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kaBopifovtal o xpovoc évaping Aettoupyiag, 0 apuodiog
SLaXEIPICTAC TOU TANPOPOPLIAKOU GUCTAHATOC, O TPOTIOL
£@apuoyric kat uhonoinang, n Stadikacia kataxwpiong,
n npéoBacn Twv apuUodWwY UTNPECIWY CTO TANPOYOPL-
aKko obATNUA Kal KABe AANO OXETIKO BEpa.

B) OL IBIOKTATEC TWV QPOVTICTNPIWVY Kal TWV KEVTPWV
E£vwv YAWoowv LTTOBAMNOUY NAEKTPOVIKA OTO AVWTEPW
AN POPOPIAKSO CUATNA, ETNCIWS Kal KABE @opd mou
ETIEPYETAI TPOTIOTIOINGT) TOUC:

aa) To avaduTtikd eRbopadiaio mpoypappa padn-
LATWY, and TO OMoio TIPETIEL VA TPOKUTITOUV TO KABE
HABnpa kal TuRpa avd pépa kal 81I8akTikA wpa, Kai o
S1d6daokwv/KadnynTng,

BB) Ta Turpata mou £xouv ouykpotnBEi, To MARBo¢ Twv
pabntwv ava 1a§n yuuvasiouv/Aukeiou kat avd opdda
npogavatoAlopol NG B kat I 1a§ng Aukeiov, ta dida-
okOpeva padnpata kai to maRlog Twv efdopadiaiwy
WPWV TOUG avd TURHA TOU PPOVTIoTNPiou, KaBWwE Kat Ta
OVOHOOTIKA OTOIKEID, TOV AMKA, Tov A.O.M,, Tnv £181KOTN-
T KL TO avaAuTIko mpoypappa Sibackahiag (wpeg S1da-
okaiiag ava TpRpa /1agn kat paénpa) Twv S18ackovTwv.

y) Mg anégaon tou Ynoupyou Maideiag, Epguvag kat
Opnokeupatwy kabopifovtal Ta Aond oTolXEia oL Ka-
TAXYWPOUV NAEKTPOVIKA O IBIOKTATES TWV GPOVTICTN PiWwv
KAl TWV KEVTPWY EEVWV YAWGOWY GTO aVWTEPW TTANPO-
POPIaKOS cUCTNUA.

8) Me anogaon Tou Yroupyol Naideiag, Epsuvag kat
@pnokeupatwy kabopilovtat o1 6pol, oL TpolinoBécelg
kat n Stadikacia mpdefacng TwWv AMOKEVTPWHEVWY Op-
yavwv Tou Ynoupyeiou Naideiag, Epeuvag kat Opnokeu-
HATWY 0TO TANPOYOPIaKS cUOTNHA ToU TApdVTOoC,.

£) Me kowr anégacn tou Yroupyou MNaideiag, Epguvag
Kat OpnOKEVUATWY KAt TOU KATA TEPIMTWOoN cuvapuosi-
ou Yroupyou emttpéneral n Staclvdeon Tov mAnpogo-
PIaKOU CUSTAUATOS e AR TTANPOPOPIaKA GUCTANATA
Kat apyeia tou Anpogaiou, Twv O.T.A. A Twv N.N.AA. yia
TNV KAAUTEPR EEUTTNPETNON TWV CKOTIHV TOU TTAPOVTOC,
Me tnv idla anogacn kaBopilovtal ol 6pol, ot Tpolino-
Béce1C katn dladikasia npooRaocng Twv appodiwy unn-
PECIWY OTA OTOIKEIA TOU TTANPOPOPIAKOU CLUCTHHATOC.

oT) H kataxwplon Twv avwTépw GTotXEiwy eNéxel BEon
unelBuvng Snlwaonc.

Q) H un éykatpn kataxwpion f n kataxwplon Yeudov
OTOIXEIWV EMOUPEI TTOIVA TTPOSTIHOU, TO BPOG KAl O TPO-
Tog eicTpaéng Tou omoiou opileTal He KoV anogaon
Twv Yrmoupywv Maideiag, Epguvag kat ©pnoKeupaTwy Kat
OIKOVOLIKWV. Z€ TEPIMTTWON UNOTPONTG UIOPE( va M-
BAnBei kOpwWaonN MPOGWPIVAG 1) OPIOTIKAG AVAKANGNG TNG
adelag Aeitoupyiac pe £181KG aTioAoyNpEVN ATTOPACN
Tou Yrioupyou Maideiag kat Bpnokeupdtwv. H Siadika-
aia kat o1 mpolnoBéoeig emPBoArig KLPWGONG MPOCWPIVIC
1 OPICTIKNAG avakAnong Tng adeiag Asitoupyiag kaBopi-
{ovtal pe andégaon tou Yrnoupyou MNawdeiag, Epeuvag
Kal ©OpnoKEVUATWV.»,

ApBpo 107
Tpononowoei; Tou n.8. 18/2018
1. Hnepimtwon 8 tngmap. 3 Tov dpBpou 44 Tou n.d. 18/
2018 katapyeital kat n MepiMTwon | avapiBpeital o 6.

2. H nepintwon &’ tng map. 1 Tou dpbpou 84 Tou
n.5. 18/2018 avtikadiotatal we e€NG:

«8) Xta TurRuata kat Tig AteuBivaoelg mou undayovrat.
aa) otn Mevikn AleBuvon Tnoudwv Mpwtofdaduiac kai
AeutepoBaduiag Ekrmaideuong, BR) oto autotehég Turua
Nadikov X1aBuov g lMevikrig AlevBuvang AvBpwnivou
Auvapkoy, yy) oTo autoTeAég Tpnpa Alaxeipiong, Zuvto-
viopoU kat MapakohouBnong Tng Exnaidsuong twv MNpo-
opUywv, 88) oro Turiua BiBAoBnkuwv kat g€) 1o Tunpa
levikwv Apyeiwv Tou Kpatoug, Suvatal va nipoioctavral
kat ekmaiSeutikoi mpwrof3abuiag kan deutepofaduiag
exmaideuong.».

3. 210 TEAOG TwV napaypdawv 5, 6 kal 7 Tou apBpou
84 tou n.6. 18/2018 npooTtiBevtal ot Aé€elc «r) TE MAn-
POYOPIKAGH.

ApBpo 108

To apBpo 35 tou v. 3794/2009 {A" 156) Tpomonoleital
we eEAG:

a. H napaypa@og 1, 6mw¢ avtikatasTadnke pe Tnv
map. 1 Tou dpBpou 13 Tou v. 4452/2017 (A" 17), avtika-
Biotatal wg e

«1, O1unoYR P01 TWV MAPAKATW AVAPEPOUEVWY KATN-
Yopiwv g10dyovTal Xwpic e£gTaceig ata Avwtata Exknar-
Seutika I6pupata (A.E.L) Navemotnpiakos kat Texvoro-
yikou Topéq, oTic Avidtateg EKKANGIAoTIKEC AKadNLigC
Kal Aviotepeg LXohéG TouptoTikng Ekmaideuang miny Tou
Tunpatog Eikactikwy Texvwv g AXK.T. ABrivag, Tou
Turuarog Eikaoctikwv Texvwv kat Emotnuwv tng Téxvng
NG TXoANS Kahwv Texvwy Tou NMavemotnuiou lwavvivwy
kat Twv Tunuatwy Eikaotikwv kai Egappoouévwy Texvwov
Twv Mavemotnuiwv Oecoalovikng kat Autikig Makedo-
viag, kaf’uniépRacn Tou apBuov EICAKTEWY OE TOGOGTO
TIEVTE TOIG £KATO (5%), epboov eival Katoyol TitAou amd-
Auong anod AKkeo 1y avtictolxo oxoheio ¢ nuedamnrig
| aAAodamAG: TUQEAOI, HE pEWPEVN OTTTIKA ofuTnTa (ue
TOGOCTO avannpiag oydovia Toig ekato (80%) Tould-
XIOTOV), KW@Ooi, KWPAAAAOL, TACXOVTEG ANMO CUYYEVEIC
QIUOAUTIKEG avatpieg mTou umoBAarAovTal O METAYYICEIS
1 €xouv ooBapéc KAVIKEG EKONAWOELS TTou TIpoadiSouv
avarnnpia g&AvTa emTd 101G £KaTO {67%) KAl AVW (MECO-
YEIOKT avaipia, SpeMavoKuTTapIKn avaidia, pikpodpe-
TTAVOKUTTAPIKN avaipia, moAupeTayyt{OHEVOI TACYXOVTES
ané HECOYEIOKT] avalpia, CUYYEVRG AlNOAUTIKY avalpia
Aoyw éMewng nupouBikng kivaong, avaipia Diamond
Blackfan), maoyovieg amd cuyyevr) USPOKEPAAIA HE HO-
VILIN TEXVNTH TAPOXETELOT TOU EYKEQANOVWTIAIOU UYPOU
(shunt), cuvodeusuevn Kal amo ANAeG SlApAPTIES, 6TwCG
apayvoelbnig KGOTN pE aIVOUEVA EMANTITIKAG KPIoNG,
ndoyovteg ano puikh duotpogia Duchenne, and Bapia
ayyelakr SuonAacia Tou EyKEQAAMKOU OTEAEXOUC, NTACKO-
VTEG (NTOU €Xouv VOOROEL 0TO TapeABov 1} vooolv) and
KaKONOEIG VEOTTAAOIEG (AEUXQIIEC, AELQWATA, CUPTIAYEIC
6ykouc), ané 1o cuvdpopo Tou Budd Chiari, ané tn voco
Tou Fabry, ané Bapid wokuoTikr vooo (maykpéatog, nveu-
HOVWV), amd GKARPUVON KaTd MAGKAE, anod Bapid puaché-
VELQ BEPATTEUTIKWG aVTIHETWM{OUEVN LE GAPUAKEUTIKN
aywyr), vegponabeic mou unofaillovtal oe aipokdBapon
1 TEPITOVAIKT) KABaPOT), TAGXOVTEG OO CUYYEVIKN Al-
poppayikn 8iaBeon - alpoppo@irieg kat uofariopsvol
ot Bepansia e mapayovteg mREwe, umoAnBevTeg o
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METAUOOYEUON HUEAOU TWV OCTWV | HETAHOOXEUON KEPQA-
TOEIBOUG XITWVOC, KapdIdg, ANatog, TVEUHOVWY, VEQPOU,
TaYKP£QTOC, AENMTOU EVTEPOU, TAGXOVTEC AT IVGOUAIVO-
e€apTwHevo veaviké diafritn Tomnou 1, TACXOVTEG and
cUvdpopo Evans, e kivnTika npoBAnuara npocdidovta
avanmpia e§AVTa enTd TOIC eKaTo (67%) TourdxioToy, na-
OXOVTEG anod GaIVUAKETOVOUPIa, anod cuyyevn) BpopBogl-
Aa kat unoaiovtal oe Bepaneia aVTINNKTIKAG aywyng
81d Biou, and appuBpoyovo ducthacia Se&lAg Koiag e
EUQUTEVHEVO amvidwTH, kKaBwg kal ané trn voco Gaucher,
TIAGXOVTEG AN GUPITAOKEG OUYYEVEIC KapOIOTABEIEC XEt-
poupynBEioES i ), TAOYXOVTEG amd UTIEPTPOPIKOV TUTIOU
Huokapdlondbela, TACKOVIEC artd TIVEUROVIKN apTRPLaKn
unéptaocn dlamotwBeioa pe S€16 KaBeTNPIACUO, TACKO-
VTEG a6 cofapr| TVEULOVIKT ivwon OTIoIacdNNoTE aItio-
Aoyiag, and 1dlomadry kolhiakr) Taxukapdia pe TonoBétnon
amvidwTry, TAoXoVTeG and YAUKOYOVIAOEL, TTAOYXOVTEG
and kippwon natog Pe emBefawwpévn nukaia unépta-
on, MAoYoVTEC and mulaia UTEPTACN AGyw UNoTAaoiag
nuhaiag eAERag, and tn vooo tou Crohn Ue IOTOAOYIKT
emPePaiwaon, macxovreg and tn vooo Wilson, andé 1o olv-
Spoio moAanAng veupivwpdtwong (Recklinchausen) pe
OUCTNLATIKA TPOCBOAT, ané moAarmhoVv puéAwpa, and
capkoeibwon mou hapfdavouv peifova avocokatactal-
TIKA aywyn 1 éxouv Aafet peilova avosokaTacTalTikn
aywyn oTo naper8ov kal ouveyilouv pe SlaQopeTikn,
QaANG OXETIKN HE TNV TABNON, PapUAKEUTIKH aywyr Adyw
npooBoingnvevpovog ry kat KNZ, and autodvoon nnati-
Tda mou hapfdavouv pgilova avoGoKaTAGTAATIKY aywyn
n £xouv Aafel peilova avoookatacTaATKr aywyr) 010
niapeAB6V Kal ouveyiCouv HEe SIAPOPETIKN, AAAA OXETIKNA
HE TNV TAlnon, @apHakeuTIK aywyn, uIoBAnNBévTeg
o0& AapuyyekTopr] OAIKY, TAGXOVTEG ANd KPavIoPapuy-
yiwpa Tou eyke@diou, anod cuotnuatiké pudnuatwdn
Ako mou Aapfdvouy peifova avoooKaTaoTAATIKNA aywyn
n éxouv Aafet peilova avoooKaTaoTAATIKY aywyr 610
napehBov kal ouvexi{ouv e SIAPOPETIKE, AAAA OXETIKN
HE TNV TABNoN, PapUaKEUTIKY aywyr Adyw TpocBoAriq
veppwv N kat KNX rj kat opoydvwy vpévwv 1 Kal aipatog,
anéd cuotnpatiky okAnpodeppia pe Sidxutn Seppatikr
npocPBoAr, TACXoVTEG anod eAkwdn KOAiTIda mou Aappa-
vouv peifova avoookaTaoTaitikn aywyn 1 £xouv AaBet
peifova avoookataoTaATIKA aywyr) 6To TapeABov kat
ouveyilouv pe dla@opeTikr, aAAd oxXeTIKY e Tnv madnaon,
(PAPHAKEUTIKT aywyr), acBeveig pe eAkwdn kohitida mou
£xouv uTToBANBEe( o€ OMKI) TPWKTOKOAEKTOUN KAl HOVI-
HN EINEOOTOMIA 1) UPOAIKT) KOAEKTOUI HE EINEOTIPWKTIKN
avacTopwon anguBeiag i pe Snuioupyia eINeEIKAG vEO-
AnkUBou, TAcYXoVTEG and auTodvoon AINCAUTIKA aval-
Hia i autoavoon Bpoufomnevia nou AapPavouv peilova
avoOoOKATAOTAATIKY aywyr, TACXOVTEG amd T0 cUVOPOOo
Klippel Feil, ano veavikrj 1blomabry apBpitida pe cuvexn
EVEPYOTNTA PETA TNV NAIKIA TwV SEKATEGTApWY (14) eTwV
napa ) Bloloykn Bepaneia, nacxovieg and cuvdpouo
EMKTNTNG avogoloyiknig avemdpkelag (AIDS) umd avtipe-
1pOikr Bepancia ) SlayvwaoBévteg ue Tov 16 Tou HIV unod
avTIpeTpOikn Bepamneia MACXOVTEG QMO VUKTEPLVH NAPO-
EUOUIKN ALOCPAIPIVOUPIa LE aVAYKI TAKTIKWY LETAYYI-
OEWV Ot Xpovia Baon, maoyovieg ano Siapopa omavia

GUYYEVT), KANPOVOHULKA N eMiKTNTa gUvdpoua - vooripata
otav ekppalovtal pe coBapég KAIVIKEG EKONAWOCEIG TTOU
npocbidouv avammnpia oydovta Toig ekatd (80%) TouAda-
XioToV e€eTalOlIEVOI KATA TTEPITITWOT, TTACXOVTEG Ao TO
ouvdpopo Klipper Trenaunay-Weber, ano BAevvonoAu-
cakyapidwaon timou 6, TaoXovTeg anod SepPaTopUOGITI-
8a mou Aapfavouv peilova avosoKaTasTAATIKN aywyn
n éxouv AdBel peifova avoookaTtaGTaATIKY aywyr] 610
napeABOv kal cuveyilouv pe StaPopeTIKr, alla OXETIKA
ye TNV MAdnon, YUPUAKEVTIKA aywyn), TACXOVTEC ano
ouvdpouo Mukle Wells (ouuntwudatik vooog UE CUU-
Batikn KAwIKG £lkéva e Silayvwon emPefaiwpévn anod
nadiatpo Pe EI8IKN ELNEIDIA OTA PELUATIKA VOO LIATA, YE-
veTikr emBePaiwon peralhayng otnv kpuomupivi NALP3
emBupunTr OxL amapaitnTn, agoul dev uTTApPXoUV Gg OAOUC
Toug acBeveic, Bepaneia pe BloAOYIKOUC mMapAyovTeg A X.
avacToheic Tne IviepAeukivng IL-1), mdoyovteg ano cofa-
PO KAnpovouIko ayyelooidnua epyactnplakd empefal-
WHEVO UE avamnpia TOUAAXIoTOV g€VTa eNTA TOIG EKATO
(67%), TGoXOVTEC amo KAAO B OYKO YEQUEAG EYKEPAAOU
HE avammpia e&AvTa eNTa 11 £KaTtd (67%) TOUAAXIOTOV,
ndoyovteg amd pRén aveuplopatog Le atuoppayia kat
udpokEaro e avanmpia e§Rvra eNTd TOIG £KATO (67%)
TOUAAXIOTOV.».

B. H mapaypagog 4 avtikaBictatal we e€nG:

«4, Mg anogaon tou Ynoupyou Naideiag, Epeuvag kai
Opnokevpatiwv kaBopilovtal Ta dikalohoynTikg, o 16-
T10G, 0 XPOVOC Kal TpATog umoROANE TOUE, Ta avaykaia
GUANOYIKA Opyava yia ToV EAEYXO TwV SIKAIOAOYNTIKWY
Kal TNy £KO00N TWV ANMOTEAECUATWY EICAYWYNE Kal pub-
piCeTal kaBe dANo Bépa nou eival anapaitnTo yla Ty
olokAfpwon tng diadikasiag emAoyng Kal Eyypaeng
TwV gloayopévwy ota ALE.L

Me kowvri andgacn twv Yrmoupywv MNMaideiacg, Epsu-
vag kal Opnokeupudtwy kat Yyeiag, n onoia ekdidetal
vatepa and npoétacn Tou Kevtpikou Zupfoudiou Yyeiag
(KEXY), eivat Suvatr| n Tpomomoincn Twv KAaTnyopwv
TWV LITOYNPIWV TTOL EUTTITITOUV OTNV NAPAYPAPO 1, HE
™V pocBrikn r TNV agaipeon Katnyopiwv. Me tnv ida
anégaon kabopilovtal Ta 6pyava, o TPONoG Kai n St
adikacia dianictwong tng nadnong mou SikaloAoyei,
KATA mepimTwon, TNy eloaywyn otnv tpitofaduia exnai-
Sdeuon kal kKaBe dAho oxeTIkO Bépa. Me kolvr) andgaon
Twv Yrmoupywv Otkovouikwv kal Naideiag, Epguvag kal
Opnokeupatwv opiletal n anolnuiwon Twv HEAWY TWV
QaVayKaiwv SUAOYIKWV OPYyavwV.»,

y. NpooTiBetal mapdypagog 8, n omoia éxel we e§AG:

«8. Ynoyngtol mou eumintouv otig Slataéelc tou
napovTog apbpou, yla Toug onoioug £xel dn ekdoBEi
anopptnTikh andpaon Tng ExTeAeoTIKAG EmMTpONi¢ T0U
Kevtpikov Zupfouldiou Yyeiag kal emBupolv va gival
unoyr@lol yia eicaywyrj otnv Tpitofaduua Exnaideu-
on pe fdon 11¢ Slatadeig Tov napovtog apBpou and 1o
akadnuaiko €1og 2018 - 2019 kat e@eénig, SikaovvTa
anoé Tnv évapén 10xU0G TOU MAPOVTOG, va eNAVUNOBAA-
Aouv aiftnon pe Ta npoBAenopeva SikalohoynTIkd o€ pia
and Tig Eidikég EmtapeAeic Emrponéc twv Nocokouegiwy,
pokEelpévou va ekdoBei MoTtomoinTiko AlamioTwong
Nabnong.».




