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To mpoypappa HIT-CF Europe oToxeUeL 0TNV MOPOXI VEWV BEPATIEUTIKWVY EMAOYWV OE ATOLA PE KUOTLKN tvwan (KI)
Kol E€QLPETLKA oTavLa YeVETIKA TipodiA. To £pyo Ba afLoAoyrOEL TNV OMOTEAECHATIKOTNTA KOL TNV a.oDAAELD TWV
vrondLwv papUaKwy ou TApEXOVTAL OO CUVEPYALOUEVES GOPUAKEUTIKEG ETOLPELEG 08 oBeVE(C TTOU £XOUV
eMAeyel LEOW TIPOKATAPKTIKWY SOKLUWY OTO EPYAOTHPLO OTA MiVL EVTEPA TOUG - TTOU OVOUAIOVTOL OPYOVOELSH.

Ciinical Trials Network

EEoupsuKa OTLAVLEG BLOlIJLd. opBou Opvavostén EVTEPOU  AOKLUEG cbapuakwv/em)\ovn KAwikr dokipn
HETAANGEELG OVTATTOKPLTWY

Xwpic véa edw Ko Kopo

‘Exel mepdoel mTOAUG KALPOG A0 TO TEAEUTALO EVNUEPWTLKO SEATIO TOU TIPOYPAULATOC
HIT-CF. Aev umop£caE va 0aG EVNLEPWOOU LE VWPITEPA, KABWGS UTIHpXaAV KAmoLa
{ntAuata. MoAAd cuvEBnoav OUWG OTO MAPACKAVLO KoL KATIoLa KPiotpa InTrApaTa £XouV
Eekabapioel Twpa Kat BENOUE VA LOLPAOTOU LE TLG VEEC TIPOOTITIKEG LE OAOUG ECGC. “Ello?

MNoAAEg KaBuotepnOELg

JTO TIPONYOUHEVO EVNUEPWTIKO HaG SEATIO, 0OC EVAUEPWOAE YLa TLG TIOMEC KAOUOTEPHOELG TTOU AVTLUETWITLOE TO £py0. AOYyW
™¢ mavénuiog tou Covid-19, moAAEC epyacisc kaBuotépnoav mpoowptvd f otopdtnoav. Oplopévol amd Toug cUVEPYA{OUEVOUC
APUAKEUTIKOUG ETALPOUG TOU TIPOYPAUUATOG OVOYKACTNKAV VA avaoTelAouv TNV avamntuén Gapudakwy rf akopn Kot va
OTAATAOOUV EVTEAWG AOyw EAAeWPNG emevEUoewV. OL TTOAAA UTTOCXOMEVEG EVWOELG TPOTIOTOLNONG TNG EAaTTwATIKAG CFTR
MPWTEIvVNG ou avartuxOnkav and tnv Proteostasis Therapeutics kivdUveuayv va xabouv kal XpeLdotnke va dnuoupynBel pa
véa etalpeia (Fair Therapeutics) yia va tig e§aopalioel. AUt n véa eTalpeia EMPETE EMLONG VA TPOCEAKUOEL KATAAANAEG
enevlUoELS. EmumAéov, Tov No€BPLO TOU TEPACEVOU £TOUG, N TIpOYPappaTIoNEVN Sokiur) CHOICES amoppidpBnke amno to CTIS
(2Votnua NMAnpodoplwv KAWVIKWY AoKLwY - pLa Stadikacio mou givat uTtoxpewTiki yia tn AfPn adelag Steaywyng pLog
SokLung otnv Eupwnaikn Evwon), emeldn n anapaitntn TEKUNPLWON YLO TIG XNIKEG EVWOELG SEV TV AKOWLN ETOLUN.

KaAUtepeg LEPEG LIMPOOTA MO

AMA guTUXWG, oL eTaipol tou £pyou HIT-CF cuvéxloav va avalntolv AUGELS Tpog
OAeg Tic mBavég kateubUvoelc. To CF Europe, to ECFS, Tot GUUUETEXOVTA KEVTPOL
Kl am6 6An tnv Eupwrn kot oMol amnd ecdg Sev £xaoav MOTE TNV MOTN TOUG.
Mpdyuart, sipacte moAD XapoUUEVOL TTOU UIOPOU LE VA TIOUUE OTL ApKETOL
vevwalddwpol ernevbuTec Atav mpoBupol va otnpifouv tnv Fair Therapeutics,
efaodalifovrag mAéov otL n ok CHOICES pmopsi va Sie€axBei pe emituyio.
Emti tou mapodvrog, e€akolouBoulpe va diampaypateudpaote pe tThv Evpwnaikn
Eritponn, Tov apxkod xpnuatoddotn tou npoypdppatog HIT-CF. Stnv
npaypatikotnta, To HIT-CF umotiBetat 6tL Ba éAnye enionua tov Asképpplo.

To HIT-CF amotelel éva mpaypatikd Lotoptkd emiteuypa, kaBwg dnuioupyei véoug popoug avamtuéng papudkwy ylo acBeveig
LE €€aLPETIKA OTtAvieG 0.oB£veLeC. H otevr] cuvepyaoia TnS KowoTNTAC TWV AcBeVWY, TWV GPOVILOTWY, TNE AKASNUATKAG
KOLVOTNTOG KOl TWV PUOULOTIKWY 0pXWV YLa TNV avATTUEN GapUEKWY LE OLKOVOULKA TIPOCLTO TPOTO Eival pwtodavic.
EAmtifoupe OtL n Emutpornt Ba xopnyrnoeL cUvVTopa apatach, £wg Tov AskEuBpLlo tou 2024. H opdda tou HIT-CF mpoetoludlet
TWPO TA TTAVTA YL TNV €K VEou umtoBoAr tou CHOICES oto CTIS Kkat, av 6Aa rtdve kohd, to CHOICES Ba mpémel va €KLV OEL OTLG
apXEG Tou 2024. Autd onuaivel OTL OTIC ApXEC TOU EMIOUEVOU £TOUC, OL TTPWTOL ATt TOUG 52 eMIAEYUEVOUG CUUETEXOVTEC TOU
HIT-CF (ue Baon tnv opyavikr avtanokplon) Oa AdBouv Bepaneia pe ta véa dpdppaka. Ta ATOUO IOV £X0UV EMIAEYEL £X0UV 6N
eVNUEPWOEL OXETIKA. ALOMPAYUATEVOUOOTE PUE AANOUG ETALPOUC YLa TN dnuoupyio SokLuwy ylo 6ooug gv Umopouv va
ouppetdoyouv oto CHOICES. EATtiou e va 60C EVNUEPWOOUE OXETIKA OTO EMOUEVO EVNUEPWTLKO SeATio.

MNa va paBete neplocotepa oXeTKA e to HIT-CF, emokedBeite to www.hitcf.org 1 oteilte e-mail oto HITCF@umcutrecht.nl
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Kol E€QLPETLKA oTAvVLA YEVETIKA TIpodiA. To £pyo Ba afLOAOYNOEL TNV OIMOTEAECLATIKOTNTA KOL TNV AoPAAELA TWV

o ndlwv papUaKkwy Tou TAPEXOVTAL OO CUVEPYATOMEVES GOPLAKEUTIKEG ETALPELEG 08 aoBEeVEiC TTOU £XOUV
eMAEYEL LECW TIPOKATOPKTLKWY SOKLLWV OTO EPYOOTHPLO OTA HiVL EVIEPA TOUG - TOU OVOUATOVTOL OPYAVOELSH).

Ta MPOCWIIKA 00G AOTEAEoLATA

AvtlapBavopaote OtL evoladEPeaTe TOAU va LABETE WG T 0pYAVOELSH) 0aG XOUV avTATOKPLOel ot SoKLpaoUEVA GAPLaKA,
5iwg otov tpomomolntr tng Vertex, Tezacaftor/lvacaftor (Symkevi), kat £xoupe APl TOANEG EPWTHOELG OXETIKA UE auTO. AuTh
TN oTLyun Tou StaBdoete auTo o evnuepwTIKO dehtio, 6ooL ouppetéxovreg oto HIT-CF Sev mpookArOnkav yia to CHOICES Oa
TPENEL vaL €XOUV AABEL EMLOTOAN LEow TOU BEpAmovTog ylatpol Toug mou Ba EPLEXEL TO ATOLKO TOUG AIOTEAEGHA VLA TO
Symkevi. Edv 6ev €xete AdBel akOun auth tnv €kBeon, mapakaAeloTe vo pWTHOETE TOV YLOTPO 0AG OXETIKA. Mo va pnv Bécou e
o€ KivBuvo tn cuvéxion tng HeA€tng, dev umopoUpe va oo Swooupe akplBeic apBuolcg akoun, ald n avtiépaon 8ldykwong
opyavoeLldoug oag Oa cuyKpLOEi pue TV avtidpaon SLoykwong opyavoetdolg evog acBevi pe petallaers F508del/F508del,
yla va ooG SwooUpE pLa yevikn oéa. H emotoAn Ba éxeL tnv €§n¢ popdn:

Metd and tn xopnynon tezacaftor/ivacaftor (Symkevi) ta opyavoeldn tou HIT-CF ID napouaotdlouv upnAdtepn/xapnidtepn
arnokplon SLoykwaong amno tv cuvakdAouBn andkplon S10ykwaong oe éva UTtokeipevo eAéyyxou F508del/F508del.

Epunveia amoteAeoudtwy

YPnAdtepa and to unokeipevo eAéyxou: Ta opyavoeldn napouciacav vnAdtepn avrandkplon oto tezacaftor/ivacaftor
(Symkevi) arné to péoo dpo twv opyavoeldwv F508del/F508del. Me Bdon ta amoteAéopata autrg tng eéétaong sivat bavd
OTL TO ATopo auTo Ba wdheAnBel kKAVIKA arnd Tig Tpéxouceg cuvduaoTikeg Bepaneieg Stapopdwtwy CFTR (tezacaftor/ivacaftor -
Symkevi- 1} elexacaftor/tezacaftor/ivacaftor -Kaftrio-) cuykpioiueg f KaAUTEPEG Ao TNV KAWVLKE QvTAmOKpLon oTo
tezacaftor/ivacaftor (Symkevi) o dtopa pe F508del/F508del.

XaunAdtepa and to unokeipevo eAéyxou: Ta opyavoeldr mapouciacav xaunAotepn avtanokplon oto tezacaftor/ivacaftor
(Symkevi) arné tov péco dpo twv opyavoeldwv F508del/F508del. Map’ 6Ao mou avapévetal OTL To dtopo autd dev Ba wdeAnOel
KAWVIKG a6 tn Oeparneia pe tezacaftor/ivacaftor (Symkevi) oe BaBuod cuykpioo e Tov HEco Gpo TWV ATOUWY UE
F508del/F508del, auto Sev amokAeietl TNV KAWVLKI OIOTEAEOUATIKOTNTA TNG €V AOYW Bepaneiag. H atouikr avtandkplon o
atopa pe F508del/F508del pmopei va Sltadépel onUavTIKA KaL n U avtanokplon oto tezacaftor/ivacaftor (Symkevi) dgv
amnokAeieL tnv avtandkplon oto elexacaftor/tezacaftor/ivacaftor (Kaftrio). Etot, to anotéheopa autrg tng e€€taong Sev Ba
TPETEL vaL amokAEleL TOUG aoBevelg amd tnv nepapatiky Bepaneia pe Stapopdwtég tou CFTR oto péAAov.

0 Bgpanwv Latpdg oag Ba oag KaBodnyHoeL OXETIKA He Ta antoteAéopata. Mn Siotdoete va tou/tng {NTHOETE MEPLOCOTEPES
nAnpodopieg edv katL ev eival cadEg.

ZNMAVTLKO: YITApYouV 3 opadeg ocupETEXOVTWY 0To HIT-CF ou &ev Ba AdBouv (akopn) autd To MPOCWTILKA OMOTEAECHATA:

1. Avutolmnou Ba cuppetacyouv oto CHOICES: MNa va 5tachaAloTel n TARPNG AVIIKELLEVIKOTNTA TG LEAETNG, ELVAL ONUAVTLKO
oUTe £0€lG OUTE OL EPEUVNTEG VA YVWPLlETE WG avTamokpiBnkav Ta opyavoeldn cag ota und dokiur dapuaka. Auto
ovopaletal «tudAomnoinon« tg KAVIKACS SokLUNG. 2to téAog tng CHOICES, Ba AGBETE Ta TPOOWTTLKA OAG ATIOTEAECUATOL.

2. T pLo oAU pikpn petoPndia twv cuppeTexoviwy oto HIT-CF, Ta opyavoeldn Toug Sev Umopeoay va avarmtuxbouv Kald
OTO EPYAOTNPLO, OTIOTE SEV UMOPECALE VO TIPAYLOTOTOLOOUE SOKIUEG GOAPUAKWY OE auTA. AUTO SuCTUXWG CUUBaiveL
ouxvd. O Bepamnwv Latpdg oag Bo oag evNUEPWOEL GV cupBaivel auTo.

3. Atopo mou €xouv povo stop ("X") petaAAdatelg: To Symkevi Sev Sokiudotnke ota opyavoeLdr) toug, kabwg ev avapevotav
kaplo enidpaon. Oa emavéABOUE TO CUVTOUOTEPO SUVATO LE TEPLOCOTEPESG TANPODOPLEG OXETIKA LLE TO TL LITOPOUV AKOUA
Va TIEPLLEVOUV QUTA TaL ATopa ard to HIT-CF.

MNa va paBete neplocotepa oXeTKA e to HIT-CF, emokedBeite to www.hitcf.org 1 oteilte e-mail oto HITCF@umcutrecht.nl
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