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KEDAANAIO T":
PYOMIZH ©EMATQN MNMPQTOBAGMIAZ KAl AEYTEPOBAGMIAZ EKIAIAEYZHZ

ApBpo 13:

PUBuion BepdTwy eiIcaywyng otnyv TpitoBdaduia ektraideuon

1.a) H rap. 1 Tou GpBpou 35 Tou v. 3794/2009 (A156), GTTWS AVTIKATAOTABNKE WE
TNV TTap. 24 Tou dpBpou 39 Tou v. 4186/2013 (A" 193) Kal OTTWE TPOTTOTIOIRBNKE ME
TNV TTap. 2 Tou dpBpou £kTou Tou V. 4218/2013 (A'268), avrikaBioTatal wg
aKoAoUBwg:

«1. O1 uTTOYWNRYPIOI TWV TTAPOKATW AVAPEPOUEVWV KATNYOPIWV EI0AYOVTAl XWPIg
ggerdoelig ota Avwrara Ekmaideutikd [dpupata (A.E.L) TMavemmoTnuiakou Kal
TexvoAoyikoU Topuéa, oTig AvwTaTteg EKKANOIAoTIKEG AKOdNMIES Kal AVWTEPEG 2XO0AEG
TouploTikAG Ektraideuong mAnv tou TuAuatog EikaoTikwv Texvwv tng A.Z.K.T.
ABnvag, Tou TuRuatog EikaoTikwv Texvwv kal ETmotnuwy NG TéXvNg TNG ZXO0ANG
KaAwv Texvwv tou lMNavemoTtnuiou lwavvivwy kal Twv Tunudtwyv EIKaoTiKwy Kal
E@apuoopévwyv  Texvwv Twv MavemoTtnuiwv  Oeooalovikng  Kal  AUTIKAG
Makedoviag, kab’ utréEpBacn Tou apiBuoU €I0AKTEWY O€ TTOO0OTO 5%, EQOCOV gival
KAtoxol TiTAou atmoAuong atmd AUKEIO 1] avTioToIXO 2ZXOAEi0 TNG NUEdATING N
aAAOOATTAG: TUQAOI, HE MEIWMPEVN OTITIK OgUTNTA (JE TTOO0O0TO avaTTNPIag
TouAdxiotov 80%), Kw@oi, Kw@AAaAol, TTAOXOVTEG ATTO OUYYEVEIGC QIMOAUTIKEG
avaldieg TTou UTTORAAANOVTAI O€ PETAYYIOEIC 1) €XOUV OOBAPEC KAIVIKEG EKONAWOEIG
TToU TTPoodidouv avatrnpia 67% kal Avw (UECOYEIOKN avaluia, SPETTAVOKUTTAPIKN
avaidia, MIKPOOPETTAVOKUTTAPIKN avaipdia, TTOAUMETAYYICOMEVOI TTAOXOVTEG OTTO
MECOYEIAKN QvaIdia, OUYYEVAG QIMOAUTIKN avaigia Adyw EAAEIYNG TTUPOUBIKAG
Kivaong, avaigia Diamond Blackfan), mdoxovreg amd ouyyevr) udpoke@aAia pE
MOVIUN TEXVNTA TTOPOXETEUOT TOU gyKEQAAOvVwTIaiou uypou (shunt), cuvodeudpuevn
Kal atrd AAAEG DIAPOPTIEG, OTTWG APAXVOEIdNG KUOTN HE QAIVOUEVA ETTIANTITIKAG
Kpiong, TTAOXOVTEG atro PUikr) duoTpo@ia Duchenne, atrd Bapid ayyeiakr duoTTrAacia
TOU E€YKEQAAIKOU OTEAEXOUG, ATTO KAKONBEIG vEOTTAOTIEG (Aeuxaluieg, AeppwpaTa,
oupTTayeic Oykoug e e€aTopikeupévn Kpion Tng EmTpot¢ E¢étaong EvoTtdoewy
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TT0000T0O 5%), atd 10 cuvdpopo Tou Budd Chiari, ammd 1n véoo tou Fabry, atmoé Bapid
IVOKUOTIKI} vOOO (TTaykpéatog, Tveuudvwy), atmmd okArjpuvon Katd TTAdkag, atrd
Bapid puacBéveia OePATTEUTIKWG AVTIMETWTTICOUEVN ME QAPUAKEUTIKA aywyi,
VEQPOTTABEIG TTOU UTTORAAAOVTOI O QIJOKABapPONn 1 TrEPITOVaIK KABapon,
TTAOXOVTEG OTTO CUYYEVIKI AlJoppayIKh dId0eon - aIopPOPIAIEG KOl UTTORBAAAOUEVOI
o€ BepaTreia Ye TTAPAYOVTEG TTACEWGS, UTTOPANBEVTEG O PETANOOXEUON MUEAOU TwV
O0TWV N METANOOXEUON KEPATOEIOOUG XITWVOG, KAPDIAG, ATTATOG, TIVEUUOVWY,
VEQPOU, TTayKpEATOG, AETTITOU €VTEPOU, TTAOXOVTEG OATTO IVOOUAIVOECAPTWHEVO
VEQVIKO d1afrTn TUTTOU 1, TTAOXOVTEG aTTO OUVOPONO Evans, pe KivnTIKA TTpoBARpaTa
TTPoodidovTa avatrnpia TOUAaxIoTov 67%, TTAOXOVTEG aTTO PAIVUAKETOVOUPIA, ATTO
ouyyevn BpopBogiAia kal uttoBdAAOvVTaI O€ BepaTreia avTITTNKTIKAG aywyng d1a Biou,
atro appubuoyovo duoTTAacia SEEIAG KOINIOG JE EPPUTEUNEVO aTTIVIOWTH, KABWGS Kal
amdé 1 vooco Gaucher, TTaoxovreg amd OUPTTAOKEG OUYYEVEIC KAPOIOTTABEIEG
XelpoupynBeioeg 1 un, TTACYXOVTEG OTTO UTTEP TPOQPIKOU TUTTOU HUOKAPSIOTTABEIq,
TTAOXOVTEG aTTO  TIVEUPOVIKA apTnplak utréptaon dlatmoTwoeioa pe  OeCIo
KABETNPIAOPO, TTAOXOVTEG ATTO  ooBapr TIVEUMOVIKA ivwon  OTTolacdnTIoTE
aimioAoyiag, atd 1010TTabr  KOIANIOKK)  Taxukapdia e TOTTOBETNON  ATTIVIOWTH,
TTAOXOVTEG ATTO YAUKOYOVIAOEIG, TTAOXOVTEG aTTd Kippwaon ATTATOS JE ETTIRERAILWMEVN
TTUAQia UTTEPTACN, TTAOXOVTEG aTTd TTUAQia uTTEpTaon AOYyw UTTOTTAQCIag TTUAQiag
PAEBaG, atrd TN vooo Tou Crohn pe 1IcToAoyikn eTiIBeRaiwan, TTAOXOVTES ATTO TN vOOO
Wilson, ammé 10 oUvdpopo TOAAATTANG veupivwudtwong (Recklinchausen) e
ouoTNUATIKr TTPOCROAR, atTd TTOANATTAOUV JUEAWUA, ATTO OapKOoEidwon Uutrd peiova
avoooKaTaoTaATIKA BepaTtreia Adyw TTPOOROANG Tveupovog r/kal KNZ, atmo
autodvoon Nmatitida utrd peiCova avoookaTtaoTAaATIKA Bepartreia, uTTOBANBEVTEG o€
AOPUYYEKTOUN OAIKN, TTACXOVTEG aATTO KPAVIOPAPUYYIWHUA TOU €EYKEPAAOU, aATTO
ouoTNPATIKO €puBNUATWON AUKO UTTO pEICOVO avoOOKATAOTAATIKN) BepaTreia Adyw
TTPooBoANG veppwv n/kar KNZ ri/kal opoydévwv upévwy f/Kal aipatog, atro
ouoTnUaTikrl okAnpodeppia pe diGdxutn OEPPATIKA TTPOCROAR, TTACXOVTEG ATTO
eAKwWON KOAITIdA TToUu AapBdvouv peiCova avoooKaTaoTaATIKA aywyn 1 €xouv AABEl
MEICOva avoooKATAOTAATIKA aywyr] oTo TTapeABOV Kal ouvexiCouv PeE OIAQOPETIKN
QPAPMAKEUTIKN aywyr, aoBeveic ue eAKwdN KOAITIOO TTou €Xxouv UTTOBANGEi o€ OAIKA
TTPWKTOKOAEKTOMN KAl YOVIUN EIAEOOTOMIO 1 UPOAIKI) KOAEKTOUR ME EIAEOTTPWKTIKA
avaoTopwon atreudeiag A pe dnuioupyia €IAeEIKAG vEOANKUBoU, TTAOXOVTEG ATTO
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avoooKATAOTAATIKA BepaTreia, TTaoxovreg amd 10 ouvdpouo Klippel Feil, ammod
VEQVIKN 1010TTa01 apBpiTIda ue ouveXn evepyoTnTa PMETA TNV NAIKIa TwV 14 €TWV TTapd
TN PloAoyik Beparreia, TTAOXOVTEG ATTO OUVOPOMO  ETTIKTNTNG  OAVOOOAOYIKNG
avetmrapkelag (AIDS) uttd avtipeTpoikry Bepatreia (UE €CATOMIKEUMEVN Kpion TNG
Emrtpotm ¢ E¢étaong EvoTdoewy utroywneiwv ye coBapég TTaBACEIS yia El0aywyn
otnv TpItoBdbuia ektraideuon o€ TMOo00TO 5%), TTAOXOVTEG OTTO  VUKTEPIVN
TTOPOSUOUIKNA AIJOC@AIPIVOUPIa PE avAyKN TAKTIKWY PETAYYIOEWV O€ Xpovia Baon,
TTAOXOVTEG ATTO dIAQOoPA OTTAVIA CUYYEVH, KANPOVOUIKA 1 €TTIKTNTA OUVOpOUA -
voorjuaTa oTav ek@palovtal e ooPapEG KAIVIKEG €KONAWOEIG TTOU TTPOO0dIdoUV
avatrnpia Touldxiotov 80% egeTalOpevol KATA TTEPITITWON, TTAOXOVTEG ATTO TO
ouvdpopo Klipper Trenaunay-Weber, amd BAevvottoAucakyxapidwaon TUTTOU 6,
TTAoXovTeg amo Oepuatopuoaitida utmd peilova avoooKaTaOoTAATIKA Bepartreia,
TTAoXovTeg aTrd ocuvdpopo Mukle Wells (CUUTITWHATIKA VOOOG e CUPBATIKN KAIVIKN
eIkOva pe didyvwaon emReRaiwpévn atd TTadiaTpo Je EIOIKA EUTTEIPIA OTA PEUPATIKA
VOO UOTA, YEVETIKNA €mIReRaiwon peTaAAayig otnv Kpuottupivn NALP3 emBuuntn
Oxl aT1apaiTnTn, a@ou Oev UTTAPXOUV O€ OAOUG TOuG aoBeveig, BepaTtreia pe
BioAoyikoug TTapdayovTeg A.X. avaoToAeig TNG IvrepAgukivng IL-1), TTAoxovTeG aTTO
ooBapd KANPOVOUIKG ayyeIooidnNuUa €PyaoTnPIOKA ETTIBERAIWUEVO UE aAvaTTnpia
TOUAAXIOTOV 67 %, TTAOXOVTEG aTTO KAAOROn OykKo yEQUPAG EYKEPAAOU PE avaTrnpia
TOUAdxioTov 67%, Ttdoxovreg amd prg¢n aveupuouaTtog HE aigoppayia Kai
UdPOKEPAAO PE avatTnpia TOUAGxIoToV 67 %.».

B) O1 diatdgeig TG TTapoucag TTapAyPAPoOU EQAPPOLOVTAl ATTO TO aKAdNUAiKd £T0G
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