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THX KYBEPNHZEQX

THX EAAHNIKHX AHMOKPATIAX

29 AekepPpiov 2021

ANOOAZEIX

ApiBp. 80100/101202

Eviaiog Mivakag Mpoodiopiopou Nocootou Ava-
mnpiag (E.N.M.M.A.).

Ol YNOYPIOI
OIKONOMIKQN -
EPTAZIAZ KAl KOINQNIKQN YNOGEXZEQN

‘Exovtag unoyn:

1.To apBpo 7 Tou v. 3863/2010 «Néo ACQANOTIKO ZU-
OTNHA KAl CUVAQEIC S1aTAEELG, PUBUICEIC OTIC EPYACIAKEC
oxéoelo» (A'115).

2.To apBpo 90 tou Kwdika NopoBeoiag yia Tnv Ku-
Bépvnon kai Ta kuPBepvntika épyava (m.S. 63/2005,
A’ 98), o cuvduacuo pe TNV ap. 22 Tou dpbpou 119
TOoU V. 4622/2019 (A'133).

3. To n.6. 134/2017 «Opyavioudc Ymoupyeiov Ep-
yaoiag, Koivwviki¢ Ao@daAiong kat Kotvwvikng AANNn-
Aeyyone» (A’ 168).

4.Tomn.5.142/2017 «Opyaviouédg Yroupyeiou Olkovo-
MiKwv» (A'181).

5.To m.8. 81/2019 «Z00OTOON, CUYXWVELON, LETOVO-
paocia kat katdpynon Ymoupyeiwv Kal KaBoplopdg Twv
apUOSIOTATWY TOUC - METAPOPA UTTNPECIWV Kal AppO-
SloTATWY peTady Ymoupyeiwv» (A" 119).

6.To m.5. 83/2019 «Alopiopog Avtimpoédpou tng Ku-
Bépvnong, Ymoupywy, Avaminpwtwv YIToupywv Kal
Youmoupywv» (A"121).

7.Tomn.6.62/2020 «Aloplopoc Avaminpwtwy Youp-
ywv Kat Yeumoupywv» (A’ 155).

8.Tom.5.2/2021 «Aloplopodc YIoupywy, AVaminpwtwy
Ynoupywv Kat Yeuroupywv» (A" 2).

9.To dpBpo 26 Tou 11.6. 8/2019 «Opyaviopdg HAekTpo-
vikoU Oopéa Kowvwvikng Acpdaiiong: e-E.O.KA» (A’8).

10. Tnv umé otoixeia Y70/30-10-2020 amégpacn tou
MpwBumoupyoL «AvdBeon appodlotTwy oTov Ava-

TEYXOX AEYTEPO
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TANPWTH Ymoupyod OIKoVOUIKWY, ©£608wpo ZKUAAKAKN»
(B'4805).

11.Tnvun’ ap. 71672/27-09-2021 andé@acn tou Npw-
Bumoupyou kal Tou Yrmoupyou Epyaciag kat Kovwvikwy
YroBéoewv «Avabeon apuodloTiTwy oTov YQuroupyod
Epyaociag kat Kovwvikwv YrmoBéoswy, Mavaywtn Toa-
KAOyAou» (B'4443).

12. Tnv mpdtaon tng AlevBuvong latpikig Alohdyn-
ongtou e-E.O.K.A. kaitn yvwpun tng Edikng Emotnpovt-
KNG EMTpomm¢, mou cuyKpoTriOnkKe Ye tnv umd oTolxeia
31970/A9.9047/15-7-2015 (AAA: QB7T465010Q-XM=)
anmdéeaon Tou Yrnoupyou Epyaciag, KoivwvikAg Aopd-
Along kat Kotvwvikric AN\nAeyyung.

13. Ta v’ ap. 7667/365/19-02-2021 kot 44788/
29-06-2021/22-11-2021 (0pBn emavainyn) elonynTi-
KA onpelwpata tng fevikig AtevBuvong OIKOVOULKWY
Ymnpeolwv Tou Ymoupyeiou Epyaciag kat Kolvwvikwy
YmoBéoewv.

14. To yeyovog o1t amod Ti¢ Slatdéelg Tng amdeaong
QUTAC TTPOKAAEITAL EMITAEOV SATTAVN EKTIMWUEVOU UPOUG
2.000.000,00€, n omoia MPOKUMTEL Ao TNV AVENoN TwV
SikaloLXwv emdopdtwy kat ouvtaéng avamnpiac. H a-
mavn autn Ba Bapuvel Tov mpolTToAoyIouo Tou e-EQKA,
eival 6e evtog Twv opiwv Tou €xouv TeBel 0TO TPEYOV
MeoompdBeopo MAaioclo AnNUOCIOVOUIKAG ZTPATNYIKAG,
amogacifoupe:

Tnv avaBewpnon/avtikatdotaon tou Eviaiou Mivaka
Mpoaodlopiopou MNooooTtou Avarmnpiag TnG UTTO OTOIXEId
?.80100/50885/3033/10-12-2018 andégpaong Twv Ymoup-
ywv Epyaciag, Kovwvikrnc Acpdhiong kat Kovwvikng
AMnNAeyyUNC Kat OIKovouikwy (B’ 5987), ue Tov omoio
kaBopilovtal Ta TOCOOTA AvVATINPEIAC TTOU CUVETAYETAI
kaBe mabnon 1} PAAPN N CWHATIKA i YUXIKA 1 TIVEUUO-
TIKA €€aoBévnon 11 n cuvOuaouévn EUPAVION TETOLWV
nmabrioswv 1 BAapwv n e€aobevioewy, kKaBwg kat ol
UTTOTPOTIEC AUTWY, WG €ENC:
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20. XITANIEX ITAGHZXEIX

Q¢ onavio voonuo/nabnon opiletar amdé v E.E. kdbe voonpa mov mpocsPairel Aydtepa
amd  5/10000 dropa ko meptiapuPdavetal otov katdroyo tng Orphanet. O katdAoyog
avayvopiletor omd to EXnvikd Kpdrog pe to dpbpo 12 tov v.4213/2013 (A’ 261).
Yndpyovv 6000-8000 ondvieg nabnoelg, ek Twv omolwv dve tov 80% £&xovv kabopiopéva
veveTika aitio. Ot dAleg mpokaiovvtal omd Aoméels (Paxtnplokés,oyeveig kKAT),adlepyieg,
TEPIPAALOVTIKOVG TOPAYOVTEC, EKPLAIGTIKA oitla, omdvieg Hopeég kaxkonbsioc. Eivou
oLVNOMG TOAVGLGTNIATIKA VOG0T e TOWKIAI eKONADCE®V 0ALd Koy (Yo To KoBEva
€€’ autwv) maboyéveln Kot cvvemms, Oev B mpémer vo ovieTomilovior ®g Tuyoieg
GUVVTTAPEELS CUUTTOUATOV.

e KOTO OTAVIO, VOOT|LOTO 1] VOGOG EKONADVETOL GTUSOKA KOl 1) EEEAKTIKY/EKQPVAGTIKN
nopeio. eivor ypovikd mpoPréyiun  (my. pikn dvotpopio Duchenne), oAld oe dAleg
TEPMTMOGELG TO. GUUTTMOUATO, 1 GOPAPOTNTA TOV GUUTTOUATOV Kol 1 NAKio EKINA®ONG TOV
EMUEPOVE EKINADCEDV TNG VOGOV Umopel va motkiAdlovy peta&d acbevov mov Exovv v 1ot
wionon (my. VELPOIVOUAT®OOT) AOY® TOV QOIVOUEVOL TNG YEVETIKNG ETEPOYEVELNS
(povotumikn Kot aAANA®V).

Mepd and ta omdvia voorjpota tepirapfavovratl otov EILILILA. kot éxovv kaBopiopévo
gvpog mpotewvopevov I1LA. T to vworoima yperdleton ypdvoc, ®ote va Ta&tvounfodv kat vo
npotadei, yio o cuvnbéotepa €&’ avtav, cvykekpiévo [locootd Avonnpiag. Ewg tote, yo
v a&loAdynon g avannpiog Bo mpémet vo TANPOVVTOL Ol TOPAKAT® TPoHToDESELC:

A. O sionynTiKog Pdkelog va £yl Kodwko Orphanet o omoiog vo @oivetol kKou 6TV
anéQUoN TOV ETLTPOTAOV.

B. lpéner va £xel cvpninpmOsi ané Kévrpo 1 £101k0 10Tp6 YVAGTN TOV VOGTILOTOS KUl
VO TEPLEYEL TO. GTOLYEID TOV TEKUNPLOVOLV T1] ddyvooen Pacer Tov dgdopévov Tng
Bipiroypagiog kou Tng Orphanet, pe avorivtiky TopdOecn EPYOcTNPLUKOV EVPNUATOV,
KMVIKT TEpypa@t], eEEMEN TN vOGov Kot BgpamevTikn aymyn.

I'. O wpocdopiopog tov I.A. va eEaptaton amd To enimedo PapvTnTog, TOV 0L PAdPES KoL
0l EMUTAOKEG TNG VOGOV €Y0UV EMPEPEL OTO EMPEPOVS GUGTIHOTOE TOV OPYOVIGLOD,
Aoppavovtag vToOYN TO YUPUKTNPIGTIKG TOV 6TOVIOV (6TNV TAELOVOTITA TOVG YEVETIKAOG
KaOopropévov Kat eEEMGoOPEVMV) VOSTIHATOV.

20.1. ENAOT'ENH METABOAIKA NOXHMATA

Ewcayoyn: To kinpovopukd petafoikd voonuate (KMN) sivor omdvia, €¢' dpov Lmng
POV VOOLLATA TOV GLVINOMG 0QEIAoVTOL G KATolo EVOVLUKT] OVETAPKELL LLE OTOTEAEGLLOL
1 GLGGMPELGN TOEIKMOV UETAPOATOV Kot TPOKANGCT PAOPOV GE OTOLOONTOTE OPYOVIKO
cvotnua, ovéioyo pe T dwropoyn. Q¢ €K ToOTOL AmnTovtol TOAA®MV ewdtkotnTov. Ta
neptocdtepo. KMN KANPOVOLOUVTOL LE TO VTOAEWTOUEVO OWTOCMUOTIKO YOPOKTIPO KoL
umopei va ekdnAwBodv g omoladmoTe NAKIdL.

2mv a&loroynon g PapdTntag Kot TG Tpoyveong Ba mpénet va Aapfavovtotl vToy:

- To mpocddkipo LmNg Yo TNV CLYKEKPIUEVT TAON o).

- H otabepdmra tov copntopdtoy, OnA. ov VIApYEL GLVEXNC ETOEIVOON TG KMVIKAG
Kkatdotoong (kabdg kot n ToydvTa TG emdeivoong) 1 av N e&EMEn eivarl Bpadeio kot
ereyyopevn.

- Ot dvvatdtreg Yoo Bepameios Kot 1 OTOTEAEGULOTIKOTITO TNG OVTILETMOTIONG. XTIG
nabnoeic mov yapaxktnpilovior and emelcddo, peTaforkng oamoppvduiong Aapupdvovrot
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