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‘Evtumio mAnpodopnong oXeTLKA pe To Eupwnaiké pntpwo acBevwv pe Kuotikn Tvwon
(European Cystic Fibrosis Society Patient Registry, ECFSPR)

To UNTPWO. KUGTLKAG (VwonG CUMEYOUV KALVIKEG TTANPODOPLEG OXETIKA LE GITOUA LE KUOTLKN
tvwon (KI). Xpnowomnololvtal os MOMEG XWPEC 0 OO TOV KOOHO YLOL TNV UTOOTNPLEN TG
LOTPLKA G €pEUVAC KOl yLa T BeAtiwon tng dpoviidag kat Tng Beparneiag tng vooou. Tnpou e
LaTPLKO opxeio KI oto kévtpo pag (ovouo kévipou) otnv MOAn (moAn, ywpa), oto omoio
TNPOUVTAL Ta avaykaia kal tpdopopa dedopéva cag, ol pdwva e Tig Statagelg Tou Kwdika
latpikri¢ Asovtohoyiag (N. 3418/2005) kot 6iwg ekeiveg Tou dpBpou 14 tou vopou autol. .
Ta 6edopéva ou cuAAéyovtal oto kevipo Kl Ba Peudo-avwvu pLomoLlouvTal TPOKELLEVOU va
amootéMovtal, pila ¢opd to Xpovo, otnv Eupwnaik) Etaipeia Kuotikng lvwong (ECFS)
(«EupwTmaiko untpwon).

Moati givalr onpovtik n cuAdoyn dedopévuv and 1o Evpwnaikdé pntpwo oaoBsvwv He
Kvotn lvwon;

KaBwg n Kl sival pia omavia katdotaoh, N cuAhoyn dsdopévwy yla tTnv aobévela and éco
o SuvaTtov eplocotepa dtopa pe Kl Ba enitpédel oto Eupwrtaikd MNTpwo vo LETPROEL, va
£PEUVNOEL KAl va cuYKpLveL Tttuxeg TG Kl kat tn Bepameia tng og peyaio aplbuo atopwv. Ta
anoteAéopata Ba avtkatomntpilouv tnv katdotaon tng¢ Kl oe 6An tnv Eupwmn, Ba pag
Swoouv KAAUTEPN ELKOVA yla TNV acBévela kol Ba Bonbricouv To LOTPLKO TIPOCWTILKO Kot
TOUG UTtELBUVOU G XAPAEN G TTOALTLKN G va oXeSLACOU V Kal va uTtootn piéou e tn dppovtida twv
0a0Bevwv. H ouppeToxn 600G OTO €U PWTIOIKO LNTPWOo Ba €xel peyaAn afio.

Tieivon to Eupwnaikd pntpwo acBsvwv pe Kuotkn lvwon;;

H Eupwmoikn Etatpela Kuotiknglvwong (ECFS) eivat pia SLebvrg KovotnTo emoyyeAUOTLWV
vyelag mou €xouv Seopeutel va PeAtiwoouv TNV enifiwon kou tv moldtnta WG Twv
atopwyv pe Kl péow t™¢ mpowdnong uPnAAg ToLOTNTOC €PEUVAC, EKMALSEUONG Kal
dpovtidag. Zto mAaiolo tn¢ ECFS, to Eupwmnaikd Mntpwo cuMEyeL SeSopéva amnod ATopa e
Kl otnv Eupwrn, yia va pog Swoel pia Babltepn katavonon t¢g vooou, va SLEUKOAUVEL TNV
£Lo0ywyn VEWV MpotUTTwV tepiBaiPng, va mapéxel Sedopéva yla emidnpLoAoyLkr €pguva .

Mowa edopéva cuAAéyel to Eupwnaiko puntpwo acdevwv pe Kuotwkn lvwon;

Mpoowrika dedopéva OMwE £To¢ Kal UAvag yévwnong, dUAo, TTAnpodopleg OXETIKA E TN
Slayvwon (yovotumog, Sokipaoio 6pwta Kol AAEG OXETIKEC SLOYVWOTIKEG TTANpodopleg)
oUMéyovTal Kata tnv eyypadrn oto puntpwo. KAwikd dedouéva, (Aettoupyia mveupdvwy,
Bapog kot UPog, Aouweelg, Beparmeia, €MUTAOKEC Kol UETOUOOXEVOELG) GUAEYOVTAL yLa
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KaBe nuepoloyLakd £toc. OL ibLoL oplopol Kal TpomoL yla Thv Kataypadn Twv cUMEYOUEVWV
otolxelwv dedopévwy (LetofANTEC) xpnotpomololvTal ommd OAQ TO. KEVIPO. KoLl TO. €BVLKA
LNTPWA TIOU OUHPUETEXOUV oto Euvpwmaikd Mntpwo yia va Siaodalicouv OTL oL
mAnpodopieg elval ouykplolpueg ano Xwpa o€ xwpa
(www.ecfs.eu/sites/default/files/general-content-files/working-groups/ecfs-patient-
registry/ECFSPR_VariablesDefintions vs4.6.pdf).

MO OUYKEKPLUEVO EPEUVNTIKA TIPWTOKOAMOQ, EMUMALOV KAWLIKA Oegdopéva Umopouv va
oUMEyovTal Kal va uTtopaAovtal os enefepyaocia KATA TNV aviiotolyn Epeuva.

O okomog sival ouUdwVog e Tov oKomo TNG BeATiwong T Epeuvag ya TV eupadbuvon mg
yvwong tng Ki.

Nw¢ cuAAéyeL ebopéva to Eupwnaiko pntpwo acdevwv pe Kuotwn lvwon;

Ta &ebopéva cUAAEyovTal Ot KeVIpLKO eminmedo pe £va aodparég, Stadlktuakd clotnua
AoyLopLkoU. AuTo To cUotnuo ovartuxBnke ldIka yla m ouMoyn Sedopévwy amnod atopa
ue 6edopéva Kl, kot StatiBetal anod to Eupwraikd Mntpwo oe eykekplpéva kevipa Kl. Mia
dopa Tto Xpovo, to Kévipo Kl otéAvel ta ocuMAeyoueva kot Peudwvupa Sedouéva oTo
Evpwrnaikdé Mntpwo Kl péow autol tou ac¢alol ¢ AoyIopKoU.

Mow¢ pnopel va e avayvwpicel oto Evpwnaiké untpwo acOsvwv pe Kuotkn lvwon;

Eva povadikd avayvwplotikd acbevou¢ (ID), to omoio eival évag tuxaiog oaplBunTkog
KwOLKOC, SN LoU pyELTaL Ao TO AOYLOULKO OTaV €vag aoBevr ¢ mepAapBavetal oto cUoTN .
Ta dnuoypadikd kot KAWIKA Sedopéva aoBevwv Tou cuvSéovtal PeE autd TO HovadLko
OVaYVWPLOTLKO Ba oTaAoUV HECW TOU OUGCTHLOTOC AOYLOWULKOU oto Eupwmaiko Mntpwo. To
Eupwnaikd Mntpwo &ev UTMOpel va ooG Ovayvwpiloel, HOVO O ylatpog oac f Ao
£€0UOLOGOTNEVO LATPLKO TIPOCWTILKO OTO KEVIPO oag MTopel va Tto KAvel. H xprion evog
pHovadLlkol avayvwpLoTLKOU TTou avtlkaBlotd mAnpodopieg mou umopouv va ipocdlopicouv
£va Atopo ovopaletal « PeuSwvu oy,

MNow sival Ta SIKOWWHATA HOU KOL TWG OOKW OUTA TO SLKOLWHOTO OXETLKA HE TO
Evpwrnaiko pntpwo acBsvwv pe Kuotwn lvwon;

H ouppetoyn oto Eupwraikdo Mntpwo eival eéBghovtikn. To Sikalwpa va cU UUETEXETE 1 OXL
Sev emnpedlel TNV Latpikn miepiBaln mou AapPavete. Exete 1o Sikaiwpa vo avoKoAECETE
TN ouykatdBeon cag ava maco oTypn, Xwpelg vo SnAWaoeTe Kamolo Adyo, cUudwva e Tov
Eupwrnaiko Meviko Kavoviouo Mpootaociag Asdopévwy (GDPR) kat tnv €Bvikn vopoBeoia yia
Vv npootacia SedoUévwY TTPOOWTTLKOU XapaKtipa. 2UBouAsuteite Tov LaTpd cag av Ba
BéNate va ovOKOAEOETE TN OUYKATAOEON 0OC I VO AOKAOETE Ta SIKALWHOTA oag, Tou
KATOXUPWVEL N vopoBeoia yla thv mpootacia Sedouévwv mpoowrikol xopoktipa. O


http://www.ecfs.eu/sites/default/files/general-content-files/working-groups/ecfs-patient-registry/ECFSPR_VariablesDefintions_vs4.6.pdf
http://www.ecfs.eu/sites/default/files/general-content-files/working-groups/ecfs-patient-registry/ECFSPR_VariablesDefintions_vs4.6.pdf
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YLATPOG 0a¢ Bl TIPETEL VAL ETTLKOLVWVI OEL e TO Eupwmaiké MnTpwo yla va TouG EVNUEPWOEL
OXETLKA e TNV amodaon cac. To Eupwnaikd Mntpwo Bo AdBeL TOTE Ta amopaitnTa HETPA
(omwce e€nyeital mapardvw, To Eupwmoikd MnTpwo Sev UMOPEL VA EVIOTIOEL LEULOVWLEVOU G
aoBeveig otn Baon dedopuévwy). EGv anool pete th cuykataBeon yLa T cuAoyn Kal xprion
Twv debopévwy oag, Onwc meplypadetal oe autd to éyypado, ta Sedopéva cog Ba
adaipebolv and to TpéXov £10¢ Kow Sev Oa oculdexBouv oto HéNov, aAAd Ssv Oa
KatapynOoUv amnod ta mponyovpeva Xpovia. Autd yivetal yla vo efaodaliotel n ocuvéxela
Kat n Statripnon twv dedopévwy oto Eupwnaikd Mntpwo, To omoio sival amapaimTto yla
TNV UTIOOTN PLEN T C LOTPLKAG EPEVVALG. .

Edv miotevete OTL €(ouv TtapaBLaotel To SIKOLWUATA oag, EXETE TO SIKALWUA va UTIOBAAETE
Katayyehia otnv emomtikr] apxn. Na to Eupwnaikd Mntpwo, oag cupPouleloupe va
ETMIKOLVWVH OETE LLE TOV Zuvtoviotr), www.ecfs.eu/projects/ecfs-patient-registry/contact.

Nwg xpnotpomowlvtal ta dsdopéva anod 1o Eupwnaikd pntpwo acdsvwv pe Kuotikn
‘lvwon;

Ta 6edopéva Ba xpnotpomnotnBolv e oKomo:

e Noa oupBalouv OTO ONMOTEALOUATO TWV AVOAUCEWV KOl TWV OCUYKPIOEWV TWwV
Snuoypadikwy Kot KAWIKWY arnotedeopdtwyv g Kl otnv EAMGSa kot og oAOKANnpn
v Eupwnn ot etrjoleg ekBEoelg Sedopévwy Tou Eupwnaikol Mntpwou.

e Na cupBaiouv otnv emLoTNLOVLKH €peuva. OL EpELVNTEG, OL EVWOELG 0loBEVWV Kal oL
DAPLAKEVTIKEG €TALPELEC UmopoUV Vo UTIOBAAOUV ailtnon yla xprion dedopévwy os
OUVKEKPLUEVA EPELVNTLKA £pya. Mpemel va uTtoPAnBel emionun altmon, n onoia Ba
efetaotel amO TNV EMLOTNHOVIKA EMLTPOMA TOU EUPWTAIKOU HNTPWOU, UE HLa
auvotnpn Stadikaoia. Ta dedouéva Ba KukAodoprooUV POVO yla EPEUVNTLKOUC N
EUTTOPLKOUC OKOTIOU G, EQV UTTAPXOUV Apeca odEAn Bepareiag yia ta dtopa pe Kl kot
€4V AN pouvTaL OAEG OL NOLKEG ATTALTH OELG.

e Na mapakolouBeital kat va aglodoyeital €av kal mwg BeAtiwvetal N epoviida Twv
aoBevwv. Na evtormoBoUv véeg Taoelg, . pla adénon os pla véa Aolpwén n
€MUTAOKY), WOTe vo BonBrnoouv oto OXeESLOOUO TPEXOUOWV Kol HUEANOVILKWV
UTINPEoLWV ylot atopa pe KI. Na TPOeTolaotolV KAMVIKEG OOKIUEG Of VEEG
Beparmeiec.

e Na mopakolouBoUvTal Ol EMUMTWOELS TWV VEWV EYKEKPLUEVWVY Bepamelwy otav
QUTEC eival Slabéotpeg, avwvupa (ta dedopéva dev umopouv va cuvdeBolv e éva
ATopo) yla va cupPdlouv oe éva PEAAOVTIKO TOYKOOULO UNTPWO aoBevwv pe
KUOTLKN (vwan.

Awayxeiplon 6edopévwv anod to Eupwnaikol pntpwov acBsvwv e Kuotiki lvwon
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H xprion omotwvénmote nAnpodoplwv amod to Eupwmaikd MnTpwo amaltel TNV £yKpLon HLOG
AteuBuvouoag Emutpomng, n omola omoteAsital amod ekAeypévoug eldltkoug Kl mou
EKTIPOCWTIOUV TIC XWPEG 0 OAn TV EUpwrn, €vav eKMpOowTo acbevwy Kal évav unel Buvo
enegepyaoiag dedopévwy (To mpoowro mou Slopiletal amnd 1o ECFS yia va Staodaliosl ta
Sedopéva avtipetwmniletal ol udwva pe tov Eupwrnaikd GDPR). MNeplocotepeg mAnpodopieg
OXETIKA Me TN Oladikaolo  €ykplong Umopeite va  Ppelte otov  LOTOTOMO:
www.ecfs.eu/projects/ecfs-patient-registry/data-request-application.

MNow¢ unopei va £xeL mpooPaon ota dedopéva tov Evpwmnaikol UNTpwou acOevwv e
Kuotkr lvwon;

H mpdéoBaon ota &sdopéva meplopiletal povo oe e€ouotodotnuévoug xpnotsg. Eav
g€ouolobotnBel, 0 yLaTpOG 0ac 1 AANO LATPLKO TIPOOWTTLKO UTIOPOUV VA 40UV POoPaon oto
obotnua ouMoyng Oedopévwy yla va EL0OYOUV Kal va Tporomomjoouv Sedopéva.
Mpokelpévou va ekmAnpwBolv oL okorol tou Eupwrnaikou Mntpwou, ta akdlouBa dtopa
Ba €youv emniong npocBaocn ota Peudwvupa cag Sedopéva acbevoug:

e OL OTATIOTIKOAOYOL TOU €UPWTAikOU HNTPWOU WOTE VO EMLKUPWOOUV Kol vl
avaAUouv ta dedopéva.

e To Eupwmnoaiko Mpadelo Ymnpeowv MnTpwou wOTeE va TIApEXEL UTIOOTAPLEN ot
KEVTPOL KUOTLKNC (vwong Kal Ta €Bvika pntpwo , Kabwg Kal mpoPAnuota HE TO
AOYLOULKO / TEXVIKA Tt POBAR pLoTa

e H etotpeia Aoylopikol woTe vo. CUVINPEL, va TPOOTATEVEL KAl Vo PEATLWVEL TO
AoyLopLko ¢ Baonc Sedopévwy Kot va emAU oL {NTrA AT AOYLOULKOU

e H PBaon 6edouévwv tou Eupwrmaikol Mntpwou @Lhoteveital oe évav aodaln
SlakopLoTr Lotou, og pLa Seoeuévn TonoBeoia, otnv Eupwrn.

Mo néoo Xpoviko diactnpa Oa pnopei to Eupwnaiko pntpwo acdevuv pe Kuotkr ivwon
va enefepyaotei ta Sedopéva oag;

Ta dedopéva oo Ba urtoBAnBoUV oe enefepyaoia yla 600 dlaotnpa utapxeL To Eupwnaikd
Mntpwo. Eav to Eupwmnaiké Mntpwo kAeioel, ta Sedopéva oag Ba entotpacdolv ato (ovopa
KEVTPOU, TIOAN) KATOTLY ALt atog 1 Ba kataotpadolyv eVOUAAAKTIKA.

Oa Bpeite neploootepeg mAnpodopiec oto

kalt www.ecfs.eu/ecfspr/privacy-notice.



http://www.ecfs.eu/projects/ecfs-patient-registry/data-request-application
http://www.ecfs.eu/ecfspr/privacy-notice
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Evhuepwpévn Poppa ouykatabeong yia to Eupwnaikdé pntpwo
acfevwv pe Kuotkn lvwon

Ayannté aocdevr), ayanntoiyoveig / VOULHOL KNSEUOVEG.

To Evpwnaikd pntpwo acBevwv pe Kuotkn lvwon (ECFS) «Eupwraiko pntpwo») cUNEYEL
Sebopéva amnod atopo pe Kl otnv ELpwrn ylo ) LETPNON, TNV EPEUVA KAl TN CUYKPLON TWV
nruxwv g Kl kot tng Beparmeiag m¢ ylo va guPabivel n yvwon tg vooou, n mapoxn
Sedopévwy yla emdn iodoyLkn £peuva evBappUvel véa ipotuma dpovtidag Kat SLeUKOAUVEL
Tov oXebSLAopUO TNG SnuooLag uyeiog.

To kévtpo oac Kol T0 Eupwrnaiké Mntpwo cag mPookoAoUV VA CUUETACKETE O QUTO TO
ONUOVTLKO €PEUVNTLKO £€pyo Kol {nToUUE TH PNTA ouyKatddeon cag wote t0 Eupwnaiko
pntpwo acBevwv pe Kuotkn lvwon va oUAAEEEL kal va eme€epyaoTel TOL TTPOOWTTILKAL GG
Sedopéva yla Tou g mapandavw avadepBEvteg okomoug.

To kévtpo oag Kkat to ECFS Ba Asttoupyolv w¢ Stakpitoi unevBuvol enefepyaoiag. Auto
onuaivel 6Tt n ocuAloyn Kou tripnon SeSOMEVWV COG TMPOCWIIKOU XOPAKTAPO ONG TO
KEVTPO oog OgpeAlwveTal oto VORo (Kat, eldlkotepa, ot Statagelg tou dpbpou 14 tou
Kwbéwka latpikng Asovtohoyiag (N. 3418/2005) kat oto apBpo 9 map. 2 otowy. N’ tou MKMA —
GDPR), xperaopaote, Opwe, oUudwva pe to dpbpo 9 nap. 2 otoly. a’ tou IKMA — GDPR), Tt
pNTr ouykatddeon oag yia thv PeuSwvupomnoinon tTwv §e5oévwv oag KoL ThV amooTtoAn
Twv Pevdwvupononpuévwv dsdopévwy oag oto Eupwnaikd Mntpwo KI. H cupuetoxn oog
oto Euvpwrmaikd pntpwo eival €0ghovukr. EXete T0 SKalwpa vo OVOKOAECETE T
OUYKOTGOEDN o0g OvA TAoa oTWU, XWPLS va SNAWOETE kArmolo Adyo. Edv BéAete va
OVAKOAECETE TN OUYKATABEDN 0OC I VO OOKAOETE Ta SlkolwUatd oog, Ba Tpemel va
oupBouAeuteite Tov ylatpo oag. To Eupwmaikd Mntpwo dev Ba emefepyactel kaveéva amno
TO TPOOWTILKA oa¢ Oebopéva oto HEANoOvV, aMd Ba Slatnprioel ta Sedopéva Tou
OUMEXBNKOV TPV Ao TNV OVAKAnon g cuykatabeorc cacg, kabwg autd Ta dedopéva
£xouv Ndn xpnowlomnolnBel yla EMLOTNOVLKY £€pguva Kal £XouV dnUooLeUTEL, Xwpic, BERala,
va elval uvoTog o0 MPoadLOPLOUOG TN TAUTOTNTAG 0.

Ta 6edopéva oto Eupwraikd Mntpwo eival Peudwvupa, mMpaypo mou onpaivel Ot n
avayvwplon 6ev elvat duvartr xwpic mpocbeteg nAnpodopiec. To Eupwmoikdé Mntpwo dev
UTopel va oa¢ TAUTOTMOLAOEL, UOVO O ylatpdc oag i GAo €EoucoLodOTNUEVO LATPLKO
TUPOCWTILKO OTO KEVTPO OOG UTOPEL val TO KAVEL.

2to péANov, Ta Peudwvupononpéva dedopéva oag evdéxetal va oupmnepindBolv ot éva
TAYKOOULO UNTPWO Kal va  xpnotporownBolv yia mpdobeta epeuvnTikd €pya. la
ETLOTN LOVIKOU G oKomtou ¢, ta Peudwvupomnotnuéva dedopéva umopouv va uTtoPaAAovial o
enefepyoaoia ektog Evpwnng. Ow anapaitnteg mpoduldtelg Ba Aappavovral yla thv achoin
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enefepyooia Twv Mpoowrnikwy oag dedopévwy. Eav miotelete OtL €xouv mapaflaotel Ta
SIKALWUATA 00G, €0elG £XETe TO SIKalwUA vo UTIOBAAEL KATOYYEALOL OTNV EMOTTIKA apyn. Ma
0 Euvpwmaikd Mntpwo oa¢ OUUPOUAEUOUUE ETLKOWVWVAOTE HE TOV  JUVIOVLOTH,
www.ecfs.eu/projects/ecfs-patient-registry/contact.

Ta Pevdwvupomnoinuéva dedopéva tou Eupwmnaikol puntpwou acbevwv pe Kuotikn lvwon
Ba urtoPAnBouv oe avaluon yla 6co dlaotnpa XpeLaletal va yivetal épguva yia tnv Kl.

MAnpodopieg oxetika Ue tnv enefepyaocia Twv Peudwvupononuévwy SeSoUEVWY oag Kat
and to Eupwrmadikd untpwo aocBevwv pe Kuotikn Tvwon 6SlatiBevtal otov Lotdtomno
www.ecfs.eu/ecfspr. Edv é€xete amopie¢ oOxetkd pe TN xprion twv Sedopévwv oag,
gnIKolvwvnote Pe to Kévtpo Kuotikng lvwong oto tAédwvo tou kévipou) R / kal Tto
Eupwrnaiko pntpwo acbevwy pe KuotkA Tvwon otn dtebBuvon www.ecfs.eu/projects/ecfs-
patient-registry/contact.

AL BAOTE TTPOCEKTLKA AUTO TO £yypado Kal To dUAAO TAnpodopLwV tpotol anmodacioste va
OUMMETAOXETE. EAV OUUPWVEITE VA  OUULETOOXETE, OUUTMANPWOTE T TIOPOKATW
mAnpodopieg Onwg umodeLkvU eTal.

J0.G EUYOPLOTOU LLE YLaL TNV UTTOOTA PLEN OO,


http://www.ecfs.eu/projects/ecfs-patient-registry/contact
http://www.ecfs.eu/ecfspr
http://www.ecfs.eu/projects/ecfs-patient-registry/contact
http://www.ecfs.eu/projects/ecfs-patient-registry/contact
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L] Suppwwd o6t ta Sedopéva pou Ppeuvdavwvuponowodvratr (BA. oeh. 2) kai
armootéAovtal oto Mntpwo tn¢ Eupwmaiki¢ Etatplag Kuotikng Tvwonc (ECFSPR):

‘Ovopa aoBevolq:

Ynoypadn tou acBevoug :

Huepounvia:

‘Ovopa yovéa / vOpyiou kndspuova:

Yroypadn tou yovéa / VOULLOU KNSepova:

Hpepopnvio:

‘Ovopa tou latpou:

Ynoypadn tou loxpou:

Huepounvio:



