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OEMA: Anavinon ge eptnon BouAeuTh. ,
/
T & andvrnon Tn¢ pe apiBy. mpwr. 1330/23-11-2015 epwrnong, mou katatédnke oTn
BouAi amé Tov BouAsuth k. Kwvotavrivo Mmapyiira, pe Oéua: «Zopapd mpopAiuara
avrigeTwmilouv o1 aoBeveic ue KuoTikh “Ivwon oTn xwpa pag», oag yvwpilouue Ta axéAouda:

H KuoTikh ivwon amoTeAei coPdpd YEVETIKG véonua mou TPooPdAel Kupiwg TO
QVamVeuoTIKO ovoTnud, oUupwva B¢ We Tnv um apiBu. 7 Amépach vng 189"
OhopéAeiac/15.1.04 tou KEZY eival n ouxvéTepn KAnpovouIkh véoog (WeTd Th Oahacoaiyia).

ATié6 TIAEUpAc Tou YToupyeiou pag, ota TAGioia MGvTa Twv  3NHOCIO-O0IKOVOUIKWY Hag
SuvaTtoTATwY, YiveTal KABe Suvarth Tpoomddeia WATE N QVTIIETWTION TRG TTABnong va yiverai ye
Tov TtAEov evBedelypévo Tpomo. Adyw Tng @Uong Thg madnong Kai cUMPWVA APEVOG HEV, HE
B1cBveic Mpodiaypapéc apeTépou Be, pe TV avwTépw Amogaon Tou KEZY, n mepiBaAyn kai
VOONAEia TWV TIAOXOVTWY HE KUGTIKR ivwon, TipEmet va vivetal oc e§eISIKEUNEVEG auTOvopEG
VOOOKOHEIaKEC WOVASEC We Thv UapEn kaTdAAnAng umoBoung kai ateAéxweong (amd mAeupdg
1aTPIKOU Kal VOONAEUTIKOU TIPOoWTIKOU).

Ei31k6Tepa, o€ 6T apopd aTNV avTiKeTwmion Twy aoBeviby (evnAikwy Kai nadiv) oty
Bépeia EAAGSa, Tou yiveTal pveia ané Tov epwTlwvTa BouAeuTnh, avapépouye Ta KaTwon

Aptowe peTd Tnv éxdoon Tng Amép. 2 Tng 241" OAop./2013 tou KEZY, n appéddia
Yminpeaia Tou Ymoupyeiou Yyeidg OUVepYAoTnKe pE TIG dpuodIeg AYTIE kat 1o ouvappédio
Ynoupyeio Tlaideiag, Epeuvag kai Gpnokeupdrwy, yia Tnv efelpeon evpuBung AUong Tou
Béuatoc The TARPNG OeouoBETnong kat EvowudTwong Twv Movddwyv KuoTikhc ‘Ivwong orta
Noookoueia TTamavikoAdou yia Thv KEAUYN Twv evRAikwy TIAoXovTwv Kal Inmmokpdreto yia Thv
KAAUYN TWV avaykuwy Twy Taidilv Tou Tdoxouv amé KUGTIKA ivwon, kal Tnv otadiaky évaptn
AciToupyiag Toug.

'H3n, Ttpo unvéc TepiTou, ETAAN OXETIKG éyypago oTn Aloiknon Tou "N, GEX/KHZ
«ITITTOKPATEIO», pe To omoio 366nkav cageic odnyieg yia Tnv évapin kai anpookomTn
AeiToupyiac Tng veoidpuBeioag Movadag Kuotikig ‘Ivwong tng I Tlaidiarpikig KAvikhg Tou
Turpatoc Emornuiv Yyeiag Tou ATTO, kai Ba akohouBricel avrioToixo éyypago apéowc HETA
Tnv avapevépevn idpuon avriotoixng wovddag ova mAgioia vng Tlav/kng TiveupovoAoyikig
KAavikig Tou ATTO.

Zehideg anavinong: 4
Tehibeg cuovnuuévev: -
TOvoro ceridbwv: 4



T e 671 agopd avo T.N. TTaidwv ABnviv «H ATIA ZO®IA», cag yvwpiloupe 671 oTov
10XU0VTA opyavioud AElToupyiag Tou, TpoPAémeTal autévopo Tunua Kuotikig Ivivdoug Nooou,
gvTaypévo oTa mAaioia Tou B TTaBoAoyikou Topéa Tng Iatpikig Ymnpeoiag, o omoio Ppiokeral
ot Aeitoupyikh Siactveon pe Tnv eildikh Movada Tlaidiarpikfg TTveupovohoyiag Tng A’
Taidiarpikic KAivikic Tou Tlavemornuiou ABnviwv. To ©éua Tng S1eubétnong Tou Xwpou
voonAeiac kar Tne S1aBeong Twv amapdiTnTwv KAIVWY yid Th Aeitoupyia Tou, AmTETA TWYV
apuodiothAtwy Tng Aloiknaong Tou Nogokoyeiou.

TéAog, emi TG exdoBeicag Amdpaong 2 Tng 243™ /2013 Tng OhopéAeiag Tou KEZY
«OXETIKd e TOUE dpouc Kai MpolmoBéaeic mou mMpémel va mAnpoi éva Nogokoyigio mpoKeipévou
va voonAever aoBeveic pe Kvotikii Tvwon» ka1 TpokeIpévou va kataotei Suvarh, n and TTAEUPAG
Tn¢ Ymnpeoiac pag éxkdoon avTioToixng Ymoupyikig ATépaong, £XOUlE amooTEiALl epWTNHG OTO
KEZY emi Twv TIBéuevwy oTn avwTépw ATépacn TPog MEpaITEPW SIEUKPIVAGEIG QUTWV, dTTWE
TX. To S1A0TNYA TPooapoyic Twv R3N AsiToupyolviwy Movadwy, Ta BepameuTIKG TTPWTOKOAAD
KATT, £T1f TOU oTroiou avapéveral anavrnon.

EmmpéaBeta, n Kuotiki ‘Ivwon aviker oTig Imavieg TlaBnoeig, kaBug mAnpoi Tig
npoUmoBéceic Tou opiovral oto dpBpo 24 tou N. 4213/2013 «Tlpoaappoyh Tng £OVIKAG
vopoBeaiac oTic Siatdfeic Tng Odnyiag 2011/24/EE Tou Eupwmdikol Koivopouhiou kai Tou
Suppouhiou Tng 9™ Maptiou 2011 Tepi epapuoyh¢ Twv SikaiwpdTwy Twy acBeviv oTo TrAdicio
NG 5IAOUVOPIGKAC UYEIOVOUIKAG TepiBaAyng kai dAheg Siatageig» (PEK 261/A'/2013).
SuyKekpIpéva, oUppwva Pe To 4pBpo 24, wg omdvio voonua - dOnon opileral kaBe véoog TG
onoiac o emmoAaouég Sev umeppaivel ta mévre (B) avd 3éka xihiadeg (10.000) daroua oTnv
Eupwndikn Evwaon, opiouég o omoiog uioBeTeitar kar otnv EAAGSa. Tautéxpova avayvwpiletai
70 ORPHANET wc¢ n emionun pdon dedopévwv yia Tig omdvieg maBRoeig kai edikoTepa,
avayvwpiletal o «KardaAoyo¢ Zmaviwv Noonudtwv - TlaBhcewv Tng ORPHANET» omwg
TpomoToteital Kal 1oxUel oThv Eupwndikh Evwon, wg medio avapopdg via va omavia voonuara
ané dpuodIEG UTINPEDIEG Kl KPATIKOUG POPEIG.

S0 i510 dpBpo mpoPAéneTal n Siapudppwon kar avamrugn «EBvikou Zxediou Apdong yia
va Imavia Noofpara - TTaBnoeic (E.Z.A.ZN.-TI.)» ané to Ymoupyeio Yyeiag, kaBwg kai n
ouykpoTnon poviung «EBvikng EmTpomi¢ via Ta Imavia Nooryara - TTaBnoeig (EEZ.N-TI)»
ovo Kevrpiké ZuppoUhio Yyeiag (KE.Z.Y.).

Me Tnv um' apiBu. AY13/T.Tl.ok. 49985 amépaon tou Tevikos Tpapuaréa (AAA:
BIY0O- AAI) OUYKPOTHONKE N ev Adyw EBvikA EmTpomh. To épyo Tng omoiag mepiAappavel:
a) Tn Siauéppwan TEAKAG TpdTaoNg avapopikd ye To EOVIKS Txédio Apdone yia Ta Zmavia
Nooruara, o1 pacikoi dfovec Tou omoiou Oa Tpémel va evapuovioTolv Pdoer XooTaong Tou
-Tuppouhiou Tnc Eupwmdikhg Evwong oxeTikd pe 8pdoeig oTov Topéa Twv onaviwv nadnRoewy,
oTnv omoia TpoPAémovTai Béomion KAl €PAPUOYR OTPATNYIKWY yid TIg ondvie¢ madnoeig,
ETAPKAC OPIOHOG, KWSIKOTOINON KAl KATAYPAPH OTdvIwY TTaBRoEwy, épeuva, avantugn KEvipwy
EUTIEIPOYVWHOOUVNC KdI EUPWTIAIKWYV SIKTUWV avapopag, evioxuon Tou pOAOU TWV opyaviucewv
aoOeviv Kai S1a0paMoNn Héow KATAAARAWY PNXAVIOUWY Xpnuarod6Tnong Kai ouvepyaoiac Tng
PIUOINGTATAC TWV UTTOSOUWY TIoU OUYKPOTOUVTA) OTOUG TOHEIG ThG evnuépwang, Tng épeuvag Kat
NG LyetovouikAg TepiBaAyng yia Tig omdvieg mabnoeig
p) To ouvTovioud kar Tiv TapakoAoUBnon UAoTtoinong Tou EGvikoU Zxediou Apdong.

H E.E.Z.N.-TT. fekivnoe Tic epyacieg Tng oTa wéoa Zemteuppiov 2014 kai €Oeoe wg
npoTepaidTnTa T Siapépypwon Tou EBvikoU Zxediou Apdang via Ta Znévia Nooruara. Z7o ev
Aoyw Ixi810 avaupévetal va umdpel TipoPAeyn yia Bépara mpdAnyng Kai Eykaipng diayvwong
TWV omaviwv voonuarwy, OTWG TIPOYEVVNTIKGG EAEyX0g Kal VEOYVIKO screening, aAAd kas
UTNPEGIEC YEVETIKAC OUPPOUAEUTIKRAG. ZUppwva pe Yo apBpo 24 Tou N. 4213/2013, To EBviko



Zxé810 Apdone yia Ta Zndvia Nooruara ~ TTaBroeig Ba cykpiBei ye anépaon Tou Ymoupyol
Yyeiag kai ©a 3copclel Ti¢ apu6dieg UTINPECie¢ Kal popei¢ Tou Ymoupyeiou Yyeiag yia Tnv
£PAPUOYR TOU.

To ¢pdpuako ORKAMBI (ivacaftor+lumicaftor) adeciodotiBnke ané vov Eupwmdiko
Opyavioué @apudkwv (EMA) omic 19.11.2015 yia tnv opgavry évdei{n: «yla tn Oepaneia
aoBevibv pe kuoTikh ivwon (KI) nAikiag 12 eTwv kal dvw, o1 omoior eivar opdéfuyol yia Th
uetarhaln F508del oto yovidio CFTR». . .

Emi Tou mapévroc Jev avAkel oTa TigoAoynuéva TPoIdvTad Kal Sev eival EVTAyHévo oTn
OceTIKA AioTa amolnIwWUEVWY PApUAKWY.

O1 aoBeveic umopolv va éxouv TpéaPaon ot aAuTo UEOw ATOHIKAC TrapayyeAiag
(Mikpddepa) péow IPET pe Tov KATWE pnxaviops:

Me Pdon ta opiléueva ormic diaraeic Tou N. 4223/2013 (PEK 287/A°/31.12.2013) ap. 54
«ia Thv avaykaiéTnta Bepamneiac e pdpuara mou dev KUKAopopoly oTnv EAAGSa, kaBug kal pe
pdpHakd upnAoU KéaTouc EIdikWyY TaBRoswv yvwuarelouv emTpomég amoveAolpeveg amod
yiatpoU¢ €£18IKOTNTAC OXETIKAC WE Th vOOo yid Tnv omoia cuvrayoypageiTdi To okeldoua,
papyakoTololc Kai £131koUC ETOTRUOVEG aTNV olkovoHIKR afioAdynon Tng Texvohoyiag uyeiag R
Td o1KovoyiKd Tne uyeiac Tou opéa R 1aTpolc Tou E.ZY. A TWy oTPATIWTIKWY VOOOKOKEIWY, HE
avamAnpwuarikd péAn, n didpkeia Twy omoiwv Ba cival SieTrAg. TTpoedpog Tng KABe emITPOThAC
opieTal éva amé Ta TAKTIKA péAn Kal ypauuateUs évag UmdAAnAog tou Bopéa. O1 Emivpoméc
ouykpoToUVTal ye amopdoeic Tou YmoupyoU Yyeiag, oe apiBué Tou KpiveTal anapdiTntog yid Tnv
efumnpéTnon Twv acpaMouévwy, Ue TIC OTOIEG opiZovral n GUYKpOTNON, 01 dpuodIOTNTEG Toug,
kaOw¢g kal kGBe AAAn avaykaia Aemropépeid. Ta avw'repw (papuaka Tapéxovralr gévo amd ta
papuakeia Tou Opyaviguol R TWv KpdTIKWY voooxopslwv »,
1

Me pdon ta avwTtépw n EmTponn Sapudkwv E Tep"mou kar YynhoU Kéotoug ABnva 6a
e€evaler Ta aithuara acBeviv yia Bepameia ye TO g@ ako ‘ORKAMBI ava acBevn (fidn
UTIAPXE! EYKPITIKR anmdgaon yia 1 aoBevR). L& ouvéxerd mela EOTIYY 6a mpofouv oc
OXETIKR, TrapayyeAia ané To IBET. Zag mAnpogpopolpe OTI a6 emkoivwyia e To ISET vo
EKTIHWYEVO Unvidio KéaTog avd acBevi Ba eival mepimou 15.000€/unva kai To eTholo KdaTOG
180.000€, n 8¢ ekTipwuevn emidpaon atov mpouUToAoyioud Tou OpyaviouoU yvia Ta 100 droua
Tou amoTeAoUv Tov TAROUOUS OTOXO yia Tn OUyKekpipévn Oepancia Ba éxel emidpaon
18.000.000/¢to¢. Emionuaivetal 671, oTa pdpuaka e§wTepikol Sev epapudéletar rebate.

Emiong, emi Tou mapdvroc To @dpuako ORKAMBI dev gaivetal va anmol{nuiwveTal ané
dAAn xwpa Tne Evpwndikig Evwong.

O ZOAOYOC YIa Thv KUOTIKRA ivwon, pe Yo pe dp. mpwt. 437/13-10-2015 uméuvnud tou
nipog Tov T1pdedpo Tou EOTTYY, uméparAe Ti¢ TPOTACEIG TOU, GXETIKA HE TIG TPOTTOTOINGEIS O
omoiec Ba mpémel  va ouvunepiAngBolv otov véo Ewvigio Kavovioué Tlapoxwv, Tov omoio
enefepydlerar o Opyavioyog.

MeTa Thv eféraon Twv aIThudTwy, evowparwlnkav otov véo oxédio Tou KavoviouoU Ta
kaTwo ohyeia: '
- Zthv Ttap. oT” Tou dpBpou 14, avapépeTar:
«Z & TTAOXOVTEC AT6 KUOTIKR ivwon amolnuiwvovTal éwg 10 guvedpieg To pva eThoiwg».
- 21nv Tap. vy’ Tou dpBpou 15 avapéperan
«Avayvwpilerar n anolnuiwon damdvng yia Tnv ayopd vepehommointh eidikol TUTOU via Thv
Kuotikiy ‘Tvwon, afiac éwg 1000 cupw. ATolnuiwveTal avrikardordon Tou vepehomoinTh kGBe
Tpia xpdvia, ka1 avTikdTdoTaon Twv avaiwsipwy Tou (owAnveg, Soxeia pappakou, nAeKTpovikA
YEVVATPIA/KEQAAR depoAluartoc, wiATpa) péxpl Tou oool Twy 160€ ava e€aunvo.



InueiveTal 0TI, n wéxpr ofuepa amodidouevn Samavn avépxeral ora 250 € wyia
VEQPEAOTIOINTH XWPIC va TIPoPAETTOVTAI avaAWOIIa».
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