o Xwpo TG
pappakoBounxaviag (Vertex, Chiesi, Pfizer, IQVIA,
Novartis, GSK, Gilead, Norma, Pari, Specifar-Actavis,
PharmaSwiss), evwoelg kal 8lebvelg opyaviopol (Evwan
AoBevwv ENGSoc, CF Europe, CF Worldwide, Eurordis,
EPF, ERS, ELF, ESOT-ETPO), Ta LEAN LE TIC CLVEPOUEG
TOUG KAl Ol TIOAITEC TTOL HECA Ao TIG SWPEEC TOLG
avayvwpifouy To £pY0 TOL TLAAOYOUL Kal AyKAAAZoLV
TOULC A0BeveiC e KLOTIKN Ivwon Kal TIG OIKOYEVEIEG TOUG.

info

MANEAAHNIOL

IYANOTOL KYZTIKHE INQIHE

MaveAAnviog ZUAAoyog Kuotikng lvweng

Impact Hub Athens, Kapadiokakn 28, Wuppn, TK 105 54, Aérva
ThA: (0030) 6944 255853

E-mail: cysticfibrosis.gr@gmail.com,

Website: www.cysticfibrosis.gr

Facebook (ZeAida): Kuotikn Ivwon Cystic Fibrosis.gr
Facebook (Opdda): KYZTIKH INQZH-CYSTIC FIBROSIS
Twitter: CFGreece

Youtube: MaveA\fviog ZOANoYog KuoTikAG lvwong

MEoa arro To CUVTOVIOUEVO aywva Tou SUAAGYOU LIAG, TTOU LETPA 39 xpovia ETTUXNUEVWY SIEKSIKIOEWVY,
KATapEePaue va SUVALWOOULE TN PwVI] TwV AcBeVWV Kal va aAAdEouLE To xaptn TG KUoTIkAG Ivwaong
otnv EAAASa. SHUepa EXOUUE aQVayVwpPIOUEVEG eEEISIKEVUEVEG MovASEeG K.I., EXOULIE KAIVOTOUEG Beparieisg,
0l aoBEVEIC Lac xouv MPAoBacn otn VEa eMavacTatikn Ogparisia mou “rraywvel” tn vooo, eVw mapdAAnia
avantuoosTal To EAANVIKO TTPOYPAUA UETAUOCXEVONG MVEVUOVWY. H KuoTikn Tvwon uetatpenstai

otadlakd armo pia vooog ansiAnTikn yia t Cwrj o€ pia slaxeipion xpovia vooo. To “bavua’ rmou mepIUEVALE aro UKpd rmatsid
Exel EpBsl Kal AEOV UITOPOULIE va KOITACOUUE TO UEAAOV LE alolobo&ia. H akolpaoTn mpoo®opd OAWV TwV LUEAWVY TOL AS

TOU SUAAGYOU, N AVarTtu&n OXECEWVY EUITIOTOCVVIG LUE TOUG POPEIG, Ol CUVEPYATIEG KAl 1 CUMIUETOX] AG oTA BE0UIKA Oopyava
EKTTPOOWITNONG EYYLWVTAL TNV ATTOTEAECUATIKOTNTA TWV SIEKSIKNOEWV UAG. ‘OAot pali UITOPOULE Kal CLUVEXICOUUE EVWUEVOL

ToV aywva yia “Arspioptotn Avaoa”!
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