EAAHNIKH OMOZXIIONAIA 2YAAOT' QN -
LITANIQN NOXHMATQN ITAOHXEQN

(E.0.Z. - ZIA.NO.IIA.)
HELLENIC FEDERATION OF ASSOCIATIONS
FOR RADE DISEASES

(H.FA. -R.D.)

vt apOp. 461/8-12-2016 Sratayt) Tov Eipnvodikeiov ABnvoy,
ne avéovta aplOpo eyypa@ic 841 oto BiAio opoomovdiwv tov Mpwtodikeiov AONVwV

A6nva, 30/03/2021
Ap.Jlpwt: 05/0167

IIpog:

A. EOvikn Zuvopoomovdia Atopwv pe Avarnpia (EXApgA)
Yoy kag. Tapapa
Awev0Ovvon: EA. Bevi{édov 236, 16341 HAtovTtoAn, AGnva

B. EOIIYY
1) I'pa@eio TPoédSpov kag. 0. Kapmodivny
2) AevOuvon Itpatnykov xediaopnov
Amtoctolrov [lavAov 12, Mapovot

Ofpa: «Katdfeon andPemwv KoL EMGNUAVOEWV ava@opika pe Tov véo Eviaio Kavovt-
opo Mapoyxwv Yyeiag (EKITY) Tov EOINYY (Eni tpomomoinong tov EKIY/1.11.2018)».

H EAAnvikn] Opoomovdia ZvAAdywv - Imaviwv Noonpatwv Mabniocswv (E.O.X. -
XIIA.NO.IIA.), eivat Agvtepofaduia Opydvwon ,KovwVIKoD KAl CUVSIKAALGTIKOU XOpaKTpQ,
N omolia eykpidnke pe v vTapdu. 461/8-12-2016 Siatayn tou Eipnvodikeiov ABnvov kat
Kataywpnnke pe avovta aplbud 841 oto BifAlo opoomovdiwy tou [pwTtodikeiov ABNv®v.

H E.0.Z. - ZIIANNO.ITA. elvat pérog ™G EBviknG Zuvopoomovdiag Atopwv pe Avammpia
(E.Z.A.ue.A), ovupwva pe v amd 16 PeBpovapiov 2018 amdé@aon tov 'evikov ZuuBovAiov
™m¢ (ap. mpwt.242).

H E.O.Z. - ZITA.NO.ITA. éxel w¢ TaAKTIKA HEAN TG Toug MTpwtoBabuioug ZuAAGYoUG:

A)  TNavedinvia ‘Evwon ApeiAnotposibomabwv (I1.E.A. - 18puTikd pérog)

B) EAnvini Etapia ywx v Ivaén Kvotikr Nooo (E.E.LK. - 18putikd pérog)

I’ Zwpatelo Atépwv pe Nooo touv Crohn kat EAkwdn KoAitida Axaiag — I.O.N.E. Axaiag
(uéAog - Iovviog 2019)

Emiong cOppwva pe ta mpaktikd ap.10/12-12-2019 kot 19/07-03-2021, 1 Opoomovdia €xel
WG apwya peA a) mv EAAnvikn etaipeia Avtippevpatikol Aywva (EA.E.AN.A), B) v EAAn-
vikn] Etaupeio Ymoom)piEng Madiwv pe Tevetika MpofAnuata «To péAdov» Kol wg oVvepyd
neAn o) v EAAnvikn latpukn Etalpeia Avanmplag, Kowvwvikng Ac@aiiong kot [povorag (E-
AIEAKAII), B) v EAAnvikn Etaupeia MeAétng EvSoyevwv MetafoAkwyv ITabnoewv kat y) tnv
latpwkn Etatpia Abnvawv (LE.A.) (amog. AX. 1/2/2021).
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H Opoomovdia Stowkeitat amod emtaperés Atoikntikd ZupBovAlo pe Tpletn Ontela evw To £pyo
™G vmootpilel cupfovAsvtikd Emotnpoviky Emitponn mov amaptiletal amd ykpltoug &-
TILOTILOVEG — EPEVVNTEG SLAPOPWV TESWV.

Emiong ovppetéyel amd to 2017 cOu@wva pe to oxVov Beopikd mAaiolo otnv EOvikn Emi-
tpom Emaviwv Noonpdatwv Mabnoewv tov Kevtpikov Zupfoviiov Yyeiag (KEXY).

H E.0.Z. - ZMANO.ITA. ya svnuépwon Tou KowoU kKat @opéwv, Sitatnpel 1oTtooeAida:
www.federationrarediseases.gr, 6TTov TapEéyovtat TANPOQOPIES yLa TO £py0 KL TIG SPATELS
™G Kot yla Ta Zrtavia Noonpata - [abnoetg, eved Stabétel oedida oto Facebook: EAAnvikn
Ouoomovdia TvAAOywv - Intaviwv Noonudtwv Madnoewv kat kavdil oto YouTube: EOS
SPANOPA.

To Aoikntikd ZupfovAio ¢ E.O.X. - ZITA.NO.ITA. AapBavovtag vmoyy:

a) v apOu. EAAE/T.I1. 80157/2018 ®EK B’ 4898/1.11.2018 Ymoupyikn ATO@AGY, OXETIKA
He VEX Tpomomoinon kol aviikatdctaon tou «Eviatov Kavoviopol Iapoxwv Yyelog
(E.K.ILY.) tov EOIYY»,

B) To amo6 29/03/2021 nAektpovikd pnvupa ¢ EZ.A.ueA pe 0épa «AmootoAn) Iapatnpnoe-
WV - ZUUTANpwoewv - [lpotdoewv mpog v E.Z.A.ueA yia tov EKILY.»

y) to v’ apBp. 1036/3.8.2020 £yypawo ™G E.XZ.A.ueA pe Oepa «KatdBeon attnuatwyv kat
mpotacewyv G E.Z.A.ueA yia v tpomomoinon tov EKILY.»

8) to vt apdu. 03.0100/14.11.2019 éyypago s E.0.Z. - ZITA.NO. ITA., Tpog Tov YToupyo
Emxpateiag pe Oépa «Katabeon artnuatwy ¢ E.0.Z. - ZMMA.NO.ITA., otpatykns onuaciag
Tov oxetifovtatl e Ta Emavia Noonpata - [TaBnoelg, Toug aoOeveils Kal TIG OLKOYEVELEG TOUGY
€) TV Keipevn vopobeoia ywa ta Zmavia Noonuata - IMabnoeig (BA. ouv/vo Mapaptnua),

N E.0.X.- ZMTA.NO.ITA kaTaBTEL AMOYPELG KAL EMONUAVOELG IOV GXETI{OVTOL LE SLA@O-
PEG TTAPOYXEG VYELAG IOV a@POPOVV TOUG Sikatovyovg Tov EOIYY kat cuvdéovtal apeca
ne O£pata 181k G @PovTISag, TPOANYMNG, LATPOPAPUAKEVTIKTG TIEPIOAAYMC KaL aTro-
KATAOTAGTG TOWV ATOU®WV IOV Ttdoyovv and ta Enavia Noonjpata - abnosig (ENII).

OEMATA XTPATHTIKHX XHMAZXIAX I'lA TA XIIANIA NOXHMATA - [IAOGHXEIX

Y& OUVEXELA TOVU OXETIKOU OeaikoV TAALGIOV IOV BETEL A VEQ TIPAYUATIKOTNTA 0TV EAAG-
Sa ylx toug aoBeveic pe Emavia Noonpata — Mabnoetg, wote autd va yivouv opata kat Sia-
KPLTA, CUUPBAALOVTAG OTNV OUCLACTIKOTEPT SLaXElpLoT TWV acBevel®wV aAAd Kal TwV aoBevwv
0TO ocVOTNUA TEPIBAAYMG, avapEpovTal Ta akdéAovBa BEpATA GTPATNYIKNG onuaciag yia Ta
OTIAVIX VOO AT — TIAONOELG, TIOV £lval amapaitnto va An@oovv VTTOYLY Y THV avVaUop@w-
o7 KOl TpoToToinon tov .oxvovtog EKITY:

1. Evoowpdtwon tTowv kedikwv Orphacode t¢ Bdong 8sdopévwv Orphanet oto ov-
VIOMO XTPKO OoTOoPlkd Touv «aoBev) touv EOIYY (mAektpovikny Suayvw-

on/cvvtayoypagnon)

Ztnv mOAN Orphanet, ov amoteAel yia tnv Evpwmn aAAd kat yia tv EAAGSa v avayvwpl-
opévn Baon dedopévwv v ta Imavia Noonpata - Mabnoeig (ENII) (Mapapmua - A1), ka-
Taypa@ovTal Y kabe opada - katnyopia kat empépoug mabnoels ot Orphacodes, SnAadr ot
KwdKol Tov yapaktnpilovv Hovadikd To kdBe vOoUA, EVEM TTAPAAATIAQ AVOEEPETOL KAL) O
VTLoTOlX10M TOUG 0TOVUG Kwdikoug ICD - 10.
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http://www.federationrarediseases.gr/
https://www.facebook.com/fed.rarediseases.gr
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ZUU@VA UE TO LoxVoV vouko mAaicwo (Mapapua - A.4), otig yvwuatevoels Twv KEITA mov
Ba ekdidovtal yia Toug aoBeveig pe ENII, Ba avaypd@etal kot 0 kwdikds Orphacode tov kdBe
VOOT|LOTOG, YEYOVOS TTOV €EVTINPETEL TNV avAyvV®PLOT TS VOGOU GUUBEAAOVTAG 6TV KATA-
YPOP1 TNG GTOV NAEKTPOVIKO (PAKEAO TOU AGOEVY] KAl GTA CUGTIIUATA AEKTPOVIKNG SLAYVW-
ong (e- diagnosis) kal cuvtayoypa@nong (e- syntagografisis).

ZUVETIWC TIPOTEivETAL:

a) va evoopatwdel o 0Aa ta dpOpa tov EKITY, 01ov yiveTtal ava@opa yla Thv Kata-

Ypa@1) Tov kwdwkov ICD - 10 yia emtitevén Sla@opwv eMMES®WV TAPOXWV VTNPECLOV
vyelag kot TeplOaAYmg, va yiveTal kat TapdAAnAn ava@opd Tov Kwdikov Orphacode
(e@déo0v pokertal ywx XNII), 0Ttwg TpokVTITEL Mo T Baon SeSopévwv Orphanet. A-
vtioToyn avag@opd va yivel pe toug Orphacodes twv Inaviwv [adjocewv tov cupmne-
pllapfavovtal 6toug tivakeg Tov Mapaptnpatog tov apbpov 39 «duvoikobepaneio»
Kot

B) va mpoBAe@Osei and Ttov EOIYY o€ ovvepyasia pe tnv HAIKA, 1 Stapdp@won £18t-
K0V tediov 61t oeAida TOV 6UVTONOV L6TOPLKOV TOV aeBevt) (patient summary) vo-
TNTA OV avdAoya HE TOV Kw8kO ¢ vooov katd ICD - 10 va gp@avifovtat ot
Kwdwkol Orphacode Tov avtioTooUV 6 aUTOV. T avaloya media dmov £xeL mpo-
oBaon o Oepdmov LaTPAC, B avaypa@ETAL 0 GYETIKOC KWSLKOG yLa TO 6Ttdvio voonua
Tov acBevi), OTwG pokVTTEL amd Tta KEIA kat and T Bdon 8e8opévwv Orphanet.
(tedel vmo SLapdp@won)

E@o6oov emitevy0oUv Ta avwtépw, 0a eival € 6UOVTONO XPOVIKO SLAGTNLX EQIKTN Pl
TPWT, APXLKT KaTaypa@) 8edopévwv o€ €Bviko entimedo ywa ta Itavia Nootpata -
Madnoselg kot Tovg acBeveig, SievkoAvovtag Ty TTepaLTépw Sadikaocia Stapdp@w-
oG twv EOvikwv Mntpowv AcBevmv, yla kd0e Xmtdvio Noonua (registris), cuppaidro-
VTAG £TOL 6T XAPAEN] TOALTIK®OV VYELXG KAL 6TV ££0LKOVOUTIOT] €O0VIKOV TTOp®V.

2. Tovidlakn Tavtomoinon acOsvwv pe Enavia Noonjpata - adoeig - mpdosPaocn oe
YoviSLakég Oepaneieg/op@ava @apuoka.

KaBoplotiko poio yla v €ykupn SLAyvwor), TPWTOYEVN Kal SEVTEPOYEVT] TIPOANYT AAAG Kot
TNV X0PNYNOTN EEATOULKEVUEVG/TIPOCWTIOTIONUEVIG LATPOPAPUAKEVTIKNG TeEPiBaAYMG Kot
Bepameiag, Stadpapatifel n Slevépyela epyaoTNPLAK®V EEETACEWVY YL TN YEVETLKN] THUTOTIOL-
non/mpocdloplopd peTaAAdEewy Twv Emaviov Noonpdtwy - lTabnoewv. To yeyovog autd Ba
emtpéPel v egokovounon mopwv, T BeATiwon TG TOLOTNTAG TWV TTAPEXOUEVWV UTINPE-
oLV vyelag aAAd kot ™S {wng Twv AeOEVWV TTOU TTAGYOLV ATtO TA VOO LOTH QUTA.

ZUYKEKPLUEVQ TIPOTEVETAL:

a) Xto apBpo 5, «IMapoyég Mpwtopaduiag ®povtidag Yyeiag» (Mapaptnpa - A.1) Mpo-
Anym kat Mpoaywyn Yyeiag, ylveTtar ava@opda «pe 6KOTO TNV £yKalpn Stdyvwon kat
™ Ay pETpwy yia tThv mpoAnym ¢ ekSNAwong 1 TNV amoTPOT TG ERPAVIONG
VOONPWV KATAGTACEWV...», YEYOVOG IOV SNA®VeL TV omovdatdtnta ANYPmg pETpwy
Y TV TpOANYPT TG EKSNAWON G 1) amoTpot TG Ep@avions tTwv ENII o€ dtopa mov
£X0UV GYETIKO KAN|POVOMLKO LGTOPLKO.
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X1o TMAaioclo avTo eivat kaBopLoTikd yia TV TodTNTA {W1)¢ TOV AoOevwV, dAAX Kot
Y TNV €£01KOVOUN 0T TOPWV TG TTOALTELXG VA cVUPTEPIANPOEL 6TIG TTapoxEG Tov EK-
MY otnv evotnta Mpoinym ko Mpoaywyr) Yyeilag, yiax Tovg Sikatovyovg tov EONYY
OV £X0UV KANPOVOMLKO L6TOPLKO Yix ek8NAwon ENII 1) Ttdoyouv amd K&molo T£ToLo
voonua, 1_Sievépysla epyacTnplak®wV €EETACEWV  ylX T YEVETIKY TOUTOTOIN-
01/TtP0ocSLopLopnd PETAAAGEEWV TG OTIAVLAG VOGOV TIOV TIACYOVV, YL TV OTIola oL 8i-
KQLOUYO0L V& GUUUETEYOUV HE TO ELKOGITTEVTE (25) % TOU GUVOAOU TNG GYETIKNG

Samavng (ue TapdAinin tpdBAen o€ vOpo OV O CUUTANPWVEL TIC VQLOTHEVEG LA-
TPIKEC TTPOANTTIKEG EEETAOELG).

Emiong, oto 8o apBpo 5, evotnta A., tapaypago 1.B., (eietdoelg TpoAnmTiKoU €ALY-
XOVU O£ YUVUIKEG KL AVEPEC LE OKOTO TN YEVVIION VYLOV TtaSLwv), tpoBAETTETAL 1) €EE-
Taon DNA tov gufpvov 6tV mepimTwon mov kat ot 800 yoveig £xovv kdmola GAAn
YV®WOTI) YEVETIKT Statapayr).

IpoteiveTtarn ev Adyw TpoBAeym va StatunwBel wg e€1¢ «e&€taon DNA tov epfpuov,
a. £PO0OoV £xeL SLlameTwOEL OTL KL oL 8V0 YoVeig £x0uV YEVETIKT eMIBApLVOT] YA pE-
OCOYELAKT] avalpia Kol §pEmavokvTTAPLKI) VOOoOo Kat B. £@Ocov £vag amnd Toug §vo yo-
VEIC £yeL voonua Tov o@sideTtar of yeveTikn Swatapayn (eite oe  emimedo
XPWUOOWUATWY, £ite o€ emimedo DNA), 4OV yla TNV MEPIMTWON AUTI] KXAVTITETAL
Swpsav 1 Sievépysla TNC OXETIKNC YEVETIKTG £€£TaonC (Yia TOV yovéa) TIPOKELUEVOU
VA TPOGSL0PLOTEL 1] YEVETIKN EMPBEPUVOT) O QUTOV KO KAT ETTEKTAGT) 0TO £UPPUO».

B) Opava @dppaka, Stac@aiion StabeopoTNTAC.

Sopewva pe v Evpwmaikn, oAAa& kat EOvikr vopoBeoia (N.4213/2013 yia v Stacuvopla-
K1 TIePIBaAYm KATL), TPOBAETETAL 1] AVATITUEN TWV 0PPAVWOV PAPUAK®Y, TIPOTOVTWY KAL OU-
okevwv, Ta omoia aflomolovvtal ywa ™ Bepameia Imaviwv Noonuatwv-Ilabnoewv. To
YEYOVOG QUTO GNUAIVEL TNV EUPAVLOT VEWV KOLVOTORWY TPoidvTwv vPmAol kKOGTOUG, IOV &-
yYkpivovtal amod tig appuodies apyeg (EMA), mpokeipévou va xopnyolvtal Swpedv 6Toug aode-
veis péow Twv EBvikwv IMapoywv Yyeiag (yoviSiakeg Oepameieg).

To yeyovog autd amattel 18laitepoug XELpLopos Kol 6TpATNYLIKO oXeSLAGUO, TOCO YLo TNV Ka-
TOYPAPT] TWV A0OEV®V TIOV EYOUV AVAYKT QUTEG TIG Bepateleg, 6000 KL yla TNV £yKaAlpT Tpo-
UNBEl TWV OKEVAOUATWY, WOTE OUHPWVA HE BEomion  e8IKOV  KpLtpiwv KAt
TPOTEPALTIOMONG, OAOL OL TTOAITES LGOTIUA VA £XOUV TN SUVATOTNTA TIPAGRACNG OE AUTH, EVW
TapdAAnAa amapaitnTo eival va yivelr opBoloyikr xpron yia EAeyxoG Tou KOGTOUG Kal 8iwg
HoKPOTIPOBEG A, OTIOV TIPOPAETETAL SLOYKWOT) TWV SATTAV®V.

Mpoteiveta 1) Stapdp@won ESikwv Emetnuovikwv Opddwv Epyaciag, pe tn cuvep-
Yaoia tov EO® kat Ttov EOIYY, ywx T Ogpatikn evotnta twv Op@avev Papudkwv
kot [Ipoidvtwy, yia TNV KaAUTEPN SLayeiplon TV EMPEPOVE TTAPANETPWY KAL OE GU-
vepyaoia pe tqv EAAnviki) Opoomovdia TvAddywv Entaviowv Noonpatwyv - lladnoewv -
E.0.X.-ZIIA.NO.IIA. pédog tn¢ E.X.A.ncA.
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3. latpkwg YoBon0ovpuevi Avanapaywyt] - EQAPLOYT) 6VYXPOV®V TEXVOAOYLOV TIPO
- ELPUTEVTIKOV EAEYYOV.

H Awoiknomn tng E.O0.X. - ZITA.NO.ITA. Bewpel 181aitepa onuavtiko va emitevxOel o EAeyyog Twv
YEVVNOEWV TIALSLWOV LLE OTIAVIX VOO LATA, OTIOU OTIG OLKOYEVELEG TOUG UTIAPXEL KA POVOULKO
YEVETIKO LOTOPLKO EMBAPLVONG HE OTAVIO voonua. Autd SUvatal va emitevyxbel: o) pe tnv
E£QUPLOYTN CUYXPOVWV TEXVOAOYLWV YEVETIKOU TIPOEUPUTEVTIKOU EAEYXOU 0TO TAaioto ¢ la-
TpkwS YmoBonBovpuevng Avamapaywyns, B) He evioyuomn Tou TPOYEVVNTIKOU EAEYXOU UE EL-
SIKEG SLAYVWOTIKEG EEETACELG KATA TNV TIPWLUN Tepiodo eykupoovvne Kat y) pe t Stevpuvon
tou EBvikov Ipoypappatog MpoAnmtikov EAEyxov Neoyvwv (ou vAomolel to IvotitoUto Y-
yelag tou [Madlov) pe Tov EAeyX0 0€ VEOYVA EMITTALOV OTIAVLIWY VOOT|ULATWV.

Katd cuvémela kpivovtal Akpws amapaitnTes, KabBoploTIKEG KoL EMITAKTIKEG Ol OETUIKES
pubuioELg Yo KATOXUPpWOT TWV avwTEPW TUTWV Tapéufaong e Tn ovvepyacia ¢ EOvikng
Apxngs latpikws YmofonBovuevng Avanapaywyns (EAIYA) kat tov EBvikol Opyaviopov Ia-
poxns Ymmpeowwv Yyeiag (EOIYY), yeyovag ov 8a cupufaAAel atnv TTpOANYM NG ELPAVLIOTG
Twv ZNII, oV £ykaipn SLdyvworn auTwy Kol YEVIKA otV BeAtinwon ¢ ToldTas ¢ Lo-
TPOPUPUAKEVTIKNG KXL VOOCOKOUELAKNG TIEPIBAAYTMS TwV aaBevv.

L€ CUVEXELX TWV AQVWTEP®, TPOTEIVETAL VX EVOWUAT®WOEL 6TO GpBpo 38 «MatevTikn
mepiOaAYPm - latpikwg YroBonBovpevny Avanapaywyn» tov EKITY, avagopd mov va
Stxtvmwvel 0TL «ot Sikatovyot Tov EOIYY mov maoyovv and Inavio Noonpa - Madn-
on ¢ atopa 1 {evyn, emOLVHOUY va evtayxBolv ot Sadikacia ™G latpikwg Yo-
BonBovuevic Avamapaywyns, yla THV amOKTNGY TEKVOU AMAAAXYMEVO QTO TNV
HeTAAAa€n Tov yovidiov mov eivatl vTeVOLVVO YA TO OCUYKEKPLPHEVO voonua, VoTEpA
and ewonynon ¢ EALY.A. eivar Suvatidv va Stevepyolv YEVETIKY] TAUTOTIOINGT) TG
VOOOU Kal TN SLadikacia TTPOERPUTEVTIKOU YEVETIKOU EAEYXOV TWV EUPPUWY, NE UN-
Sevikn cvppeToxn».

4. Y& CUVEXELX TOV AVOTEP®, CURTANPOUATIKE Katatifevtal n akoAovdn emonpav-
o1)- TPOTIOTOINGT YIX TNV avapdp@waot) Tov toxvovtog EKITY:

Mpoteivetal va evowpatwOel og Stakpitd apbpo tov EKIIY avag@opd mov va Siatv-
TWVEL 0TL «ol Sikatovyol Tov EOIYY pe mocootd avammpiag avw tov 80%, O0Ttwg
mpocdopiletar and ta KEIA, mov macxovv and Enavio Noonpa - llabnon (site avtd
mpoodopiletal pe tov kw8ko Orphacode otnv oxetikn yvwpodotnon twv KEIIA, &i-
TE MUOTOMOLEITAL aTd Yyvwpdtevon £8koV tatpov 1) El8wkol Kévtpouv/ @opéa pe
TPoodLoplopd ¢ vooou kat tov Orphacode avtiotowa), a) égovv undevikn (0%)
CUUHETOXT YLX TNV LATPOPAPUAKEVTLKI] KAL VOGNAEVTLKT) TOUG TTEPLOaAYPM KaBwGS Kat
Yl TV TIPOUN0€1a avAA®O IOV VYELOVOULKOV VALKOV 1) GAANG TTapoxNG o€ €i80¢G £@o-
00V TPOKELTAL Y TNV kUpLa Emtdvia Nooo - [adnon mov €xovv ko B) mévre (5) %
CUMUETOXN OTAV TMPOKELTAL YIX GAAQ VOGTLATA IOV GUVOSEVOUV TNV KUpLa ITAvVix
No6oo gite wg TOAVVOOPOTNTA AGY® GLUVEPOUOV, EITE WG EMAKOAOVOQ AUTT|G.

H ev Adyw ava@opd emiong umopel va cupumepAn@Bei oe empépous apOpa touv EKITY avdaio-
Yo pe to €i80¢ ¢ TEPIBaAYNG KaL TNG TTAPOXNS o€ SLakpLTég Tapaypdgovs. (.. ota apOpo
7, 10, 12, 25 (e TpOPAeP ATMOKAELGTIKIG VOGOKONAGC yia acOevn) pe ENIT aveiapti-
TWGS TOV Yopéa voonieiag, Snuoociov 1) LBuwtikov), 54, 55.
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H mpoavapepopevn mpofAeym otov EKITY Ba cupfardel Betikd oty aflompem| mepBaiym
TwV aoBevwy, §e60uEvou OTL OL OLKOYEVELEG TOUG eTLBapUvovTal pe VTIEPBOALKEG SATIAVES Kol
eEavTAoUVTAL OLKOVOULIKA avalNTWVTAS 0pLOTIKY Stdyvwaon s Zmaviag Nooov, kabwg Kot
KATAAANAN Ttep{OaAym.

To AZ. ¢ E.O.Z. - ZITA.NO.ITA. kpivel Akpws amapaltnTeg, KABOPLOTIKEG KL EMITAKTIKEG TIG
AVWTEPW TPOTEWVOUEVES puBuicels To mAaiclo touv EKITY, yeyovog mov Ba cuuBdAiel otnv

TPOANYM NG gpdaviong Twv INII, oty £ykalpn SLIAyvworn auTwV Kal YEVIK& otnv BeATtioon
NG TOLOTNTAG TNG LATPOPAPUAKEVTIKNG KAl VOGOKOUELAKN G TIEPIBaAYNG TwV aaBevmv.

Zuvnupévo: Napaptnpa vopobesiag

Me ektipnon
Ma to AloknTko ZupBouAlo

O NPOEAPOZ HTEN. TPAMMATEAS

EYZTPATIOZ XATZHXAPAAAMIOYZ AEXYNPH MAPIANNA
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INIAPAPTHMA

OEXMIKO IIAAIXIO

A.1 Me 1o apBpo 12 6Tws avtikataotabnke and to apbpo 24 tov vopov 4213/2013 (PEK
261/1.A/2-12-2013) avayvwpiovtal ommv EAAGSa ta Zmavia Noorjpata - Iabnoeig mov é-
xouv emmoAacpd mévte (5) aobeveig og 10.000 dropa oty Evpwmnaikn ‘Evwon (map.1), evw
emiong kaBiepwvetal 11 avayvwpilon tov ORPHANET wg 1 emionun Baon dedopévwv ya Tig
TaOMOELG AUTES.

A.2 o) Me tov vopo 4461/2017 (PEK 384.28-3-2017), apBpa 9-16 kat ) tnv v aplOu
2358442 (PEK 2736, t.B 4/8/2017) amnoé@aocmn tov Ymovupyou Yyeiag Stapop@wbnke to &-
Bvikd Beopikd MAAioo Yyl Ta KpLTpLa Kat TNV avayvoplon Kévtpwv Epmepoyvwuooivng
kat EEelSikevpevwv Alayvwotikowv Epyactnplwv omavinwy Kot TOAUVTTAOK®WY VoG LA TWY, TTOU
oUUBAAEL OTNV AVATITUEN AVTIOTOLXWV KEVTPWY KAl epyactnplwv otnv EAAGSa pe mpooTTikn
évtadng toug oe Evpwmaika Aiktva (E.R.N.), cupfdArovtag oy TtpoAnym, otn Bepameia,
otV TepiBaAYM, GTNV TTPoAYWYN TNG £PEVVAS YIA TAL GTIAVIA VOOT|UATA Kal Tr Slacvvdeon
QUTWV WE TOUG (POPEIS TV acOEVWV, EVIoYXVOVTAS TV TOLOTNTA TNG VYElaS Kal TG {wng av-
TWV KL TWV OLKOYEVELWV TOUG.

A.3 Me v ApBp. ®. 80100/0wk. 17630/943/19-04-2018 (PEK B' 1560/08-05-2018) amé-
@aom tov Ymoupyo¥ Epyaciag, Kowwvikng Ac@daiiong kat Kowvwvikic AAAnAeyying «Ava-
BewpnOnke o Tivakag mabNoewv Yo TI oToleg 1 SLAPKELA AVATINPIOG TWV ACOAALGUEVW®V
kaBopiletal em’ adplotdv» ekboONKe Votepa amd Yyvwuodotnomn ¢ Edikng Emomuovikrg
Emitpommg, tov mpofAémetal amd to apbpo 7 tou v. 3863/10 (PEK A'115) kol oXeTIKNG TIPO-
taong ¢ A/vong latpkns AfloAdynons tov EPKA. Ztov ev Adyw mivaka cvpmeplappavo-
vtal kot Zmavia Noonjpata - [Mabnoelg, 0mov ol acBevelg Tov TAGKOLVV amod VT, SuVavTaL
va Aafouv e’ adpLoTOV avaTnpia

A.4 O véog ENIAIOZX ITINAKAZX IMTPOXAIOPIZEMOY IMMOXOXTOY ANAITHPIAY (apiBp. @. 80100/
50885/3033/ ®EK5987, 1.B/31-12-2018), o0 omoiog ekd60nke amd to Ymovpyeio Epyaoiag,
Kowwvikng Ac@aiiong kat Kowvwvikng AAAnAeyying (ke@diato 20 yia Zmavia Noonpata).

A.5 H map. 1 tov apBpov 35 tou v. 3794/2009 (A* 156), 6TwG TpomoTOONKE pHE TNV TTap.24
Tou apBpov 39tovu v. 4186/2013 kal oyVeL WG onuepa, puBpilel Bépata eloaywynis Twv v-
moym@iwv ota Avotata Exmaidevtikd [§pvuata, mov mdoxouv amo Ste@opes XpOVIES TTaON-
OELG Kal avatmpieg, 0Tov Petadl GAAWV ava@EPeTal OTL OL TTAGYOVTEG ATIO SLA@OPA OTTAVIX
OUYYEVT], KAT|POVOULKA 1} ETKTINTA CUVEPOUX - VOO HLATA OTAV EKPPAlOVTAL UE COPAPES KAL-
VIKEG ekENAWOELS TTov TIPoosdiSouv avammpia TovAdylotov 80% efetaldpevol KATA TEPITTW-
on.

A.6 Tnv ap.mpwt: A1B/I.I1.: 20956/18 -04 -2018, pe B¢pa: Tpomomoinon 1n g pe apid.
mpwt. A1B/T.11.:76868/17/29-01-2018 Amo@aong pe Béua: Zuykpdtnon Kol opLopos HEAWY
otV EOvik Emtpom) ywx ta Imavia Noorjpata - Iadnoeis (E.E.Z.N.I1.) tov Kevtpikol Zup-
BouvAiov Yyeiag, AAAQ6N6465DYOII0X, amdpaon tov evikov Tpappatéa Touv Ymovpyeiov
Yyeiag.

A.7 Tnv tpomomoinon ¢ vr aptd. $.42000/01.2555/353/28-2-2012 kowvii§ VTTOVPYLKNG
anoé@aong (PEK 497/B/2012) «KatdAoyog mabnoewy, Ta @APUAKA TWV OTOlwv Xop1yov-
VTOL HE PELWUEVT 1] UNSEVIKT CUUUETOXT] TOU ACQUALOUEVOU», OTIWG AUTY €XEL 1181 TPOTIOTIOL-
nOel pe v v apb. ©.42000/01k. 12485/1481/6-6-2012 ko1 vovpyiky amdé@aon (PEK
1814/B/2012), 6Tov petald Twv mpofAemopuevwy madnoewy, sival kat Zrmavies lMadroels.
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A.8 ZXto apbpo 83 tou vopov 4600/2019 (ekovyxpoviouds mAasiov IStwTikwv KAwvikwy,
EBvikog Opyaviopog Anpooiag Yyeiag, Ivotitovto Neomiaoiwwy, Oépata latpwv kAm) PEK
A’43/9-3-2019, pofAémeTal n ovotaon Kat N Asttovpyia EBvikwv Mntpwwv AcBevwv (E-
MA), 6mov otV Tap.1 elvat Suvatdv pe amdé@aocmn Tov YmovpyoL Yyelag va Stapop@wvovtal
auTa otV BAcT CUYKEKPLLEVWY KABE @opa KpLTnpilwv, OTIOL HETAED AUTWV ElvaL 1] KATAypa-
1N Twv Zraviov Noowv, Kabwg kal AAA®VY KPLTNPlwV TTOU CUVSEOVTAL IE AUTEG, OTIWS 1) XP1]-
on Oepameldv auinpuévou KOoToUS 1 Kal auENUEVNG VOGN POTITAG, 1| XP1ION CUYKEKPLUEVTG
Bepameiag KATL.
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