TPOMOAONA- MPOSOHKH - iﬂyéﬁagé
oto  IXédo Nopou Ttou Ynoupyeiou Yyeiag «METAPPYOMISH THS
NMPQTOBAOMIAL OPONTIAAZ YTEIAZ, ENEITOYZEZ PYOMIZEIZ APMOAIOTHTAS

YNOYPTEIOY YTEIAZ KAl AAAEZ AIATAZEIZ»

AITIOAOTIKH EKOEZH

1. Me v nap. 1 ¢ npotewdpevng pUbuiong avtikadiotaton n unonepintwaon
BB’ tng mepint. o' g map. 4 tou &pBpou 12 tou v. 4213/2013 (A'261).
ZUYKEKPEVE, UE TG SLOTAgELG g map. 4 Tou dpBpou 12 tou v. 4213/2013
(A'261), 6nwg avtkatactddnke and 1o Gpbpo 14 tou v. 4461/2017 (A'38),
ouykpotiBnke oto Kevipikd TupBouAio Yyeiag (Ke.2.Y.) n «EBvikA Erutpony yia
ta Zndvia Noorpata — NaBroelg (E.E.Z.N.-0.)», n onoia anaptiletal amnd éviekol
(11) uéAn, pe Toug avamAnpwtég Toug, ou Slopilovral ard Tov Yrnioupyo Yyeiac.
Eva ané ta évieka autd péAn opiotnke va sivat o eKpoownog tnG EAAadag otnv
Opdda Epmnelpoyvwpdvwy g Evpwnaikic EMTponic yia T omdvia voonuata,
n onoia eixe ouykpotnBei pe Pdon tn oxetk anddaon g «COMMISSION
DECISION OF 30 JYLY 2013 SETTING UP A COMMISSION EXPERT GROUP ON RARE
DISEASES AND REPEALING DECISION 2009/872/EC, (2013/C219/04)». Opwc,
ofiuepa, autdg o ekmpdownog Sev undpyel, AGyw Tou 4Tl Sev avavewdnke n
evtod ™G napandvw Opadag tng Eupwnaikic Emtporic. Koardmiv autou,
elvaw avaykaio n npotewdpevn puBuion, pe v omnola, avti yla TOV EKPOCWIO
™G EAMdbdag otnv Oudda Epnetpoyvwpdvwy thg Eupwnaikic Enutponng ya ta
omavia voorpata, opiletat pélog otnv mpoavadepdpevn Emtponn} tou Ke.l.Y.
évag (1) eroTipovag pue EUnELpior GUPMETOXNC OF ETUTPOMEG 1} OUASEC epyaaiac
TOU ECWTEPLKOU 1} TOU EEWTEPIKOY yLat T oTtdvia A oAUTAOKA vOOrHaTa, HE TOV
avamAnpwtn Tou. '

2. Me v nap. 2, Myw EKTaKING avAykng Kol KATEMELYOVTOC, TOU GuvioTatal
oMV aueon npoécAndn mpocwrukol (mepimou 150 dtoupa) Yld UYELOVOUIKN
kdAudn, Yuxoloyiky Kal KOWwVIKN unoothp§n KABwG KAt UTNPEGCIES
iepunveiag twv MNpo-Avaywpnotakwy Kévipwv Kpdtnonc AMobanwv, pe Baon
v npdokAnon tou levikoy lpappatéa Anpdotac Téénc tou Yrnoupyeiou
Eowtepwwvy npog 1o Yroupyeio Yyeiag kat cuykekpipéva tnv Avwvuun Etapeia
Movadwv Yyeiag (A.E.M.Y. A.E.), ue A.N. TAME/30/2-1B'kat kw8iKo6 NPOOoKANGNC
3/2017, TIA THN YMOBOAH MPOTAZEQN ITO EONIKO f[IPOTPAMMA TIA TA
HMEPOAOTIAKA ETH 2017-2019- EIAIKOZ STOXOX CEMOVATIATPLOUOGH- EONIKOX
2TOXOI  «Zuvodeutikd pétpa» TOY EYPQMAIKOY TAMEIOY AZYAQY,
METANAZTEYZHI KAl ENTAZHZ, pe titho «Avamtu€n twv TAPEXOLEVWV
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UTINPECLWV  OTO Mpo-AvaxwpnoLakd Kévtpa Kpdtnong ANobdanwv  —
(latpodopHAKEUTIKA MepiBoin, Wouyohoyky  Ymoothpi&n, Kotvwvikn
Yrioothptén Kat Yinpeoles Aleppnveiag)», TapexeTaL n Suvatotnta n npdéoAnyn
Tou Mpoowrtkoy autol, HE cuppoaon SLwTikoy Sikaiou oplopévou xpdvou, va
ylvel pe anodaon tou A.Z. NG «A.E.M.Y. A.E.», tou gykpivetat and Tov Yrioupyd
Yyeiag, Katd MOpPEKKALON TWV Slatdfewv tng map. 20% touv apbBpou 9 TOU V.
4057/2012, epapolOHEVWY KaL OTNV nepinTwon auth TWV Siatdfewy g nap. 3
tou &pBpou 64 Tou v. 4368/2016 (A'21).
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TPONOMNOIOYMENH AIATAZH

To otoweio BB) tng mepint. a TG TaAp. 4 tou apBpou 12 tou v. 4213/2013
(A'261), ), 6rwg avTikaTaotadnke arnd to apbpo 14 Tou V. 4461/2017 (A'38), 10

,

oTtolo avTikaBiotatol pe TV rap. 1 g IPOTEWOUEVNS pUBULONG EXEL WG e€n¢:

«86) tov €ekmpOOoWrO TNG EAAGSac otnv Oupadda EUTTELPOYVWUOVWY TS
Eupwnaikr¢ Emitpornig ylo ta oTavia VOOUaTa, UE ToV avarAnpwtr Tou.»
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TPOIOAOTIA- NPOZOHKH

oto Xxéblo Nopou Ttou Ymoupyeiou VYyeiac «METAPPYOMIZH THZ
MPQTOBAGOMIAZ OPONTIAAZ YTEIAZ, ENEITOYZIEZ PYOMIZEIZ APMOAIOTHTAS
YNOYPTEIOY YFEIAZ KAl AAAEZ AIATAZEIS»

NPOTEINOMENH PYOMIZH

1. H uronepintwon BB’ tng nepint. o' g nap. 4 wou apBpou 12 tou v.
4213/2013 (A’261) avukaBiotatal we €A

«BB) evav (1) emotipova pe epneipia GUMpETOXHG OE EMTPONEC A opadec
Epyaciag Tou €owTtepkol 1 Tou e§wiepkol yla To OMAVIA 1 TOAUTAOKQL
VOOHHATA, KE TOV QVATANpwWTH Tou, ou opileTal and tov Yrnioupyo Yyeiag.».

2. H nap. 3 tou apBpou 64 Tou v. 4368/16 (A'21) epappdletar kal oTO
npoowrtikd, mou Ba npooAndBei and v Avwvuun Etapeia Movadwy Yyelog
(A.E.M.Y. AE.), yia TV Gueon KGAUYPN TwV EKTAKTWY QVOyKWY oTEAEXWONG LE
TPOCWILKG Twv Mpo-Avaxwpnatakwv Keévipwv Kpdtnong AAoSanv, pe Baon
mv npéokAnon tou levikol lpappatéa Anpdolac Taéne  tou Ynoupyeiou
Ecwtepikwv mpog o Youpyeio Yyeiag kat cuykekpiuéva thv Avwvuun Etaupeia
Movadwv Yyeiag (A.E.M.Y. AE.), ue A.1N. TAME/30/2-B’kat kwSikd NPOOKANONG
3/2017, TIA THN YNOBOAH MNPOTAZEQN 3TO EONIKO NPOTPAMMA TIA TA
HMEPOAOTIAKA ETH 2017-2019- EIAIKOX ITOXOX «EMAVANATPLOHOGH- EONIKOX
2TOXOZ  «Zuvobevtikd pétpa» TOY EYPQMAIKOY TAMEIOY AIYAOY,
METANAZTEYZIHZ KAl ENTAZHIZ, pe titAo «Avanmtuén twv TIAPEXOUEVWV
unnpeowv  oto  Mpo-Avaywpnowakd Kévipa Kpdtnone AAloSamwv —
(latpodappakevtiky  NepiBaddn,  Wuxoloyiky Yrootiptén, Kowwvikn
Yrootripién kat Yrnpeoieg Alepunveiog)».
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rENlK.O AOTIZTHRPIO TOY KPATOYS
ApiOu 225 /19 /2017

EKOEXH

I'evikod AoyieTypiov Tov Kparovg
(épbpo 75 nap. 2 Tov 2ovvrayuarog)

Eni  tpomoioyias oro GYéoto  vouov tov Yrovpyeiov  Yycioc
«MetappvOuen ¢ npotofdbuias  gpovridas vysiac, EMEPOVOES
pvBuiceis apuodistyrac Y movpyeiov Yyeiag Kar 6ileg draroéeic.y

A. Me 115 mpotewvopeveg drataerg puluifoviat Bépata mov apopodv, katd
Baon oe:

- QVTIKATAOTOON €VOG péELOVG m¢ Ebvicic Emnuponic ywo ta Smévia
Noofjpoto — Tlabfosig (EEZN.ID), mov onuepa weAdmietar od TOV
eknpoowno g EAldSog omnv Oudda  epmepoyvoudvev ™ Evporaixrg
Entponig ywn 10 omdvia voofuata, pe évo (1) EMOTAUOVO, [E gumelpio
CUUUETOXNG OF EMTPOTEG T) OUASEC epyaciog Tov eowtepikod M Tov e&otepucon
Y10 T OIAVIOL 1) TOADTAOKO, VOOTipaTa.

- Tapoyf dvvatdrnrag TPOGANYNG TPOCSHOTIKOD ad ™mv Avédvoun Etaipeio
Movédwv Yyeiag (A.E.M.Y. A.E.), ka6 mopékrhion tov dwThEenv g map. 20
o T0V apBpov évato tov v. 4057/2012 (0ev amouteiton mponyodueEVN £ykpion Tng
IYX 33/2006), yu. v Gueon kdAoym éxtaxtov avoykdv oteréxwong twv Ipo
— Avoyopnotakdv Kévipov Kpdamong AModandv.

B. An6 1g mpoteEvOpEveg SoTdEelg Tpokadeital evdeydpevn ethoa damavn
oe Bapog tov npobrodoyiopod e A.EM.Y. A.E. (emygopnyovpuevov gopéo, ™mg
YeVIKNG KVBEpvnong amd Tov kpatikd npoinoloyioud) oe nepintwon vaépPoong
TOV TPOPBAETOUEVOL avDHTATOL 0piov TPOGANYEDY TPOSWTIKOD 6TO dMuodoto xat
otoug Popeig [evikrg KvBépvnong Moym TAPEKKALOTG 0TTh TIC drataerg tne mop.
20 a Tov GpBpov évato Tov v. 4057/2012 ™G Oradkaciog TpOcANYMG, and v ,
AEMY. AE., npocorikod Yoo TV Gpecn KAAvym  EKTOKTOV OVaYKOV

oteléxwong twv Ipo — Avoyopnowxdv Kévipmy Kpdamong AlhoSanavy.
Abva, fAvyov’orov 2017

H I'evigi drevbsvepia k. a. 0. '
7 =l ) :
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EIAIKH EKOEXH
(6pOpo 75 mwap. 3 TOv Sovrdyuarog)

Eni tpomoioyias cTo 6YE010 youov «Metappi0uion s rpwTofcbuiog
ppovTioas vyELas, enelyovoes pPoOUIoEIS appooSIdTNTAS Yrovpyeiov
Yysiag kot 6Ales oraraleic.»

And Tig Owrtdels g TPOTEWVOUEVNG TPOTOAOYING, npoKoAsital,
gvdeyOUEVT ETOLO DATAVY OF Bépog Tov TPOLTOAOYIOUOD TNG AEMY. AE.
(emLyOpNYOLLLEVOL @opEa. NG  YEVIKNG KoPépvnong omd oV KPOTIKO
npoinoloyiopo) ot nepintoon vaépfoaong TOV TPOBAETOPEVOL  AVAOTOTOV
opiov TPOCIAYEDY TPOGMOTIKOY GTO dudclo Kol GTOVG dopeig Tevikiig
KvBépvnong Ady® nopEKKMONG and TG Swtdéeg e mop. 20 o tov apbpov
£vato tov V. 4057/2012 g dtodwkaciog TpOGANYNG, OO TNV AEMY. AE,
TPOCOTIKOD Y10, TNV GUEDT) KOALYN EKTAKTOV avayKGOV OTEAEXDOTG TV IIpo —
Avoyopnolokov KEVTpav Kpétnong AALodomdv.

H avotépo domavn Oo OVTIHETOTIO0EL amd TG TLOTAOGEL; TOV
npoBTOLOYIGHOD TG AEMY.AEL.

Abfva, ,_Avyodetov 2017
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EKOEZH AZIOAOIHIH: ZYNEMEIQN PYOMIZHS

1. H &idragn tng map. 1 ¢ NPOTELVOUEVNG pUBULONC EMAUEL TO poBAnua mou
avékue otn oUvBeon —kat dpa Kkau ot ouykpdTNon- TG Emutponric tou Ke.3.Y.
«EBvikn Ermctpond yia ta Idvia Noorpata ~ MNabroeig (E.EI.N.-0.)» and ™ un
unapfn  EKMPOCWNOU TN EAMGSac otnv  Opdda Eunepoyvwpdvwv e
Eupwnaiki¢ Emttpornig yia ta ondvia voorparta, n onola odeidetal otn pn
AVAVEWSN TNG EVTOAAG v Adyw Opadag tng Eupwnaikig Emutpornic.

2. H 6udtagn tng map. 2 cuvendyetat TNV AUECN KAl KATEMEyoUoQ oteAéxwon
Twv lpo-Avaxwpnotakwv Kévipwv Kpdtnong AMoSanwv pe TIPOCWIUKO, TOU
Ba mpooAndBei and v A.E.M.Y. A.E. YL TNV vyelovoukr kdAvyn, Yuyoroykr
Ko Kowwvikn urtooTrpién kabg kat uninpeaicg Siepunveiac.




