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AMOOAZEIX

ApBu. A1B/IMoik. 30733

Tpomomoinon (2n) Tnguno otoixeia A1B/oik. 26336/19-06-2025 KolviG UTOUPYIKAG anmdé@aon «Ka-
00pIOOG TOU TIEPLEXOEVOU KAl TWV OpWV UAOTIOINGNG TIPOYPAUUATWY SLEVEPYELAG TIPOANTITIKWVY
TIEPIYEVVNTIKWV (VEOYVIKWV) eAéyxwv yia NwTiaia Muikn Atpogia kat Bapid Xuvdvacpévn Avoco-
QVETTAPKELA KAl TPOANTITIKWY TIPOYEVVNTIKWVY EAEYXWV Yyia @opeia NwTiaiag Muikng Atpogiag kat
¢ mapallayng p.Phe508del Kuotikig lvwong, oto maicio tou EBvikoU Mpoypdupatog Tuctnpa-
TIKoU Mpoyevvntikov Kat Meptyevvntikou EAéyxou Tou EOvikoU Mpoypdppatog MpoAnyng tng An-
pootag Yyeiag “Imopog Ao&iadng”» (B'3115).

Ol YTOYPIol
EONIKHZ OIKONOMIAZ KAl OIKONOMIKON - YTEIAX

‘Exovtag umoyn:

1.Tov v.4675/2020 «[poAnyn, mpooTacia Kal Tpoaywyr) TNG UYEIAG - avAmTuén Twv Urnpeciwy dnuooiag
vyeiag kat dMeg Siatagelg» (A’ 55), 16iwg To oTolxeio ii TN TEP. B Tng ap. 3 Tou apbpou 4 kat Tng map. 4 Tou
dapBpou 5 autou.

2.Tov v. 5140/2024 «Néo Avamntulako Mpoypappa Anpociwv Emevéuoewy Kat cupmAnpwatikég Slatd-
Es1o» (A'154).

3.Tov V. 4622/2019 «Emtehikd Kpdtoc: opydvwaon, Aeitoupyia kat Stagdvela tne KuBépvnong, Twv KuPep-
VNTIKWV OpYAVWYV Kal TNE KEVTPIKAE Snuoatacg Stoiknong» (A" 133).

4.To apBpo 90 tou Kwdika vopobeaiag yia tnv KuBépvnon kal ta kuBepvntikd dpyava (1m.5. 63/2005, A’98),
To omoio dlatnprBnke o€ 1oXL Ue TNV TIEP. 22 Tou dpBpou 119 Tou v. 4622/2019 (A’ 133).

5.Tom.5.867/1979 «Mepi Tou Ivotitoutou Yyeiag tou Maidiov» (A’ 249).

6.To m.8. 121/2017 «Opyaviopog tou Yroupyeiou Yyeiag» (A’ 148).

7.Tom.b.142/2017 «Opyaviopog Yrnoupyeiou Otkovoutkwv» (A" 181).

8.Tom.b.77/2023 «X0oTtaon Ymoupyeiou Kal Petovopacia Youpyeiwy - X00Taon, KAaTdpynon Kat JETOVOUa-
oia levikwv kat Eidikwv Mpappatelwy - Metag@opd apuodIoTATWY, UNTNPEECIOKWY PovAdwy, BEcEwV TTPOCWTTIKOU
Kal EMOTTTEVOUEVWV Popéwv» (A" 130).

9.Tom.8. 79/2023 «Aloplopdc Yroupywv, AvaminpwTtwy YIoupywv Kal Yeuroupywvs (A'131).

10. To m.6. 82/2023 «Metovopacia Ymoupyeiou - 0oTaon Kal petovopacia Mevikwyv Mpappatelwy - Meta-
POPA ApHOSIOTATWY, UTTNPECIAKWY PovASWV Kal BEcEwv TPoowTTIKoL - TpoTomoinon Kat CUUTTARPWGoN ToU
m.8.77/2023 (A’ 130) - Metafatikég Satageig» (A’ 139).

11.To m.6. 2/2024 «Al0pIopOG YTOUPYWV Kal YQUTTOUpYwv» (A'2).

12.Tnv umo otolxeia Y14/9.7.2023 anégpaon Tou MNpwbumoupyol «AvdBeon appodloTiTwy oTnv Avamin-
pwTpla Yroupyo Yyeiag, Eiprivn Ayarmnddkn» (B'4435).

13.Tnv umé otolxeia Y21/31.12.2025 amogaon Tou MNpwbumoupyol «Avdbeon appodlotritwy otov Ava-
mAnpwTtn Ymoupyod Oikovouikwy, Nikdhao Mamabavdon» (B'7190).
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14. Tov Kavoviouo (EE) 2016/679 tou Eupwmadikou KowvofBouliou kait tou Zupouliou, TnG 27n¢ Ampthiou 2016,
Y10 TNV TTPOOTACIA TWV QUOLKWY TIPOCWTTIWY £VaVTL TNG eNe€epyaciag Twv Sedopévwy MPOCWTTIKOU XApaKTHPa
Kal yla Tnv eEAeVBepn KUKAOPOopia Twv dedouévwy auTwy Kal TNV Katdpynon tng odnyiag 95/46/EK (Fevikdg
Kavoviopog Mpootaciag Asdopévwy MKIMNA/General Data Protection Regulation GDPR).

15. Tov v. 4624/2019 «Apxn Mpootaciag Aedopévwy NMpoowTikoU XapaKTrpa, UETPA EQAPHOYAC TOU
Kavoviopou (EE) 2016/679 tou Eupwmaikol Kotvofouliou kal Tou Xuppouliou Tng 27n¢ AmpiAiou 2016 yia
TNV MPOCTAGIA TWV PUOIKWY TTPOCWTIWV EvavTl TN eneepyaciag SeSopuévwy TTPOOWTTIKOU XAPAKTAPA KAl
evowpdtwon otnv €Bvikr vopoBeaia tng Odnyiag (EE) 2016/680 tou Eupwmaikol KowvoBouliou kat Tou Tup-
Bouhiou TnN¢ 27n¢ Ampihiou 2016 kat AANe¢ Siatagelc» (A" 137).

16.Tov Kavovioud (EE) 2021/241 tou EupwmaikoU kovoouhiou kat Tou Xupouliou tng 12n¢ OeBpouvapiou
2021 yia tn 6€0711I0N TOU PNXAVIOHOU avAKAUYNG KAl AVOEKTIKOTNTAC.

17.Tov v.4822/2021 «KOpwon tn¢ Zuppaong Xpnuatodotnong petall tng Evpwmaikng Emtpornn¢ kat tng
EMNNVIKAG Anuokpartiag, tng Aavelakic Z0uBaong peta&l tng Eupwmaikng Emtpomnrig kat tng ENANVIKAG Anpo-
Kpatiag kal Twv MapaptnUATwy Toug Kat AAEG S1atdéelg yia To Tapeio Avakappng kat AvBektikotnTtac» (A'135).

18. Tnv umd oTolkeia 119126/E=/28.9.2021 andgaon tou AvaninpwTr Ymoupyou «X0otnua Slaxeiptong
Kat eAéyxou Twv Apdoewv Kal Twv Epywv tou Taueiov Avakauypng kat AvOektikdTnTac» (B’ 4498).

19. Tnv and 13 louAiou 2021 ekTeAEOTIKN amd@aon Tou XupPouliov Tn¢ Evpwrnaikic Evwong, yia tTnv
€ykplon tng a&lohdynong tou EXAA (ST 10152/21, ST 10152/21 ADD 1), tnv and 7 Askepufpiouv 2023 ektehe-
OTIKA amé@acn Tou ZupBouliou Tn¢ Eupwmaiknc Evwong, yia Tnv éykplon Tng a&lohdynong tou EXAA yia tnv
EM\GSa (ST 15831/1/2023 REV 1, ST 15831/23 ADD 1 REV 1).

20.Tnv umo otolxeia 189516/E=/16.12.2024 anogaon évtaéng tou Avaminpwtr Ymoupyou EBvikr¢ Oko-
vouiag kat OIkOVOUIKWY €pyou WE TitAo «Emyopriynon tou YT yia tn dlevépyela: TPOANTITIKWY TIEPIYEVVNTIKWY
(veoyvikwv) eréyxwv yia NMA kal Bapid Zuvduacuévn AvocoavemApKeELa KAl TIPOANTITIKWV TTPOYEVVNTIKWV
eAéyxwv yia opeia NMA kat tng mapaiaync p.Phe508del KuoTikig lvwongy, Omw¢ TpomomolrOnke Kal IoXUEL

21.To and 17/07/2024 Mpaktiko tng EkteheoTikig Emtpomniig tng Emtpornng Eumelpoyvwpovwy Anpootiag
Yyeiag (8n Xuvedpiaon).

22. Tnv uné otolxeia A1B/IMo1k.26336/19-06-2025 Kotvrj uToupyIKr amo@acon «Kaboplopdg Tou meple-
XOMEVOU Kal TwV 0pwV UAOTIOINONG TTPOYPAMMATWY SIEVEPYELOG TTIPOANTITIKWY TIEPIYEVVNTIKWY (VEOYVIKWV)
eAéyxwv yia Nwtiaia Muikn Atpo@ia kat Baptd Zuvduaopévn AvoooavendpKela KAl TIPOANTITIKWY TIPOYEVVN-
TIKWV eAéyxwv yla @opeia Nwtiaiag Muikig Atpogiag kat tng mapalaync p.Phe508del KuoTikr¢ lvwong, oto
mAaiotlo tou EBvikoL Mpoypdppatog Zuotnuatikou MNpoyevvntikou kat Meptyevvntikol EAéyxou tou EBvikoU
Mpoypappatog MpoAnyng Tng Anuoéoiag Yyeiag “Xmopoc Ao&lddng”» (B’ 3115) 6Mw¢ TPOMOTOINONKE UE TNV
um6 otolyeia A1B/IMolk.19458/28-04-2026 6uola.

23.Tnv und otolxeia 98192 E= 2026/19-06-2026 amdgacn Tou Av. Yroupyou EBvikn¢ Oikovopiag kal
Otkovouikwy «Tpomoroinon ano@dcswv évtaéng Epywv apuodiotntag tou Yroupyeiou Yyeiag (ZATA 091)».

24.To yeyovog 0Tt ol Slatdéelg tng mapovoag dev agopolv og Slolkntikn Stadikaaia yia Tnv omoia uTTapxEL
umoxpéwaon kataxwplong oto EMAA-MITOZ.

25.Tnv umé otolyeia B3B/I.M. 01k./29764/25.06.2026 e1oriynon Tng Mevikng AtlevBuvong Otkovouikwy Y pe-
Olwv Tou Ymoupyeiou Yyeiag, cU@wva Pe TNV orfoia ol SATAVEC yia TNV SIEVEPYELN TWV TTPOANTITIKWY EAEYXWV
NG mapouoag, KAAUTITovTAl amo TI¢ MOTWOoEeLlG TG XATA TA091 Kal, eI0IKOTEPA ATTO TIC TIIOTWOEL TOU £PYOU
pe evapiOpo MAE2024TA09100009 (kwdikdg OME TA 5224978), cuvoAikol mipoimohoyiopol 2.022.440,00 €,
oUPPWVA HE Ta TTPOoPAENOUEVA OTNV WG Avw uTtd oTolxeia 189516/E=/16.12.2024 amod@aon évtaéng, omwg
TpomomolnOnKe Ue TIG uTtd otolxeia 79792/E=/09.05.2025, 46656/E=/19.03.2026 kat 98192/E=/19.06.2026
AmoYACELC, amoPaci(ouE:

Tnv Tpomomnoinon TG WG dvw (22) OXETIKAE, WG aKOAOLBWCG:

1. ZtnVv tehevuTaia mepiodo TNg map. 1 tou dpbpou 2 N nuepounvia 30.06.2026 avtikabiotatal e TNV NWE-
pounvia 31.07.2026 kal 1o dpBpo 2 dlapopPuwveTal we EENG:

ApBpo 2 - Aladikacia bhorroinong Tou MAOTIKOU TTPOYPAUUATOC TTIPOCUUMTWHATIKOU AVIXVEUTIKOU EAEYXOU
yta tnv NwTttaia Muikn Atpogia kat Baptd Zuvduaopévn AVOoCoaveTAPKELQ.

1. ZKOTIOC TOU TTAPOVTOC TTPOYPAUUATOC ival N MAOTIKA papuoyr otn AlevBuvon levetiknig tou LY.I.
VEOYVIKOU TTPOCUUTITWHATIKOU EAEYXOU YIa TNV £YKALPN AVIXVEUON VEOYVWV E VWTIaia MUK atpoia Kal
Bapid cuvbuacouévn avocoavendpkela otnv EANASa. H Sidpkela Tou mAoTikoU mmpoypdppatoc opiletal £wg
T1¢ 31.07.2026.

2. O IPOCUUTITWHATIKOG EAeYX0G Ba SlevepynBei H€ow TwV SELYUATWY TTEPIPEPLKOV AIUATOG VEOYVWY OTNV
EMAba, mou ehéyxovtal otnv AtlevBuvon MpoAnmtikol EAéyxou Neoyvwv Tou L.Y.IM. oto mAaioto tou EBvikou



TeOyoc B’ 3953/01.07.2026 EQHMEPIAA THE KYBEPNHIEQX 41355

Mpoypappatog MpoAnmtikol EAéyxou Neoyvwv (E.M.M.E.N.). Na tnv avdAuon anaiteitat amd kdBe veoyvod pia
(1) knAida Enpov aipatog, n omoia cUNéyetal OGN amd To LY.M. péow NS e@appolduevnc oTo TMAAicIo Tou
E.M.M.E.N. diadikaciac culoync, mapalaPric, kataypaenc kal emeepyaoiac Twv detypdtwy os kapteg Guthrie.
H diadikacia Tng cuANoyr¢ akohouBei Ta doa mpofAémovTal yia Tnv uAomoinon Tou E.M.M.E.N. kat avagopikda
ME TNV EVNUEPWON TWV YOVEWV TWV VEOYVWV.

3. H pébodog mou Ba akohouBnOei yia tnv e€€taon Twv detypdtwy givat n moootikr) PCR mpaypatikou Xpo-
vou (Real-time quantitative PCR - RT gPCR) pe tn xprion €161kov makétou avtidpaotnpiwv. Me tov 1pdmo autd
nipaypatormoleital ToAamAf avtidpaon PCR mpaypatikol xpdvou TTou eMTPENEL TRV TAUTOXPovVN afloAdynon
Tou e€oviou 7 Tou yovidiou SMN1 yia tnv SMA tTwv TRECs kat KRECs kal evog yovidiou To omoio Aeltoupyei oav
yoviblo ava@opdg yia Tnv moloTiK/moooTikr alohdynon tou DNA mou amopovwBnke amd tnv Enpr knAida
aipatog.

4., O1 YOVEIC TWV VEOYVWV TTOU EVTACOOVTAL 0TO TTPOYPAULA EVNIEPWVOVTAL VIO TO ATTOTEAECATA TOU EAEYXOU
péow TNG TAATQOpMAG amoTeheoudtwy Tou EM.M.EN. (https://results.eppen.gr/results/).

5. H Siaxeipion Twv amoTeAeoUATWY TIPAYHATOTTOLETAL LUE TOUG KATWOL TPOTTOUG:

a) Xe mepimtwon BeTikov eEAéyxou Yia vwTiaia HUiKH atpoia (mARpng amouacia tou SMNT yovidiou), mpay-
MOTOTTOLETAL ETTIKOIVWVIA, HECW TNAEPWVOU, HIE TNV OIKOYEVELD, EVNUEPWON Yia TNV TOavéTnTa ekdAAwong
NG vOoOU Kal AN SeiyaToC TTEPIPEPIKOU AiATOC aTTO TO VEOYVO KAl TOUG [B10AOYIKOUC YOVEIC, TTPOKEIUEVOU
va yivel yeveTikn avdluon pe aAn pébodo (MLPA 1y digital PCR), yia tnv empBeBaiwon tng Sidyvwong kat tov
MPocSlopPIoUO Tou aplBuoy avtiypdewy Tou yovidiou SMN2, woTe va yivel n TauTomoinon Tou TUTTIOU OToV
oT10i0 EUMINTEL 0 0BV . AKOAOUBWC KAl EPOOOV ATTAITEITAL, TTOPEXETAL YEVETIKA CUUPBOUAEUTIKN amd 1atpd Ue
€181KOTNTA latpikA MeveTIKAC Kat mapamounr o€ maidoveupoloyikr Movada i Tprua SnPUdclou VOGOoKOoUEIoU
yla éykalpn BepAeUTIKY AVTIPETWTION.

) Av to amotéheopa TNG avaluong eival evOEIKTIKO yia Bapid Zuvduaouévn Avocoavemdpkela (tiur TREC/
KREC&It; cut-off value), n avdhuon emavahapfdavetal o SeUtepn kKnAida amo Tnyv idla kdpta Guthrie. Av n tiun
TREC/KREC gival pikpoTepn Tou opiou cut-off avd, yivetal emavdinyn tn¢ avaluong oe véo Seiyua aipatog
Kat av e€akohouBei va avixveleTal XapNAL TIH, TO VEOYVO TTAPATTEUTIETAL AUETT, APOU £XOUV TIPONYOUUEVWG
EVNUEPWOEI ol yoveic Tou, 0 avoooloyikd TUAUA Yl TTeEpaltépw Slepelivnon.

2. X1nv TehevTaia mepiodo g map. 1 tou dpBpou 3 n nuepounvia 30.06.2026 avtikabiotatal Ye TNV NUE-
pounvia 31.07.2026 kat 1o dpBpo 3 Siapoppwvetal we eEAG:

ApBpo 3 - Aladikacia uUNOTTI0INCNG TOU TIPOYPAMATOC TTPOANTTITIKOU AVIXVEUTIKOU EAEYXOUL Qopeiac NwTiaiag
Muikn¢ Atpogiag kat tng mapaiayng p.Phe508del tn¢ Kuotikig lvwong.

1. ZKOTIOG TOU TTAPOVTOC THAOTIKOU TTPOYPAUMUATOC Eival 0 TIPOANTITIKOG EAEYXOC YUVAIKWYV TTOU BpiokovTal
O€ avamapaywylkr NAIKia kat, CUYKeKPIUEVQ, amd €ikool(20) Ewc TplavTa mévTe (35) eTwy, yia popeia NwTiaiag
Muiknc Atpoiag kat tng mapaiiaync p.Phe508del, mapalayr n omoia KAAUTTTEL Avw TOou 50% Twv Popéwv
¢ Kuotikng Ivwong, otnv MNeplpépeia tng KpRtng kal otn voo lkapia. H Sidpkela tou mMAOTIKOU Tpoypap-
patog opiletal éwg Tig 31.07.2026.

2. O éheyxo¢ Slevepyeital og ONeC TIC ONUOOLEC SOUEC TTAPOYXNG LUTTNPETIWVY LYEiag oty Meplpépela TNG
Kpntng Kal otn vijoo Ikapia Kat TpayUatomoLeital pe TNV TEXVIKN Tou Pn@lakol PCR. H cuA\oyr kat armooToAn
Setypatwy oto LY.M. yivetal o€ kdpteg Guthrie, amd ta Noookopeia, Ta Kévtpa Yyeiag r Ti¢ Tomikég Movdadeg
Yyeiac (TO.M.Y) pe tnv idia Stadikacia mou akoAouBeital yia th cuANoyr Twv Kaptwv Guthrie oto mAaicio Tou
E.N.M.E.N. H armooToAr} TwV KAPTWV YiveTal TAXUSPOUIKWE 1 UE CLOTNHEVN TAXUSPOUIKN emoToAn oto LY.I1,,
pe €uBUVN Tou Popéa Tou €xel CUNNEEEL TO Seiypa, cUPPWVA pE doa oxVouv yia o EM.M.EN kat pe xpéwon
Tou mapalimtn (IYM).

3. Ot 81katoUXo!1 TOU TIPOYPAMATOG EVNUEPWVOVTAL VIO TO ATTOTEAECUATA TOU EAEYXOU HECW TNG TTAATPOPHAC
amotedeopdtwy Tou EM.M.EN. (https://results.eppen.gr/results/).

4, Y& EPITTWON AVIXVELONG POPEA EVNUEPWVETAL TNAEPWVIKWE N eVOlaQEPOUEVN 1 0 Bepdnwy 10TpdC
(epdoov ta otolxeia Tou TepAapPdavovtal oTnv Kdpta Guthrie), v N amdvtnon Tou EAEyXoU ATTOCTEANETAL
Kal eyYpA®w¢ Héow TaxUSPOUEIOU, LUE TNV EMONMAVON TNS AVAYKNG EAEYXOU TOU AVATIAPAYWYIKOU CUVTPO-
(POU TIPIV TNV KUNON, WOTE Va anmo@euxOei n yévvnon macxovtog matdiol (€yypagn YEVETIKN CUUBOUAEUTIKH).
leveTiki] CUMPBOVAEUTIKNA TTApEXETAL Kal P pavTeRou, epdoov {NTnBei, amd tn AlevBuvon levetikig tou LY.I,,
Sladiktuakd péow tnAedidokePnc i Sta (wong oto LY.M amd 1atpikd YeveTIoTH.

5. Ot avamapaywytkoi cOVTPOMOIL TAUTOTIOINUEVWY POPEWV EVNUEPWVOVTAL Yia TNV Uapén maboyovou
TAPAANAYG Kal TOUg Tapéxetatl n duvatdtnta va emKolvwvroouy pe To LY.M. kal va mpoypappaticouv va
eAeyxBouv. Avaloya HE Ta EUPRIATA, TOUG TIAPEXOVTAL UTTNPECIEG YEVETIKAG CUUBOUAEVTIKAG.
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3. Katd ta hotrd e§akohouBei va 1oxUEL N WG Avw (22) OXETIKN.
H anoégaon autr 1oxvel and t dnuoocisuor| Tng otnv Epnuepida tng KuPepvrioewc.
H amé@aon autr va dnuooievBei otnv Epnuepida tng KuPepvnocwc.

ABrva, 30 louviou 2026

Ot Yroupyol
AvarmAnpwTrig Ymoupyog AvamnpwTtpla Ymoupydg
EBvikri¢ Okovopiag kat Olkovopikwv  Yyeiag
NIKOAAOZ NMAMNAGANAZHX EIPHNH ArANHAAKH
[ Kamodiotpiou 34, 104 32 Abrjva
=T e e IEAMARRORY
[ | TYMNOIrPA®EIO ATOGTONY £yYPa@WV TPOC Snpooicuon oto OEK
* 02039530107 260004 *

otnv nAektpovikn SiebBuvon https://eservices.et.gr
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