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APOPO 1 K, :ﬁ
EINNONYMIA-EAPA ‘el \~/

[Bpdetar Zopateio AcOsvhv KN KeEpSOsKOMIKOD YAPaKTIPO pE mv enovopia «Evoon Zraviov
Acbevav EAMaSog» n omoia OLYKPOTEiTOL Ad ZVALGYOLG Kot ACTucEG Mn Kepdookomxég
Opyavaoeig atépov tacyéviev and OTavieg TaONGES — VooiuaTa Ko ZoAAGYOUG Kot AoTicég
Mn Kepdookomuéc Opyavaceig mov nephapBivovy kar EKTPOCONOVV 060eveig oy OVTEG OATd
omavia vootipata. Katd suvtopia to 10pvopevo Tmpoteio Ha, VTOSNADVETAL pE Ta apyIKd
«E.Z.A.E». H ovopooia tov 2opateiov ot ayyMkd eivon «Rare Diseases Greecey KO gV
ovvtopio R.D.G.

H £8pa. tov Zwpateiov O, sivan o Afipog ABnvaiov, teppépela e avtg oAdKkAnpn n EAAnviki
EMKPATELQ.

APOPO2 . . .
EKOHOIM’ Eﬁaw H
Ap

Ot oxomnoi g Evaong givau: ToU Bpnvodinsion

) H ovoneipwon 6 av tov Zopateiov ko AcTik@v Mn Kepdookomkdv Etapeirv (AMKE)
acBevav, 1 yovémv ko Knoepdvav achevav mov TGoXOVV and omGvia voonata N mabnoeig, Ta
omoia £xovv peta&d AoV 0O¢ GKOTO TNV TPOGGTION TMV CLUPEPOVIAV TOV TAGYOVTIOV 0td
OmaViES TaONGEL 1) Vooripata, kol N eviaia avantuén tov Sphoedv TOVG amd £va VOUIKO
TPOGMTO, TOL VoL EKPPALEL TN cvrAhoyu Tovg BodAnon.

B) H cvvepyaoia kot o GUVTOVIGUOG TMV EVEPYELDV TOV COMATEIDV Kal atopmv 1 aobevav mov
TACYOVV amd omavia. vooTipato, 1 mabrioelg, pe okomd v w6oTipn mpdoPacn tav achevdv ot
vnpecieg vyeiag, oe duyvootikég eketdoeic, oe VANPESIES MOKATAGTAGTG KU OE Oepansia,
ovunepirapBavopivav ku fepameihy yovidiaxnig pdoemc, Gtav ot TEAEVTAIEG KOTAGTONY
dvvatés, oto mhaico evég Brdotpon Ebvikon Zvompatog Yysiog,

Y) H mpodomon twv SIKAOUATOV T . ANTTGOV LINPECLOY Vyeiag ka1 n dopdiion
Today@ykig Ko KOwmvikty; pépiuvag yia Tig théov evdAmTeg Opades acOevdy, 6mmg gival o
acBeveig mhoyovteg and OTavieg mabfoe | vooTiparto.

8) O d16Aoyog pe v Molteia kot T EVEPYOG CUPUETOXN T®V aoBeVDY TV TWACYOVV and omévia,
vootipata 1 madnoels oe drec TG dadikacieg AMyng amopdcemy 10 70 oXedaoud TV
ToMTKdV vyeiog kal TV a&oddynon g EPapUOYNG TOVg, 1Bimg St Tng GUUUETOYNG TNG
‘Evaong otnv Efvicy Emtpomi Zmaviov Habnoewv ka1 Noonpdrov, N EvEPYOg GuppeToxn 6TN
dpudpewacn, aglodéynon, avabedpnon kot Pertioon tov EQvikod Zyediov Apéong yw. ta
Zravie Noonjpata ko 1 ovppetoxn g Evaong oe eBvikég EMTPOTES OV EmeSepydlovon H
EI0TYOUVTOL TOMTIKEG Ko dpdoelg Yo {nmpato Tov Grroviol Tov onoviov mabficenv kot
VOOT|UAT®Y.



&) H 8iéyvon vredvBovng TANPOPSPNGNG 6TO £VPY KOWS Ko N Tpoay@yh Tov dnuodciov daddyov,
avapopikd pe Intipota mov oxetiCovtar pe ta Sucardpata Tav atépmv 1 acBevdv Tov Tdoyovv
amd omdvio, voorfipato TaONoEg Kot Tig TPOTEWVOLEVEG ADOELG.

ot) H ovppetoym, Guvepyacia kai o didhoyog pe KOW@MVIKOUG Kl EMGTNHOVIKODS gtaipovg mov

| aoYoAOVVTL pEe TV ToMTIKT; vyeiog oTig omdvieg mabfoel, dnog Tavemompioxd ko
EPELVNTIKG WpOpaTO, EMOTNUOVIKEG ETOUPEiES, KéVTpa QVOPOPAG KOl EUTELPOYVOUOGHVIG KaBdg
KoL LE QOPEIG TOV SPacTNPLOTOI0OVTAL GTOV Touéa Tng vyeiag evidg EAAGSoC kar debvar, pe
Witepn avapopd ota Evpaomnaiké Kévtpa Avagopag yu oméviec nobnoec.

) H evéuvépamon ka eknaidevon oteEdexhv Tmv CLAAGYOV 0T6p®V | acBsvdY Tov naoyovV and
ondvia vootpara 1 nobnoeis.

n) H dwevépyen emompovikdy nuepidov kat cuvedpiov.

8) H ovvepyasia "Evoong pe ko1 n GUULETOXN GE OVTIOTOLYEG npwtoPovdisg oe
TEPUPEPELNKO, EVPOTATKO KO ebvég eminedo.

Y H exnpoodnnon tov ZoMéyav pekdv ™¢ Evoong e elAnvucss, svpamairéc kau d1ebveic
OpPYAVAGELG IE CUVAPEIC oKxomovg. [dtépag cvppetoxn me Evoong oy Evpamnaixy Evaon
Lraviov [Modhosmv (EURORDIS) a¢ ebviic évmong omavioy mabnoewv — voonudtmv pe
OKOTO TNV EKTPOGHMMOT TG EX\ddoc.

) H exnpocdmnon tov ZoAALGYOV peddv g "Evwong evomov g EKTEAEOTIKNG Ko
vopoBetikng e&ovaiag pe oxond mv Tpodnon kor avédeiEn tav Inmudtov mov anaoyolody Ta
Gropa kot acheveic mov TAoYOVV and omdvia maBnon 1 voonua ko vroforfnon g moMteiag
ot dtapdpemon kar 0pb1 vopoBétnon moltikdv Y Tig OTavieg TabnoELg, AapBéavovrag vaéyn
TG KaAég TPAKTIKEG, 6TmC OVTEG S1apopPdVOVTOL GE EVPLTOTKS Kot d1e0vég eminedo.

) H exndévmon, n avarTuén ko1 EPUPLOYN TPOYPUUPGTOV Kot EpymV TTOV oxetiovton pe ta
Gropo. wov aoyovy and Tmévia Nocnuata — [aboeic oe 6An ™ xdpo ov
SLYXpPNHaTOd0TOvVTOL 0mtd TV EAMGSa Kcat ™v Evponaixi ‘Evoon, site and kowod ue GAlovg
Popeig Tov dnudcio 1 WrwTiKoD Top£a, 6mmg k&be Popé, TpoPAinetar amd ™V keipevn
vopoBeoia.

1Y) H ouvépopn g ‘Evaong om Beopodémon, ™V avanToén kol Ty opyévaon Efvikdv 1
Edwév Mntphav acevahv, omv avantoén kot epapuoyh Eiduchy Oepancvtikdv
IpwtoxéAav y1a To, Endvia Noocpata — IModrosic, otV avepnddiot npdoPaon oe oppava
PappaKe Kot KavoTdpee Oepaneiec péoo Tov apuodimv popéav ( EOD, I®ET) xabdg ko n
dwacpdiion g woéTuNg TpdoPacng tav EAMvev acBeviv ot ducvvopraxt nepiBalyn oy
EM30 xow oty Evpdom.

18) H mpod@6non ko n evBdppovon g Sietayoyrc ™G EMOTNUOVIKNG EPEVVOG Kat KAMVIKGDY
HEAETOV OYETIKG, pE VEEG KAVOTOpEG Bepaneieg mov apopotv Tndvia Noonuata — [Mebrioe,
kabag ka1 ) cvvepyasio, V1@ avT6 70 6KOm6 e TPrToPhadua Exmaidevticd kat Epsvvnuika

I8pYparta ko epgvvnring vonitovra omv EAMdda xar oo efmtepucd.



APOPO 3
BAXIKEY APXEY - OPIZMOI

AN :;,ci‘bun)»npo’)verat KaOe popd kar 1oyder otv Evporaikt ‘Evoon, g nedio AvVOQOpdag yia to
< Zmévia Noonpata - [Mobnoeig, oAré xar Exel avayvopiotei ané to Kpérog pe 1o N. 4213/2013,

6mag exdoToTe LoxveL.

B) HEvawon dwtnpei aveapmoaia ard TOMTIKODC, KvBepvnTikode kar GUVSIKOAMGTICOHC
popeis. H'Evaon otmpilerar ot eBedovrucy ovupeToxn, dnuokpario, dpavein, kai Loyodoaia
oTG Sadikaciec AMymg anopdosmy kut vAomoinong EVEPYELDV.

Y) Kébe péroc ™S ‘Eveong diatnpei ™V avToTéderd tov.

d) ITépav tov Kartaotatikov, N 'Evaon 0a ouvta&er ecotepikd Kavovioud wov Bo. kupw0ei amd
™ levicn Zuvédevon karfa TEPLYpApEt AemTopepdc TG Sadikacieg ™G Aertovpyiog T™ne.

&) H'Evoon mpei TS apxEG XpNOTHG dnpociovopkc dwyeipione mov e&edikedeTan OTIS apyéc
S OovokoT™Tag, Tng omodoTik6TnTAC KoL mg anorelzcuamcémtag, ™G vrevbuvoTTag Ko
¢ Aoyodoaiac, ™G pavetng kar ™G elkpivelac, 6mmg mposdiopilovtar, kat’ avaioyn
EPapLOYN TV GpBpov 33 oy V. 4270/2014.

APOPO 4
MEAH

ZvpPoviiov givar aoeveig, 1 YOVE(G kat Kndepodveg, 1 OvYYEveis mpdTov Baduov, 7 dwaotikoi
GUUTOPACTATES AGOEVDY Ko Ta, omoia.:

VOOTHPUENG acBevhV oy Sev nephapuBavouy acOeveic pe Zndvieg AcbBéveieg, My
KvBepvnrucéc Opyavaceig avlpomnioTucic dpdong, EMOTNUOVIKES eTaupeiec, TOVETIOTNUIOKE Ko



EpevvNTIKG 1W8pvpaTa KaOdg kar Aot Popeic, mov pe dpdon toug EVIGYDOLV Kot TPodyouy o
€pyo Tng "Evoong xat ta omoig emBopody v ovvepyacshoiv pe qut.

PVoWKa TpdowTa TOY TPOGPEPOLY N TPOGEPEPQV TIC VTMPEGIES TOVG Y10 THY emitevén tav
oxondv g Evaonc.

%) H aitnon tov VTOYTPLOV pélovg KoTaTifsTaL 670 Aotk Tiké ZvpBoviio ™S Evaong,
GUVOdeV6UEVT 0Tt andépacn Tov AwoinTiko) tov ZvuBovdiov, avTiypagov tov KOTAGTATIKOV,
O1KOVOUIKS amoroyious tov TponyovuEvoL tovg, Kabdg kar CUVORTIKT TLEPTLYpaPY TmV dpaoewv

&) H andpaon tov AX Yveotonowit eyypdpng oto ZVALoyo 1| Zoparteio mov véBaie v
aitnon eviég Séxa (10) nuepdv ané ™y €xdoot me. H amoppurTih andpaon mpéner vo, TEePLEYEL
mAfpn ToAdynon. Edy N anépaon eivor QMOPPITTIKT, TO evo1PEPSEVO Zoporteio Sdvaron vy
TPOGPVYEL 6TV mpd Taktuer I evikn Zuvédevon ™G Evoong.

ot) O EKTPOomTOG KaOe Takticod N Apayov Méhovg opiteran He éyypaon e&ovmoéiémcm TOV
Avowntixon ZvpBoviiov Tov Méhoug,.

©) Kabe Taxtics Méhog 81a041e1 pi (1) yiipo ot I evikn) Zuvédevon.
1) To Sicaimpa EYYpans KOs Taxticod N Apayod Méovg opitetar 610 006 v 20 Evpd. To

M0G0 NG £TAGLAG ouvdpopric Tov Taxtikdy ka1 Apaydv Mehdv opiCetan pe amopacn g
Fevucnig Zvvédevone. H idiw anépacn Sovatal vo, eEovoodortei Tov Ecwtepiks Kavovious yio,

- APOPO 5
AIKAIOQMATA MEAON



) Awcardpato Takticdy Melav:

1) Na ex)éyouv ka1 va, exAEyovTar.

ii) No evnuepdvovron TOAKTIKG, Y10, TG EVEPYELEG Kat TIC Béoeig g ‘Evoong kot va £xovv
™ Svvatéra vo. Tpoteivovy ko V0. aGKOUY KpITIKH.

iii) Na AdapBavovv YVOON TOV TpakTKOY Ko )y tov Biiov, otoyginv, eYYPaOwV
Kol TETPOyHEVOV TOL Zopateiov, votepo. amd Ypoamt aitnom.

APOPO 6
YIIOXPEQXEIX TAKTIKQN MEAQN

o) No copBairovy oMV Tpodinon twv okondv, tev ATOPACEWMV Kal TV dlaxnpvEemv e
évaong.

B) Na GUUUETEXOVY O dlapbpewon v Béocny ™S Evaonc.
Y) No. ekmAnpdvovy TG omovopucég'toug VTOXPEDCEL TTPOG TNV ‘Evaon.

8) Na nedapyovv o5 StdEerg To Kataoratikoy, OT; amopaoelg g Ievikng Zvvédevong,
T0V Aoucnticon ZvpPovriov kar Tov Ecwtepucon Kavoviopov.

s.) No. ovppetéyovy ot levikég Zvvedevoeic,

APOPO 7
AIATPA®H MEAOYY

"Eva. Méhog Swypdoeton and mv Eveon omig ToPAKAETo TEPITTMOOELG:

) Me éyypagn YVOGTOTTOinon Tng TPGBeaTC TOL Vo UTOYOPGEL ATH TNV ‘Evewon, n onoia
amevBbvetar mpog to Avunmtikd ZvpBoviio kar GVVOdevETONL OTTd oxeTikn Anépacn tov
Avowntikon ZvpBoviiov oy Tpog amoydpnon Zmpateion.

ekAeiyouy o1 Tpodmobéoeis Taktikoy N apayo? nélovg 1 6tav kaBvotepei v KoTaBoAr g
gtfoag ovvdpounc aﬁucmo}.oyﬁtmg, Y TEPLGCOTEPO amd v, XPOvo, ko1 xatémy éyypaong
TpogWonoinone and To Awummiks ZvpBoviio cuveyilel va pn GUULOPOOVETAL.



) H Sweypagn péhovg amartei TAgloynoeia 9o Tpitev (2/3) T@v pekdv tov Aowmtikod
ZouBoviiov. Ty nepintoon andpacnc dwypagic, to evéupepopevo péhog umopei va
epeciBddel v amdpaon d1oypagrg, evog HNVOG amb v nuepounvia, Kowonoinong g
OmOPACTG d1rypagrhc, e aime] Tov Tpog To Aroummiké ZopBodio. H aitnon ewcdyetar
VTOXPEOTIKG @G Oépa otV TphTn I evikf Zvvédevon e Eveonc. H 0KOPOOT TG ATOPACTIC
70V Aotk Tikod ZvpBovriov amaitei amin mieloyneia Tov Topdvioy neddv g Ievixnic
Zuvédevonc. -

APOPO 8
IHOPOI

O mépot tov Tepateion TPOEPYOVTAL:
o) An6 Tig eTholEg TOKTIKEG 1] €KTaKTEG GUVIPOUEG TV TAKTIKGV Kot APWYAOV PEADV.

B) A6 ewopopéc, EMYOPNYNOELS, EMBOTHGELG, exdnldoeig, Staléei, EMOTNUOVIKG CUVESpIQL,
dwpeés, yopnyieg, KAnpodotipata f éAAa 080 amd mv adomoinon g meprovoiog ™mg
‘Evoong.

Y) Ecoda and GULUETOYN) 6TV VAOTOINGY) TPOYPAUUATOV, EPYRV, EPEVVAV TTOV N Evoon
GUHUETEYEL £ite MPopyovTal amd Evponaixd Emysipnoaxd, I[Ipoypappora site and GAAovg
Opyaviopovg,.

8) Am6 k4B GAAN vOpuN owovopKn gvioyoon A écodo.

APOPO 9
OPT'ANQTIXH AIAPOPQXH KAI AIOIKHXZH

Karaotatika épyova ™G Evaong sivar ta akéiovda:

o) H'evuceny Zovédevon Tov Avimtpochrny oy Merév g Evaong,
B) To Arornicd ZvpBoviio g ‘Evoonc,

v) H Egedeyicrucn Emrporm,

6) H ZvpBovievtic Emomuovu Emtpom.

APOPO 10
I'ENIKH YNEAEYXZH

o) H T'evucyy Zuvélevon sivar 0 avdtoto opyavo g Eveong kat amotedsita omnd évav
avTipOcwmo ke Taktikod Mélovg, mov opictnie HE amOPaoN TOV ALK TIKOD TOV
Zvppovliov edikd Y1 0 okond avts, H Tevicn Zuvédevon amopasiCet yio 6Aa To, (nTHpaTa
oV apopovdv otnv Evaon ka yia omoodnmote Bpa mov dev neplopPavetar oto Kataotatixs.
H I'evucy 2uvéLevon cuvépyetan og Taxtwkég ko ‘Extaxteg vvedpudoeig.

P) H Etiiowa Taxtuch I gvikn Zuvédeu i) ovykadeitar and To Avoumtiké ZopBodrio. O TOMOG Kat
0 Xpévog, kabhg kot Ta Bépata g nuepnolag didtaéng avakowdvovtal eYYPAO®WS TTpog TO.
MéMn ™ Evaong, pe k60 TpdoPopo uéco, to Myétepo capavro (40) nuépeg mpv and ™mv
Tpoypatonoinet me. H Feviky Zvvédevon dvvatol va, TpaypotomomnBel ev 6Am N ev uéper e
OTOCTACENG, UE TNAedidokeym, g Tpog 6Aa | oplouéva Ty HELGV, V76 TV npoim6Oeon 6T n



TpocKANoN Tpog T péAn g eving Zuvélevong avayvopilel avth T duvoTdTnTe KOt
nephapBaver Tig avaykaieg mAnpoeopicg kan TeVIKES 0dnyieg Y TN cvppeToYA TOVG O
cvvedpiaon.

Y) H T'evix) Zuvédevon kpivet 1o, nempaypéva tov Awokntixo) ZvpfovAiov Tov ponyovuevoL
NHEPOAOYLAKOD ETOVG, TOV OIKOVOUIKS ATMOAOYIOUO, TNV éxbeon g e&edeykTikhg emTponrg, Tov
TPOVIOAOYIGUO TOV EMGUEVOV £TOVG KoL dTToLa BEpATA EYOVV Tapanepnedei o€ ATV and 1o
Awunriké ZopPoviro. Eniong exkhéyet ta péhn tov Aountikod Zvupoviiov, g E€eleyktikig
Emtpomng xar ta uékn g Epopevtikig Emtpomiic ko ano@aciCel yio TNV Tpomonoinom Tov
Katastankod, tov Esotepikod Kavoviopod kot v QVaGTOAN TMV EpYactdV KoV ™ SidAvon
™ Evaeong.

8) H I'evicry Zuvédevon Bpioketor oe amaptia drav TAPICTAVTOL Ol AVTUTPOCOTOL TOV EVOG
devtépov (1/2) ouv éva tev Tapsiakd evipepov Taktikdv Mehdv, LE QUGIKN TTaPOVsia | e
e€ovc1086tMon. Ze nepintocn mov de oynuatiotel anoptia, N l'evikn Zvvélevon cuvépyeton
botepa omd dexoméve (15) nuépeg otov id10 THTO Kot YPdvo, Sia, Cdong f/xan Sradiktvakd, pe
mv ida nuepficia didtaén, ko Bempeitar 6T Bpicketar oe amoptio avebapTiTOg TOL APLOpOY
TOV TAPEVPIOKOUEVOV avTrpochnav Tov Taxtikdv Meldv. Kade AVTITPOGMOTOG ZMOUATEIOD
umopei va. £xe1 péxpt 8o (2) e£ovsrodothoelg GAwv Taktikdv Meldv.

&) 'Extaxt I'evikr Zovédevon ovykaleitoan katémy amoPaong Tov AotknTikod ZvpBovAiov pe
amAn TAEoYMPio TV peEAdV Tov 1 KaTdémY arTiohoyn Hévng €yypagng aitnong tov evdg tpitov
(1/3) t@v avaimpocdramv Tmv otkovopkd eviipepav Toxtikdv Mehdv mg Evaong, mon
mepapBaver Ta Oépata g nuepiclag Siatagng.

ot) Tnv nuépa mg cuvedpioong kat mpo g évapEng avtg, Sie&dyeton ynpopopia pe avitaon
XEWPOG Y1 va oproTovy o Ipdedpog kar o Mpaktikoyphpoc ¢ 'evikng Zuvérevong. Méln tov
Aounuixod ZvpPoviiov e pmopodv va. sikeyotv ot 0€om Tov [Ipoédpov 1} Tov
paxticoypdapov g Fevikig Tvvélevonc.

€) Taxtuc) T'evii Zvvédevon Apyoipecidv pe oxond TNV EKAOYN TOL VEOL AloknTiKob
ZvpPovdiov kabdg kot Tg EEeleyktikhg Emtpomg SieEdyetan kabe 800 (2) ypévia. E€aipeon
amotelei n Wputic evikd Zuvédevon Apyopecidv mov Oa exAé€el ArouenTikd Zopfodiro ko
E&eheyrktuc Emtporns yw. éva, (1) étog. O avurpéconog kabe Taktikod MéLovg mov embupei
ka1 dikarodTan va Bécer vroynEdTHTO. Y10 TO Avownmiké Zoppovito 7 mv EEedeyreniki
Emtpom) mg Evaong vroBaliet éyypapn dfAoon mpog 1o AtoknTiké ZvpBodAto TovAdxcTov
déxa (10) nuépeg mpwv ™ Cevicy Zuvélevon. Yroymei6tnteg petd my opiopévn pépa Sev Ha
yivovton amodextés. Me to téhog tng mpobespiog avtig oxnuartiletal 10 Yyneodédtio, 6to onoio
avVaypAeOVTOL T OVOUATA TMV DITOYNPinV AWVTITPOCHOTOV ZVALGYOV pe aApaBntiky oeipd kat
avaxowdveta / amootéldetar e 6ha ta péAn g Evaong TovAdxoTOV TEVTE (5) NUépeg mptv )
F'evikfi Zovédevon. O vroymeiétneg yio Ty wpvtich F'evikh Zvvédevon pmopodv, kat’
egaipeon, vo. katateBodv puéypt kol Ty nuépa ™G évapEng g Zvvérevone. H exdoyh tov
HELGV Tov VEo AtoiknTikod ZupBovhiov kar ™G véag E€eleyktikng Emtpomig yivetar pe
HVOTIKT Yn@opopia, N omoia Siekayetar pe TV empéieia Tpelovg Epopevtikiic Emtpomic, ta
pHéAN g omoiag exhéyovron and t Ievikn Zuvélevon pe pavept| yneoeopia mpv amd
dieCayoyn tov apyaipecidv. O ke exkhoyéag pmopei vo. yneicel péypt entd (7) dropa ywa o
véo Aloukmmikd ZvpBovio kar péxpt tpia (3) yra v E&eleyxtuch Emtponty. Me 1o téhog g



Yneogopiag, n Epopevtic Emtpont| cuvidoos: TPAKTIKO 670 0Moio avapEpovTaL e
TAEOYNQUT GEPG oL vIoyM@1IoL.

Y H I'evuey Zvvédevon kat’ e€aipeon tov Gpbpov 10 map. 6, umopei va, emdéysr Cntiuata mpog
YNeoopia yio ta omoia Oq amoteitan avénuévn TAeloynoia.

W) Xe mepintaon dwelayoyng e I evikig Zovélevonc ev 6Aam N &v pépel and anooTACT UE
OTTIKOOKOVGTIKG 1) AN NAextpovikg, Héoa, ywpig PVowKN Tapovoia Gy 7N uépoug tav
1eldv otov témo deayaymg ™S, N 'Evaon AapBaver EMapKn pétpa dote:

) va gival og Béon va Sweopalios MV TavTéTNTO. TOL GUHUETEYOVTOG TPOGHIOV K, ™mv

OTTIKOAKOVOTIKG péca. T Steéaycdyﬁ ™G ovvedpiaong kar va amevdiverar ot ovvédevon,
TPOPOPIKE 1 EYYPAPWG, KT, ™ didpkew g ovvedpiaong and andcTacT, KaBds kat vo, yneilet
emi Tov Bepdrov ™S Nuepficiog Sidtatng, ka

Y) vo. givay dvvard akpiBig KETaypagn me yieov tov GUUUETEXOVTOG amd anoGTOoN.

OTTIKOOKOVGTLIC, 1 6AAa nhextpovikd, Héow kou amarteitoy n Sie&ayayn KouoTiKig yneoeopiag, n

APOPO 11

) To Aountiké ZvpBobdiio e Evoong exhéyetar ang ™ leviky Zvvédevon kau amoteAsitay
onl entd (7) taxticd, HEAN Kur 1) Onteia Tov sivay detrg, pe eaipeon 1o Awumtiké ZvpBodio
mov Ba oynuoatioTei QUECHG PETE ™y idpvon g ‘Evaong, 1o onoio 6 €XeL povoetr Onreia,

B) Méhog tov Aouenmikon ZnpBoviiov mov arovouder adikatoAéyn o, amd TPEIS Srodoyikéc
TOKTIKEG CUVESPIAGEL, EXTTimTEL Ko ™v Béom tov KotaAapBéver to TPOTO avamAnpmpatikg



HELOG Tov AroumTikod ZvufovAiov mov £xgt exheyel chpPVa pe TG drtdEelg Tov TOPOVTOG
katosTaTikod. To idio wybdel ko og nepintmon Tapaimong 1| amoxhpnong péLovg M TOL
GUV6LOD TOV AlounTikod ZopBovAiov 1 ot nepintwon Bavitov HELOVG TOL ALOIKNTIKOD
ZvpPovriov. To amoxmpovva 1 waportodpeva péAn vIoYPEOHVTAL VO, aGKODY TIG VIOYPEDCELS
7oV avéhaPov péxpt Tng avadelEn; aviikaTasTaThV.

¥) To Awumrixé ZopBodiio sivar dpyavo mov extelei Tic amopdosic tne I EVIKNG ZVVEAEVOTG
Ko drayerpiletar Toug mopovg tng Evaone. ‘Exst emiong voypémon KaTdpTIoNG Kot
Kowomoinong oo MéAn tov tpodmoloyiopd Kot ToV POYPAULATIONS SpAcenmY ToV Iavovépro
ka0e érovg. Emiong opiler tovg exnposdnovg g Evaong og omotodfimote 6pyavo
exnposoneiton oty EMdda xar o710 e£ntepixd, eEoverodotei Ta péAn tov AtotknTikod
ZvpPovriov 1| kot Tpito TpdoWTO Yia TO YEPIOUS EWIKOTEPOL 0épatog ka1 Tpocrappdaver kar
amOAVEL TO VIAAANAIKO TPOCOTIKO.

9) To Aroummiké ZvpPovMio Guykpoteital e GhOUO EVTOC TOV gndpevav déxa (10) nuepdv mov
axolovBobv v nuépa g yneopopiag. Exiéyovtar ITpéedpog, Avtimpbdedpog A’,
Avunp6edpog B’, I'papportéas, Tapiag. H exhoyh tov aELOUOTOVYWOV YIVETOL UE 0VOLYTH
yneoeopia.

g) IIpdedpog ko o Avtunpdedpor SHvatar va ekheyel amokAsiotid acOevig Tdoywv omtd omdvio
véonua 1 yovéag 1 kndepdvag achevois mioyoviog and ondvio voonua. As dbvatal to id10
mpocwno va dwteréast IIpbedpog tov Atoumtikod ZopuBovriov Tave amd cuvolikd §Ho ém
EVTOG TETPAETIAG.

o) H bnteia tov afiopatodyov eivar etiow. To Atounticd SopBodiio TPOYUATOTOLEL TO
apydtepo £va prfiva mpv amd ™ Aién g Onteiog Tov afiopatotymv TOKTIKT cuvedpiaon
APYULPECIDV pe ToVAd IGTOV 310 (2) VIOYAPLOVG Y10, KGOE BéaT.

€) To Awounmké ZvuBovio cvvedpialer TaxTikd TovAdoTOV KGO SHO (2) prveg xau éxtokta
0Tav TapacTel avhykn, uetd and mpdckinon tov Mposdpov f petd amd éyypagn artiohoynuévn
aitnom tov evdg tpitov (1/3) twv peddv tov.

n) Bpioketar o anaptia dtav mapictatar 10 Mydtepo To &va dedtepo (1/2) tov Tinpopévav
Bécemv Tov peldv Tov. Zuppetoxn uropei va vapyet kat He nAekTpovikd péoa. Ze avtifetn
mepintmon N cvvedpiaon avaPirietor yio pia (1) epdopdda omdte 6oot TOPACTOVV ATOTELODV
amaptio. AmopaitnT yia ™ cvvedpiaon sivar n Tapovsio Tov [Ipoédpov 1 T0V AvTipoédpov.

6) Oleg o1 amopdoeig Aapfavovtet pe avénpévn mheoyneia §Ho tpitov (2/3) tov
GUHUETEXOVTOV PEddV Tov AtotknTiked ZvpBovliov.

1) To Awownmiké Zvppodrio amopasiler yio 6ro Ta (nripoata mov dev opilovtar pntd 610
Kataotaniké extog and ta O5pato appodidmrag tov Fevikdv Zuvveleboemy.

) Kabe péhog mov amovcidost adikaroddynta oe miven and Tpel; (3) ovvedpuioelg, xdvel mv
widmro 100 pélovg Tov Atoknticod ZvpBovAiov.

1B) To Avoumtikd ZvpBodiio mpei Tpaktikd vroyeypoppéva omd tov [Ipdedpo kat to
I'pappatéa.



1Y) Avayvopiletar n Suvatémta cuvedpiacng Tov Aowkntikod Zvpfoviiov amd 0mOCTACT) [UE
OTLTIKOAKOVOTIKG 1) GAAa nAekTpovikd péoa, xopic (QVOIKT TAPOVOIN TOV GTOV TOTO
dielaymyng mg. v mepintoon avty N Evaon AapBaver enaprn pétpo dote:

a) va givar og B¢om va Sucealiost T TOVTOTNTA TOV GUUUETEXOVTOG TPOGHTOV.

B) vo mapéyeron n Suvardémra oto GUUUETEYOVTO VO TaPAKOAOVOEL e MAEKTPOVIKG 1
OTLTIKOAKOVOTIKG péoa T SieEaymyn g ocuvedpiaong kar va omevdiveror oTn GuVéLevon,
TPOPOPIKA 1) eYYPEPaG, KaTd T Sidpkela Tng ovvedpiaong and amdotacn, kabdg kat va yneile
emi TV fepdtov e nuepfiowg Sidtagng, kot

Y) va givon duvati 1 axpiBic KOTOYPAQT| TNG YN(POL TOV GUUUETEXOVTOG Amd anécTUoT).

) Ta pén mov coppetéyovy o cuvedprioelg and andotacn Aapfdvoviar VIOY™ Y10, TO
CYNHOTIOUOS TG amapTiog Kot TAELYNeiag 6mme akpBdg ot TapbvTeC.

APOPO 12
KAOHKONTA AEICMATOYXON TOY AIOIKHTIKOY SYMBOYAIOY

) O IIpdedpog mpoedpevér kar S1evdvver TiG 6VVESPLAGELG TOV AtokmTikod Zvpfoviiov,
eknpoconei v Evaon onig oxéoeig tg pe Tpita puowd 7 Vopkd mpécmna, kaddg kol evdmov
0V Atkaotpiov kG8e Baduod kat dwarodooiag. IMapictatar kat ekmpocensi v Evoon
gvomov tav Tpaneldv kot mavtog Kpatumg 1 GAng apyrc.

B) Ze éxtaxteg mepurtdoeic, ol §Ho Avunp6edpor avaminpdvouy kaTd, LEPOPYIKT GEPE TOV
IIpéedpo ambvta | kwAvOPEVO o8 Gho. Ta SKAIDUATO, KoL VIOYPEDCELS Y10 VO, QAVTILETOTIOTOOV
ENElYOVOEG KATACTAGEL,

) O I'poppatéag ivor vreedBuvoc ya TV TPNOT] TOV UNTPHOL TAV PEAGV, TMOV TPOKTIKGY ToV
cuvedpuioenv g [evikrg 2ovéleuong kot Tov Awumticod ZupBovAiov, Tov BiBAio g
zepovsiog g Evoong, tov Bilia apuaktikdv ™ Epopevticig ko E€eheykticig Emtpomg
ka1 g aAAnroypagic tg Evoonc. uldcost to apyeio xar ™ oppayide tg Evaong,
OLVTAGGEL Kol VITOYPaQeL pali pe Tov Ipéedpo 6Aa ta £yypagpa tg Evaoonc.

8) O Tapiag Swyepiletar ta owkovopcd tng ‘Evaong. Tnpei to Bifrio Tov Tapeiov, o
duth6éTuma e1ompGEemv Kar TANPORGY Kot o Aowtd, owovopkd BiAia wov opiletl o vépoc.
Hpoxeyévou mepi IAnpapdv, tic evepyei pe evrod) tov IIpoédpov. Ewompdrrer k6e moad mov
avikel 1 diveran omv Evoon kat VIOYPAaPEL amodeilelg ewonphemg and SuthdTumo UTAOK.
LVVTGGGEL GE GUVEPYAGIQ e TOV IIp6edpo tov emoro mpoibmoloyioud, OlKOVOUIKO amoAoylopd
KO 160AOYIONS, TTOV £yKpivovTol amd To Awwknmid ZvpBoviio, vroypapet to APNHOTIKE
evidipata TANpopig, mpet k6B 6Aho Bilio avaykaio Y T Suayeipion mov wpofArémeton omd
70 Nopo, maparxorovdei v tapsiaxs evnuépacn v peddv g Evaong kat vmofdrdet kéde
dipnvo oto Aorknmkd ZvpBodiio mivake Tov HeL®V mov kaBvoTepodv T cuvdpops TOVG,.
Mépog 1ov appodiotitav tov HmOpPovV va. avatebel ot epyaldpevoung e ‘Evoong peté and
SXeTUC am6Pacn TV Aoumtikod Zvpfoviiov.

APOPO 13
EEEAEIKTIKH EIITPOITH



o) H E&edeyxtuc Emtponi anotedsitar and Tpia (3) péln ko tpia (3) OVOTANPOUATUCG péAN
Kat éxer Sietn Onreia, pe eaipeon mv E&eleyktuch Emtpon mov 0o, CYNHATIOTEL apéomg petd,
™mv idpvon ¢ "Evoong, 1 onoia 6o, gxer povoet Onreia. H E€eleyktuc Emtpony) exhéyer tov
IIp6edpo avtic, o omoiog T ouykadei xoy TPOESPEVEL OTIG GUVESPIAGELS TNG.

B) Exer wg épyo TG ToV EAEYX0 Kai TV emomteia TG orKovoukg dayeipiong e ‘Evoonc.
Aaotvtar v egetalel 6Ma 1o é00da, TG TNYEG TOVG KaBADG Kot Ti damdveg kat avoQépeL pe
TOPGUG TN apecag oto Aoumtiké ZvpBodiio, ke avopeiric 1 atotio wov Oo evtomicet Kot
VIOSEIKVHEL TAVTOXPOVa TPOTOVG emilvong.

- APOPO 14
LYXTAXZH EYMBOYAEYTIKHY ENIZTHMONIKHX ENITPOITHE

eBwdTTEG, TIC Katnyopieg, Tnv ECMTEPIKT OpYdveoT TNg EMGTNUOVIKNG EmTPOMTG Oo
kabopiotovv crov E0WTEPIKO Kavoviousd wov g, cuvtayBei kot 6o, kupwbei apuoding.

B) O pérog ¢ Emtpomic Oa sivar oupBovAevTikég ko YV®U0S0TIKGG TPOG TO Awoknmikd
ZvpBoviio mpog v enitevén v oTéy0V ™¢ Evaonc.

Y) To Awummixs ZopPoviio éxet o dwkaiopa va TPOTIOTOLGEL Ue amGPATT Tov ™ 6Uvheon g
Emompovucic Emtpomg émote 10 Kpivel avaykaio.

APOPO 15
TPOIIONIOIHXH KATAZTATIKOY

INa ™ obyidnon Kataorankic Zovérevong akolovBeitar n dwdikacio oUYKANoNG ™G
Toxtucrg T evikiig Zvvérevong. Amaptia vrdpyet 6ty TAPELPIGKOVTOL TOVAGYIGTOV Ta §6o Tpita,
(2/3) Tov peddv. e, TV Tporornoinem apbpov 1 GpBpav amonteitar TAEOYN Qi TPV TETAPTOV

(3/4) tav TAPOVIOV AVTIPOSHORWmY.

APOPO 16
ATAAYZH TOY SQMATEIOY

To Zopateio Swulveton droy VTEP TG SrdAvomc taxBodv Tovddyictov 1o pia mépmra (3/5) tov
TAKTIKAOV peddv g I evikng Zvvélevonc.

APOPO 17



TEAIKH AIATAEH

To Katootatiké avtéd anoteAeitar and Sexaemtd (17) apBpa xar apob avayviebtnke kat” 4pBpo
KOl 6T0 GUVOAD TOV KT ™ ovvedpiaon Tov 8pvtikdy Tov HeAdV eykpivetan oTuepa pe
nuepounvia 11 AekeuBpiov 2021 ané TOVG EKIPOCHTOVG TMV 1PV TIKDY HeEADV ¢ éxet kon
VTOYpaPeTaL Tapakdte. To Tap6V KaTaOTOTIKG Qo oY0oEL PeTh TV £yxpion tov and to

ABavaciov tov XHED . pe AOM 01‘”55 W
ACCXENon &

2) T t0 copatsio «EMnvikég 20MAoyog o TV Ata&ia tov
Koieargtdg o0 Lracgou. ne AOM (6581767 KéToucog o/ “3

o MR TYR TRy AT pr
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3) I'a 10 cwpateio «X0Moyog AcBevav kar Didapy [ooyéviav anod KAnpovopwka
MetaBoMst Noonparo «KPIKOX ZQHX», 7 [epoepbvn Avyovotidov-ZapBomodion
tou//%}.. ‘“‘/‘PJV pe AOM 058871/205 KGTotK0g Q’Zé/ﬂm.....oéiég B : /04/4//

of A @y, S— ‘
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4) T'a to copateio «ZOAhoyog Kapm%hqﬂ@y,@@?éiov ‘EBpov «Mali yw Zon», 1 Evavlio,
Oppavod  1ov Aa(zfu&‘&) ue AOM @,3024 //é £ K&Towkog %M&')Q
;%?Cwm A/

ZYAAOroy KAPKINOnAGn
& Inanign NABHIEQN N, EB:"OY
- KONITANTINOYY 9.1 68200 OPEXTIANA
AOM: 997162792 A0Y: Opeamasg
THA: 697771651




OlaAeEavdpidov toquf\élﬂu pe A
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6) I'a 10 copateio «Ieveliviog ZoAAoyog Atépamv xar Ko [ovémy Iaidwv pe Zvyyeveic
I \
OpBompaxtucég Avopahic=, » lodvvng Mnakotoélog Tov }VJ)CO/VD U.. pe AOM

0226518 KATOKCG 7‘&0’\4\' i:Ull....oﬁég ALERANON.. 22

9B3305.... ciowog BN . B et AT

ZTHN MAIAIKH § l-'f/'\';‘lgA
MEZOTEION-T? 6 AOHNA
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karkinaki.ar

8) I 10 ocwpateio «Ilaykpfuer, ZoMoyog Tovéev kar Oioy [oududv pe xaprivo «H
Hhayrida», n Mapia Evotpation tov &1 ‘Q.TS\J‘.\(;U pe AOM OR 114D KATO1KOG
H.?QAQOU..OS()Q .Z.\uorlb;gw..ﬂq. S Bgedae, T iioeo

SO

Karapitong tov MIXAWN.. ue A0
KITAON. .16, 15669




10) e 10 ocwpateio «XOMoyog Tovéwv xar Kndepévav IMoudidpv ue Zvyyeveig

Kapdronddeeg «H Ayia Zopiay n M(Ipl.(l Xunoukn TOL Zﬂm}\\gﬂ&)’)‘ ne AOM Q.99 L\L}

2953.. KdTtotkog QWQ\SMSOQ R . 32

2

N OJOWAZ

11) It T0 copoteio «IMavelAiviog EvMoyod)v xar Didwv IMooyéviav and Owoysvi

Ynspxo}.nctepo)\mma - LDL Greece», o @avog [MaAAidng Tov Otond ?&4 ue A(I)M
(20910439 KdToikog . 8&610\"') .086¢ . D%QQ“\IQ o, AO

AOM: 997315315 AUT: A AOHNQN

12) o 10 cwpateio «EAMnvikog ZHAloyoc Ivevpovikng Tvaong «Ilvedbpoveg Zangy, o
Zropidmv Havayw)tonoulog 0V ﬁvé? LA ue AOM Q.z?sﬁsfl‘smtomogﬁ?m >

...... 086¢ .. f"“;%e -Tk 2.72.00

I"Iveupoves 4
Eddnvusbs ZiAoyos Mveuovurts Tvwons

Toayahive, TovL 7{("0606& Fu)pz AoM ()
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14) T 10 ocwpateio «Iovelivia "Evoon AtaBnm» 0 Anufitpng Zvkibtng Tov N“ K.

...... ne AOMI0BY ng;'mtoucogﬁa'. 1 9‘:6%60@ LZavBoo 4.




15) I'a 10 copateio «ZVAAoyog Pevpotonabdv Ilatpagy, n @wtewry Aonjpokomodrlov Tov

My )‘/0’ uaA(DMO?[% g\\f?lxdtomog’\_\o‘.‘:e?.‘.’...oéié AMBFOSC....

16) . t0 copatsio «KE®I», i Maipn XAvapn touYﬂ&O\lE D15 2 A 491034
Kdtomog%&u\)miiég : “Q Nwen.32.

17) I'a To cmpateio KEvmon Kapdonabdv Aéiwpatikdv [ToAepikod Navtikov, Apevikod
Shpotog kar Ddovy, o Ztavpog Teploxne oo MRAPIOY.. e AoM 635541142
wérowcog XONBLIDY.086c NEPVANEDYD. D

O 7/4«0’

19) e 10 copoeteio «IlaveAhiviog XOAloyog Ilpootociog Evnuépwong & Bonbewag

Kapdromabdv ITadupv - «H Kopdid Tov IMadov», n Adnvad KolrorSomodrov Tov

0




20) I 0 cwpateio «Ayyypa Zomgy, n Xpiotiva Nopwot oo BNTONION. pe AdM
013 .\ﬂao.\zcdtomog RHN2IR2 056 M. BNOTAAPY. 20C.

21) ' 10 copateio «ZVALOYOG Fovamv ko Pdov Atéuav pe Zovépopo Angehnan»

Xpooa Imaw1801) touiTG(bQ\/a)pz AOM 062 HCESQ Kat01KogA\9YNd ..... omo%{'4

ZYMOTOT PEYMATOMAGON KPHTHE
KOZMON 6 HPAKAEIO - TK. 71202

AGM 999083237 B'AQY HPAKAEIQY

KAwumg Avocoloyiog — «<APMONIA», n Xpioa Zaplylvvaxn Ttov cPU/'ClOU ue
ADMDD624 Zicdtoucog 7 EfO1 AZ 400056 ﬂp/J?ﬂCC'Q&H( .. S’_L‘

NA-TK 11471
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25) 'o. 10 copateio «Z‘.uMoyog Fovéav KnSSuovmv [Moaddv pe Xpovieg Pevpatondbeeg
A
®ecoakovucng» PF ’/U [ ]/l/ oV . E:’(«/
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EAAHNIKH AHMOKPATIA
NMPQTOAIKEIO AOHNQN
TMHMA ETAIPEIQN KAl ZQMATEIQN

EKOEZH KATAOEXHZz
2YZTAZH

To mapédv karaotatiké Tou/tng MH KEPAOZKOIMIKO ZQMATEIO pe tnv €mwvupia
"ENQZH ZIMANIQN AZOENQN EAAAAOZ" kat' ouvtopia"E.Z.A.E". Zta Ayy. Ba gival
"RARE DISEASES GREECE" kai e&v ouvropia R.D.G. kararéBnke o' €pdg oTig
28-02-2022 «ai KqTawaﬁGnKE ota BiBAia tou MPQTOAIKEIOY AOGHNQN pe ApiBué
MnTtpwou A.M. 33520 kai ue Tnv Ut apiBu. 82/23-02-2022 Aidragén oto EIPHNOAIKEIO
AOHNQN
AGHNA, 28-02-2022
O/H lMpapuaréag

NATZH AITEAIKH

AKPIBEZ ANTIFTPA®O

AOHNA, 28, 022
O/H.[pa qréqé
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