N.3794/2009: O£pato TAVERLOTHULOKOU KOt TEXVOAOYLKOU TOUEQ TG OVIWTATNG EKAiSEVONG Kot
AAAeG SLatagelg

ApBpo 35: Ewcaywyn otnv TpurtoBfaduia Ekmaidsuon atopwv mou mAcXouv oamnd cofopég
nadnoeig

MNPOZOXH: H napdypadog 1, onwg autn eixe avtikataotabel pe to apbpo 39 map.24 N.4186/2013,
@OEK A 193 kat tpomomnoinBel pe to dpbpo €kto N.4218/2013, OEK A aviikabiotatal and to
oKASNUATKO £10¢ 2018-2019 pie Tnv ap. 1 apBbpou 13 N. 4452/2017, DEK A 17/15/2/2017, wg €€ng:

1. Ou urtoPndlol TWV TAPAKATW AVUPEPOUEVWV KOTNYOPLWV £lodyovTol Xwpl efstaoelg ota
Avwrtata Ekmatdevtika 16pvpata (A.E.l.) Mavemniotnuiakou kot TexvoAoylkoU ToUEQ, OTIC AVWTATEG
EkkAnolaotikég Akadnuiec kat Avwtepeg XxoAég Touplotikng Ekmaidevong mAnv tou TUAMOTOC
Ewkaotikwyv Texyvwv tne A.2.K.T. ABrvag, tou Tunuotog Ewkaotikwy Texvwyv Kot Emotnuwy tng
Téxvng tng ZxoAng KaAwv Texvwyv tou MNavemniotnuiov lwavvivwv Kot Twv TUNUATWV ELKAoTIKWY Kot
Edappoopévwv Texvwv twv Mavemotnuiwv Oecoahovikng kat Autikng Makedoviag, kob’
uTtépPBacn tou aplBPoU ELCAKTEWY OE TTOCOOTO 5%, edpdoov eival katoxol Tithou amodéAuong amno
AUKeLo ) avtiotolyo ZxoAeio TG nuedarmnig i aAhodamnng: TudpAol, pe pelwpevn otk ofuTnTa (e
TI0O0O0TO avarnnpiag touAdxtotov 80%), kKwdoi, KwdAAAAOL, TTACKOVTIEG OO GUYYEVELG ALUOAUTLKES
avatuieg mou untofarlovral o HETAYYIOELG 1 €XoUV coBapeg KAVIKEG ekOnAwoeLg mou poodidouv
avannpio 67% kal Avw (LECOYELAKN avaluia, SPEMAVOKUTTAPLKY VAL, LIKPOSPETAVOKUTTOPLKNA
avatpia, TOAUPETAYYLIOMEVOL TIAOXOVTEG OO LECOYELAKA VAL, CUYYEVAG ALULOAUTLKN avaluia
Aoyw €Mewpng mupoufikng kwaong, avawdion Diamond Blackfan), mdoyxovteg amd ouyyevn
vbpokepoAior HE HOVIUN TEXVNTA TIOPOXETEUCN TOU eykepaiovwrtiaiou uypou (shunt),
ouvobeubOuEeVN Kal amd AAAeG Slapaptieg, OmMwe apoaxvoeldng KUoTN HE GALVOUEVA ETUANTITIKAG
kplong, mdoxovteg amd puikn Suotpodia Duchenne, amd Papid ayyslaky SuomAacia tou
eykedallkol oteAEXouG, amod kakonBelg veomAaoieg (Aeuxaluieg, AeppwuaTa, CUUTIAYELG OYKOUG
He eatopkeVUEVN Kpion tng Emttponng E€€taong Evotdoswy unoPndiwv pe coPfapeg mabnRoeLg
yla elcaywyn otnv tpltofadula ekmaidevon o€ moocootd 5%), and 1o cuvdpopo tou Budd Chian,
oo TN vooo tou Fabry, amo Bapld voKUGTIKA VOOO (MOyKPENTOC, MVEUUOVWY), OO OKArpuvon
KOTA MAQKAG, armo Bapld puacOévela OepaMEUTIKWE OVTILETWIIL{OUEVN UE GAPUAKEUTLKA Oywyn,
veppomabeic mou umoPallovtal oe awlokaboapon r mepltovaikn kaBapon, TMACYOVIEC amo
OUVYEVLKN alpoppaytkr dtabeon - apoppodihiec kot umtoBarAopevol os Bepamneia e TOPAYOVTEG
nnéewg, UTOPANOEVTEG O HMETAUOOXEUCN MUEAOU TWV OOTWV I UETOUOOXEUCH KeEPOTOELS0UG
XITWVOC, Kapdlag, AMOTOC, TMVEUUOVWY, VeEPPOU, TIAYKPEATOG, AEMTOU EVIEPOU, TACYXOVIEG OO
LVOOUALVOEEQPTWHEVO VEQVIKO SafBntn tumou 1, maoyovteg and oUvOpouo Evans, HE KvnTIKA
npoPAnuata npocdidovra avamnpia TouAdxlotov 67%, TIACXOVIEC oo palvVUAKETOVoUpLa, amo
ouyyevy BpopPodihia kat umoPallovtal os Bepameia AVIUTNKTIKAG aywyng 6wa Pilou, amod
appubuoyovo duomhacia 6£€lac Kolog pe epdputevpévo amvidwtr), KoBwe Kal amd T voco
Gaucher, maoyovteg and cUUMAOKEG ouyyeveic kapSlomabeleg xelpoupynOeloeg 1 Un, MACYXOVTEG
oo umeptpodlkol TUTMOU MUOKAPSLOTMAOEL], TTACXOVIEG OO TIVEULOVIKI) OPTNPLOKN UTIEPTACH
SlamiotwBeioa pe 6&€l0 KABeTNPLACUO, TACKXOVTEC OO coBapr) MVEUOVLKH (vwaon omolacdrmote
attlohoyiag, amod 8lomabn kolhlokr Taxukapdia pe tomobftnon amwidwTtr), MACKXOVIEG Ao
YAUKOYOVLAOELG, TAOXOVTEG Ao Kippwon Amatog pe emPBefalwpévn mudaio uméptaon, AOXOVTES
anod nmuAaia uméptaon Adyw unomAaciag nuAaiog pAERAG, amod tn voco tou Crohn pe Lotoloyikn
emuPBeBaiwon, maoyovteg anod tn voco Wilson, and to ocuvdpopo MOAAAMANRG VEUPLVWUATWONG
(Recklinchausen) pe ocuotnuatiki mpooBoAn, amd moANamAouv pUEAWMa, and capkosidwaon umnod
Hellova avoookataotaATiky Bepamneio Adyw mpooBoAng mvelpovog f/kat KNZ, and autodvoon
nratitiba uno peilova avoookataotaAtik Beparmeia, umoPAnBEvIeg o AapuyyeKTOUN OALKA,




TIAOXOVTEC amd Kpaviopapuyylwpa Tou eykePpAAou, amd CUOTNHUATIKO gpuBnuatwdn AUKO UTo
ueilova avoookataotaAtiky Bepameia Aoyw mpooBoAng vedppwv n/kat KNI f/kat opoyovwv
UMEVWY f/Kal alpotog, amd ouoTnUOTIK okAnpodeppia pe dudxutn Sepuatikn mPoofoAn,
nidoyovteg arno eAkwdn KoAltida mou Aappdavouv peilova avoooKaTACTAATIKN aywyn i €xouv AdPeL
HEllova avooOoKATAOTOATIKA aywyr oto mapeABov kal cuvexilouv pe SladopeTiki GAPUAKEVUTLKNA
aywyn, acBeveig pe eAkwdn koAitida ou €xouv umtoBANBel o€ OALKN TIPWKTOKOAEKTOUN KOL LOVLUN
el\eootopia 1 UPOALK KOAEKTOMN UE ELNEOTIPWKTLKN avootopwon amneuBeiag ) pe dnuoupyia
€LNEELKNG VEOANKUOOU, MACGKOVTEG OO QLUTOAVOCH OLLOAUTIKY avatpia  avutodvoon Bpopfonevia
uno peilova avoookataotaAtikn Bepaneia, mdoyxovteg and 1o cuvdpopo Klippel Feil, anod veaviki
Slomabn apbpitidba pe ocuvexn evepyotnta HETA TNV nAkio twv 14 etwv mapd tn PloAoyikn
Bepamneia, maoxovieg amd oUVOPOUO ETKTNTNG avVOOOAOYIKNAG oavemapkelag (AIDS) umo
avtlpeTpoikn Beparmeia (pe e€atopikeupévn kpion tng Emttponng E¢€taong Evotdoewy umodndiwy
HE coBapEg MabnoeLg yLa eLoaywyr otnv TpLtofaduia ekmaideuon o€ mooooto 5%), MACKOVIEG Ao
VUKTEPLVN TIapo&UOUL- KA alpoodalplvoupiol e oVAYKN TOKTIKWY UETOYYIOEWV O Xpovia Baon,
nidoyxovteg ano Stadopa omAvIa GUYYEVH, KANPOVOULKA 1 €TUKTNTA cUVEpOUA - VOOHATA OTaV
ekppalovtal pe ocoPapec KAWLIKEC ekdnAwoelg mou mpoodidouv avamnpia touldylotov 80%
e€etalOpevol Katd TEPIMTWON, TAoYovte amd to ouvdpopo Klipper Trenaunay-Weber, amo
BAevvomoAuoakyapibwon TUMOU 6, TAoxovieg amo Oepupatopuvocitiba umod  peilova
ovoooKataoTtaAtikn Beparmeia, maoyovteg ano cuvdpopo Mukle Wells (cupntwpatiky vooog pe
oupBatikn KAWVIKA €lkova pe Stayvwon emiBefatwpévn ano maldlatpo pe eldKn epnelpia ota
PEVUATIKA voonuota, yevetikn emBePfaiwon petaAlayng otnv kpuomupivn NALP3 smiBupuntn oxt
amapaitntn, adol dev undpxouv oe OAoug touc acBeveic, Beparmeia pe BLOAOYIKOUC TTAPAYOVTEG
A.X. avaotoAeic tnc IvtepAeukivng IL-1), maoyxovieg amd coBapd KANPOVOULKO ayyelooidnua
gpyaotnplaka emniPeBolwpévo pe avamnpia Touhdxlotov 67%, MACKOVTEC amo KalonBn oyko
vEbupag eykepalouv pe avamnplo TOUAAXLOTOV 67%, TTAOXOVIEC amod pnén aveupUOUATOG UE
awoppayia kot udpokédalo pe avamnpia touhdaxlotov 67%..

MNPOZOXH: Me tnv nap.2 apBpou 13 N. 4452/2017, opiletat OtL:

"2. EWOIKA, yla to oKadnuaiko £to¢ 2017-2018 csiodyovrtal Xwpic €fetdocelg ota Avwrata
Ekmatdevtikad 16pvpata (A.E.l.) Mavemotnuiakolu Kat TexvoAoylkoU Topéa, OTI AVWTOTEC
EkkAnolaotikég Akadnuiec kat Avwtepeg XxoAég Touplotikng Ekmaidevong mAnv tou TUAMOTOC
Ewkaotikwyv Texyvwv tne A.2.K.T. ABrivag, tou Tunuotog Ewkaotikwy Texvwyv Kot Emotnuwy tng
Téxvng tng ZxoAng KaAwv Texvwyv tou MNavemniotnuiov lwavvivwv Kot Twv TUNUATWV ELKAoTKWY Kot
Edappoopévwy Texvwv twv MNavemotnpiwv Oecoalovikng kat Autikng Makedoviag, o€ mocooto
5% ko' unépBacn Tou aplBpoU ELCAKTEWV EKTOG amod Toug urtoPndioug Tou avkouyv o pia anod
TIC KaTnyoplieg mou mpoPAEmnovtal otnv nap.1 tou apBpou 35 tou v. 3794/2009, 6MwWC LOYXUEL TTPLV
OO TNV OVTIKATAOTOON TOU HE TO TAPOV, Kol oL urmoPndlol Twv MapaKATW avadEPOUEVWY
KOTNYOPLWV: OO CUYYEVH QLUOAUTIKN avatlpia Aoyw EAAePng mupouBIKng Kvaong, amo avatuio
Diamond Blackfan, maoxovteg am6 Tto ouvdpopo Klipper Trenaunay-Weber, amo
BAevvomoAuoakyapibwon TUMoOU 6, TAoxovteG amo Oepupatopuvocitiba  umod  peilova
ovoooKataoTtaAtikn Beparmeia, maoyovteg ano cuvdpopo Mukle Wells (cupntwpatiky vooog pe
oupBatikn KAWLIKA £lkova pe Stayvwon emiBefatwpévn ano maldlatpo pe eldkn eunelpia ota
PEVUATIKA voonpata, YEVETIKN emiBeBaiwon petalayng otn kpuomupivn NALP3 gmbupntn oxt
anapaitntn, apouv dev untdpyouv oe 6Aoug Toug acBeveig, Beparmeia pe BLOAOYLKOUG TTAPAYOVTEG
A.X. avaotoAeig tng IvtepAeukivng IL-1), mdoxovteg amd coBapd KANPOVOMLKO ayyelooibnua
epyootnplakd emPeBalwpévo pe avamnpia touAdxlotov 67%, maocxovieg and koAondn oyko
vépupag eykeddAou pe avarmnpia TOUAAXLoTov 67%, TIAOXOVTEG amo pR§n aveupUOUATOG HE
awoppayia kat udpokédalo pe avamnpio touldxlotov 67%, edpooov: a) eival katoxol titAou



amoAuong amo AUKELO 1) avtiotolyo oxoAsio tng nuedarmnng rp aAAodamrc kat B) motonolnBouv amnod
TI§ amattoupeveg Elbikeég Emtapeleic Emtponég.

Eldkd, yia to akadnpaikd £to¢ 2016-2017 sioayovtal pe tn Sadlkaocia tou mponyoupevou
edadiou otic avwtépw ZXoAEG kaB' unépBaon tou mocootol 5% oL umoPridlol mou macyxouv amnod
TG avadepOUEVEG 0TO Ttponyoupevo edddLlo aoBEveLeg, EKTOG amod auTeG TG Ttap.1 tou apBpou 35
Tou v. 3794/2009 6nwG LOYXVEL, TPV A0 TNV QVTLKOTAOTOON TOU E TO APV, O ALTOUEVN OXOAN
N TLAKA, EPOCOV £XOUV CUYKEVTPWOEL TOV ATTALTOUEVO aplOUd poplwv Twv eloaxBEéviwy He auTth
TNV Katnyopia Tou £€toug autou".

[2. OLaoyovteg amod T avadepoueve mabnoelg dev elodyovtol o TURUOTa ota onoila Adyw tng
duong NG eMoTAMNG €ival Suoxepng yU autoug n mapakoAolBnon cludwva PE aLTLOAoynUEVN
anodaon Tou TUAUATOC, TTOU EYKPLVETAL A0 TN CUYKANTO KOL OVAKOWVWVETOAL TIPLV alto TV évapén
Tou akadnpaikou €Toug yla to omoio yivetal n emloyn. EWdikda yia to akadnuaiko étog 2009-2010
Ol OXETIKEG amodACELG TIPETEL va £XO0UV oAokANpwOel €w¢ 30 ZemtepuPBpiov 2009.]

H map.2 katapyndnke pe to apBpo 7 tou N.4283/2014 (DEK A 189/10.09.2014)

3. Z& mepimTwon mou o aplOUdG Twy ATRoewy yla KABe TUAUA glval LeyaAUTEPOG Ao Tov aplOud
TwV B€0EWV OV AVTLOTOLXOUV 0TO TOC0OTO 5%, N €Loaywyn yiveTal LE KPLTAPLO TO UECO YEVIKO
Babuo amoAuong amnd 1o Avkelo kata ¢pBivouca oelpd Babuoloyiag. e nepimtwon woofaduiog
Tiponyouvtal ot UTtoPRPLoL IOV €XOUV TIPOYEVECTEPN CELPA TPOTINONG Kal o€ mepimtwon dlag
TIPOTILKNONG VLA TO CUYKEKPLUEVO THUNAO TiponyouvTal oL PeyaAUTepol o€ nAkia pe Baon to €10¢
Y€vvnong Tout. Av TaUTIZETAL KOL TO £TOG YEVVNONG ELOAYOVTAL WG UTIEPAPLOUOL.

4. Me anodaon tou Ymoupyou EBvikng Mawdeiag kot Opnokeupdtwv kobopilovtal Ta
SKaLOAOYNTLKA, O TOTOG, 0 XPOVOG KoL TPOTOG UTIOBOANG TOUG, Ta avaykaio cUAAOYLKA dpyava yla
TOV €AeyX0 TwV SLKALOAOYNTIKWYVY KOl TNV €KOOO0N TWV OMOTEAECUATWY ELOAYWYAG Kot KABe GAAN
avaykoia AemTopépeLa o elvat amapaitntn ya thv oAokAfpwon tng dtadikaciag emhoyng Kot
eyypadng twv ewoayopevwy ota A.E.l.. Me kown anodaon twv Yrnoupywv EBvikAg Mawdeiag kat
Opnokeupatwy Kat Yyeiag kat Kowwvikng AAAnAgyyung, n onoia ekSideTaL LeTA amd Eloriynon Tou
Kevtpikol ZupPouliou Yyeiag (KEZY), kaBopilovtal ebikOtepa Ta Opyava, O TPOMOC Kal N
Stadkaoila Stamiotwong tng mabnong mou SLKALOAOYEL, KOTA TEPUTTWON, TNV ELCAYWYN OTNV
tprtoBabuia ekmaidbevon kot kABe AGANO OXeTKO Ofpa. Me kowvr amodacn Twv Ymoupywv
Owovopiac kot Otkovoulkwv Kot EBviknc Nawdelag kat Bpnokeupdtwy opiletal n amolnuiwon Twy
HEAWV TWV avVayKaiwv CUAOYLKWY OpYAvVWV.

5. Metd T 6nuocieuon Tou MAPOVTIOG Katapyouvtol ot Slatdfelg Tou mpwtou edadiou TG
neptmtwong I’ tn¢ napaypadou 1 tou apbpou 3 tou v. 1351/1983, OMWC AVTIKATAOTAONKE UE TNV
napaypado VIl tou apBpou 46 tou v. 1946/1991 kat tou dpBpou 12 tou v. 2640/1998 kaL TNG
napaypdadou 8 Tou apBpou 6 tou v. 3027/2002 (DEK 152 A).

6. Omou oto v. 3282/2004 yivetal avadopd oto apbpo 12 tou v. 2640/1998, voeital epeng to
mapov apbpo.

«7. Me anodaon tou Yroupyou Matdeiag kat OpnokeupdTwy, UOTEPA ATIO YVWHN TwV MEVIKWY
Zuveheloewv Tou Tunpatog Ewkaotikwy Texvwy tng A.Z.K.T. ABrvag, Tou TuRpatog Elkaotikwy Kot
Edappoopévwv Texvwv ™G ZXxoAng KoAwv Texvwv Ttou AplototéAeou [Mavemotnuiov
@eooalovikng, tou TuApatog MAaotikwy Texvwv kot Emotnuwyv tng Téxvng tng 2xoAng KoAwv
Texvwv tou Mavenotnuiou lwavvivwv kat tou TuApatog Elkaotikwy kot Edappoopévwy Texvwy
tou MNavemotnuiov Autikng Makedoviag TOU ETUKUPWVETOL Amo TN ZUYKANTO TOU OLKELOU




I6pupatog, eival duvatni n elcoywyr LETA amno el8IKEC e€eTAoelg Twy utoPndiwv T mapaypddou
1 kaB’ unépPaon Tou aplBPoL ELCAKTEWY OE TO000TO 5%. Me tnv (6l anddaon kabopilovtal ta
SwatloAoynTtikd, o TOMOoG, 0 XPOVOG Kal O TPOTog UMoBoANG Toug, KaBwg Kal o TPOMOoG Kal n
Sladkacio Slamiotwong Twv OXETIKWV KOAATEXVIKWY O6€§lOTATWY yla TNV €loaywyn Twv
vroPndiwv kat kaBe AAAN avaykaio AemtopepeLa yla tnv edpappoyr tng dtatagng autng.»

| H mapaypadog 7 mpootédnke pe to apBpo 39 map.23 N.4186/2013, DEK A 193/17.9.2013.




