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To mopov éyypagpo doev amotelel emionun Oéon e Evpwraixne Emtponns. [lpokeiton yio évo,
UEGO OIEPEDVNONG TV OTOWEWY TWV EVOLAPEPOUEVV UEPWV TYETIKA UE IO, TPOKOTOPKTIKN
zpotacy. Ot E16NYNOEIS TOV TEPLEYOVTAL GTO TAPOV EYYPAPO OEV TPOOIKALOVY TNV DIOpLEH, 0VTE TH
LOPQ1] KO TO TEPIEYOUEVO OTOLOTONTOTE UEALOVTIKNGS TpoTaonS TS Evpomaikns Emitponig.

O1 arovtioels atny Topovoo O1afoVAEVEN OEV TPETEL KAT OVOYKN VO TEPLOPILOVIOL ATOKAELTTIKG,
OTIG EPWTIOELS TOV OLATOTWVOVTIOL GTO TOPOV KEWEVO.
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1. TOo GEMA

Ot omdvieg acbéveleg eival aocBéveleg mov ametlovv ™ (oN M emEEPOLY YpoOvia. avammpic.
XapaktnpiCovtal and younAd emmoAacpud Kot PEYEAN TOALTAOKOTNTO. TNV TAELOYNOIi0 TOVG
glval yevetikng @voemg acBéveleg, ocvumeptiapPovopévoy, PeTad GAL®DV, GTOVIOV HOPO®OV
KopKivov, onTodvosmV VOSNUAT®V, GLYYEVAOV SUGTANGCLOV, TOSIKMOV Kol AOU®OOV VOGM®V.
Amaitohv ceoptkny Tpocsyyion PACEL GUYKEKPIUEVOV KOl GUVOLOCUEVOV EVEPYELDY OVTMG
MOOTE VO OTOPEVYETAL 1] VYNAN Voo pOTNTO Kot 1| TPO®pn Ovnotpdtnto Kot va BEATIOVETOL T
KOIVOVIKOOIKOVOUIKT OLVOUIKT] TOV aGHEVDV.

o T v mepiodo amd v In Lavovapiov 1999 péxpr v 31n AexepPpiov 2003, Beonionke
éva. mPOYpopupo  KOWOTIKNG Opacng Ocov  a@opd TG omavieg  aocOfveeg,
GUPTEPILUPAVOPEVOV TOV YEVETIKAV 060EvEIdV'. 10 TAOIG10 TOV TPOYPALHLATOS QVTOD,
0 gmmolacpog opiotnke G YouUNAdg epdcoov 1 acBévela TpooPailel Mydtepa amd 5 ava
10.000 édropa oty Evponaikn Kowdmra.

e H avaloyia emmoiacpod tov 5 ava 10.000 atdopmv propet va goiveTon younin, EVIoNTolg
avtiototyel og mepimov 246.000 aropa ava acdévern otnv EE 10V 27 kpat®v perov.

o YOupmvo HE TIG LOOTAREVES EMOTNUOVIKES YvOoels, 5.000 £¢wg 8.000 dwa@opeTikég
onavieg ac0évereg mposPdirlovy £mc Kot 6% tov cuvolkoh TAnBvopod g EE og kdmoa
oty ¢ {ong toug. Ev oAlyolg, mepimov 15 gkatoppvpro dvBpomor omnv Evpomaikn
‘Evoon (tov 27) mposfairovion 1 Tpdkertor vo tpocsPAnBovv and po ondvia acHévela.

o IOpeovo pe Tic drodéoieg TyEG oV wIpikh PiAoypagio’, ot omdvies achévele mov
Tapovclalovy EMMOAAGUO KovTd 610 Opto Tv 5 avd 10.000 atdpwv sivor Aydtepeg amd
100. TIpokertor ywo acBéveleg O6mwg t0 ovvopopo Brugada, m ofeloa @Aeypovadng
OTOHVEAVOTIKY  TTOAVPILOVELPOTTADELD, TO OKANPOdEpUE 1M EAAEILUOTO TOV VOTIOLOVL
cova. Ot meplocdtepes omavieg aohéveleg, OTmg N apoPiria, To chpkope tov Ewing, n
poikn ovotpoeio Duchenne 11 m vocog Von Hippel-Lindau, eivor moAd omdvieg kot
mpocsParirovv 1 1 kot Ayotepa oto 100.000 dropo. XiAbdeg omdvieg achévele, OmmG M
vocog Tov Pompe, 1 evaliaccooOpevn numAnyio Kot n vaviky amrvola tpocBdilovy Alyovug
puovo acbeveig, otnv Evponn. Ot acbeveig pe mohd omavieg ac0EvelEg KoL O1 OIKOYEVEIEG
TOVG Etvat IOTEPOS OMOLOVOUEVOL KOl EVAAMTOL.

e [lopovoialerarl emiong peydAn 610popomoinon otnV NAKIC 6TV 07T0i0. EKONAOVOVTUL TO
TPOTO CUPUTTAONATO: Ol PGEG oTAVIEG acBEveleg pmopohv va ekdnAwBovv katd T yévvnon
N v ook nikio (6mwg 10 ovvopouo Williams, 1o ovvdpopo Prader-Willi kot 1o
petvoPractopa). Ot vrdromes pmopodv va ekdnAmBovv Katd v eviimkn Comn (0nmg n
v660g Tov Huntington, n vocog twv Creutzfeld Jacob, n apvotpopikn mievpikn okAnpovon).

e YtV mieloynoeio TOVG, 0l omAvieg acHEVEIEG Elval YEVETIKNG QUOEMS, OALL UTOPOLV VvV
opeilovtal oty ékBeon oto mEPPdrIlov Katd TV KONON 1| € HETAYEVEGTEPO GTAOIO TNG
Comg, ovyva oe cuvdvacud pe yevetikn mpodiddeon. Opiopéveg eivar omdvieg Hopeés M
OTAVIEG EMTAOKEG KOWVAV AGHEVELDV.

! Anégaon apif. 1295/1999/EK tov Evponaikod Kowofoviiov kat tov ZupPovhiov, tng 29n¢ Ampiiiov 1999, oyetikd pe v £ykpion
TPOYPAUHOTOS KOWVOTIKNG dpAomns, 0G0V apopd Tig omdvieg acbiveleg 610 mAaicto Tng dpdong otov Topéa g dnpoctag vyeiog (1999-2003).
% Prevalence of rare diseases: A bibliographic survey July 2007 (Emmolacpdg ondviov acdsverdv: Biphoypopiky épevva lovitog 2007) -
Orphanet



Ov ontdvieg ac0évereg mapovortalovv emiong gvpeieg O10POPOTOUNGELS GE 0,TL APOPd T
cofapotnta kol TNV ekdNA®on Tovg. To mpoodokipwo {ong twv achevdv pe GTAVIEG
acBéveteg etvon onuavikd petopévo. TloAréc and tic acBéveleg avtég elvan mepimhokec,
EKQPUMOTIKEG KO ETPEPOLV YPOVIEG AVATNPIES, EVD GALES EMTPEMOLY O PLGLOAOYIKY (N
—€(QOGOV dOYVOCTOVV EYKOIPMG Kl TOYOLV TNG KOTAAANANG Olayxeiptong Ko OepamevTikng
avtipetdnione. [IpooBfdAiovy T COUOTIKNY KOL TN OLOVONTIKY KAVOTNTA, TI] CLUTEPLPOPA
Kol TNV oucOntnplokn Kovotta Kot emeEépovy avamnpies. Apketég avommpieg cvyvd
GUVLTTAPYOVY HE TOAAATMAES AEITOLPYIKEG EMMTAOCELS (YVOOTEC G TOAvovommpieg 1
molamAég avamnpieg). Ot avamnpieg avtég evreivouv 10 aicOnuoa g amopudvoons Kot
UTOPOVV VO OTTOTEAEGOLV TINYY] OWOKPITIKIG METOYEIpLoNG KoODG Kol vo TeEPLopicovv
OTOIECONTTOTE EKTTAOEVTIKEG, EMOYYEALATIKES KO KOIVOVIKESG EVKOPTES.

Hico and oyeTikd ovv s madoeils evosyetan va Bpiockovtal omavies ao0iveieg, m.y. o
aVTIGHOG amoterel Pacikd cOHunTOUO TOV cLVOPOHoL Rett, Tov cuvdpduov gvBpavoToL X,
Tov oLVVOpOHOV Angelman, TG @AVVAKETOVOLPIOG TOV EVNATK®OV, TOL GLVOPOUOV
Sanfilippo, k.Ax., evd n eminyia givor cuyva coumtopa ™g 0{dO0VG GKANPLVONG Kol TOV
ouvdpouwv Shokeir ko Dravet k.An. [ToAhég mabnoelg mov oo mapelBov TaStvopovvtay
OTIG KOTNYOPIES TNG VONTIKNG VOTEPNONG, TG EYKEPAMKNG TAPBEAVCTG, TOL OVTIGHOV 1| TNG
YOY®OoNG AmOTEAODV EKONANDGCELS GTAVIMV ACHEVEIDV TOL OEV EXOVV OKOUN YOPOKTNPLOTEL.
[ToAroil thmor kapxivov, cvumeptiapfoavopéveoy OA®V TV Kapkivov mov mtposPdiilovy To
T, OTMG KOt 01 TEPLGGOTEPES GLYYEVEIC duopopeies, eivar omdvieg acBéveles.

H épegova otov topén TV omdviov acbeveldv €xel amofel diaitepa ypnown yw v
KOADTEPT KOTOVONOT TOV LUNYOVICUOV TOV KOOV TadNcemV, OTMG 1 TayvoopKio Kol o
dwpntng, kabdg or omdbvieg acBévelec mopéyovv €va HOVTEAO OLGAELTOVPYIOG LULOG
BroAdoywknc 0600. H épguva otov topéa tov onaviov acBevelidv vanpée Oepeiidong yo v
TOVTOMOINCT TNG MAELOYNPIOG TOV avOPOTIVOV YOVIdIV oL £XOVV avayvmploTel pEYpL
oTIyUNG, Ko Kou ywoo TNV mapackevn Tov 25% TV KOUVOTOH®V  QOPHOKEVTIKMV
npoidvtwv mov £xovv AdPel adsta kukhopopiag otnv EE (opeavé @dppaxa). Eviovtoig, n
€pEVLVO. OTOV TOHEN TMV OMAVIOV 0oBeveldv &ivol Omopadikn Kot Ol EPEVVNTIKES
dpacTNPLOTNTEG OOKOPTIGHEVEG GE Oldpopa gpyastipw avd v EE. Yo kavovikég
ovvOnkeg ayopds, ot qapuakofropnyavieg mpoPfdriovv ampdbovpeg vo emevovloovV oE
(QOPUOKEVTIKO KOl 10TPOTEXVOLOYIKA Pondfuata Yo omdvieg ocBéveleg, AOY® g
nepropopévng {nnong. To yeyovog avtd e€nyel To yiati ol omdvieg acBéveleg amokaAovvTaL
eniong “opeavéc acOEVELES”: GTEPOVVTOL EPELVNTIKOL KOL EUTOPIKOD EVOLAPEPOVTOS KOl
Bpickoviat 6To mEPBDOPLO TOV TOMTIKOV Yol T OMNUdGLo vyeia.

[Tap’6lo mov ot omdvieg acBéveteg sivor vebBLVeS Yo peydAa TOcO0GTA voonpdTNTOS KO
Bvnowottog, amovcstdlovy TAVTEA®MG Omd TO GLOTHUOTO TANPOPOPIDOV VYELOVOUIKNG
nepiBodlymg AOY® EAAELYNG KATAAANA®V GUOTNUATOV KOIKOTOIN GG Kol TaSvounong.

H éewn €0kav moMTIKOV vyelog Yoo Tig omdvieg ac0évereg kot 1 eAMmNg
EUTEPOYVOLOGUVY €ENYOUV TIG KaBLGTEPNUEVES DLYVADGELS Kot T dLueyep| TpdsPacn otnv
nepiBodym. To yeyovog avtd éxel ¢ oLVEMELL OVENUEVEG COUOTIKEG, YUYOAOYIKEG KOl
dtavonTikéc PAAPeC, eviote TMEPUITMOGES KANPOVOMKOTNTOC, OVETOPKEIG 1 okOUN Kol
eminuec Oepomeieg, KOODC KOl OMTOAEW EUMIGTOCHVNG OTO GUGTNUO VYEWOVOLUKNG
nepiBoiyng. Iapodla avtd, opiopéveg ondvieg acBéveleg pmopovv va gival copfoatéc pe éva
QVO10A0YIKO TPOTO LMNG, EPOGOV O10YVMGTOVV EYKOIPMG KO OVTILETOTIGTOVV KATAAANAMG.

H eotioon tov evolapépovtog otig omdvieg acéveleg eivorl Eva GYETIKA VEO GUIVONEVO GTO
neplocotepa kpdtn péAn e EE. Méypt mpdtivog, ot appodieg yio Bépato dnpocog vyeiog
apy€S Kl ot POpelg xapatng TOMTIKNG ayvoodoay og PeYdAo Bobod avTéc TG TPOKANGELS
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AOY® NG S10oTOPAg TV GLINTHGEMY TOATIKNG, AVAAOYQ LLE TNV EKACTOTE CTLAVIA 0cHEVELQ,
avTi TOL TPOGIOPIGHOD KOWMV OEUATOV Yo OLEG TIG OTAVIEG AGOEVELEC.

Ymapyovv onuUavtikég d1popES MG TPOG TN JBEGILOTNTO Kol TV TO0TNTA TOV £0VIKOV
VINPECLOV VYEWOVOUKNG TEPIBaiyng yia T Sidyvemon, Bepameio Kot 0moKaTdoTooT OTOU®Y
pe omdvieg acBéveleg. Ot mOAiTEG TOV KPATOV HEA®V Kol /M Ol KATOIKOL SLOPOPETIKMV
TEPLOYDV EVTOG TOV KPUTOV HEADV EYOVV dvion TtpdoPacn ce vANPESIE] EUMEIPOYVOUOVOV
Kol 6€ opeava eapuaka. Atyo givor to kpdtn HEAN OV £(0VLV AVTIUETOTICEL e EmTLVYIO
opwopéva amd Ta BEpata wov Tifevial Ady® NG OTOVIOTNTOS TV 0GOEVELDY, EVD GAAD OEV
&xouv akoun depeuvnoetl mBavég AGELC.

IIEAIO EPAPMOI'HY THX EYPQIAIKHY APAXHY

H voppétnte g KowvoTikng dpdong otov Topéa TV ondviev aclevelov kobictatol
Tpoeovng Otav M apyn g emkovpikomrag («H Kowvotnta ovaloufaver dpaon o toueic
OV OEV EUTITTOVY GTNY ATOKAEIGTIKI THG OPUOOLOTHTO, HOVO EPOGOV EIVOL TO ATOTEAECUOTIKN
amo ) dpacn Tov Lopfovetor oe eQVIKO, TEPIPEPELOKO 1] TOTIKO EMITEOO») GUVOLALETAL LE TN
VoK BAom NG KOWOTIKNG OpAcNS GTOV TOUEN TNG OMUOGLOG VYEING, KOl GUYKEKPIUEVO TO
apbpo 152, cvppwva pe 1o omoio: «Kata tov kxabopiouo kai v ePOpUOyn OAWV TWV
rolitikwv ko1 opacewv s Kowotnrag, elaopoliletor vynlod emmédov mpootacio TG
vyelag ov avlipwmov. H dpaon e Kowvotnrog, n omoio, ooumAnpwvel g evikés moMtikeg,
amoflémel oty Peiticoon e onuociag vyelog kabws koi atny mpoinyn s avOpomivyg
ao0évelag oe OAeS TIC LOPPES THG KOL GTHY ATOTPOTH TV THYOV KIVOOVOD Yo, THY ovBpamivn
vyeion.

H xowotikn otpamnykn| yuo 11¢ omdvieg acOéveieg oyetiCeton eniong e v popuoyn TV
EVPOTATKAV 0ELAV, OTMG 1| KATOTOAEUNOT TOV JOKPIGEDV, CUUTEPIAAUPAVOUEVOV TOV
drokpicewv AOy® avamnpiog, Kol 1 TPOAcTIon TOV avOpOTIivVeV SIKOIOUATOV.

AOy® ™G 110pH0pPlaG TOVG —TEPLOPIGUEVOS aPlOIOG 0G0EVAOV Kol EAMTIELS GYETIKES YVDGELG
KOl EUTEPOYVAOUOCVVI- Ol OTAVIEG OCOEVEIEG GLVICTOUV £VOl MOVAOIKO TOpEd 10W0iTEPT.
wnMg evpomaikiys npootifipevng aliog. Kavévag aAlog topéag g onuoctog vyeiog
dev mapéyxel mBbavotata TOG0 HEYAAES OUVOATOTNTEG OMOTEAEGUOTIKNG KOl OTOOOTIKNG
ovvepyoaoiog petalh 27  Sweopetik®dv  eBvikdv mpooeyyicewv. To yeyovog avtd
avayvopiletor T0c0 amd tovg Bvikobg 000 Kol amd TOLG EVPMTAIKOVS POPElS Ydpacng
TOMTIKNG KaBmdG kol amd OAo ta evdlpepopeva uépn (vmepextiunon). H avaykn
GLYKEVIPMOOTG TOV WO0UTEPA TEPLOPICUEVAOV VPICTAUEVOV TOPWV Ba Propovce vo KaAveel
TO OMOTEAEGLOTIKG L€ GUVTOVIGUEVO TPOTO POVO GE KOWOTIKO EMITESO.

H épegvva otov topéo tov omdviov acBeveldv oamortel cvvepyoasio HETOED ORAd®V
OLPOPETIKMY EMOTNUOVIK®OV KAAd®V, o cvvdvacud pe mpdoPacn oe dedopéva Kot
BloAoykd VAIKO TOV GLAAEYOVIOL OE KOWOTIKO EMImEd0 0VTWG MOTE Vo dncParileTon
wavortomTiko péyebog detypatog. I'ia to ovykekpiuévo topéa ivar 1O101TEPO ONUAVTIKN M
Omapén EPYMV GUVEPYATIKIG £PEVVOS KOl £PY®V GUVTOVIOHOU KaOdg Kot 11 dnuovpyio
KOOV VTOOOR®V: LNTPOO, PACES OOOUEVODVY, YMPOL OmOONKELONG KOl TEYVIKEG
TAOTOOPLLES.

Ot acBeveig mov mhoyovv omd omavieg acBéveleg mpémel va Exovv oo SIKILONUTO
APOANYNG, O YVOGTG Kol Ogpaneiog pe Toug airovg acBeveic. H avantuén svponaikov
UNYXOVICU®V CGUVEPYOUGIOS YO TNV TOPOYN] VANPECLAOV VYEOVOMIKNG TEPIOaAYNS Ko
WTPIKAOV VINPESLOV G TAGYOVTES amd ondvies achéveleg Oa pmopécetl vo amofel emwPeAng
Y10l TOLG EVPMTOIOVE TOAITEG:
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- vmepkepdlovtag TV EAAEWYT eUmEPlOC TGOV EMOYYEALOTIOV TOL KAGOOL 7OV
Swyepifovton omhvieg TobNceLs:

- PBeltiwvovtag v mpdcPaocn twv moltdv g EE og Bepameiec mov amortodv
wWwitepn  ovykévipoon/opadonoinon  mOp®V  (LVTOOOUEC KOl YVOGES) N
EUTEPOYVOLOCTVVT*

- moapéyovtog otovg acBeveic TG Vyioteg dvvatég mBavotnteg emTuyiog HECH TNG
OVTOAAQYNG EUTEIPOYVOUOGHVIG KO TOPMV:

- OVLYKEVIPMOVOVTOS TOPOLS, OVOAOYO HE TNV TEPImTmoT, Kol otaceoaAilovtag v
OTOTEAEGLOTIKT) OC TPOG TO KOGTOG YP1ON TOVG:

- oLUPEALOVTOC GTNV OVIOAAOYT YVOOCE®V KOlU GTNV TOPOYN KOTAPTIONG Yo TOVG
EMOyyEALATIEG TOL TOMEN TG LYETOG:

- AETovpYOVTOG MG ONUEID ava@opds Yo TV avdmtuén kot T 01ddoom PEATIGTOV
TPOKTIKOV 6€ 0OAOKANPN TV Evpddmn:

- OLVOPAUOVTOG YDPES TOV OTOIMY O TOUENG VYEIOVOKNG TepiBaiymg OV amopEpeL
EMOPKEIG TOPOVG MOTE Vo TOPAoYoOLV AKpwG Eedikevéves VaNPEcieg VYIOTNG
ToLOTNTOC.

O oapBudg twv ombviov acBeveldv mov pmopovv vo oviyvevBovv pécw Proloyik®v
doxip@v vrepPaivel tig 2.000. Agdopévov tov peEYGAOL avTov aplBuod Kol TG avayKng
OYEOOGHOV KOl ETIKVPMONG OGS GUYKEKPIUEVNG GEPAS SLOYVOOSTIKOV OOKIUDV Yo KaOe
acBévela, TPOKVTTEL OTL Koo LEPOVOUEV YDPO OV Uopel va givatl avtdpkng 6Gov apopd
™V Topoyr| PLOAOYIKOV OOKIUMV.

H npdcsPaocn omyv minpopdpnon eivar éva andivto dikaiopa. H onpocicvon emaxpipov
TANPOPOPLAV Yo KGOe pio amd T yhddeg omdvie aoBEveleg, TPOCAPUOCUEVMV GTIG
AVAYKEG TOV ETOYYEAUATIOV TOL TOUEN TNG VYEIOG, TV AGHEVAOV KOl TOV OIKOYEVELDY TOVG,
glval po mpoOKANon 1 omoio pmopel Vo AVTIUETOMIOTEL pe emTuyic HOVO GE KOWVOTIKO
EMIMEDO, OKOUN KOL EAV YPEWCTOVV UETAPPACELS OTIC EOVIKEG YADOGGES KO TPOGAPLLOYT OTA
eBvikd cuotaTe VYELOVOUIKNG TEPIBaAYT.

[ToAAég amd Tic omavieg acBéveleg eitvar TOAD omdvieg. Ot AmOPOVOUEVES OIKOYEVELES TTPETEL
VO EVI|ULEPDOVOVTUL TEPIGGOTEPO GYETIKA UE TIG KATAAANAES VINPETieg TOV €ivorl O1OEGLEC.
O kaAdtepog TpOmOC Yoo va emitevyfel kTl €010 €ivor o€ gupomaikd enimedo, pe o
KATOAANAQ epyoAeion OTMG SLAOIKTVOKEG VAN PEGIEG Kol TNAEPOVIKESG YPouUéEG Bondetag.

ITPOHIOYMENEY KAI YYNEXIZOMENEX APAXTHPIOTHTEYX XTON TOMEA TON XMANION
AXQENEIQN

Bdoet tov apbpov 152, Beoniotnke Tpodypappa Kootk dpdong Yo Tig 6avies achéveleg,
GUUTEPIAOUPOVOUEVOV TOV ACHEVEIDV YEVETIKNG PVGEMG, Yo TV TEPiodo and Ing lavovapiov
1999 uéypt 31 AexepuPpiov 2003. Zt6X0¢ TOL TPOYPAULATOS NTAV VO CLUPAAEL, GE GLVTOVICUO
He AAAO KOWOTIKE PéTpa, 6TV €£0GOAMOT EVOS LYNAOD EMITESOL TPOGTAGIiNG TG VYElag OGOV
a@opa Tig omdvieg acBévelec. Mo TpMOTN KOWOTIKY EVEPYELN GTOV GUYKEKPIUEVO TOUEN TV VOl
emkevipmBel 1 Tpocoyr 6N PEATIOON TOV GYETIKAOV YVOGEMY Kot Vo 01EVK0AVLVOEL 1) TpOSPaon
GE€ TANPOPOPIEC GYETIKA LLE TIG CLYKEKPIUEVES aoOEvELEC.

Ot ondvieg acBéveleg GLYKATOAEYOVTOL TAEOV OVOUEGO GTIS TPOTEPOLOTNTEG TOV KOLVOTIKOV
TPOYPALIATOC Yl TN dnuodota vyeio yw v wepiodo 2003-2008°. Topewvo pe ta oxédio

3 Anbpoon apif. 1786/2002/EK tov Evpomaikod KowoBovAiov kat tov Zuuoviiov mg 23ng Tentepfpiov 2002 yia ) BEGTION TPOYPAULATOG
KOWOTIKNG dpdong otov Topéa TG dnpodotog vyeiag (2003-2008)
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epyaociog g I'A Yyelog kot mpootasiog tov Katavorlotav (SANCO) ywo v e@oppoyn tov
TPOYPAUUOTOS Yo T oot vyeia, ot Bactkég Ypapupés opaons mov kabopiotnioay and ) I'A
Yyeiog kot Tpootaciog TV KATavoAnTdv givotl:

e H mapoyn vrootpiéng oe diktva TANPOPOPNONG Yl TIS GTAVIEG 0c0Eveleg KabBdg Kot Yo
v avantuén Bértiotov mpaktik®dv. Ocov apopd ta oyédia yio Tig omdvieg acbéveleg, n I'A
Yyetog kol mpootociog TV KOTavOA®TOV O1vEL, KATA KOvOVO, TPOTEPULOTNTO GE YEVIKA
OlKTLOL TOL OTTOIO0L CLYKEVIPMVOLV KEVTPIKA TANPOPOPIES YIOL TO HEYOADTEPO dLVATO aPOd
ondviov acBeveldv —Oyxt Lovo Yo pio cuykekpluévn acBévelo— pe okomd ™ Pertioon g
TANPOPHPNONG, TNG TaPAKOAOVONONG KoL TG ENOTTELOG,

e H dnpovpyia piog evpomaikng cupoVAELTIKNG SOUNG, TS EWOIKNG OUAOAG EPYACTNG GYETIKA
Le TIS omavieg acBéveleg (1 omoia emtkovpeiton amd Lo EMGTILOVIKY| ypauuarsia)4, G €vOG
EVPOTATKOD CNUEIOL AVOPOPAS YLl TNV AVTOAAAYT PEATIOTOV TPOUKTIKAOV:

e O ovvtoviopdg TV OpAcEMY TOL TPOYPAULOTOS Yol T OMNUOCLO LYEID e TIG EPEVVITIKEG
dpACTNPLOTNTES TOV 6OL Kol TOV 70V TPOYPAUUATOG-TAALGIOV.

Ot ondvieg acBéveteg Ba eEaxorovBncovy va amoteAovv mpotepatdTnTa OPAcNG 0TO TANIGLO TOV
véou Tpoypaupatog yio m onuocta vysia (2008-2013). H xowvn 0éom mov kabopictnke and to
Yvppovito otig 22 Maptiov 2007 yia v €kdoom ané@acng Tov Evponaikod Kowvopoviiov
Kol Tov Xvpfoviiov yio T 0éomion 0€0TEPOV TPOYPANPATOS KOWVOTIKNG dPAonS 6TOV TOpED,
™G vyeiog (2007-2013)° mpoPhénet oto onpeio 2.2.2. Tov mopaptipatoc v «Ilpoddnon dpdone
yiow TV TPOANYN cofopav 060sveldV 1010ITEPNS LopDdTNTOS T8 GYEoN e TH GOVOMKY EKTOGH TWV
acleveiwv oty Koivotyto, kol omoviwv aobeveiwv, OTov 1 KOWOTIKY OpAact OVTIUETWTILOVTOS
100G KaOoP1oTIKODS TOPBYOVTES UTOPEL VO, EUTAOVTIOEL THUOVTIKG. TIG EOVIKES TPOTTAOEIESH.

To &yypago epyaciag Tov vimpeciodv ™ Emttponng, cuvodevtikd g Agvkng Bipiov «Mali Yo
mv vyeio: M etpotnyiki mposéyyion v tv EE 2008-2013»° opilet, opoime, Tic omviec
acBéveleg og mpotepatdTNTOa.

Yno v appoddvmta g I'A Emyeprioewv kot tov Evponaikod Opyavicpod @apudkmv
(EMEA), n EBEvporaiky Emutponn epopuodler po moMTiky vy to opeoava @dppoxa. O
Kavoviopdég Yo ta opeavd @dppoka (kavoviouodg (EK) apif. 141/2000 tov Evpomaikov
KowoBovAiov kat tov TvpPovriov, e 16ng AskepPpiov 1999, ywo ta opeavd @dpuako’)
mpotdOnke pe okomd TOV KOOOPIOUO TOV KPITNPIOV Y100 TO YOPOKTINPIOUO TOV OPPOVOV
oopudkov omv EE xor meprypaeper to kivntpa (m.y. 10€t¢ eumopiky] amokAEloTIKOTNTA,
GULVOPOUN GTNV KOTAPTION TPMTOKOAA®V, TPOGPAcT GTNV KEVIPIKN Stodikacia yio T Yopnynon
adeg kukhopopiog) yw v evBdppuvon TG €pgvvac, TNV OVATTLEN Kol KLKAOPOPio
Qeopuakwv ywo TN Oepameia, mPOANYN 1N Jdyvoworn omaviov acbeveiwv. H kowotikn
oopuakevtiky vopobesia odokAnpwoe to 2003 TN OYETIKN TOMTIKY HE MO0 VTOYPEMTIKY|
KOWOTIKY] KEVIPIKN Oladkacion yioo tn yopnynomn Gdeng KukAoeopiag 6€ OAo To. OpPAvVA

QappoKa.

To 2000 cvotédnke otovg kOATouS Tov EMEA o emtporiy opeavév gapudkov (COMP)® ue
avtikeipevo v eétaon  outnoeov omd WOuDTEG 1| EMYEPNOCELS Yo TN XOPNYyNon

* BA. http://ec.europa.eu/health/ph_threats/non_com/rare_5_en.htm

* Tpomomomuévn mpoTaoy amdeacng Tov Evpomaikod KowoBoviiov kat Tov ZvpBoviiov yio ) 0éomion SeHTepov TPOYPALIOTOS KOWOTIKAG
dpaiong oTOV TOUEN TG VYELNG KoL TNG TPOGTAGILOG TMV KoTaval@tdv (2007-2013) COM(2006) 234 tehikd

¢ BA. http://ec.europa.eu/health/ph_overview/strategy/health_strategy en.htm

" Kavoviopog (EK) aptd. 141/2000 tov Evponaikod KotvoBoviiov kat tov ZvpBovliov, tng 16ng AskepBpion 1999, yia ta oppavé ¢éapuoxa

8 BA. http://www.emea.europa.eu/htms/general/contacts/ COMP/COMP.html



COPUKTIPICUOV QPUPUUKEVTIKOD TTPOIOVTOS (G OPPAVOL» GE TPOTOVTO TOL TPOKELTOL VO
avamtuyBobvv Yo T dtdyveot, Tpdinym 1 Oeponeio ondviov acbeveidv.

Tnv tekevtaia entaetio, n Evponaikn Emitponr, o EMEA kot ta kpdtn péAn mapéyovv ot
QOPUOKELTIKY Propmyavia Kivntpa yio v €peuva, TV avantuEn Kot TNV KukAopopio. opeovmv
QOPUAK®V GTOVG TOUEIS, HETAED GAA®V, TOL KAPKiVOL, TMV O10TOPAYDV TOL UETOPOAGLOV, TNG
aVOGOAOYI0G, TMV KAPIYYELNKADV KOl AVATVELGTIKMV SLOTAPUYDV. L& SOPOPETIKN TEPITTMOON,
o1 ouvOnKeg TG ayopds dev Ba elyav emTpéyel TV avATTLEN NG GLYKEKPIUEVIG KOTNyopiog
QOPUAK®V, YU 0LTO Kol KpiveTol oKOTIpo vo. dnpoctevoel  Emtpon éva gupetiplo pe OAa
avtd ta Kivntpa. Méypt otiyung £xovv dnuocievbel dvo exbéoets, pia to 2002 kot pio to 2006.
H tehevtaia, n onoia exkd60nke and ™ I'A Enyepnocov otig 26 lovviov 2006, emonpaivet 0t
N KOWOTIKI] TOMTIKN] Yl T0 0p@avd ¢dppoke oté@Onke omd emroyic wor OT
GLYKOTOAEYETOL OVAUESO OTIC TALOV EMTUYNUEVEG KOWOTIKEG moMTIKEG. Katd tnv mepiodo
petacd tov Ampidiov 2000 kot tov Avyovotov 2007, o EMEA éhafe meprocotepeg amod 740
OITNOELS YOl TOV YOPOUKTNPICUO POPUAKEVTIKMOV TPOIOVIOV ¢ opeavav. And tov IovAlo tov
2007, meprocotepa and 40 SLaPOPETIKA VEX OPPAVE QUPUUKEVTIKA TTPoiovTa EAafPav doeia
KukAogopiog yio ) Oepameio meptocoOTEp®V amd 40 SOPOPETIKOV CTAVI®OV AGHEVELOV TOV
anslovv T {on N Tov empépovv ypovieg avannpies. Emmiéov, nepiocdtepa amd S00 dppoka
&ovv Mo yapoaktprotel and v COMP o¢ opeavd @dpupaxa, orrd eokoiovBodv va
vrofdAlovial oe KAWVIKEG dokiuée. Ty ékBeon’ mopatifevion emiong to €0vikd Kivitpo Tov
&xovv  péxpt otiyung tebel oe  epappoyn. H  katdotoon mapovcstdlel  OMUOVTIKES
SPOPOTTOMGELG OO TO €vo. KPATog HEAOG 6TO GALO, KAOMS OPICUEVA ETIKEVTPOVOVTOL GTNV
nepoutépm Epevva (0nwg M lomoavie | m eppovia), evd GAA oIV TOPOYN VANPECUDV
VYEIOVOKNG TEPIBoAyMG Kol 6T dNUIoLPYio EEEIOIKEVUEVOV KEVTPOV (ZKOVOIVAPIKES YDPES,
Aovia, ItaAiio). Movo pio ydpa e@EpLOGE Lo GOOPIKY] TPOGEYYIST TOV BEUATOC TOV GTAVIDV
acleveldv péom evog eBvikov oyediov Opdaong (m ToAria xotd v mepiodo 2005-2008).
[Mop’ola avtd, Ta kKpaTn péAn oev £xovv akéun owo@aricer Tapn npéoPaocn o kGOs
EYKEKPLUEVO 0POAVO QAPRUKO.

Ta epgvvnTikd oyédo yu Tic omdvieg acBéveieg Aappdvovv otpién omd to EVPOTATKA
TPOYPAPPATU-TAAIGIE Y10 TV £PELVE KOL TNV TELVOAOYIKY avamTvén'’. 1o mAaiclo Tov
tpéyovtog 7ov I, n Bgpatiky) evotnra «Yyeion, n pio amd TG 06KO TOL TPOTEIVOVTAL GTO
TAOUG10 TOV E01KOD TPOYPAUUATOS «ZVvepyasion, £xEl GXEONCTEL Yio TV TapOYN OTNPIENG OE
SAPOPES LOPPES OLAKPATIKNG cuvePYasiog evtog Kot ktog Evmong yia ) Beitioon g vyesiog
TOV EVPOTAIOV TOAT®OV, TNV AHENCT TNG AVTOYOVIGTIKOTNTOS KOt THV dBNon TV duvatoTH TV
KOLVOTOUIOG TV EVPOTOIKMOV PLOUNYOVIKOV KAAO®MV Kol ETLYEIPNCEMY GTOV TOUEN TNG LYEiag,
TavtoOxpova, Le TN Olevbétnon yevikotepwv Oepdtov vyesioc. Idwitepn éupaon Bo dobeil ot
dwkpotikn  €épevva  (LETOTPOT] TOV POCIKAOV AVOKOAOWE®MY G€ KAMVIKEG  E€QOPUOYES
TEPMOUPAVOUEVNG TG EMGTNUOVIKNG EMOANOEVONG TOV TEPAUOTIKOV OTOTEAECUATMV), GTNV
avamtuén Ko emkvpmon véwv Bepomeldv, oe neBOdoVg Yoo TV TPOAY®YN TNG VYELOG Kol TNV
TPOANYT -CUUTEPIAAUPBAVOLEVIS TNG TPOAYWYNS TNG VYEINS TV TOdIdV- GTNV LY YNPAvo,
o€ 010yvmoTiKd gpyaieio Kot 1Tpkég TEVOAOYIES, KOOMG Kot 08 PLOGILO KO OTOTEAEGLOATIKA
cvotiuato vygovokng mepifaiyng. o ocvykekpyéva, 1 €pgvva yio TIg ondvies acBéveleg
oto mAaicto tov 7ov I eotialel o mavevpomaikég LEAETEG GTOVG TOUEIS TNG PLGIKNG oTOPiag,
™G mabopuoloroyiag Kot NG avAmTuéng TPOANTTIK®V, Ol0yVOOTIKOV Kol OepamenTik®v
mapeUPacev.

? B. http://ec.europa.eu/enterprise/pharmaceuticals/orphanmp/doc/inventory 2006 08.pdf.
' BA. http://cordis.europa.eu/fp7/home_en.html



To oyé610 ERA-NET, otpilopevo and to 60 I, eivar apiepopévo otig ondvieg achéveleg (E-
Rare)'' yio tv avémtuén kowdv kat Slakpatikdv dpactnpotitov (§pevva yo Ta efvikd
TPOYPAUUOTO, EVIOTIGUOC KEVAOV KOl OAANAOETIKOAOWE®DV HETAED €OVIKOV EPELVNTIKMOV
TPOYPAUUATOV Kol dpACTNPLOTHTOV 6TOV ToUEd TV ontdviav acBeveldv). To E-Rare mpofiémet
™ oOvayn ox€oemv PLOGIUNG KOl LOKPOXPOVIOG GUVEPYUOIUG HETUED TOV KPUTOV HELDOV, TO
GUVTOVIGHO TOV E0VIKOV EPEVVITIK®V TPOYPOUUAT®V Yol TNV EEAAEYN TG TOAVILACTOCNC TV
EPELVNTIKMOV OPUCTNPLOTHTMOV GTOV TOUEN TOV OTMAVIOV O0CHEVEIOV Kol Yol TV TPpomOnom
TOAVEMGTNUOVIK®V Tpoceyyicemv. IlpoPAémel emiong v evappovion Kot Ty avamtuén
CLUVEPYIOV HETAED TV €OVIKOV Ko TEPIPEPEOKADY EPEVVNTIKAOV TPOYPUUUATOV TOV
GUUUETEYOVCMOV YWP®OV, TNV AVATTLEN KOG TOATIKNG EPELVAS Y10, TIG OTAVIES acBEVELES Ko
N OTNPNON UG EVVOTKNG AVTOYOVIGTIKNG BE0MNG améVavTl 0TI EPEVVITIKEG OPACTNPLOTNTES
Yo TIG OTAVIEG aG0EVEIEG 08 AAAEG TTEPLOYES TOV KOGLOL, OTT™G 1 Bopeta Apepikn kot 1 Acia.

H I'A Yyelog kot Tpootaciog Tov KaTavoA®TOV GLYKPOTNOE TNV Opddo VYNAOD ETITEOOL Vi
TI¢ vanpeciec vyelog ko wrpikng mepiboiyng (HLG) g péco ywoo v mpodbnomn tov
glonynoewv mov dtvndbnkav oto mAaiclo TG Odwociog mpoPfAnuaTIGHod Yoo TNV
KivnTikomta TV acbevav. Mia and tig opddeg epyaciog g opddag vynAov emumédov ivan
apuodl. Yoo o OIKTLVO OVOQOPAS TV KEVIPOV EUTEIPOYVOUOCUVIG YO TIS OMAVIES
ac0évereg. To 2006, n opdda epyaciag yw Tic ondvieg acBévele vréfoaie oty HLG
ékBeon pe titho Contribution to policy shaping: For a European collaboration on health
services and medical rare in the field of RD («Xvveio@opd 611 Stapdppmon moAtikng: Mo po
EVPOTAIKY] CLVEPYUGIO OTIS VANPESIES VYELNG KOl VYEIOVOUIKNG TEPIBOAYNG GTOV TOUEN TMV
OTAVIOV 0GOEVEIOVY)' 2, e ETUKOLPOTOMUEVES TAPOPOPIEC GYETIKG HE TO KEVIPO OVOPOPAS
otmv EBEvponn. Xmv éxbeomn meptypdoetor ovolvtik@ m ypnon g £vvolag TV IKTH®V
avaeopds ywo Tig omavies acbéveleg oty Evponn kabmdg kot ot aviictotyeg Aettovpyieg Toug.
Ta oyédw epyaciag 2006 kot 2007 yo TV €POPUOYN TOV KOWOTIKOD TPOYPALLATOS Yo TN
onuocto vyesion €(0VV EGAYEL MG TPOTEPALOTNTO YLOL TOV TOUEN TOV GTOVIOV ACHEVELOV TN
GUOTOON EVPAOTATKAOV OIKTVOV OVOQOPAS Yo TIG omdvieg acBéveleg. Xouewvo pe TNV
TPOTEPALOTNTO. OVTH, EMAEYONKOV Yl XPNLOTOSOTNON OPoHEVE TAOTIKG oyéda” (Yo TV
KUGTIKN tvooT), OTavies alloppaytkés datapayss, overapkeld aApa-1-avtiBpoyivne, Topeipa,
dvopopeoroyia, modiatpikd Aépempa Hodgking, 1otiokittoon kot Tondlatpikég VEVPOLOYIKES
b ceLg).

Yno6 1o mpicpa avtd, 10 dpbpo 16 g mpdtaocng odnyiog Tov Evponaikod Kowofoviiov kot
Tov TupPoviiov Tia i vENpesiec vysiag ! mpoPrénet 0tu «Ta kpdTn uédy, o oTevIi cvvepyaoia
ue v Emitpony, dicvkoldvovy v avamtoln TV evpwmaixmy OIKTOmV ovapopas yio. Thv Topoxn
VYNNG TOLOTNTAS KO OTTOTEAEGUATIKNS (G TPOS TO KOGTOS VYEIOVOUIKNG TEPLBOLyNG ae aobeveig ue
TaOnoeig mov amaiTodV 101aITEP TVYKEVIPWGH TOPDV 1] EUTEIPOYVDUOTOVHS. »

ENAYNAMOQZXH TON AXOENQN

H Tayxoouia Tpamela opilel v evouvAU®ON ®G TN «Oladikoocio adénons s dvvoToTHTOC
OTOU@Y 1] OUAOWV VO KOVOVY ETIAOYES KOL VO, UETOTPETOVY ODVTEG TIC EMIAOYES 0& emBLUNTES
opaoceig kou omoteAéouatay. H Toaykdoua Opyavoon Yyeiog (ITOY) éxer meprypdyetr v
EVOLVAUW®ON G «TPOATOITODUEVO VIO THV DYElOy KOl G «UIO. TPOOPOCTIKY] OTPOTHYIKN
OVVEPYOOLOS KOl ODTOPPOVTIONS TWV aolevay yio, T LEATICOON TWV ETLOOTEDY THS DYEING KOl THS
rorotntag (wns twv acbevay ue ypovies mabnoeicy. Me Bdon tov opiopd avtd, 1 EVOLVAUM®ON

' BA. http://www.e-rare.eu/cgi-bin/index.php

12 B). http://ec.europa.eu/health/ph_threats/non_com/rare_8 en.htm

" Ta oxédia yia to 2007 éxovv emheyel yio gpnuoToddTNON KoL avaiveTal vo AdBovy cuyxpnuatodétnon vid ty mpodmdfecn e emTuXong
£xPaong Tov dudikacidv Stampaypdtevong pe v Evponaikn Emrponn kot tg vroypaeng g cupgmviog emddtnong.

' BA. http://ec.europa.eu/health/ph_overview/co_operation/mobility/patient_mobility en.htm



TPOPEALEL OC O OVAYKOIOTNTO Y10, TOVG TOCYOVTEG OO OTAVIEG 00OEVELES, Ol omoieg ival
xPOVIOG  HopONG, ovTeToOmilovtal dVCKOAN, amolTtovy, AdGY® TG omavidTnTds TOVG,
GLUVTOVIGUEVEG Tpoomadeleg Yo v emitevén mpooddov ot OBepameion TOVE KO OL OTOiEg
dpedyovv oe peyaho PBoabpd g TPOGOYNS TS EPELVNTIKNG/IOTPIKNG KOWVOTNTOS KOl TMV
vevBovoy xapacng moMtikng. Ot maoyovieg omd omavieg acOEvele Kol Ol OPYOVAGELS
VIOGTNPLENG TOVS ATOTEAOVV o amd TIG TAEOV EVOLVOUMUEVES OUAOES GTOV TOWEN TNG LYELNG,
KUpI®OG MG AMOTEAEGUA TNG KIVNTOMOINGCNG TOVS Yo ovoryvdpilon kot BeAtiopévn mepiBaiym.
2TOV TOUEN TNG £PEVVOC Y10 TIG OTAVIEG 0IGOEVELEC, eyKaVIOOOV L VEQ ETOYN YEPLPDOVOVTAG TO
KEVO IOV OyVOOUGE €V TOALOIG apeVOS 1 OO EpEvva, UV omodidovTag T 06006 TPOGOYY|
00TE OTI§ OMOLTNGELS OVTE OTIS TPOGOOKIEG TOVG, KOl APETEPOL Kal 1 kaBodnyovpevn omd v
ayopd €pevva, N omoia meplopiletal 6e epeLVNTIKA GYEdI TPOGOO0POPA GE TETOW0 PabUd dote
VO TPOCEAKDOVVY 1O1OTIKEG EMEVIVOELS. O1 0pyavdGELS TOV 0c0evav dladpapatilovv TAéov Evav
EVEPYNTIKO KOl KEVIPIKO POAO GTOV TPOGOIOPICUO TOV TOATIKAOV KOl TOV EPYOV EPELVAS Y10 TIC
ondvieg acBéveleg. Adym tov peydiov aplfpod TOV OTAVIOV 0cOEVEIDV, Ol EVPOTATKES
opyavaoelg achevov vrepPaivoov tic 1.700. [MoArég amd avtég ocvppetéyovv oe eBvikég
GUVOUHOOTOVOIEC Yl TIG OTAVIEG O0OEVEIEC KOUT OCLVOEOVTOL LE KOWVOTIKEG GUVTIOVIOTIKEG
OPYOVAGELS YlO. GUYKEKPIUEVES AGOEVELEC KOUT HE KOWVOTIKEG GLVIOVIGTIKEG OPYOVMGELS Yo
omavieg acbévelec omog 1 Evponaikly Opyévoon ya Tig Znavieg AcBéveteg (Eurordis).” T
Eurordis cuppetéyouv opyavacelg and 33 ydpeg, YEYovog Tov Kabiotd epiktd £vav amevbeiog
daroyo petacd g Evpomaikhg Emttponng, GAL®Y evOl0pePOLEVOV LEPDOV KOL TNG KOWVOTNTOG
TV acBevdv Tov Tdoyovy and ondvieg acOéveles.

4. YXTOXOI

210%0G TOV TOPOVIOS EYYPAPOV €1Vl VO CUYKEQPOANIDGEL TO, OMAPCITTO OTOLYEID Y0 P
0moTEAEGPUATIKN OMTIKN 1| omoia Oa emefepyaotel to peilov Béua twv ondviov acBeveidv
otv Evpomm. O otpatnyikdg otd)0g NG KOWOTIKNG TOPEUPAONG OTO GUYKEKPIUEVO TOUEN
eMKEVTIpOVETOL TN Peltioon TV evkapidv TV acBevdv Yo KOtdAANAN kot €ykoipm
ddyvwon, TAnpoeopnon Kot mepiBoiym. Avtd avopévetal vo GUUPAAEL LE TN GEPE TOL GTNV
emitevén Tov YeEVIKOU 6TdY0L, 0 0moiog GuvicTatol 6T PeATioon TV emdOcE®V VYElNG Kat, KoT'
EMEKTOON, oV avénon Tov €TV LYLG (NG, M omoila amoteAdel Evav omd Tovg Poctkoig
OelKTEG TNG OTPATNYIKNG TNG AlGaB(')vag16.

['a to oxond avto eivan amopaitnn:

® 1] EVIGYVOT TNG GLVEPYAOINS HETUED TOV KOIVOTIKAV TPOYPUURATMOV: GTO TPOYPALLULATO
vt TEPAaUPAVOVTAL TOL KOWVOTIKA TPOYPAULOTO Yol T ONUOGLoL VYELR, TO TPOYPALLOTO-
mAoiclo Yo TV €pEuva KOl TNV TEXVOAOYIKN avATTUEN, M OTPOTINYIKN Yo TO. OPQOVA
QGPLOKE, O KAVOVIGROS Y10, TO TodIoTpUcd QAppaKa’’ Kat 1 GTPOTYIKY Y10, TIC TPOTYMEVES
Oepameiec, mn emkeipevn odnyio Yy TIG VANPEGIES Uysi(xglg, TO KOIVOTIKO OTOTIGTIKO
TPOYPOLLLO KO OTOEGONTOTE AALEC VPIGTAUEVEG 1) LEAAOVTIKES KOWOTIKEG TPWTOPOVALEC.

e 1 gvlappuvon ™g EE tov 27 Yo v avdntodn €0vik@V oTpaTnyIikOv vyEiog yio
dtuc@dion iong mpdcPacns kot SafecIUOTNTOG GTOVG TOUEIS TG TPOANYNG, O1dyveong
Oepaneiog Kot amokatdotaong aTtOpmV pe omivieg acbéveleg. Xperaloviol mePIGGOTEPES

'> BA. http://www.eurordis.org

' BA. http://ec.europa.eu/health/ph_information/indicators/lifeyears_en.htm

7 Kovoviopog (EK) aptd. 1901/2006 tov Evpondikod KowoBoviiov kot tov TvpBoviiov g 12ng Aexeuppiov 2006 yia to moudotpike,
PApHOKO Kot Yo TNV Tpomomoinon tov kavoviopoy (EOK) apif. 1768/92, tg odnyiog 2001/20/EK, g odnyiog 2001/83/EK kot Tov
kavovicpod (EK) apif. 726/2004

'8 BA. http://ec.europa.eu/health/ph_overview/co_operation/mobility/news_en.htm

1 Améoaon api®. 2367/2002/EK tov Evpomdikot KotvoPovAiov kat tov ZvuBoviiov g 16mg Askeufpiov 2002 oygTiké pe T0 KOWOTIKO
otoTioTkd Tpoypoppa 2003-2007, 6nwg tpomoromOnke and v axdgaon apid. 787/2004/EK.
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TPp®TOPOLALEG vatsOnTomoinong Tov Kool ota kpdtn HEAN. IIépav g Kowng yvoung, ot
EVEPYELEC OVTEG TPEMEL VAL GTOYELOLY GE EMAYYEAUOTIEG TOL TOUED TNG LYEING KOl TOV
KOWOVIK®V VINPECIOV, G€ VIELOVVOVS YAPaENG TOMTIKNG, GE OXEPLOTEG LINPECLOV
VYELNG Kol KOWOVIKOV DANPECIOV KOONDS Kol 6Ta HEGO evnueépwons. Avtd Ba pmopovoe vo
emtevyBel 1Wiog péow pag eotag exotpoteiog evatsOntomoinong.

N evooudTmon g apacng Kol 140061 KOIVAV KUTELVOUVTIPLOV YPOUROV TOMTIKIG
o€ oAOKAN PN TV Evpdnn: €101kég Opaoelg —oe Topelc Ommg 1 pevva, ToL KEVIPO aVOPOpPag,
N mpoOcPacn o€ TANPOPOPNOT, TO KIvITpo Yot TNV AVATTLEN OPEOVOV PAPUAK®OV Kot
aviyvevong acOeveldV k.AT.— 6€ (o BOGIKY] KOWN GTPOTNYIKY Yo TIG ondvies acBévetec. H
OVOKOIVOOoT OVOUEVETOL ETTIONG VO EVIGYDGEL TN cuvepyacio HETAED TOV KPAT®OV UEADV,
EVTOC £VOG KOWVOTIKOV TANLGIOV.

O1 yevikol awtoi 61o)01 Ba emtevyBovv PHECM EWOIKAV GTOY®V KOt dPAGEMV.

4.1. Behti®on TS TOVTOTOIN OGNS KUL TOV YVOGEMV GYETIKA NE TIG GTTAVIES A6OEvELES

Kowdg opropoc Tov ondviev aclever@v oty EE: Zouomva e ToV VP10TALEVO OPIGUO
TV onaviwv acbeveiwv oty EE, o omolog Oeonictnke and to XvpPfovAio 6to mpdypapiLo
KOWOTIKTG Opaons 6Gov apopd Tig omdvieg acBéveleg 1999-2003, ondvieg eivar o1 acBéveieg
pe emmoAacud younrotepo tov S ava 10.000 dropa otmv Evponaikn ‘Evoon. O idtog
opopdg ypnotponoteitoan and tov EMEA (Evpomnaikdg Opyoviopog @opudkmv) yoo tov
YOPOUKTNPICUO TOV 0pPAVAOV QUPUAK®V (KAVOVIGHOG) KAOMS Kot omd apKeETA KpAatTn LEAN TO
omoia £yovv AdPel cvykekpluéveg TpmTofovAies, onwg n [aAlia, n Teppoavia, n Itaria, ot
Kato Xopeg ko n Iomavia. Evrodtolg, 1o HB, 1 Zoundia kor n Aavia ypnoipomolovv
OLPOPETIKOVG OPICHOVS. AKOUN Kot €0V 0 TPEY®Y OpPopOg Bempeitor mOAD gvplc amd
opopéva gvdtopepopeva puépn, n EE gvvoet m dwotipnon| tov.

Epdmon 1: Eivat ikavomomtikdg o Tpéxmv opiopog TV GTOVIOV 00HEVELDV;

KoAvtepn koodwomoinon ko talivopunon tov oraviov acdeverov: H EE koieiton va
ovvepyaotel otevd pe v [IOY oto mhaicto g dadikaciog avabedpnong g 1oyvoVGOC
AeBvotg Ta&vounong Nocov (ICD), ovtwg dote va S0cQOAICTEL 1 KATOAANAN
KOOIKOTTOING™ Ko, ¢ €K TOVTOV, N YYVNAQGILOTNTO TV OTdviov acbeveldv ce O TO
GLOTNLOTA TAPOPOPNONG CYETIKA LE TNV vYeia. ['a T0 6KOoTd OVTO OmaLTEITOL 1) GUVIPOUN|
pog opddos epyosiog yo tnv taSvounon kot K®OKOToinon TV ondviov acheveidv, 1
omoioa. Ba evepyel ®g ovuPovievtikny oupdoa epyoaciog g IIOY ot0 mhaico g
avadedpnong g ICD?. Kpiveran emione okomun 1 evepydc GLVEPYOSIO TOV KOWOTIKOD
OTOTIGTIKOV TPOYPAULUATOS, OUECHS LOAMG KataoTel Owabéoun 1 111 ékdoon g ICD (ICD-
11), ovtwg doTE VO SIUGPAAICTEL I XPNON NG, CLUTEPIAALUPAVOLEVOV TOV VEOV KOOKOV
YL TIC OTAVIEG OOOEVELEG, OTO TIGTOMOMNTIKA BOVATOL KOl GTO VOGOKOUELK( GUGTNLLOTO
tavounong eumnpiov oe OAa ta kpatn péAn. [Hapodpowa tpoonadeia mpémet va kotafAnOel
Yo TNV KATOAANAN K®OKOTOINoT TMV OTAVIOV 0cOEVELOV GTO GLGTHATO KMOOTKOTOINGNG
SnowMed ka1t MedDRA.

Epdmon 2: Zvpeowveite 6t1 vdpyetl enetyovsa avdykn PeAtioons g kmOUKoToinomg Kot TG
TaEIVOUNONG GTO GUYKEKPIUEVO TOUENL

Anmovpyio €vog KaTaAdyov omdviev acBever@dv: Metold tov mapoydviov  Tov
evBovvovtal yo v mepiwplomoinon tov {NTNUATOG TV GTAVIKV acBevel®dv givat 1 dyvotla

20 BA. http://www.who.int/classifications/icd/en/index.html
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tov moleg acBéveleg eivor omdviec. Kpivetoar amapoitmtn n mapoyn &vog a&lomictov
KATOAOYOV GTAVI®MV 0GOEVEIDV GTO KOO, 0 0TTOT0G B0l EMKALPOTOLEITAL GE TAKTIKY PACT) KOt
Ba mepiéyel Tig achéveleg TaSvounpEVES avd 10TPIKN EOIKOTNTO, ETUTOAAGUO, UNYOVICUO
Kol oltohoyio, oVvTwg wote vo peylotomombel mn evoucOnoic ko va mopacyebel
TEKUNPOTIKY] VIOoTNPEN otV épevva kol Tn OAAEN OcdOUEVOV OE €va YEVIKOTEPO
mlaico. H Evponaikn Enttponn kaAeitol vo mapdoyel xpnUatodoTiky otnpién 6€ outiv
dpacTNPLOTNTA LEGH TOV TPOYPAULOTOG Y T dNUoOcto vyeia.

Epdton 3: Mmopel évag evpomaikods Katdahoyos oTaviov acheveldv vo cuvopdpel To Bviko
/TEPUPEPELOKO GOG GVOTNLO GTNV KOADTEPT] OVIIUETOTION TOV CTAVIOV 0GOEVEIDV;

4.2. Behtioon g mpoéinyng, TS ddyvoons ko g mepifaiyng Tov aclevav pe
onavieg ao0évereg

A130061M TOV KOTIAANA®V TANpoQopLdV: Baoukd ctoryeio yio ™ Bertioon g d1dyveoong
Kol g mepiBaiyng otov Topén TV OMAVIMV acBeveldv eivar M Tapoyn emakpiov
TANPOPOPLOV GE LOPPT) TPOGOUPLOGUEVT] GTIC OVAYKES TV ETOYYEALATIOV KOl TOV 0CHEVADV.
And 10 2000 ko €€fic, n Péon Orphanet™ yia tic omavieg aobéveleg Topéxel TANPOPopies
yio mepocdtepe amd  5.000 oacBéveleg oe €61 YAdooeg HECEO OG  TEPLEKTIKNG
EYKVKAOTOUOELOG TV OTAVIOV 0oOEVEL®VY, EVOG KATAAOYOU ETAYYEAUATIKMOV VINPECIOV CE
35 yopeg, evOc KOTAAGYOV EVPOTATKAOV KEVIP®V avapopds, piag Bdong dedopévev yio ta
0pPEOVA PAPUOKO [LE TATPOPOPIES GYETIKA LLE TO GTAI0 TAPUCKEVTG Kol SIAO0CNG TOVG OTIG
xopes TG EE kot péow evog gvpéoc pAGLATOG LANPESIDOV Y10 GUYKEKPIUEVES KOTNYOPiEg
EVOLPEPOUEVOV  UEP®Y, ovumepAapPavorévor evog Pondnuatog yio v ovaktnon
JyvVOcE®V PECH CUUTTOUATOV Kol evOoeifewv kabhg kot pag PipAodning pe cvotdoelg
Yl KOTOOTAGELS EKTAKTNG avAyKkNs. [a TV vAomoinomn g dpactnpidtrag avtng Kpivetat
amapoitnm N meputépm ypnpotodotiky ompitn g Evpomaikng Emtponng péow tov
TPOYPAUUATOC Yo TN ONpocia vyeia ko tov 7ov TTI1.

PN ota JOiKTLO YPNUETOdO6TNONG: €2G TPOoTEPOLOTNTO OPACNG TPOKVTTEL N
SlicEAAoN NG OVTOAAOYNG TANPOPOPLDOV HECH TOV VOIOTAUEVOV EVPOTUIK®OV SIKTO®V
TANPOPOPNONG, N TPodONoM TG KOAVTEPNS TASIVOUNONG, N OVATTLEN CTPATNYIK®OV Kol
UNYOVIGU®Y Yol TNV OVIOAAOYT] TANPOPOPIOV HETOED TOV EVOPEPOUEVAOV LEPDV, O
KABOPIoUOG CYETIKAOV SEIKTAOV VYEING, 1) avATTLEN GLYKPICIUOV ETONUOAOYIK®Y dES0UEVOV
og eninedo EE xou 1 ompiEn g avtodiayng PEATIOTOV TPAKTIKAOV Kol OVATTUENG HETP®V
v opdoeg achevov. H cvuvdopela tov ev eelilet oyediomv €xet oM kotaderybel. H otpién
oxedlov avtov tov gidovg mpémel va emdwybel 1660 oe €Bvikd OGO Kol GE KOWVOTIKO
eninedo. Idwitepa mpdspopr mpoPdAdel Kot 1 TaPOYN VIOSTNPIENG O GLYKEKPIUEVA dleBV
ouvédpla cuvaiveons. ['a v vAomoinom g dpAcTNPIOTNTAG OVTNG, KPIVETOL OTOPOLTNTN M
ypnpatodotikny otpién ™ Evpomaikng Emitpomng, péow tov mpoypdppatog yw
onpoca vyeio kot Tov 7ov T1I1.

AvATTTUEN EOVIKOV/TEPLPEPELIKAV KEVTPOV OVUPOPAS KUl OEGTION KOIVOTIKAV SIKTVMV
avaQopas: Xty mepinToon TV omivieov ocbeveldv eficov omdavio elvar M GYETIKN
EUTMEPOYVOUOGUVY]. X& OPIOHEVE KEVIPO EUTEIPOYVOHOCLVNG (opoimg  amokaAlobueva
KEVTPO avapopag) £xel avortuyBel va 100G TEYVOYV®OGING GTO 0TTOI0 TPOGPEVYOLV EVPEMG
Kol GAAOL emayyeApatieg o €Bvikd N d1EBVEC emimedo. e oploUEVES YDPES TA KEVIPO QLT
elval emoNUmg avayvopiopéva, oAl oe Ahleg Exovv edpaiwbel dtuma Adyw eRunc. g
A0V  OmOTEAESHOTIKY] TpocEyylon, M Evpomaikn Emponn emnéhee v moapoyn

! BA. http://www.orpha.net/
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TpoTEPALOTNTOG 0T HeTAED TOLg cuvvepyacio kot avtaAlayr yvocewv. Ocov apopd to
Evpornaikd Aiktva Avagopds (ERN), avartdydnkov opiopéves Pacikéc apyég ol omoieg
KOAOTTTOUV, UETOED OAA®V, TO POAO TOVS GTNV OVIIUETOTICY TOV OTNAVIOV acHeveldv 1
MoV madnoenv mov oamaitovy e€eldikevuévn mepiBaiym, Tovg aplBuovg acbevov kat
opopéva GAAD KPLTpLoL oL TTPEMEL Vo TANPOLV T KEvIpa avtd. To Evporaikd Aiktva
Avoeopdg (ERN) mpémet emiong va Aettovpyodv mg SikTua £pEVVAG Kol YVMOONS TO OToio
EMKOLPOTOLOVV KOl GLUUPAAAOLV OTO EKACTOTE EMIKOPO, ETICTNUOVIKG OTOTEAEGLOTAL,
TOPEYOLY VINPEGIES OEPUTEVTIKNG AVTIUETOTIONG o€ 0o0eveig amd dAha kpdtn HEAN Kol
dwoeaiilovv 1N dwbeoiudtra  eykotactdoemv  emakolovdng Bepameiag, epdoOV
ypewdletar. O opopog tov  Evpordikdv Awtvov  Avaeopds mpémer  emiong vo
OVTOTOKPIVETOL GTNV AVAYKT KOTAAANANG S10VOUNG DIINPESIAOV KO EUTEPOYVMOUOGHVIG OTN
otevpopévn Evponaikny ‘Eveoon. H ékBeon 2006 g edwng opdodag epyacioc ™ EE
oxetwkd pe T omdviec acBéveieg ‘Contribution to policy shaping: For a European
collaboration on health services and medical rare in the field of RD’ («Xvveiopopd, otn
OLOUOPPOON  TOMTIKNG: Y0 UIO. EVPWTQIKY OOVEPYATIQ OGTOV TOUER TV OLOVIWV
acleveidv»)” cuviotd ota kpaTn pEAN vo cupPdAovy oV KaBEP®ON TOV OlKEimV
KEVIPOV EUTEPOYVOUOGHVIG KOl VO TOVG TAPAGYOLV YPTLATOOO0TIKY VITOCSTNPIEN GTO UETPO
TOV EQIKTOV. ZUVIOTA €mioNg ota KpAtn UEAN Vo opyovdcovv 016dovg mpdcPacng twv
acBevdv Toug otnv mepiBaiyn, pEo® TG oOvayng OECUMV CLVEPYACIOG HE Ol TO
OTOPOITNTO KEVTPO EUTEPOYVOLOCGVVTG, TOCO € £0ViKO 660 Kot o€ O1EBVEC emimedo, Omote
avtd kpivetar okOmipo. Xy €kbeon mpoteiveTon va cLVEXIOTEL 1| YPNUATOOOTIKY GTHPIEN
OV TOPEYETOL OO TO KOWOTIKG TPOYPAUUATO TPOG T SIKTLO OVOQOPAS TOV KEVIPWOV
EUTEPOYVAOLOCVVNG GTOV TOUEN T®V OTAVIOV ocfevelidv, €m¢ 0tov M aloAdynon tov
OTOTEAECUATOV TNG SLOOIKAGING OIKTOMONG KOTOOTEL SOESIUN YL OVAANYT] TEPULTEP®
dpdoewmv.

Epoton 4: Eivar oxomipo va gvvoodv ta Evpomaikd Kévipa Avoeopds tn petoapopd
yvooewv; Tnv kivntikotnta acBevov; Kot ta dvo; Tog;

Avantoén g niektpovikiig vyeiog (e-Health) otov Topéa Tov omaviwv acdeverdv: Ot
NAEKTPOVIKEG LANPEGieg OV Exovv avarntvyBel amd ™ Pdon dedopévaov Orphanet kot amd
Ao ypnpatodotovpeva and v EE épya xatadeikviovv capdg tov TpOTo pe Tov omoio
UTOPOVV 01 NAEKTPOVIKEG TEYVOAOYIEC VO GUUPAALOVY BTNV TPOo®ON O™ TOV ETAP®OV HETAED
TV aclevdv, oty avioAloyn PAcEV JEOOUEVOV HETOED EPELVNTIKOV OUAd®V, OTN
GLALOYY| 0ES0UEVOV Y10 KAVIKT €pevva, GTNV £YYPOpY| €0EAoVI®V acbevmdv o€ Tpoyplppota
KMVIKNG €pEVVOC Kol OTNnV VTOPOAT} OTOVG EUTEIPOYVMOUOVES TEPICTATIKMOV T OTOio
BeAtidvouv v mowdtnTa TV dayvocemv kol g Oepancioc. Ta emypoppmikd ko to
NAEKTPOVIKA gpyoreio €lval TOAD OTOTEAECUATIKO KOl TPEMEL VO OTOTEAOVV TO SUVATO
onueio g oTpaTNYIKNG Yo TG omdvieg acBéveiec. Avta Ta gpyadreia sivor ekelva o omoia
umopodv va. cocovv TG (wég Tov macyovieov omnd omdvieg acBivele oe KATAOTAON
EktakTG avaykne. o v viomoinon g dpacTNPOTNTAS ALTNG, KPIVETAL amapaitnTn 1
YPNUOTOd0TIKN ompiEn ™G Evpomaikhig Emutponng pécm tov mpoypdupotog yioo
onpoca vyeia kot Tov 1.

Epdmon 5: Elvar amapoitntn 1 €Qoppoyn €myPOUIUKOV KOl MAEKTPOVIKOV EPYOAEI®V GTO
GUYKEKPIUEVO TOUEDL

AwBgondTNTe. KOl TPOSTELUCIUOTNTE  OEOMGTOV  OLUYVOGTIKAOV  OOKIUAV,
OVUTEMAOPUPAVOREVOV TOV YEVETIKAOV doKIp®V: [loAAég omdvieg acBéveleg pmopovv

2 BA. http://ec.curopa.eu/health/ph_threats/non_com/docs/contribution_policy.pdf
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TAEOV VO SLYVOGTOVV HEGH PLOAOYIKOV SOKIU®OV Ol omoieg cuyvd eivorl YeveTikég dOKIUEG.
Ot dokipég avtég amotelovv Pacikd otoryeio yioo TNV KOTAAANAN dayeipion tov acbevn,
kaBmg kabiotodhv ekt Vv €ykaipn Owdyvoon. Eviote mpdkettar yuo tov aviyveuTtiko
ELEYYO TOV HEADV TWV OTKOYEVEIDMV TOV 0cOEVAOV 1] Y10 TPOYEVYNTIKO EAEYYO. AEdOUEVOD TOV
€VPEOC PAopatog TV JSWHECIUOV OOKIUOV KABMg Kot g ovayknsg oxedaopold Kot
EMKVPOONG HLOG GVYKEKPIUEVNG OECUNG O10YVOOTIKOV SOKLUAGIOV Y10 KAOe pio amd ovTég,
kapio yopo dev umopel va elvar amd povn e avtdpkng 6cov agopd tn dtbesiudtnTo
dokiudv. H dwamictmon avt) cuvemdyetor Tn S0KPOATIKE OVIOAANYT YEVETIKOD LAKOV
acBevdv Kat SOKILMV HETAED TmV eBvik®v cuvopwv. H dakpatikn pon amotehel capmg Eva
UNYOVIGHO O 0TO10G CLUUTANPMOVEL £VOL CTLLOVTIKO KEVO OTN SL0BECIUOTNTO SOKIUMY Yol TIG
ondvieg achévelec. Ymapyel avaykn evBappouvong kot S1evKOALVONG VTG TNG AVTOAAXYNG
HEC® GOPAOS SUTVTOUEVOV, OUPOVAOV TPOTVTMOV KUl OLUOIKACLOV SLOPHOPPOUEVOV ATt
KOWVOU ©€ KOWOTIKO emimedo. Opoiwg, mpokLMTEl avaykoio 1 €AOYIOTOTOINGN TOV
VOUOOETIKOV amoKAIcEDV HETAED TV YOPOV OGOV APOPA TPAKTIKEG EUTIGTEVTIKOTITOS, TNV
EMGTPOPT] TOV LATPIKOV OOTAVAV, TN HETOPOPE Kol PUAAEN OEYLATOV KOl TV TIGTONOINoN
tov gpyactnpiov. [pénel va evBappdvetar n ovppetoyn TV epyactnpiov ce O0KIMEG
a&loAdynong g endpKeldg Tovg, Le WiTEPN EUOOCT] GTNV AVOPOPE TV OTOTEAEGLATOV.
[pénetl emiong va dtaceoAleTar 1 TAPOY VANPECIOV YEVETIKNG GUUBOVAEVTIKNG TPV KO
petd ™ oeaymwyn Tov SoKIUOV. AVTO amoutel TNV TOPOYN TOL KATOAANAOL EMUTESOL
vrootPEng (avaroyo pe TOV aplBnd TV SOKIU®V avE £T0G) OTO EPYUCTHPLE AVAPOPUS.
Tnv tekevtaio dtetia, ta evdiapepdpeva pépn (n Evponaixy Emtponi®, to Tupfovio g
Evphrng kot img o OOZA™) éxovv epyootei oto medio tg moMTIKAG Yo T Slac@dion
TOLOTNTOC.

Epoton 6: Tt pumopetl va yiver yia v mepattépo PeAtioon g mpoécPacng o€ TO0TIKESG
OOKIUEG OTOV TOUEN TOV CTAVIOV 060evELDV?

e AfwAdynon TV oTPATNYIKOV €AEYXOV TOL TANOVopoV (ocvpmepriappfavopévov TOL
VEOYVIKOV EAEYYOV) Y0, omdvieg acBféverec: O mPOANTTIKOG EAEYYOC TMV VEOYVAOV Y10
QavVAKETOVOLPia KOl GLYYEVH LTOBLPEOEWICUO glval pa TpEyovoa TpakTikny otV Evponn
n omoia €xel omodeybel 1dloiTtEPO OMOTEAESUOTIKY OV TPOANYN  OVOTNPLOV  CE
modratpkovg acbevels. Me v eEEMEN ¢ texvoAoyiag £xel Kataotel ePiktn M 0eaymyn
AoV SoKIUDV -UETOED TV OTOlmV Kol JOKIHEG pe t Ponbeia poumodt-, 6e Yaunio
KOGTOG KO Y1 £vaL VPV UG CTAVIOV 0GOEVEIDV, 100G d1ATAPUYES TOV LETAPOAIGLLOD KOt
vevetikég mabnoelc. To yeyovog avtd dev S1KOOAOYEL OUMG TV EVOOUATOOT TV £V AOY®
SOKIUADV OTIG TOMTIKEG YIO. TOV TPOANTTIKO €AeyX0 TOL TANOLoUOD YWPIC TPOCEKTIKY
a&loAoynon, pe Paon ta kpunple mov Oeomionkav ond v IIOY to 1965 (éheyyog
nuepopnviag), Kabdg o mpoAnmtikdg €heyyog pmopel va omofel emPAapng yio 6GovG
VTOPAALOVTOL GE OVTOV EVA TOVTOYPOVO OTOPPOPA CLAVTIKOVG dNUOG10VG TOpovs. Eni Tov
ToPOVTOG, Elval YOUNAO TO EMIMESO GLVAIVEGTG G TTPOG TO TTOLES AGHEVELEG dIKALOAOYOVV Lol
TPOGEYYIGN CLGTNUOTIKOD TPOANTTIKOV €AEyyov ovuemvo pe to kprmpw g [IOY. H
opYveon TPOMTTIKAOV eAEYYOV TOL TANOLGHOL 1| OTOYELUEVODV EAEYY®V amoTelel
oLVAPTNOT SPOPOV TAPAYOVTOV OTMG 1] TOWOTNTO KO 1] ASI0TIOTIO TG EKAGTOTE OOKIUNG,
n Swbecpdmra amotedecpatikng Oepomeioc/tapéupaocng yioo 66ovg vwofdiiovtal GToV
éleyyo, 0 emMMOAOCUOG TNG aoBévelng kol 1 cofapdtntd TG KaBdG Kot 11 SLVATOTNTA
eMAOYNG ToL €xel M kowovia kot M a&lo mov avt amodidel oTov TPOANTTIKO EAEYYO.
YuvIoTatal, EMOUEVMG, M €VOAPPLVON TNG CLVEPYOCING GTO GULYKEKPIUEVO TOUEN, OVTMG

2 B http://www.eurogentest.org/
# B\. OECD Guidelines for Quality Assurance in Molecular Genetic Testing (Kotgv@uvtipieg ypapués ov OOZA yio T S106GEAGT TOWOTNTOG
oTIG poplakeg yevetikég dokipég) (http://en.eurogentest.org/files/public/QAGuidelineseng.pdf)
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®OoTE Vo TPOKOYOLVV T oTolyela oto. omoio. Ba PacioTtovv PEAAOVTIKA Ol OmMOPAGES GE
eMINEdO KPOTOV HEADV.

Epoton 7: Ocwpeite emroktikny v avdykn aloAdynong, o€ KOWOTIKO €mimedo, T®V
SLVNTIKOV TPOANTTIK®V EAEYY®OV TOV TANOVCLOD Y10 oTLdViEG AoOEVELES;

Métpa mpoTOYEVOLS TPOIMYIG 6TO PETPO TOV £PIKTOV: Ot omdvieg achéveleg yuo Tig
omoieg tvat ikt N TPOTOYEVNG TPOANYN elval eldyiotes. Ot mepiBaiioviikol Tapdyoveg
evBbvovtal yio €va eupy PACUO CTTAVIOV GLYYEVAOV SVOCTAOGLOV KOl TOOIKOV KAUPKIVOV.
Avto ov ypetdleTar yio TV TPOANYT OLTOV TOV OTAVIOV aceveldv elval 1 eTKEVIPOON
TOV HETPOV Yo T dNUOGLa vyeia oty Tepiodo mptv amd T GOAANYN Kot KOTE TNV KO1on,
HE E101KOTEPTN EUPACT] GTOVS CNUAVTIKOTEPOLS KABOPIoTIKOVS TAPAYOVTES Y10 TNV VYElD —
STpoeY|, ToYLoAPKio, OAKOOA, KATVICUO, XPNON VOPKOTIKMOV OVCIMOV Y10 YUYy YIKovs
OKOTOVG Kot TEPPOAAOVTIKY pOTTAVOT|. ZTOV eUPoAOcUd KOTA VOoWV OTt®mG 1 £pubpd (Yo
™V TPOANYN TOV GLVOPOUOV TNG GLYYEVOLSG €pLBPAC) mpémel va AapPavoviol VoY ot
EMINTAOGEIS TNG UETOVACTELONG UETOED YOPOV HE OOPOPETIKEG TOMTIKES EUPOAMOAGLOV.
EmumAéov, oto mhaicilo ¢ dwayeipiong ypoviov mabncewmv 6mmg o dafrng, n emAnyia Kot
N 61EPOHTNTA, 1O10HTEPT TPOCSOYN TPEMEL VAL OIVETAL GTIC YVVAIKES KATA TNV TEPIOJO TPV OO
™ GUAMYT KOl KOTA To TPOTA 6TAdle TG kumons. Metad tov mbovov mapepfacewny
OLYKOTOAEYETOL M AOENON TG TPOSANYNG POAMKOD 0&E0G amd TIG YUVAIKES TPV amd TN
GUAANYT], OVTOG OGTE VO TPOAQUPAVOVTOL EAAEILIOTO TOV VOTIHIOV COANVA (TT.). O1oY(1ONG
payn) Kot GAAleg dvomiacies. Amd mANB0g LEAETMOV TPOKLTTEL OTL 1| EMOPKNG TPOGANYN
QOAMKOV 0EE0C Katd TV mepiodo mpv amd Tn cLAANYN pmopel va TpordPel mepiocdtepa
and to ol eAleippota Tov votiaiov coinva. H dpdon 610 cuykekpiuévo topéa mpémet va
OmOTEAECEL OVTIKEIHLEVO GLENTNONG, GE KOWOTIKO EMIMEDO, GYETIKA UE TOV KOOOPIGUO T®V
OTAvViOV acBevEL®V Yol TIG 0moleg UMOPOVV va amoBovV EMTLYN TO HETPO. TPMOTOYEVOLS

TpOAYMG.

Béhtioteg mpokTikéG oty meEpiBoiyn TOV mOSKOVTOV 0md omavieg acBéveieg: O
TPOGOOPIGHOG KAl 1] TEPLYPOPN PEATICTOV TPUKTIKOV £ivar BepeAiddovg onuaciog yo v
AVTOAAOYT] TANPOPOPLOV KOt SEGOUEVOV TTOL OLPOPOVV OTOTEAEGLOTIKES GTPUTNYIKEG Y10 THV
OVTIHLETOTION TOV ONAVIOV 0cHeveldv kol Kot eméktoot, Yo N Peitioon tov
TANPOPOPLDOV KO TOV YVAOGEDMV CYETIKA LE TN SIOUOPP®OT BEATIOTOV TPOKTIKAOV GE GYE0M
pue v mepiBodlyn tov macyoviov amd ondvies acBévelec. H avrodiayn Pértictov
TpokTik®V Oa emtpéyel ota kpatn péAn g EE vo a&lomomcovv ) cuocwmpevupévn
gumelpio. TPOKEWEVOL Vo, KOTAOTEL €PIKT) 1 dNuovpyio SIKTO®V UETAED TOV SoPOp®V
QopEV TopoyNg vanpecidv mepiBoaiyne vy kdbe omdvio acBéveln. H ovykprrikn
aflohdynon og enimedo KPATOV UEADV AVOUEVETOL VO AVENCEL TIG TOOVOTNTES EMTLYIOG
OTNV OVTLETOTION TOV GTAVIOV 0CHEVELDV.

Ion TpocPaon ota opeava eappaxa: [Mapd to emttoyn KivnTpa Yo TV avantuén Kot v

KATODPLOT] TOV 0pPAVAV PAPUAK®OV, 1| TPOcPacn TV ToMtdv oe Bepaneiec cotpleg yo
™ {on meplopiletan Yoo Vo AOYovs. Ev mpdTolg, opiopéveg mopackevdoTpleg etaipieg dev
dwfétovv oTIC ayopég OA®MV TV KPOTOV HEADV TPOiovIa mov &yxovv AdPet doeia
KukAOQOpiog, AOY® TEPLOPICUOV O TPOG TNV KOTOYMOPLIOY G€ EMMEOO KPATOVS UEAOLG.
Kot devtepo Adyo, €xovv avagepbel doikntikég kabvotepnoelg (ot omoieg vrepPaivovv
Katd ToAD to vopo 6plo twv 180 nuepmdv) 6cov agopd T SBEGOTNTA TV 0PPAVAOV
eappakev?. Tw toug dV0 avtode AOYovs, To KPaTN MEA TOPOLGLALOLY GUAVIIKEG
dtapopég otov aplfuo Tov dubéoiuwv eopudkmv. H katdotaon avtn) omattel v eEedpeon

 "Epguva tov Evpondikod Opyavicuod yio tig Tndvieg AcOéveisg (EURORDIS) oyetikd pe T S100£G1UOTTA TOV OPPAVAY QUPUAK®V Kot
exbéoelg g COMP.

14




Moewv. [TpoPdrer oxomyo vo vroPdiet n Emitponn avé oetia éxbeon mpog 10 Zuppfovito
kat to KowoPovAlo oty omoio Bo mpocsdiopilovior ta koAdpoTo avtd (kobvotepnoelc,
KukAopopio otnv ayopd, mpocPacn, amolnuioon, Tiwés k.Am.) Ko Bo mwpoteivovtol ot
amapoitnteg VOLoBeTIKES TpomoAOYieg, 0VTOC MoTE Vo dtucParileTton ion mpdoPfaocn ota
oppavd dppoako oe oAOKANPN v Evpdnn. To vocokopelokd opeova @Aapuroko TpEne va.
ypnuatodotovvtal o Pobuida 610iknong avatePN TOV TOTIKMOV VOGOKOUEI®Y, 0VTOG DOTE
va e aAileTot 1 SuvaTdHTNTO YOPYNONS TOV PUPUAK®V OVTOV GTOVG 0.60eVEiC.

Epadtnon 8: Oswpeite 611 T0 TpoPAnpa ™G dtafec1tdTTog TV 0peavav gapudkmy Bo mpénet
va emlvbel 6e Bvikd N 6€ KOWOTIKO EMIMEDO;

latpoteyvoroyika Pondpoto Kol S1OYVOOTIKY] GTOV TORED TOV 0PPUVAOV QUPUAKOV:
O xavoviopdg Yoo 1o 0OpPOVE QOPUOKEVTIKA TPOIOVTO Oev KOAOTTEL TO eSO T®V
WTPOTEYVOLOYIKMOV Bondnudtmv Ko ¢ dtyvemotikng. To meplopiopévo, opms, uéyebog tng
ayopds amotedel aviikivntpo Yoo TV avamnTuén TPoidvImV Yo TAoYovVies amd OmAViES
acBévetec. Ot mpotoPoviieg KivntTomoinong Tov KAAOOL 6T0 TS0 TOV 1TPOTEXVOLOYIKMDV
Bondnudtov kot g dyvmoTikNG Yo TG omdvieg acOéveleg mpémel vo diepgvvnBovv pe
Baon v gumepia amwd o 0pPAVE QOPUAKEVTIKA TPOTOVTOL.

Epdton 9: Eivan okémun 1 ékdoon evog KovoTikov KavoviouoD Yio To 0pPave @ApLaKe. 6TO
eSO TOV 10TPOTEYVOLOYIKMV BonONUATOV KOl TNG O10YVOGTIKNG;

Agworoynoen g TEYVOrOYiag vyeiag Yo To opeovd @dappoka: H a&loldoynon g
TEYVOAOYIOG VYEING Yo TaL OpPAVE OApLOKe, 1 omoio TPEMEL Vo dlEvEPYEiTAL TPV OO TOV
KaBopiopd TG TING KOt TOV VYOLS TNG EMOTPOPNS TOV LUTPIKOV dUmavAV, amoterel Evav
emmpdcheto mapdyovia o omoiog Swadpapatilel KabBopiotikd poélo otnv kabvotépnon 1
aKOUN Kot 6TV TapeUmoOoion e npocPaong tov acbevav oe Bepameiec. Or pébodotr mov
ypnoworoovvtol Yoo ™V aflohdynon g ox€ong KOGTOLG/OMOTEAECUOTIKOTNTAS TV
QopUdKmV Yoo Kowég mabNoels O0ev ePaprOloviol GTO OpEOVO (APLOKO, EVO GTNV
TAEOYN QIO TOV TEPUTTOCEMY Ol GLYKPLTIKOL OgikTeC Kot Ta oxeTKd dedopéva omavifovv.
EminAéov, n nbwn mpocéyyion tov {nmuatog dev pmopel va €0paleTon AmOKAEIGTIKA GE
OIKOVOUIKE KP1TpLoL, KOOMDS 1 0IKOVOULKY] aE10A0YN0T) amoTeAEl £va LOVOV €K TV GTOXEIWV
G SdKAGIag ANYNG ATOPAGEDY, GTO TAOIGLO TNG Omoiag TPEMEL Vo, cLVVToAoYilovTal ot
EMAOYEG KOl Ol TPOTIUNGELG TNG KOWOTNTOS. L2G €K TOVTOV, KPIVETOL GKOMIUTN 1] GUVIOVIGUEVT
TPOGEYYION TOL GvYKekpluEvoy Bépatog amd to kpdtn uéAN. EmmpoobHétwe, mpémer va
evBappuvlel N épeuva TV oYETIKOV HEBOO®V a&loAdynone, AauPavopéveoy voyn Ttwv
acevav.

YUVTOVIGUEVO TPOYPARRATO TapPyopNTIKIGS YpNnone: Eival arapaitn n Peitioon tov
OLUOTNUOTOG  YOPNYNONS Qopudkmy otovg oocbeveic o€ kotdotoon avdykng (Tov
OTOKOAOVIEVOL GULGTHLOTOS TOPTYOPNTIKNG ¥PNONGS), TPW amd TNV £YKPlon Koun tnv
EMOTPOPN damavadv yio to véa edpuaxka. H yopnynon Bepomeidv mapnyopntikig xpions
TPEMEL VO ATOTEAEL OPULOSIOTNTA TOV 1TPOV, TOV TOPUCKEVAGTH] TOL TPOIOVTOG Kol TMOV
apyaov. YmevBouiletar 6Tt TOAAL Oppova QApLOKe TOPOoKELALOVTOL OO LUKPEG Kol
pecaieg etaupieg o1 omoieg dev givar oe BEom va vTOGTNPIEOLY HOKPOXPOVIL TPOYPELLLLOTAL
TAPNYOPNTIKNG YPNONG XWPIig TNV TapEpuPacn INUOCIOV POPEMY KoL Y®PIG YPTLOTOO0TIKY
otpiEn. To ouykekpipévo (TN TPENEL VO, OMOTEAECEL OVTIKEILEVO GUVTOVIGHOD HETOED
TOV KpAT®V PeEA®V pe v vrootpién ¢ Evponaikng Emponng. To dpbpo 83 tov
kavoviopo¥ (EK) apif. 726/2004 Beomilel T SuvaTOTNTO TOV KPATAOV HEADY VO 0GKOVV TNV
apHodOTNTA TOLG of Bépata mapnyopnTIKNG ypNong kot mpoPAémer 6Tt o EMEA
(Evpomnaikdg Opyaviopog Qapudkwmv) pmopel vo eK6idel yvoun 06ov a@opd tovg Opovg
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YPNONG Kol SVOUNG €VOG POPLOKEVTIKOD TPOIOVTOG OTaV TPOPAEMETOL TOPNYOPNTIKY
xpfion.

H mopoyn £Ee10KEVPUEVEOV KOWVOVIKOV VANPECLOV £ivOl KEVIPIKNG ONUOCIOG Yo TN
Beitioon g mowdttog NG TOV ATOU®V TOL TAGYOLV OO KATOW GTAVIK. 0GOEVELX.
Meta&h TV S1popmV KOWVOVIKOV DINPECIOV, MG O10ITEPA TPOCPOPES Y10, TN PeATiOOoN TG
nmoldttog Cong tOco TV achevov 060 Kol TV atoumv —cuvinlmg TV HEADV TG
OIKOYEVELNG— TTOV TOVS TTOPEXOVV PPOVTION £YOVV TPOGIOPIOTEL VINPETIEG OTMG: VAN PEGIES
@PoOvTIdNS avamavrag: divouv otovg aobeveic Kol 6g aVTOVE TOL €YoV avVOAAPEL TN
@POVTION TOLG TN OLVATOTNTO VO OPYOVMOGOVY TN LT TOVS, EMTPETOVTAS TOVG OLOAEILLOTOL
Yo EEKOVPOOT VANPECIES AANPOPOPNONS Kol Ypopués Pondsrog: moapéyovv oTovg
acBevelg Kol GTOVG QPPOVIIOTEG TEPLOCOTEPEG dvvaTOTNTEG TPOGPaong 6e TANPOPOpies
OYETIKA pE TIG ombvieg aobéveleg and TIC omoieg mAGYOLY Kot TIG Omoieg kaAohvtol va
Swyepilovtar oe Kabnuepwvy Pdor: mPoypappato OgpamevTIKIG AVOWYVYNS Y0 TOLOLH
KOL VEOPOVG EVIIMKES: TTAPEXOVV GTOVG 0oOeVelG ot GAAN omttikn TG (oNG, O1POPETIKN
G acBévelng xPNRATodoTIKY) oTPIEN: CUUPBAAAEL OTNV KOTOTOAEUNON TNG EKTTMOYEVONG
HECM TNG aVOYVOPIONS TOV LITNPECIOV TOV QPOVIIGT®V 01 0moiot cuvovalovv cHm
gpyacio pe auiobeg vmmpeoieg @povtidoag yoyxoroywkn vmootpién. H Evpomaikn
Emitpomn xoaAeiton va mapacyetl xpnuoatodotiky] othpién omn opactnpldtnTa dut HECH TOV
TPOYPAULOTOS Y10, T dNUOGLO LYEin Kol TV oYedimv dpdomng yia v avornpia.

Epdmon 10: Ti &idovg €Eeldkevéveg KOWVOVIKEG KOl EKTOOEVTIKES VANPECiES MPEMEL Vo
GUVIGTAOVTOL GE KOWOTIKO Kot €0viKS eminmedo Yo Toug TAGKOVTEG 0md OTAVIEG 0GOEVELES KO TIG
OIKOYEVELEG TOVG;

4.3. Emtayvven g épevvas Kot TV eEEMEE®V 6TOV TOPED TOV GTAVIMV 0.60EVELOV KoL
TOV 0PpPAVAOV QUPULIKOV

Hopoyn vmootping oe Tpameleg OLO0UEVOV, UNTPAOU, YOPOLS 0modKevong Kot
Protpaneles: To puntpdo kot ot PACELS dE00UEVOV amOTEAOVY Pacikd epyoieio yio Tnv
avamTuEn ™G KAMVIKNG €pevvag oTov Topén TV omdviov acbeveumv. Elvar o povog tpdmog
GLYKEVTPOONG 0dopévav Yia TV emitevén evog KavomomTikoh peyédovg delypatog yio
emdNoroyIKéG Ko KAwikég €pguves. Ta untpodo T@V 0cOeVaV vId ayw®yn HE Opeava
Qappoka eival 1010UTEPMS XPNOA, KOOMOS KOOIGTOOV EPIKTN TN CLYKEVIPMOT GTOLEI®V
CYETIKA LE TNV ONMOTEAEGUOTIKOTNTO 1TNG ekdotote Ogpameiog Kot TV mOOvVOV NG
avemBOUNTOV EvEPYEIDY, Oedopévoy OTL TN oTiyur] mov yopnysitar cvvnBwg 1 ddeta
KUKAOQOPIOG TO GYETIKA OTOYEID. —0V KOl EUTEPICTOTOUEVO— TOPOAUEVOVYV TEPLOPICUEVOL.
[Ipéner va vroompilovtal cvvepyatikég mpoomdbeleg v v KabEpmon G GLAAOYNG
dgdopévev Kol NG TNPNONG TOovS, VIO TNV mpobmdbeon OTL ot mOpor avtoi gival
TPOoTEAAGIHOL PACEL GLUTEQEOVNUEVOVY Kavovev. TIoAld diktuo oL dpacTNPLOTOIOVVTAL
670 TEdl0 TG €pELVAG Kot NG dNUOCIOG VYELNG Kot Ta omoia ypnuatodotovvtol ard ™ I'A
‘Epevvoc ka1 ™ T'A Yyeilog kol mpootaciog ToV KATovVOAOTOV £X0VV ONUIOVPYNOEL KOWES
VIOJOWES ALTOV TOL €100VG, 01 OTOTEC ATOJEYTNKAV 1O10UTEPO ATOTEAEGLATIKA EPYOAEia Yo
M Peltioon TV GYETIKOV YVOCE®V KAOMS KOl Yo TNV 0PYAVMON GYETIKAOV KAWVIKOV
Sokdv. ‘Evo efedikevpévo Siktvo, omoc yur mopadetypa 1 EuroBioBank™, omotele
TOAVTIHLO EVPOTAIKO TOPO 0 0moi0g amontel HOKPOYPOVIOL YPNUATOOATNOT KOl KOIWVOTIKEG
TPOGEYYIGEIS TPOKEWEVOD vaL avorTuy el TANpwg Kot va Bedtictonombei n) ypnon tov. Avtd
10 €id0g TpwToPfovAiag mpémel va vrootnpiletar oe €BviKO KOl KOWOTIKO €Mimedo, VD Yo

2 BA. http://www.eurobiobank.org
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TIG OYETIKEG VITOOOUEG TTPETEL VAL eE00POUMEETOL, AUECMG LOMG ATOSEIKVVETAL 1] GKOTUOTNTA
TOUG, HOKpOYpoOvia ypnuatoddmon. To 010 woydel ywo v amodnkevorn PloAoyikdv
derypataov ko tig Protpamelec. Idwitepa avaykaio yio ) dnuovpyio frotpareldv yio Tig
omdvieg acbéveleg eivor 1 GLALOYN Kol OAAEN VAIKOD TpogPYOUEVOL amtd acOevelg e TOAD
onavieg aobévele, axdun kol amovcio TpoTokOALOL ev e€elitel épevvag. Ot Topeic mov
KOAOVOVTOL Vo btootnpiéovv ta Kpdtn péAn kot n Evponaiky Eruponn eival ta mpdtuma
To10TNTOG, CLUTEPIAOUPAVOUEVNG TNG OVOATTUENG OTPATNYIKAOV KOl EPYOAEI®V Yo TNV
TEPLOOIKN TapakorovOnon g moldtnToag Ko v ekkabdpion Pacewv oedopévav: pio
eMlotn Kown Oéoun OedOoUEVOV GLAAEYOLEVOV Y10 OGKOTOVG EMONUOAOYKODS Kol
onNuoctag vyelag EUEOCT OTN EUMKOTNTO TPOG TO XPNOTN, OPAVELD KOl GUVOECIUOTNTA
Béocwv dedopévav: SIKOIDOUOTO TVELUATIKNG 1O10KTNGI0G, EMKOwmvio HeTasy Pdoewv
OOOUEVOV/UNTPO®V (YEVETIKOV Kol €V YEVEL OAYVOOTIKOV, KAVIK®OV KOl ETOTTIKMOV K.AT).
[Ipéner emiong va 000l PapdnTa 61N GHVIEST d1EBVAV (vpOTAikdV) PAcewv dedopévev
e e0vikég kavn mepLpepelakés PAGELS, EPOCOV VITAPYOLV.

Epoton 11: Ilowo poviého oOlaxvBépvnong Kot KoBeoTt®dTOG YPNUATOOOTNONG KPIveTE
KOTAAANAO Y10 TOL UINTPOO, TIG PACELS 0ed0pEVOV Kot TIG BroTpdmelec;

Buoodcikteg: Ot froloyucol deikteg (Plodeikteg) eival «avTIKEIEVIKA LETPNOILOL OEIKTEG TV
Blodoywmv dadikacidvy. Xpnolebovy otn ddyvoon g achévelng kabag kot oty
a&loAoynomn g e&EMENG kol g amdkplong G oTlg Oepamevtikéc mapepPacels. Xtov
opwold TV Plodeikt®dv eumintel £vag peydAog apluodg TV OloyvOSTIKOV OOKIUOV TOV
YAPNOILOTOLOVVTAL GTNV TPEYOLGO TPOKTIKY (0YKOAOYWKOl OelKTEG, TUAUOATO OAANAOVYIDOV
DNA to omoio mpokadovv 1 oyetilovion pe po vocso). Ot AEITovpYIKES Kot OKTIVOAOYIKES
a&loAoynoelg pmopovv eniong va BewpnBovv Prodeikteg. Koatd v aloAdynon g eEEMENG
wog oacBévelng kot tov mbavov vémv  Oepameidv, ot Prodeikteg  pmopoldv  va
YPNOCILOTOLOVVTAL MG VTOKATAGTATO PUGIK®OV TEMK®OV onpeimv, 6mwg N emiPioon 1 N un
avaoTPEYIUN  VOonpOTNTO, TO ONOiol OmOTOVV OU®MG HEYOANG OldpKeldg mEPLOO0VG
TOPATNPNONG Kol peydhovg TANOLoHoUG acBevdv. Avtd 1oyvel 1iwg Yo TG OmAvVieg
acBéveleg AMOy® ToL HIKpoD aplBpov TV atdp®V mov TPosPaiiovtal and TV KOs pia.
‘Exovv Mon yopnynBel doeiec wvklopopiog Pdost g xpnong Plodeiktov ®g TeEMKOV
ONUEI®V TNG OMOTEAEGUATIKOTNTOS TOV GYETIKOV QUpUAK®V. Ot VEEG TEXVIKES HOPLOKNG
Bloroyiog (. M YOVIOLOUOTIKY, 1| TPOTEIVOUOTIKY, 1| GLVOVOCTIKY YNUela), Ol omoieg
EMTPEMOVY TNV TOVTOYPOVY TOLTOTOINGN HeYEIAoL aptBod Prodektdv, £xouv dmcel ®Onon
GTOV TOpEN TNG avokdAvyme Prodeiktov. H Kootk vmootpién vEmv TEYVIKAOV Yo TV
avaKaALYT PlodEKTOV, CUUTEPIAOUPAVOUEVOV TOV OKTIVOILOYVOOTIK®Y KOl AEITOVPYIKOV
TEYVIKOV, givar Kaiplog onuociog. AxkOun mo kpiowun €ivol n vwooTpiEn HEAET®V Kol
OpPUCTNPOTATOV YO THV EMKLPOON Kol TV KAWVIKY ypnon mbavov Prodsktov. H
Swdkacio ot givol LOKPOOKEANS, damavnpn Kot, £l TOV TAPOVTOS, U OMOTEAEGHOTIKY.
Oocov agopd otov topéa TV omdviov acleveidyv, N dwdwosio avt) Bo pmropovoe va
enOQEANOel amd dpacTNPOTNTEG XPNUOTOOOTNONG Yoo TNV ASl0AOYNOT TNG EYKVPOTNTOG
cvykekplévoy Prodeiktdv (1] opnddov Plodeikt®v) ce 660 10 OLVATOV TEPICCOTEPOVS
acBeveig (Siktva avoEopdsg) KaOdG Kot omd TNV EVIEWOUEVY] GUVEPYAGIo HETOED NG
QOPUOKEVTIKNG Propnyaviog Kot TG aKaONUOIKNG KovdTnTog, 00TMS MOTE VO dGPAACTEL
N OAOKANP®OON NG OOPOUNG «OmO TOV TMAYKO TOV €PYOOTNPiov €mg TV KAIvn TOL
acBevougy.

IIpoctacio dedopéveov: OAleg avtég 01 VTOOOUES TTPEMEL VO EQAPUOLOVTOL COUPOVO LE

KOWOTIKOUG KOVOVIGHOUG KOl GUUPOVIEG GYETIKO LE TOV EUMICTELTIKO YOPOUKTNPO TOV
OedOUEVMV KOL TV TPOGTAGIN TOV AmoppnTov TV achevav. Idaitepn npocoyn epiotdral

17




OTNV KOWOTIKY 081)yie Yo TV Tpoctasio dedopévov’’. H mpatofovria IDA (Aviadiayh
Agdopévav petatd Awikfioenv)™ Tpénel va eEeTaotel Vo TO TPIoHE TG MEELELGS TNG V10!
TIG SpaCTNPLOTNTEG GTOV TOUEN TOV OTAVIOV OCHEVELDV, OVTMG DGTE VO, dIELKOALVOEL N
OMUOVPYID EVPAOTATKAOV UNTPO®V Y10 OPICUEVEG GTIAVIES acBEveleg HeydAng onuociog yio
™ onuocia vyeia.

o Aiktvo épevvag Yo TIG omavieg acBéveles: Baowod cvototikd emttvyiog etvon n vmapén
GUVTOVIGUEVMV EPEVVNTIKOV GYedIWV G€ KOWOTIKO eminedo. O GLVTOVIGUOG TOV SIKTOH®V
npémel vo vmootnpiletar 1060 o€ €BViKO OGO KOl GE KOWOTIKO EMIMEDD, EVM Ol OTAVIEG
acBéveleg mpémer vo €€okoAovBncovY Vo amOTEAOVV TPOTEPOLOTNTO OTO UEAALOVTIIKA
npoypappota e I'A ‘Epegova. Emmdéov, givar okomun 1 eiloaymyn véov mediov Omwg n
KOWMVIKT] EPELVOA Y10 TIG OTAVIEG 0IGOEVELEC.

o  2yvTOVIGNOG peTalD TOV QOPEMV YPNUATOOTIONS TOV KPATAV per®@v: To oyxédo ERA-
NET, ypnuatodotovpevo and 1o 60 IIIT e EE, to onoio cuvvrtoviletl enil tov mapdvtog Tig
TOMTIKES YPNUOTOSOTNONG Y10 TIG OTMAVIES AGOEVEIEG GE ENTA YMPES, AMOTEAEL TOPASELY L
EMTLYOVG EMIAVONG TOL KOTOUKEPUATICHOD T®V £PELVNTIKAOV Tpocomadeimv. H mpocéyyion
T TPEMEL VA GLVEXIOTEL HE TNV €VOAPPLVON TNG GLUUETOYNG EMITPOGOHETOV KPOUTOV
HEADV.

e Evratwkomoinon g épevvag: [a v mietovotnta TV cofapdv oTdviov aceveEl®Y Tov
etvar duvnTkd 1dopeg dev VILapyeL enl TOL TAPOVTOG cLYKEKPLUEVN Bepameio. Tnv avdmrTuén
Oepameldv TOPAKOADOLV TPEIS OVOCTOATIKOL Tapdyovies: 1 EAAEWYN Kotavonong Tov
VROKEIPEVOV TAOOPULGIOAOYIKOV HUNYOVIGUAOV, N €AMTNG LROoTNPEN €K UEPOVG TMV
ONUOCI®V  POPE®V TOV TPOU®V oTodlOv G KAMVIKNAG avdmtuéng kot m EAAewyn
EVOLOPEPOVTOG amd TN PapprokevTiky Bropnyavio. Ovimg, To vYNAG KOGTOG TG AVATTLENG
QOPUAK®V, GE GUVOVAGUO HE TNV EKTILMOUEVN YOUNAN amddoon g enévovong (Adyw tov
TOAD kpov aplBpod v acBevav), £xel amoBappivel ™ QoppakeLTIKn Propnyovio amd
NV OVATTUEN POPUAK®Y YloL OTTAViEG aoBEveleg, Tapd TIC TEPAOTIES WITPIKEG avAyKeS. Av
Kol Ol KOVOVICHOL Yo To. 0pQove QApHOKe £(0VV OEVKOADVEL GOOAOS TNV ovATTLEN
Bepaneldv yio T ondvieg achéveleg, eEaxorovBodv va veicTavtal coPapés SvoyEpELEg Kal
va yperalovtol emnpocheteg TPOTOPOLAIES. AgdopEVOL OTL 0 EVTOTIGUOG TOV OEPUTEVTIKAOV
otoyov eaptdtor oe peydro Pabud amd 10 YEVETIKO KOl TO HOPLOKO YOPOKTNPIOUO TMV
acBeveldv KaBdS Kot amd TV KOAVTEPN KATOVONGN TOV PLOAOYIKOV UNYAVICUADV, OTOKTA
Kkpiown onuacio n evtatikomoinon ¢ TafoPLGIOAOYIKNG KOl TNG KAIVIKNG £PEVLVIS Y10 TIG
ondvieg acBévelec. Me Tig e€elilelg o010 mEdlo ™G €PELVOG, OTOV TPOGOOPICUO TNG
oaAAnlovyiag Tov OVOPOTIVOL YOVIOIOUOTOS Kol otV avamtuén vynAng amddoong
epYOLEl®V  YOVIOLOUOTIKNAG KOl UETOYOVIOLOUOTIKNG €pevvag, TPOPAAAEL €Kt 1
OTTOKAALYT TV VTOKEIUEVOV UNYOVICUDV TOAADV OTAVIOV YEVETIKOV Ol0TOpUYDV GTO
apeco péALov. Ocov apopd avtég Tig dtatapayss, xperaletor TpomOnon g BepamevTikng
épeuvag, ovumepthapufovouévng g Kavotopov Bloteyvoroyikng Epevvag (LOVOKAMVIKA
OVIICOUOTO, KOLTTOPIKY] KOl yoviolwpotikn  Oepameia ko Ogpomeion  eviupikng
AVTIKATAOTOONG) KaODS Kot TG KAUGIKNG Bepamentikng épevvog n onoia Paciletal otnv
avalfTnon OPACTIKOV YNUKOV EVOGEMY. AKOUN KOl GTOV TOUEN TMV CTOVIMV YEVETIKMOV
SlTapay®v, N ovVOKAALYT EOPUAK®OV TpocavatoAiletor oe peydio Pabud otnv emioyn
ANUIKOV EVOCEDV OV dPOVV KOTE TPOGOHIOPIoUEVEOV PBloAoyikdv otdymv. Epdcov dumg
oTNV  TAEIOYNOI0L TOV TEPUWITOCEMV Ol  Qopupakofounyovies oev  mpofaivovv o©10
TPOTOPYIKO avTd Prpa, €ivol GKOTIHO Ol TPOSTADEIEG VO GTPUPOVV GTNV TPOGEAKLGT TOV

2T Odnyia 95/46/EK tov Evpomnoikod KotvoBoviov kat tov ZupBoviiov g 24ng Oktoppiov 1995 yia tv TpocTocio. TV GUOIKGOY TPOCHTOV
£vavTt g enebepyaciog SES0UEVOV TPOCOTUCOV YAPUKTHPO Kot Yl TV EAeVBEPT KuKAOPOpia TV Sd0UEVOV AVTMV
% BA. http://europa.eu.int/idabc/
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EVOLLPEPOVTOG TOL OMuoctov topéa. H axadnuaikny épgvva 610 medio G TPOKAIVIKNG
avamtuéng eopudkev oamottel kowotikn otpiEn. Opoilwg, mpémer vo evBappuvlel 1
ONuovpyiot GLVOEGUMV LE TIG EVPAOTATKES TAUTPOPLUES VYNANG amddoons mov tifevron eml
TOV TOPOVTOG GE EPAPLOYT, GE GLVOLOGUO HE TN YPNON KOWAOV EVPOTATKOV HOPLIKOV
Bprobnkadv. Ot pekétec 610 onpeio TOPNG TOV QAPUOKEVTIKMOV ETOPUDV [LE OPYOVIGHLOVG
TOV OMUOGIOL TOUEN TPEMEL VO TPOMOOVVTAL HEGH ETAUPIKMDV GYECEDV ONUOGIOV-101MTIKOD
TOUEN Ol OTTOIEG VO 001 YOV oTNV aSl0AOYNO TOV LIOYNPLOV POPUAK®OV GTOV TOUEN TOV
ondviev acheveldv. e evpOTAIKO ETIMESO, 1| TPOKANGN UTOPEL VO OVTILETOTIGTEL LEGM TNG
onuovpylag Kol TG XPNUATOSOTNONG €VOG QOPOLIL ONUOGLOV-OOTIKOD TOUEN Yo TIG
OoTavieC ao0EVELES, TO 0TTO10 VoL KOOLOTA EPIKTY TNV AVATTVEN EATLOOPOPMOV TPOKAVIKMV KOl
TOAVKEVIPIK®OV oYedlV UECH NG TOPOYNG TNG KATOAANANG EUTEPOYVOUOGUVIG Kol
YPNUATOOOTNONG. ZUVICTATOL 1) oTNPIEN OVEEAPTNTOV OKAONUATKOV KAVIKOV OOKIUMV GE
eBvikd eninedo PAoel Tov 1TOAIKOD, YOAAIKOD KOl IGTOVIKOD LOVTEAOD Kol Ol TPOCTAOELEg
OVTEG TTPETEL VOL GLVTOVIGTOVV OVTMG DGTE VO, OILGPUAGTEL ETAPKNG CVUUETOYN ACHEVOV.

Epaton 12: [log BAénete 10 poAo Tov gtaipav (Bropmnyovia kot GIAavOpOTIKES OPYAVOGELS)
670 TAOIG10 H10G KOWOTIKNG Opaong yia Tig ondvieg achéveleg; Tloo poviélo mpoPaiiel wg to
A0V KATOAANAO;

4.4. Evovvapoon Tov mooyoviov and ondvieg ac0&veles 6€ aTORIKO KOl GLALOYIKO
eninedo

e Kown 7mpocéyyion yio TNV EVOUVAR®OOT TOV 0pYovAGE®V aclevav: Ot opyovacelg
acBevov £govv amoderybel moAvTIHOL £TOipOL, TOGO Gg €BVIKO 00O Kol GE KOWOTIKO EMIMEDO,
G€ 0,TL 0POopPE TNV aENCN TS AVAYVOPLIGILOTNTOS TOV CTAVIMV 0CHEVELDV, TI GLALOYY| Kot
O14d00M TOV TANPOPOPIDOV TOV ATALTOVVTOL Yo TN XEPoEn Hiog ONUOCLOS TOAITIKNAG Y1 TIG
ondvieg achéveleg, ™ Pedtimon g TPOCPAONG G TOLOTIKES TANPOPOPIES YLl TIG GTAVIES
acBéveleg Kol ta opeava Qappoaka, T OlopyYavmon ocuvodwv epyaciag ot eBvikd kot
KOWOTIKO €minedo, KoOMG KOl TNV KATAPTION KATELOLVIPIOV YPUUUDOV KOl TOOOY®YIKOV
eyypowv. H mpoomdbeio evdvvdpmong twv acBevdv Kol TOV 0pyovAOGEDV TOVS OF
GVAAOYWKO emimedo Ba ypelaoctel ot)piEn Yoo TNV avOANYN OPACTNPIOTHTOV OTTWS: M
avAmTLEN IKOVOTATOV, 1 KATAPTION Kol 1 OIKTOMOT JPACTNPOTHTOV UETAED OUAO®MV TOV
aclevav e mepLpePElakd, €OVIKO Kol EVPOTAIKO EMIMESO, 1 AVTIOAAQYT TANPOPOPILDV,
EUTEPLOV Kol PEATIOTOV TPOKTIKOV CYETIKO e TNV €5LMNPETNON TOV acBevdv Kot 1
onuovpyioe  «kowvotNTOV VIOoTNPENG acBevdvy Yo TOAD omavieg acBéveleg kot
anopovmuévoug acbeveic kat owkoyévelec. To mpodypoppa yio T dnuoota vyeio kon to 7° TIIT
TPENEL VO EVEOUATMOGOLV 0VTO TO £100G GTNPIENG G TPOTEPAOTNTA dPAOTG.

4.5 Zovtoviopog TOMTIKAV Kol TPOTOPOVALAV 6€ €0VIKO KOl KOWVOTIKO EMITEDO

e Ofomon £OVIKOV/TEPLPEPEIOKAV GYEdIMV Yo TIS omavieg acBévereg: Tlpoxepévon va
EVOOUATOGOVV OAeC TIG TPpwTOPOVAie mov ypetdleTan vo avaAneBodv ce eBvikd ko
TEPLPEPELOKO €MIMEdO, TA KPATN HEAN KoAovviow va Oeomicovv €Bvikd 1) mepipepelakd
oy€dwn OpaoNg Yo Tig omdvieg achéveles. Opmc, o aplBuds TV KpaT®dV PeEA®V oL Béomicay
N mpdkertar cvvropa va Beomicovv éva €Bvikd ox€d0 1N VO EYKOWVIOACOVV GYETIKEG
TPpOTOPoLAiEg elvar meplopiopévoc. Molovott ) ['addia €xel Oeonicetl Eva mepiektikd oyEd10
dpGone (2005-2008)%°, dAho kphtn péAn éxovv Oeomioer eBvikéc mOMTIKEC oE Evav
neplopiopévo aplfuo topémv (Itaria, Xovndia, Aavio, Hvouévo Baciielo) 1 Bpiokovtal gv
pnéom owdwoaocidv Béomong moMtikdv (Boviyapia, IMoptoyoiio, Iomavia, Povpavia,

# BA. http://www.orpha.net/actor/EuropaNews/2006/doc/French_National Plan.pdf
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Aovéepfovpyo). Emiong, vrdpyovv kpdtn HEAN pe OTOXEVUEVES TOMTIKEG LOVO GTOV TOUEN
g épevvag (Tepuavia, Kato Xopeg). H EE kaAeitat va stonynfel emotapévag ) Béomion
EOVIKOV/TEPILPEPELOKDY GYEI®V CUUPMOVO, LLE TIG GVOTACELS TNG TOPOVOAS OVOKOIVMGNG
KoOMOC Kol TO GLVIOVIGHO TOLG MOAG avtd Beomiotobv. [ To oKOMO GVTO YPN|CIES
umopovv va. amofoldv ot EVPOTAIKEG KATELOLVTNPIEG YPOUUES YL TNV KOTAPTION TOV
oyxedlwv Yo T omdvieg acbéveieg. Me tov tpdémo avtd o mapocyedel vmooTpiEn otV
KOWOTIKY] TOMTIKT] Y10 TNV «iom TpocPaocmn oTig vanpesieg vyeiog KabBMOS Kot 6To KOGTOG Kol
otV To1dtNTA ToVGY». To TPOYpappa Yo T ONUOGLO VYELX EXEL EVOOUATDOGEL ALTO TO 100G
oTNPIENG OG TPOTEPALATNTA Y1 dPAoT).

Epdmon 13: Zvpeoveite pe v 16éa g Béomiong oxediov dpdong; Av voi, Tpénet ovtd va
yivel o€ Bvikd N TEPLPEPEIOKO EMITEDO GTN YOPO GOG;

o Avantoén dekT@V vyeiog otov Topéa TOV ondviwv acBeverodv: H avdntuén dektov
vyelog etvor amapaitntn yioo v TopakoAovNon g KaTtdoTtoong TV achevdv Kol NG
e&éMénc g oty EE. Tlpénet va evBappdvetar 1 cuumiAnom 1oV LEICTAUEVOV TNY®OV
dedopévav, 101mg Yoo OGEG YPNUOTOS0TOVVTOL O GE KOWOTIKO EMMESO. ZVVICTATAL O
TPOCOOPIGHOG OGS OEPAEG PEQMOTIKOV KOl OVCICTIKAOV OEKTMV OGTOV TOUEN TNG
dfecdTNTOC KoL TNG TPOGPROCIUOTNTOS TOV OPpPAVAV (QOPUAK®Y, GTOV TOUEN TMOV
KEVIPOV EUTEPOYVOUOCVUVNG/AVAPOPAS KOl OTO TESI0 TOV TOMTIKOV o €Bvikd Kot
KOWOTIKO EMimedo.

e Opyavoon gupOTUIKAOV OWOKEYEMV Y10 TIG omavieg acBévereg: Ov gupomaikég
OloKEYELS Yoo TIG omavieg acBéveleg dopyavodvoviov o100 TapeABov kabe dvo £
(Komeyxéyn 2001, TIapiot 2003, AovEeppodpyo 2005°° wkor Awsopova  2007°h).
Amodeiynkav molvTeg 6Gov agopd T SpUOpe®on €vOg PNUATOS AVIOAAAYDV HeTAED
TOV EVOLLQEPOUEVOV HEPMY KOl OMOTEAEGAV £VO SUVOIKO HECO EMIKOWVOVING Yol TN
OllGPAMOT] TNG AVAYVOPICIHOTNTOS TOV CTAVIOV acHevEI®V omd To HECO EVNUEPOONG.
Yxomipo Bo NTaV Vo, YPNOIUELGOVY MG TAATEOPUOL Y10 TOVG ACHEVEIC, TOVG EMAYYEAUATIEG
TOV TOpEN TNG VLyelag Kot Tovg VreLOLVOLS YAPAENG TOMTIKNG o€ O,TL aPopd TNV
avafe®dPNON TOATIKAOV, GTPATNYIKOV Kol TOPAOEYUAT®OV EMTVYOVS OpACNS, TV EKQPACT|
TOV OVOYKOV TOLG, TNV TPomdnon efvikdv kot evpOTATKOV TOMTIKOV ETIKEVIPOUEVOV
otoug acBeveic kol v emPePainon ™ (OTIKNAG oNUAGiag TNG KOVOTNTOS TV TACYOVI®V
and ondvieg actéveileg oty Evponn. H dibokeyn npénet va dopyavmbel oe cuvepyasio pe
™ Zvppovievtikry Emtpony| g EE yo T1g omdvieg acOéveies.

e Yvotaon Tt XuvpPovievtikiig Emupomig ™g EE yw Tic omdwvieg acOéveiec: H
Yvppovievtikny Emrponn g EE o 116 omdvieg acBéveieg Ba avorafetl Ta kKabnkovta mwov
emtteAel ent TOL TAPOVTOG 1 €WK OpAda epyaciog oYeTIKA pe TIG ondvieg acbévelec. H
EMTPOTN YPEWALETOL TI] GLVOPOUN HIOG EMGTNUOVIKNG Ypappateiog n oroio Ba cupfdiet
oTNV avATTLEN OPACEDV dNUOGLOG VYEING GTOV TOUEN TMV OTAVIOV achevelmv kot o elval
PO Yot TNV TTOPOYN] CVUPBOVADY GTNV EMTPOTMT GYETIKA LE: 1) TNV OPYAVOGCT] VINPECLOV
OXETIKA LE TIG omdvieg aobéveleg Paoel tov eBvikdv oyediov (emkovpkdTnTo) i) TIG
KAMVIKEG OOKIUEG KOL TOVG TPOANTTIKOVG EAEYYOLG 1il) TNV EMONUAVON TOV SIKTV®OV
avaeopds yw TIC omdvieg 0ofévelec kor Tov EAEYYO TOWOTNTAG 1V) TNV avamtuén
Katevbuviplv ypappdv Yoo TG PEATIOTEG TPOKTIKEG: Vi) TNV TEPLOOKN VTOPOAN
EMONUOAOYIK®V EKOEGEDMV GYETIKA HE TNV KATACTOON TV onavimv acBeveidv otnv EE-
vil) T KowoTikd untpoa /diktva/tic e10kég (ad hoc) épevveg viil) v mapoy vTooTPIENG
Y0 TV OVATTUEN TOALTIK®V GE KOWOTIKO EMIMENO” 1X) TN Onpovpyio evO¢ Kovol TAaIGiov

30 BA. http://ec.curopa.ew/health/ph_threats/non_com/ev_pre2005_en.htm
31 BA. http://www.rare-diseases.ecu/home_en.php
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Y T omdvieg achéveleg otov Topéa NG OMUOcIOG LYEiOG Kot X) TNV KOTAPTION €VOC
NAEKTPOVIKOD  eVNUepOTIKOD  dehtiov Yoo TG omdvieg oacBéveieg. Ta  pédn g
Yvpupovrevtikric Emutponrig g EE 0Ba ovveyicoov va vrootmpilovv 10 poAO TOV
ocuvellopeveV Kot ToAdTEP®Y GYESIMV GTOV TOUEN TV OTdviev acbeveldv, Ta omoia
xpnuoatodotovvtal amd 1o TPOHYpappe Yoo T Onuoocta vysio, oAAG kodobvtal vo
EVOOUATOGOLV éva gupy doua oxediov tov T yia 11 omdvieg acbéveleg, Tov TALOV
ONUOVTIKOV OPYOVOCEDV 0ceVOY KaODG Kot £voL VYNAO ETITESO EKTPOCOTNGNG TV OPYDV
onuocog vyeiog tTov Kpotdv peA®V. [o ™ dac@dMorn ™S duvatOTNTAG OPACNS TNG
EMTPOMNG, KPIVETOL OKOMIUN 1 OEGLELGT CLYKEKPIUEVOV KOVOLM®V amd TOV KOWVOTIKO
TPOLTOAOYIGHO KOTA Ta EpYOUEVA £TN).

e O omavieg 000éveleg 61OV KOWVOTIKO Tpovmoroywopd: Emi tov mapdviog, OAeC ot
TPOTOPoLAiEg TOL AapPdvovy T ypnuatootkovopkn ompiEn g EE ypnpatodotovvron emi
™ Baocel Bpoayvmpdbespmv cuppdoemv. Av Kot 1 OTOTEAEGUATIKOTNTO TOV GYEdmV Kot N
GUVAPELDL TOLG MG TPOG TNV KOWOTIKY TOMTIKY] OEOAOYEITOL TOKTIKA, TO YEYOVOS OTL M
avavEmon Tovg £ivol cLYVA JLOYEPNC MG AVEPIKTN OTO TANIGIO TMOV 1GYLOVI®OV KOVOVOV
aroterel coPapo epndolo Yo MV avantuEn Kovav vrodopmv. Kevrpikng onpaciog yuo to
HEAAOVTIKO KOWOTIKO TpOypappo ywoo ) omuoota vysioo (2014-2020) otov topéa TtV
ondviov acleveldv gival 1 cOGTOCT VOGS TAUEIODL Y1 TIG OTTAVIEG OCOEVEIES, TPOKEIUEVO VO
dlcPoMotel 1 OpaOTNPLOTTOINGT], GE KOWOTIKO EMIMESD, TOV EVPOTAIKOV OIKTH®V
avaPOPAG YO TIG OTAVIEG OGOEVELEG, TOV VINPECIOV TANPOPOPNONGS, 1 JMIGTELST TOV
YEVETIKOV OOKIUDV Kol TOV EPYOCTNPIOV Yo TIG OAViEG 0oBéveleg, N PlooiudtnTo TG
EVPOTOUIKNG TAATQOPUAG OTOONKEVONG TOV UNTPOOV Kol TOV PACE®V OEO00UEVOV Y10 TIG
omdvieg aoBéveleg Kabmg kol dAAEG OpACTNPLOTNTEC GTO CLYKEKPIUEVO TOUEN Ol OTOLES
ypnlovv Prodoung Kot pakpoypoviag otpiéng, Om®mG ovth TPOKELTOL VO OPLOTEL OTIG
exBéoelc epappoyng mov vmofdriovtar amd v Emurponn mpog to ZvpPfodio kot To
Evponaiké KowopobdAto, eni ™ Pdoetl tg mapovcag avokoivoonc.

e 2006TOON €VOS KOLWVOTIKOD OPYavIoRoOy Yo TS omdwvies acOéveres: 'Evag svpomaikoc
opyavicpdg Bo umopovce va KOADWYEL TNV avayKn Onpovpyiog evog poOvipov, Plootpov
HEGOL Yoo TN HOKPOTPODESUN EQOPUOYN TOV TOMTIKOV Yo TIG OTMAVIEC aobBéveleg oe
KOWOTIKO EMIMESD. ZOUPOVA LLE TOV OPICUO «EVOG KOIVOTIKOS OPYOVIGUOS EIVOL EVOS POPENS
OV OIETETAL OTO TO EVPWTAIKO ONuoocto Jikaio. Aiakxpiveton amd ta Kootk Oeouika
opyova. ka1 Owabéter T OkN TOL VOMUIKY TPOCWTIKOTHTO. ZVOTHVETOL POoel TPALews
TOPaywyov OKaIOv UE OKOWO THV ETITELECH  1OIOITEPOS OGUYKEKPIUEVV  TEYVIKMOV,
EMOTHUOVIKDV 1] O10)EIPLOTIKOV KaOnkoviwvy. Evog kovoTtikog opyaviopuds approdtog 0k
v T1g ondvieg acBéveleg pmopel vo amodetyBel moAVTYLO epyareio yia TN OCPAAIOT TNG
ST PNoNG Kot TG GLVOYNG TOV GYETIKMY GTPATNYIK®OV GE KOWVOTIKO ENINEDO, GE SLAPOPOVLS
topelg Omwg ta unTpoa achevav, or Protpdmeleg, o1 KAMVIKEG OOKIUEG, Ol TANpoYopieg
OYETIKA LLE TIG OTAVIEG OCOEVELES, T OTKTLO TOV KEVTIP®V aVOPOPES, Ol OLOPMOVEG CLOTAGELS
OYETIKA ME TIG KAWIKEG Ookiuég kat 1 aglohdynon mowdttoag. H Evporaiky Emitponn
Kkaieitanr va degayet to 2009, Baoel tov epyaciov g I'A Yyela kot Tov cuuPoviov g
Evporaikng Zvppovievtikrig Emurpomng ywoo 11c ombvieg acBéveleg, o pelémm
OKOTIOTNTAG Yl T dNpovpyia eVOS EVPOTAIKOD 0pYUVIGHOD Yo TIG 6TaviEG acBéveleg. O
opyovicpog ovtog Bo amotehel Tov axkpoywvieio Ao Tov HEAAOVTIIKOD KOWOTIKOV
TPOYpaupaToc Yo T onpocta vyeia (2014-2020) otov Topén TV oTAVIEOV acHeveldy.

Epoton 14: Kpivete amapaitnmn 1t cdotacn €vog vEOL €upOTOIKOD OPYOVIGUOV Yol TIG
ondvieg acOéveleg ko T devépyeta peAEng okompuotnTos to 2009;

e Toaxktkn vofoi] ekOEoe@V GYETIKA PE TNV KATAGTAON TOV O6TAVIOV 0GOEVEIOV 6TV
EE: Avé tpietia, n Emitponn npénet vo vrofdiiet pio £ék0gon e@approyng g avakoivoong
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pog 10 XvpPodio, to Kowofovrio, mv Kowwvikn kot Owovopkny Emitponn ko v
Emtponn| tov Ilepipepeidv oxetikd pe TV KotdotaoTn Kol Ty emdNUoloyio Tov ondviov
acBevelwv ommv EE kabBmhg kot oyxetikd pe v mpododo £appoyns e avakoivoong g
Emtpomnic yia tig omdvieg acOévetec.

5. ENOMENA BHMATA

Ot omavioelg otnv mopovoa Oafovrsvon, PAoel TV GLYKEKPIUEVAOV EPOTACEMY TOL
dltummdnkav 610 ©¢ dve keipevo, mpémel va amootaiobv oty Emitponn puéypr ™ 14n
DePpovapiov 2008, pécm MAEKTPOVIKOD TOYLOPOUEIOL OTNV  MAEKTpOVIKY  OlevBuvon
rarediseases-consultation@ec.europa.eu, 1 L£0® TOYLOPOLEIOV BTNV TAXLIPOLUKT dlevBVVON:

European Commission

Health and Consumer Protection Directorate-General
Rare Diseases consultation

HTC 01/198

11, Rue Eugene Ruppert

L-2557 Luxembourg

OLeg ov amavioelg o dnuocievfoldv, €ktOG €dv vIOdeKVOETOL dlapopeTikd. Katomy tng
dwfovrevonc, n Emttponn mpoxettal va S1tumdaoet Tig KoTAAAN e Tpotdscelg To 2008.
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