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Anpdoiag Yyefag

Oedédwpog Mamadnuntpiou, levikdg Aleubuvtrg Kévipou EAEyxou kal [MpdAnwing
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Avaoctacia Poupghidtou, Kabnyritpia Emdnuioloyiag kar Biootatiotikig, EBvikr 2xoAR
Anpdoiag Yyeiag

Mdvvng Touvtag, Avaminpwtrig Kabnyntrig Koivwvikig latpikig, Epyaotripio Yyieivig
kar Eménuiohoyiag, latpikr ZxoAr, MNavemotrpio ABnvav

Xpriotog Xatdnxpiotodoulou, Emikoupog Kabnyntrig Yyieviig kar Emdnuioloyiag,
latpikr ZxoA, MNavemotripio ©@eocahiag

Euxapiotieg

To Ymoupyeio Yyeiag kar Koivwvikrig AAnAeyyung avayvwpilel kal euxapiotei Toug
emoTtpoveg Kal eknmpoowmnoug tnG Koivwviag twv MoAitwy, ol omoiol pe evdiagpépov
Kal urreuBuvétnta katébeocav TG EMOTNHUOVIKEG TOUG amOYElG Kal gUmAouticav To
oXE81a0MO Kal TO TTEPIEXOPEVO TOU MapdévTog oxediou pe keipeva, Sedopéva, ouotdoselg,
S10p0w)oEIg Kal TTPOTACEIG.

2uykekplgéva euxapiotolpe tnv ka Aikatepivn Kapatldd, MD, MPA, emotnuovikrd umedBuvn tou EBvikou
>xediou Apdong yia Tig 2mdvieg [Nabroeig.

Eniong, euxapiotolpe toug kk. E. AA@i€pn, MNaidiatpo Avarrtu§iodyo, MaveAjvia Evwon Zndviwv MNabrjoswy
(MEXMA),T. Boutoivd, Mopiakd Biohdyo, Epeuvntr, EKE®E. Anpdkprtog, MN.EZIA, A. lavvouAia-Kapavrtavd,
Ivotitouto Yyeiag Noookopeio MNaidwv «Ay. Zogia», A. lavoukdko, Mopiakd levetiotr, Epeuvntr, EKE.OE.
Anpdkpitog, MN.EZ.IA, Z. Moupouko, [Naidoveupordyo, Au. Emikoupo Kabnyntr Maidiatpikrg KAivikig
Mavermotnuiou ABnvav, Noookopeio IMNaidwv «Ay. Zogpia», N.EZ.MA., E. Apoykdpn, MNaidiatpo €1dikr) voonudtwy
petapoliopoy, Emikoupn kabnyrtpia A Maid. KAvikAg MNavemotnuiou ABnvy, Noookopeio Maidwy «Ay. Zogiax,
MEZMA, K. @g0doaodkn, [Mpdedpo EMnvikrig Etaipiag yia tnv Kuotikr Ividdn Ndéoo, N.EXTA., M. Kavapiou,
Turjua Avoooloyiag-lotooupBatdtntag, Nocokopeio [MNaidwv «Ay. Zogia», B. Kovtodapdvn, [Npdedpo EBvikou
Opyaviopou Pappdkwv E.O.O, M. Adunpou, MNpdedpo MEZTA, Mpdedpo EAnvikAg Etaipiag Olbdoug
>kAnplvoewg, @. Mapivdkn, latpd aipatordyo, LNLA. I Tevvnuatdg, X. Mmaptodka, [Naidiatpo Oudtipo
KaBnyntr Mavemotnuiou ABnvay, MN.EZ.IA, M. Mamaddkn, [Mpdedpo Zuvdéopou latpikaiv levetiotdv
EMdAdag, A. Mpegrtiton, Aiknydpo, MNpdedpo Zuldyou yia tnv Kuotiky vwon, X. Pdppo, Avaninpwtr
Kabnynt Maidokapdioroyiag, Aieubuvtr| MNaidokapdioroyikol Turpatog Q.KK, K. Péma, latpd Aipatordyo, 3o
Noookopeio KA. Boaxeiag Noonheiag, A. Zupewvidn, latpd Aipatordyo, Emikoupo Kabnyntry Mavemotnpuiou
Matpwv, M. Xupiakdkn, Genzyme Hellas EPE, E. Tapmoupidn, acbevr| pe véoo tou Chrohn, M. Toagptapidn,
N, A8nvav AAIKO, E. Xatgnxapardumoug, Mpdedpo Mavelfjviac Evwong AugipAnotposiSomabov EMdSoc,
Méhog MEZMA.

Eniong euxapiotoupe toug Oikovopordyoug tng Yyeiag kk. A. Maotpoyiavvdkn kai M. KakoUpo, kaBwg kar tnv
ka A. BAavtavn, Koivwvikr) Wuxohdyo, yia Tnv ouciaotikr] Toug oUpPBoA] otnv ekmévnon TNG OIKOVOUOTEXVIKAG
HEAETNG.
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Anpioupyoupe VEeG SOPEG Kal UTTNPETIES, KAAUTTTOVTAg xpdvia eMelppata otn dopr Tou dnuociou
OUCTARATOC UYEIQG Kal KATOXUPWVOVTAG Bacikd avBpwriva Kai Kovwvikd SIKaiwpata.

E€aogpahifoupe v eEoikovdpnon mépwy oTnv UACTIONON TNG MOATIKAG HAg, AipovTag Ty MEAKTIKr
Tou dnpioupyikoU autooxediacpou, TETUXaivovtag tv opI{dvTia cuvepyaoia PETa&y twy urelBuvwy
POPEWV TOU KPATOUG Kal kepdilovtag TOAUTIHOUG OIKOVORIKOUG TTOpoug amd e&eidikeupéva
npoypdupata tng Eupwnaikrg Evwong.

KaBiotolpe v emotnyovikr koivdtnta kar Tov eBehoviikd Topéa MoAITIHOUG OUvePYdTeG OoTnv
4 xdpa&n kar otnv uhomoinon tng TMOAITIKAG yia T Anudoia Yyeia, eve) eEacpaiiCouple TIG GUVOAKEG
p O OYO q TIOU ETITPETOUV TNV OpYavwpEVn agiotoinon TG TaipIKAG KOIVWVIKAG euBlvng.

f 4 4 f 2 € pia emoxr] Tou onuatodoteftal and pIkEG alayég otov TpdTo {wrg Kal amd VEEG TIPOKAAOEIG
YﬂOUpYOU YYEIC]C & KOlV(l)VlKr]C A)\)\r])\EYYUr]C yia T Anpdoia Yyefa, to EBvikd Sxé8io Apdong yia tn Anudoia Yyeia Siapop@avel TIC avaykaieg

TIPOYPAUMATIKEG KAl XPNPATOOOTIKEG TPOUTTOBETEIC yIa va amoKTACE! N XwEa Pag €va 10XUpd SixTu
UYEIOVOUIKFG TIPOOTAciag Kal ao@dAeIag,.

la va anoktrioel n EAANASa avBpwmokevtpikr| Kai olyxpovn TOATIKY yid tn Anpdoia Yyeia.

la TG eupwNaikég KoIVwVIeG Tou 2lou aidva, eival KekTNUévo O oTEatnyIkdG oxedlaopdg TNG Anprteng A. ABpapdmoulog
TTOAITIKAG Va Tponyetal Twv Beopikwy Kal vVopoBeTikwv mapepfdoswy. Me tnv mpaktiky autr, Ta

olyxpova eupwraikd kodtn eEacealifouv Tnv evowpdtwon Twv Béccwv tng Kovwviag twv Mot

oTnV emonun TTOAITIKK, KATOXUPWVOUV T S1acUivdeon avBpWMVwV Kdl OIKOVORIKWOV TIOPWY YIa TNV

uAoTonon MEOYPAUHATIKWY OTOXwY, Siao@aiiCouv Tn yprjyopn pappoyr] tTng vopobeoiag Kkal

eyyuwvtal Tn dnpioupyia amwv kai didgavwy d1adikaciwy.

To EBvikd 2x€d10 Apdong yia tn Anudoia Yyeia 2008 - 2012 efval n mpwtn mpoondBeia mou
yiVeTal oTn Xwpa pag yid va anokTHOOUWE OTOXEUPEVN KAl OTEATNYIKG oxedIaopévn TIONTIKY yia
n Anudoia Yyeia.

Arotehel pia and ¢ BAcikéC TTPOYPAPPATIKES Hag SeopeloelC Kal avamuooel eEEIBIKEUPEVES Kal
KOOTOAOYNUEVEG OPAOEIG, yIa GAOUC TOUG KPIoIpoug TTapdyovTeg kivduvou yia tn Anudaoia Yyeia.

Me 1o EBvIkS >x€810 Apdong yia tn Anpdoia Yyeia fdloupe TépUa OTnv anooTIacudTiky Kal dvapxn
avdmtuén twv unnpeoiav tng Anudoiag Yyeiag kar avolyoupe éva véo kepdAaio otnv eEENEN Tou
eMNVIKOU KoIVwVIKoU KOATOUG,.

Arnoktoupe agidmota epeuvntikd Kar emdnpioroyikd otoixeia yia tn Anpdoia Yyeia otov Témo
Hag, yeyovog TIoU JAg €TITPETIEl VA TIPOXWPENOOUPE 0T oXedIAoPévn avdmtuén Twy UTPESIOV
Tou EBvikou 2uotipatog Yyeiac.

ToroBetoUpe TNV MPAANPN OTO £MMKEVTPO TNG ASTOUPYIag Tou KOIVWVIKOU HAg KRAToug, avadeikviovtag
Tov KaBopIoTikd poAo TTou €xel n umelBuvn Kal CUVEXAG eVNUEPWON TV TIOATAV yia (Ntrpatd
uyeiac.

OepeNvoude PeaNOTIKOUC TTOIOTIKOUG KAl TIOGOTIKOUC GTAXOUG, JE CUYKEKPIUEVA Xpovodiaypdupata
uAoroinong, eEacgahifovtag pe autd Tov TEATIO T CUVEXEIA OTNV UAoToiNon tNG €0VIKAG TIOATIKAG
yia tn Anpdoia Yyeia.
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EBvikd 2x€d10 Apdong yia ta Atuxrjuata, EBvikd 2x€810 Apdong yia tn 2topatikr Yyeia, EOvikd
2x€d10 Apdong yia ta Metadotikd Noorjuata, EBvikd 2x€d10 Apdong yia v Ta&idiwtiky Yyeiq,
EBvikd 2x€b10 Apdong yia tnv Avtipetwmon thg MikpoPiaxkig Avtoxrig ota AvtiBiotikd kal Twv
NolpwEewv og xwpoug [Napoxig Yyeiag.

To olvoro Twv Mpoteivdpevwy Spdoewy Tou cuvolikol 2xediou Apdong yia tn Anpdoia Yyeia
mpoiUmoAoyiletal o cuvdpTnon He OAeG TIG SPJoEIG Twv MUEPOUG OXediwv TTOU apopouv
otnv MpodoTon kar mpoaywyr) g Anudoiag Yyeiag otn xwpa pag, e otdxo tnv doon twv
aMnhoemkaNdpewy Kai ) dnpioupyia evdg opildviiou kai oNoTIKOU TipolnoAoyiopou yia tnAnudoia
Yyeia. Zuvorrtikdg mpoumoroyiopds dpdoswy tou Tapdvtog oxediou dpdang, oupmepiAapBdvetal
oTo Kedhaio 3 tou apdvtog. O avalutikdg mpolmoloyiopdg Twv dpdoswy dnuoaioroleital oe
EexwpIoTd TEUXOG, TO OTTOI0 ATOTEAE! TNV OIKOVOUOTEXVIKY HEAETN TOU OUVOAIKOU 2 xediou Apdong

/ /7
E | OGYQ)Y' |<O Z r] H E | w H G yia tn Anudoia Yyeia kar To omofo meplypd@el avaAuTikd To KOOTOG Twv Spdoewy Kai v TNy

XPNHAtoddTNoNG TouG,

ANEENG Zoppndg
Yuvtovioti¢ Movddag Xrpatnyikig kai Mohiukwv Yyeiag

2UPewva Pe TG UQIoTAPEVEG eMOTNHOVIKEG yvwoelg, 8.000 diapopetikég omdvieq aoBéveleg
mpoofdrouy €wg kal 6% tou cuvoAlikoU mMAnBucpol tng Eupwnaikig Evwonc (E.E) oe kdmoia
otiypr NG (wrg toug. AnAadn, Tepimou 15 exatopplplia dvBpwror otnv E.E. (twv 27) kai 880.000
‘EMnvec mpoofdiovtal i mpdkertal va mpooPAnBoulv and pia omndvia acBéveia.

H éMeipn eidikdv TTOAITIKWY uyeiag yia Tig omdvieg acBéveleg kal n eANT¢ euaioBntomoinon,

enaypunvnon Kai cuvepyaoia amnd tnv MAsloPn®ia Twv IATPWY Kal TwV YTTNPESIVV YYeiag, «eEnyouvy

T¢ kKaBuotepnpéveg diayvioel kal tn duoxepr| MpdoPacn otny mepiBaipn. To yeyovdg autd €xel

WG OUVETTEIQ AUENPEVEC CWUATIKES, PUXOAOYIKES KAl DIAVONTIKEG ETITTTWOEIS, QVETIAPKEIG Bepareiec,

KaBW¢ Kal amMwAeIa ePmMoTooUvng oTo cUoTNUa uyelovouikig mepiBaiyng. [Nap’ dAa autd, opiopéveg

ondvieg aoBéveieg pmopouv va eival UPBATEC Pe €va QuoioAoyIkS TPATO (WG, epOcov diayvwoTtolv

EYKAPWC KAl QVTUHETWITOTOUV KATAMAAWC.

H BeAtiwon otnv mapoxr| uyelovopikAG epovtidag yia Tig 2mdvieg MNabroeig amoteAel pia peydin

nipdKkAnon yia tn Anpdoia Yyeia Adyw NG EMePng emdnuiohoyikav Sedopévwy, dedopévwy Tou

a&lohoyouv kal anmotpouV TIG CUVETTEIEG auTwV Twv TIaBoloyiwv yid v moidtnta NG (WA Twv

aoBevwy Kal TWV OIKOYEVEIWV TOUG KAl TIG UPIOTApEVEG avdAyKeg oToug Topelg NG Sidyvwong Kai

Beparneiac.

To >x€d10 Apdong yia tig 2ndvieg Nabroeic mpoteivel v uhomoinon otabepric, Pivoiung Kai

opIZdévuag oteatnyIkAg yIa TNV ONICTIKY) AVTIMETWITION TwV OTTAVIWY TIABACEWY, pe oKoTTd:

* Tn ouMoyr €éykupng Kai agidmotng minpogopiag yia tn dnuioupyia apxeiou omdviwy mabroewy
Kal TN xdpa&n opBoroyIKAC TTOANTIKAG.

* Tnv anoteAeopatkd TepiBaiyn kai moidtnta (wr¢ tou acBevoug pe omdvia abnon.

To 2x€d10 Apdong via Tig 2ndvieg Nabroeic evtdooetal oto EBvikd 2x€810 Apdong yia tn Anpdoia
Yyeia, To omoio mepidauPdvel Ta akdrouba 15 >x€d1a Apdong EBvikd 2x€d10 Apdonc yia Tov
Kapkivo, EBvikS >x€d10 Apdong yia to HIVIAIDS, EBviké 2x€810 Apdong yia tnv Avanapaywyiki
kal 2e&ouahikr Yyeia, EBvikd >x€810 Apdong yia ta Napkwtikd, EBvikd 2x€810 Apdong yia Tn
Aiatpor kal tig Alatpoikég Alatapaxég, EBvikd 2x€d1o0 Apdong yia tov MNepiopiopd twv
BAartikav 2uvereiodv Tou AAoOA otnv Yyeia, EBvikd 2x€810 Apdong yia tnv Katdbhipn, EBvikd
>x€d10 Apdonc yia ta Kapdiayyeiakd Nooruata, EBviké 2x€810 Apdong yia tnv AvtigeTwmion
TV [MepiBaMovtikav Kivdivwy mou Ameiholv tnv Yyeia, EBvikd 2x€d10 Apdonc yia to Kdnvioua,
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l. Avaykaidtnta Evépyeiag

O1 Zmdvieg Nabnoeig efivar aobéveieg mou amelholv tn {wr| 1} em@épouv xpdvia avanneia.
Xapaktnpitovtal and xapnAr ouxvatnta egedviong Kai HeydAn ETEPOYEVEID. 2TV TIASIOPN@Ia Toug
efvarl yevetkig @oUoews aoBéveleg, oupmepIAapBavopévwy, Peta&l dAAwY, OUyYEV@Y SUCTIAQOIWY,
omdviwv Hop@wv TaidikoU KApkivou, KAB®G Kal dIHATOAOYIK®WY, AUTOdVOoWY, OEPUATOAOYIKWY,
EVOOKPIVOAOYIKQY, KAPSIOAOYIKWY, AVATIVEUCTIKWY, YAOTPEVIEPIKWY, HETABONKWY, VEUDOAOYIKWV KAl
VEUPOUUIKWY, 0pBoTedik®y kar o@Oaloroyikav voonudtwy. Ariartolv ogaipikr mpooéyyion Bdoel
ouvduaopévwy dpdoewy, WOTE va amogelyeTal N uPnAr voonpdtnta kai n mpdwpen Bvnoipdtnta,
Kal va BeATIVOVTAl O KOIVWVIKOOIKOVOUIKEG ouvBrkes Siafiwong Twv acBeviv.

O1 ondvieg aoBéveieg ouykataréyovtal MAéov avdueod OTIC TTPOTEPAIGTNTEG TOU KOIVOTIKOU
npoypdupatog yia tnAnpdaoia Yyeia yia Ty mepiodo 2003 - 2008. >to mhaioio tou Tpoypdupdatog
autoy, pia véoog eivar ondvia epdoov pooBdiiel Aiydtepa and 5 avd 10.000 dropa. H avaloyia
Twv 5 avd 10.000 atdpwv pmopel va eaivetar xapnAd, map’ dAa autd avtiotoixel oe mepimou 246.000
dropa avd acBéveia otnv EE. twv 27 kpdtdv-HeA@V. ZUPewva P TIG UQIOTAUEVES ETIOTNHOVIKESG
yvwoeig, 8.000 Siapopetiké omdvieg aoBéveieg MPooBaMouy £wg Kal 696 Tou cuvoAikoU TTAnBucpou
NG E.E. og kdmoia otiypr tng dwrig Toug. Anhadr, mepimou |5 exatoppipia dvBpwriol otnv Eupwrdikd

Evwon (twv 27) kar 880.000 EMnveg mpooPdiovtal f mpdkertal va mpooPAnBoulv and pia ondvia

acBéveia. MNapdia autq, or omdvieg acBéveleg pe ouxvATNTd guAviong Kovid oto 6pIo twv 5
avd 10.000 atépwy eival Aiydtepeg and 100. [Mpdkertar yia acBéveieg dnwg n Meooyeiakr Avaipia,
Apenavokuttapikr avaipia, Aigoppo@iia, Kuotikr Ivwaon, véoog Fabry-Gaucher, to okAnpddepuary
eMelupata tou vwtiaiou owArjva. O1 mepioodtepeg omdvie aoBéveleg, dTwG To odpkwpa Tou Ewing,n
Uik Suotpogia Duchenne i n véoog Von Hippel-Lindau, eival moAd omndvieg kar mpooBdArouv
I} kat Aiydtepa ota 100.000 dropa. XiNddeg omndvieg acBéveieg mpoofdilouv Aiyoug pdvo acbeveig
otnv Eupwrn. O1 acBeveiq pe moAd omdvieq aoBéveleg Kal of OIKOVEVEIEG Toug elval 1I81ATépwg
QTTOHOVWHEVO! KAl EUAAWTOL.

Napoucidletar emiong peydhn diagopotoinon otnv NAIKia otnv oroia ekdnAnvovtdl td mMPWTd
OUMTTTWHATA: Ol HICEG oTdvie aoBéveleg pmopouv va ekdnAwboulv katd tn yévvnon f Ty Taidikr

nAikia (énwg to ouvdpopo Prader-Willi kar to petivoPAdotwpa). O1 undAoimeg pmopouv va
ekdnAwBoUv katd tnv eviAikn Cwr (dnwg n véoog tou Huntington, n vécog Kreutzfeld Jacob).
2TnV TAEloYn@ia Toug, ol onidvie¢ acBéveieg eival yevetikAG UOEWS, AMA puropouv va ogesiloval
otnv ékBeon oto mepIfdAov Katd Tnv KUnon 1} o€ petayeveéotepo oTddio TNG {wnG, ouxvd ot
ouvOUaoud e yevetikr TipodidBeon.

O1 omdviec acBéveieg TTapoucidlouv eTiong eupeia diapopomoinon o &, apopd otn coBapdtnta
Kal otnv ekdAwor Toug. To TPoocddKIpo {wrig Twv acBevayv pe omdvieg acBéveleg ival onuaviika
pelwpévo. MNoMég and tig acBéveieq autég efval TTOANITTAOKEG, EKQUAICTIKEG KAl ETTIPEDOUV XPOVIEG
avannpieg, evw AANEG EMITPETOUV pIa UOIOAOYIKH {wr] —epdoov SiayvwoTouy eyKaipw Kal TUXouV
NG KAatdMnAng diaxeipiong kal Bepaneutikic avuigetwmong. NpooBdMouy tn cwpatiky kar Tn
SiavonTikr IKavaTnTa, TN CUPTTEPIPOPd Kal TNV aioBntneiakr IKkavatnta Kai MEEPOUV avarnpiec.
APKETEC avanmnpieg ouxvd CUVUTIAOXOUV HE TTOAATIAEC AEITOUPYIKES emmmTtwoelg. Or avarmnpieg
QuTéQ evieivouv To aioBnua TNG amoudvwong Kal PrmopoUlv va amoteAéoouy TNy SIaKPITIKAG
peTaxelpiong, kaBwg Kai va mepIopicouV TIOIKIAEG EKTIAIOEUTIKEG, ETTAYYEAUATIKEG KAl KOIVWVIKEG
EUKAIPIEC.

[Niow and oxetikd ouvriBeic TIabrioeig evoéxetal va Ppiokovtal ondvieg aoBéveieg, 1x. n emAngia sival
ouxvd oUurmwpa TG olwdouc okArjpuvonc. [NoAEG TTabriceig Tou oto apeAOdv Tagivopouvtay otig
KaTnyopleg TN VONTIKrG KaBuoTtépnong, TNG eYKEQANKAG TTapdAUoNC Kal TOU auTIopoU, anote ol
ekdNAWOEIG oTdviwy acBevelwv TTou dev €xouv akdun xapaktnpeloTel. [ToAol tdmor kapkivou,
oupmepIAapBavopévay Twv Kapkivwy mou TipoofdAiouy ta 1aidid, nwg Kal ol TIEPIO0ATEQES
ouyyeveic duopopeieg, efval omidvieq acBévelec.

Oa mpénel va umoypappioBel To yeyovdg AT n €peuva oTov TOpED TwV OTdviwy acBevelwy utimp&e
BepeNdONG yia TNV Tautomoinon Tng MAsloPN@iag Twv avBpwmvwy yoviSiwy TTou €Xouv avayvwpIoTel
HEXQI OTYHAG, KABWG Kal yIa TNV TIapAckeur] KAVOTOPWY QAPHUAKEUTIKWY TTOOIOVIWY TTOU €XOUV
Ader adeia kukhopopiag otnv EE. (oppavd odppaka). MNap’ dAa autd, n épeuva oTtov Topéa Twv
ondviwv acBevelwv eival oTropadikr Kal ol peuvnNTIKEG SpaocTNEISTNTEG SIACKOPTIIOUEVES OF
didgopa epyactipia avd tnv E.E. Or pappakoPiopnxavieg mpodiouy anmpdBupeg va emevdlicouv
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O€ (PAPHAKEUTIKG Kal IaTpoTexvoAoyIKd BonBruata yia ondvieq acBéveleg, Adyw TnG TEPIOPICHEVNG
Aitnong. To yeyovdc autd e&nyel to yiati ol ondvieg acBéveleg amokalouvtal emong KOPQAveS
aoBEvelegy: OTEPOUVTAI EPEUVNTIKOU KAl EUMOPIKOU eVOIAQEPOVTOC KAl Bpiokovial oto TepIBwPIo
TV TOATKWY yia tn Anpdoia Yyeia.

Ta kdpla xapakInEIoTIKA Twv oTaviwy voonudtwy oUpewva Pe tnv 10toocehida tou Eupwridikou

Opyaviopou yia ug 2ndvieg INabroeig (www.eurordis.org):

» Ta ondvia voorjuata eival coBapd wg moAd cofapd, xpdvia, cuxvd eKQUAICTIKG Kal eMmkivouva
yia tn Cwn.

* H mpwtn gppdvion cupmwpdtwy enépxetal katd tnv naidikd nAikia oto 50% twv omaviwy
nabroewv.

* [Npokaholv avamnpieg: n moidtnta (wrig Twv atdpwv Pe ondvia voorjpata unofabuitetar Adyw
NG EMeIPng autovopiag.

* [Tpokaholv peydho YPuxikd Tovo: n Puxodoyikr emPBdpuvon mou mpokalolv ol acBéveleg
au&dvetal Adyw tng anehmoiag, tng EMeibng eAmidag yia Bgparneia, tng anousiag BorBeiag otnv
kaBnuepivotnra.

* Eivar aviatec aoBéveieg, ol meploodtepec Xwpig amotereopatiki Bepareia. > e HEPIKEC TIEPITTWOEIC
efvar duvatd va Bepamneubolv CUPTTWPATA autwy, WoTe va PeAtiwBel n moidtnta TN {wAg Kal
10 MPOodAKIHO eMmPBiwong.

* Efvar moAyd ddokoAa wg mpog tn Bepameutikr] Siaxeipion: Ol OIKOYEVEIEG CUVAVTOUV HEYAAEG
Suokohieg otnv e&elpeon katdAnAng Bepaneiac.

Epeuva tou Opyaviopol o Eupwnaioug acBeveic Tiou mdoxouv and 8 omdvia voorjuata £5ei&e

peta&u dMwv dtl (Eurordis 2007):

* [ia o 25% twv acBevav xpeldotnke xpovikd didotnua 5 wg 30 etwv yia va yivel N cwoTh
Sidyvwon tng acBéveldg Touc.

* 210 40% twv acBeviv €yive apxikr AavBacpgvn didyvwon tng vécou kal o acBeveig €éapav
AavBaopévn 1atpik aywyr] (CUMMEPIAQUPBAVOUEVWY XEIPOUPYIKWY EMEPBACEWY KAl PUXIATPIKOV
Bepaneiwv).

* H yevetikr @uon twv voonudtwy dev avakoiviBnke oto 25% Ttwv TIEQMTTOOEWV.

* Tevetikr] cupPoulr] 860nke pdvo oto 50% Twv mepITTicEwV.

H éNepn eidikav TOATIKOV Uyeiag yia Tig omdvieg acBéveleg Kkai n eANTAG euaioBntomoinon,
gnaypumvnon kar cuvepyacia anoé tnv MAsIoPn®ia Twv IaTPwV Kal Twv UTNPESIWV Uyeiag «e&nyouvy
TG kaBuotepnuéveg diayvwoelg karl tn duoxepr| MpdaoBacn otnv mepiBaiyn. To yeyovdg autd €xel
WG OUVETIEIQ AUENUEVEG OWHATIKES, PUXOAOYIKEG KAl SIAVONTIKEG ETTTTIWOEIG, AVETTAPKEIG Beparefeg,
KaBWG kal AMWAEIQ EUTMOTOOUVNG OTO CUOTNHA UYEIOVOIKAG TiepiBaiyng. Nap’ dAa autd, opiopéveg
omndvieg aoBéveleg Urmopouv va eival UPPBATES Pe €va UOIOAOYIKS TEOTTO (WG, epOTOV SIayVwoTouV
EYKAPWG KAl QVTUHETWITIOTOUV KATAMAAWG,

H eotiaon tou evliagépovtog oTig omdvieg acOéveleg ival éva OXeTIKA VEO paIvOpeVo OTa TePIoodTeEPa
Kodtn-péAn TG E.E. Méxpr mpdopata, ol appddieg yia Béuata Anudoiag Yyelag apxeg kai ol Qopeig
xdpagng moAitikig ayvoouoav og peydho Babud autég Tig mpokAioelg Adyw TG SlaoTiopdc Twv
oulntoewy Kal TPoTePAIoTATWY TTOATIKAG, avdAoya pe tnv ekdotote omndvia acbévela, avti Tou
TiPocdiopIopol KoV Bepdtwy yia OAeG TIG oTtdvieg doBEvelec.

YTdpxouv oNUAvTIKES SIaWOoPES WG TIPOC TN diIaBeoiudtnta kai Ty MoIdTNTA TWV EBVIKWY UTTNEESIOV
UveIovopIKAG TTEPBaAYNG via tn Sidyvwon, Bepareia kar anokatdotacn atdpwy pe ordvieg aoBéveles.
O1 MONTEC TWV KPATWV-PEAWY KAl 01 KATOIKO! SIAPOPETIKWY TIEPIOXWY EVIOC TWV KOATWV-HEADV
éxouv dvion mpdofacn oe UTINPEGIEC eUTTEIPOYVWHOVWY Kal o op@avd @dpuaka. Afya eival
Ta KPdtn-péAn TTIoU €X0OUV QVTINETWITIOE! P emMTUXia oplopéva and ta Béuata mou tibeviar Adyw

NG oTTaVIGTNTAG Twv AoBeveiwy, v dAa Sev éxouv akdun Sigpeuvrioel MOAvEG AUCEIC.

MNMoAéc and tig ondvieg aoBéveieg eival «TToAU omdvieg». O ATTOUOVWHEVES OIKOVEVEIEG TIPETTEI VA
EVNUEPWVOVTAI TIEPIOOATEPO OXETIKA E TIG KATAMNAeC uttnpeoieg mou eival diaBéoipec. O kaAitepog
TPATOC yIa TNV emiteu&n autoy tou okomou eival n avdmtugn katdAMnAwv epyaieiwv diddoong tng
ANPo@oPIag, dmwe or dIadIKTUAKES UTINEESTEC Kal TNAEPWVIKES YPAUUES BoriBeiag.

2. Eupwmraikn MNMoAitikA yia tig Xmdvieg MNabroeig

>Upewva pe ta oxédia epyaociag tng levikrig AietiBuvong Yyeiag kai Npootaciag twv Katavahwtov

(SANCO) oto mAaioio e@appoyrig Tou ipoypdupatog yia tnAnpdaoia Yyeia 2003 - 2008, kabopiotnkav

ol k&TwOI BACIKES YPaUPES SPAoNG yIa TNV AVIIHETWMION TwV omaviwy mabrjoewv:

* H mapoxr] unootrpigng oe Siktua mAnpo@dpnong yid Ti§ omtdvieg aoBéveleg, KaBwe kar yia Ty
avdmtuén BEATIOTWY TTPAKTIKWV.

* H énpioupyia piag eupwrdikrig cupBouleutikig Soprg, TG e1dIKrG opddag epyaciag oxeTikd pe TIG
omdvieq acBéveieg (n omoia emkoupeital and pia eMOTNPOVIKY YPAPUATela) we eupwdikou
onueiou avagpopdg yia tnv aviaiayr] BEATIOTWY MOAKTIKWV.

* O ouvtoviopdg Twv Spdoswv Tou MPoyPdPHatog yia tn Anudaoia Yyeia Pe TIC EpEUVNTIKES
dpaotnpidtnteg Tou bou kal tou 7ou NAaioiou.

To ox€dio ERA - NET, otnpi¢dpevo amnd 1o 60 [pdypappa-IAaioio, eival agiepwpévo oTig omdvieg
acBéveieq (E - Rare) yia tnv avdmtugn koivav kal Siakpdtikov Spaoctnplotritwy (épguva yia ta
€BvIkd TpoyYPAdPATa, EVIOTIOHAG KEVWY KAl AAMNAOETIKAAIYPeWY HETAEU eBVIKWV epeUVNTIKWV
TIPOYPAUHATWY KAl SpactnEIoTATWY OTOV TopEd Twv otdviwy aoBevelwv). To E - Rare mpoPAénel tn
olvayn ox€cewV PIVCIUNG KAl HAKPOXEAVIAG CUvVEPYAoiag HETAEU TwV KOATWV-HEAWY, TO CUVTOVICHO
TWV EBVIKWV €PELVNTIKWV TIPOYPAUHATWY yia v e€dAein tng moAudidomaong Twv pEUVNTIKWV
SpaoTnPIoTTWY OToV ToPEa Twv OMdviwy AcBeveIWV Kal yid TNV TIPOWONCN TTOAUETIGTNHOVIKGOV
nipoceyyicewv. [poPAEme emiong tnv evappdvion kai tnv avdrmtuén ouvepyiwy JETaly Twv eBVIKWOV
KaI/H TIEQIPEPEIAKWV EPEUVNTIKWV TIPOYPANHATWY TWV XWPOWV TIOU CUPHETEXOUY, TNV avdrtuén kovig
TTOANITIKAG €pEUVAG YIa TIG oTdvieg aoBéveleg kal Tn diatrpnon KIag euvoikig aviaywvioTtikig B€ong
amévavtl oTIG EPEUVNTIKEG SPACTNPISTNTES YIA TIG OTIAVIEG AOBEVEIEG OE AMEG TIEPIOXEG TOU KOGHOU,
énwg n Bépeia Auepikr| kai n Acia.

EmmAéov, n levikr AletBuvon Yyeiag kai [Npootaociag twyv Katavahwtdv cuykpdtnoe tnv opdda yia
g Yrnpeoieg Yyefag kai 1atpikig mepiBaing (HLG) wg péoo yia tnv mpowbnon twv eionyrjoswy
riou Siatunwbnkav oto mAaioio tng diadikaciag mpoBAnpatioyou yia TV KIVATIKOTNTA TwV doOevOV.
Mia and g opddeg epyaciag tng opddag autrig eival appddia yia ta diktua avagopds Twv KEVIpWY
EUMEIPOYVWHOOUVNG YIa TIG omdvieg aobéveieg. To 2006, n oudda epyaciag yia tig ondvieg aobéveieg
uriéPahe otnv HLG pia €kBeon pe titho Contribution to policy shaping: For a European collaboration
on health services and medical care in the field of RD («>uveiopopd otn Siaudpewon MOATIKAG:
la pia eupwtidikr) cuvepyaoia oTiG UTINPEESIEG UYElag Kal uyelovopIkAG TTepiBaAPng otov Topéa Twv
oTdviwy aoBevelwvy), Je ETTIKAIPOTIOINKEVEG TIANPOPOPIEG OXETIKA HE TA KEVTPA avagopds otnv
Eupddrm. 2tnv ékBeon mepiypdpetal avaAutikd n xprion tng évwolag Twv SIKTiwv avagopds yid Tig
omdvieg acBéveleg otnv Eupwn kabwg kai ol avtioToixeg Aertoupyieg Toug. Ta oxédia epyaoiag 2006
kal 2007 yia tnv epappoyr| Tou KolvotikoU Tipoypdppatog yia tn Anpdoia Yyeia éxouv eiodyel wg
TPOTEPAISTNTA YIA TOV TOPEQ TwV OTdviwy acBevelwy TN oUotacn eupwndikdv SiktUwy avagopdq
yIa TIG omdvieg aoBévelec. 2UPpwva Pe TNV Mpotepdidtnta u945, emAéxBnkav yia xpnuatoddtnon
oplopéva MAOTIKA oxE€DdIa (yIa TNV KUCTIKA Vwaon, oTTAviEG AIHOPPAYIKEG SIATAPAXEG, AVENAPKEID
dhopa-l-avtubpuyivng, mopelpa, Sucpopeoroyia, maildiatpikd Aéuewpa Hodgking, iotiokUttwon kal
TaIbIaTPIKEG VEUPONOYIKEG TTABACEIG).
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EBviké >x€010 Apdong
yia tig 2mdvieg ['abrioeig

Ymé 1o mpiopa autd, to dpbpo 16 tng mpdtaonc-odnyiag tou Eupwnaikod Kovofouiiou kai tou 3. ,OpCIIJCI ZTPCITI’]YIKOlj ZXSSIGC}JO(’ YICI TIG Z'ITCIIVIEC
2upBouliou yia g Yrinpeoieg Yyeiag mpoPAénel i «Ta KpdTn-uUéAn, og oTevr) ouvepyaoia Pe tv

Emtporr, SieukoAdvouy tnv avdmtuén Twy eupwridikwv SIKTUwy ava@opedg yid TNy Tapoxr] uPnAng I_Iqeﬁo'ag

ToIOTNTAC KAl AMOTEAECHATIKAG, WG TPEOC TO KOGTOC, UYEIOVOUIKAG TTEPiBaiPng oe aoBeveic pe
MabroeIg Tou anartolV 1I81aitepn CUYKEVTPWON TIOPWV I EUTTEIDOYVWHOOUVNGY. H ouotpdteuon dAwv Twv EMOTNHOVIKWY Kal KOIVWVIKWOY SuvApewy TTou gdxovTal UTép Twv acBevav
pe omdvieg mabriceig, Ye otdxo tnv avaBdbuion twv dpwv mepBalPng, voonAeiag kar moidtntag
O1 ondviec aoBéveieg eEakolouBoulv va arnoteholyv mpotepaidtnta dpdong oTo MAICIO Tou VEou JwAG TwV aoBEVHV KAl TWV OIKOYEVEIWDY TOUC,
npoypdupatog yia tn Anudoia Yyeia (2008 - 2012).

Y16 tnv appodidtnta tng levikig AledBuvong Emxeipricewy kai tou Eupwraikod Opyaviopou
®appdrwv (EMEA), n EE. epappdlel pia ohiotikd moArtike yia ta opgavd gdppaka. O kavoviopdg
yia Ta oppavd @dpuaka (kavovioudg (EK) apiB. 14172000 tou Eupwnaikol KovoBouhiou kai tou
>upBouliou, tng 16nc AekepBpiou 1999, via ta oppavd @dpuaka) meotddnke ue okord Tov KaBopiopd H uhoroinon otabeprg, Binoiung Kkar opilévuiag otpatnyikrg umép Twv ondviwy nabfoswy pe
TWV KPITNEIWV YIa TO XaPakTNEIoHS Twv opeavwv edppdkwy otny E.E. kal mepiypdpel ta kivtpa oKoTIO:

(.x. I0eTAC epmopikr) amokAeIoTIKATNTA, oUVOPOr OTNV KAtdpTion MEWToKAOAwY, Mpdofacn otnv
kevtpikd diadikaoia yia tn xoprynon ddeiag kukhogopiac) yia Tnv evBdppuvon tng €peuvag, Tnv
avdmtugn Kkai Kukhopopia eapudkwy yia tn Bepareia, mpdAnwn i didyvwon omdviwy acBeveiwy. H
KOIVOTIKA (pappakeutiki vopoBeaia ohokApwaoe 1o 2003 T oxeTIKr TIOAITIKY HE PIA UTTOXPEWTIKN
KOIVOTIKH KevTplkr) Sladikacia yia tn xoprynon ddeiag kukhopopiag o dha ta opgavd @dpuaka. Tnv
TeAeutaia emtaetia, n Eupwraikr Emtponr), o EMEA kai ta kpdtn-péAn mapéxouy otn @apuakeuTiky
Blopnxavia kivntpa yia tnv €peuva, Tnv avdarmtuén Kai TV KUKAOQOopIa op@aviy @apudkwy oToug
TOpEIC, HETA&U AWV, Tou KapKivou, TwV dIaTapaxwy Tou PeTafoAicpoy, TNG avoooloyiag, Twv
KapdIayYEIaKWY KAl QVarveuoTIKOV SIaTapaxwy. 2. SIAQOPETIKY TIEPITTWON, Of CUVORKES TNG ayopds
Sev Ba eixav emTEéPel TNV avdmmtuén TNG CUYKEKPIPEVNG KATNYOPIAg @apudKwv.

4. AmootoAn

* Tn ouhovr] €ykupng Kkai agidmotng MAnpopopiag.

* Tnv anoteAeopatikr mepBaAyn kar moidtnta {wrig tou acBevoug pe omndvia dénon.
* Tig otoxeupéveg SpAoEIG.

* Tn &€opeuon yia ouvéxeia.

5. Zxpatnyikn TomoB<tnon

H BeAtiwon otnv mapoxr| uyeiovopikAg epovtidag yia Tig omndvieg mabrjoeic anoteel pia peydin
mpdkAnon yia tn Anpdoia Yyeia, Adyw tng ENeyng emonuioAoyikwy dedopévwy kal dedopévwy
mou a&loAoyouv Kal amotpouy TIG CUVETTEIEG AUTWV Twv TaBoAoyidv yia Tnv Toldtntd tng (wAC
TWV aoBevwy Kal TWV OIKOYEVEIWY TOUG KAl TIG UPICTAUEVEG avAYKEG OTOUG TOUEG TG Sidyvwong

H teAeutaia €kBeon tng levikrg AieliBuvong Emxeiprioswy emonuaivel &t n KOIVOTIKY TTOAITIKT yid Ta
oppavd edpuaka oTéPOnKe amnd emtuxia Kal O CUYKATAAEYETAl AVAPESA OTIC TIAEOV ETTITUXNPEVEG
KOIVOTIKEG TTONITIKEG,

Ta gpeuvnuikd ox€dia yia Tic ondvieg aoBéveieg AapBdvouv otrpiEn and ta eupwdikd mpoypdupata
YA TNV €pEuva kal TV TeExvoloyikr avdmtuén. 2to TAQiolo Tou TPEXOVTOC TTPOYPAUUATOC-TIAdIcioy, N
Bepatikd evotnra «Yyeiaw, n pia and tig déka mou mpoteivovtal oto TAGICIO Tou €1dIKoU TIPOYPAPNATOC
«2uvepyaoia, éxel oxediaotel yia Ty mapoxr] oTripIENg oe SIAPoPEeS HOPPES IaKPATIKAG CUVEQYAsIag

kar Bepaneiag.

6. Ztpatnyikoi Xtoxol

H mpotepaidtnta tou 2xediou Apdong sival va diacpaiioel icotipia otn Sidyvwon), otn Bepareia kai
otV TIapoxr epovtidag oe avBpwnoug mdoxovteg amnd omndvia acBéveia, JEow OKTW OTPATNYIKOV

, . S ) . . ) OTOXWV:
evidg kal ektdg Eupwnaikng Evwong, yia tn BeAtinvon tng uyeiag Twv eupwrainy MOAITWY, TNV
av&non g avtaywvioTkSTNTAg Kai TV ©inon twv SuvatotrTtwy KAVOTOUIAag TwV EUPWTTAIKWOV Stéx0c | Avayvipion T IBIAEpSTTac Twv ordviey MaBACEwY.
BIOpI’][XGVIK(.L)V |<)\$16wv KAl EMXEIDAOEWY OTOV TOLED TNG UYEITG, TaUTOXPOVa e T 6|£uee,mor] ST6x06 2. SUGTNUATIKY TIapAKoAUBNoN TC EMBMUICAGYIAC Twy Gridviey TaBRCEWY Kal
YevIKSTEpWY Gep,otwv uyeiag. |6|,o|tepr] Eppaon Ba Sobsi ot Siakpatikr épeuva gpetotpc,)nr] Twv <aTaypagr TV aoBEvGy e oTdviec TABGEIC oty EMGSG.
Bacikiv avakaAUPewy oe KAIVIKEG EQAPHOYEG TTEPIAAUPAvOPEVNG TNG EMICTNHOVIKAG EMaA}Beuong ST6x0C 3, BENTIWON TG EVIUEPWONC Twv GOBEVEY, TV ENayYENIATIOV UYEIC Kal TOU YEVIKOU
TWV TIEIPAPATIKWY AOTEAEOUATWY), 0TNV avdtugn kai emklipwon véwv Bepareiwy, oe pebddoug MANBUGLIOU, QVAQOPIKG LE TIC TIC ono’weyc raBrceIC
yIa TV TiPoaywyr TNG Uyelag kar Tnv medAngn -cupmepizauBavouévng te Mpoaywyrc TS Uyeiag Stéx06 4. Molotikn o\’/oBdemr] TWV UMNPECIOV TIoU eUMAéKoVTal oTnV £ykaipn Sidyvwon
TV TAIBIOV- oTNV LYIA yAeavon, oe diayvwoTikd epyaeia kal IaTPIKES Texvoloyieg, kaBwg kal og Bepareia kal amokaTdoTacn aoBevév ané amdviec MaBrioeic '
Biwoipa kar anoteAeopatikd oUoTARATa uyelovouikig repBaiyng. Mo ouykekpipéva, n €pguva yia Stéx0¢ 5. AGENN T MPGORAGNC TV MONTGY OF UTNPETIEE TPOGUUMTWOATIKOU
¢ ondviec aobéveieg oto Mhaioclo tou 7ou [Mpoypdupatog MNAaiciou eotidlel o TAVEUPWTTAIKES MANBUGHIaKoU ENEyxou (screening)
HENETEG OToug TOWEIC TNC cpuop<rjq |0{0p|’gc,mq nabopuoioloyiag kal tng avdmuéng mMPOANTTTIKWY, ST6x0¢ 6. TPOGBNON TC £PEUVAC KAl KAVGTOMIGY avAPOpIKd pE GTIAVIES TIABHTEIC,
dlayvwoTikdy Kkai Bepaneutikiy napepBdogawy. e10IKSTEPA VIA VEEG Kal ATOTeAeONaTIKOTEREG Bepareied.
2TOXx0G 7. Avtamokpion oTig eISIKEG aVAYKEG TwV ATOPwY TTou TTdoxouy and omdvieg maboelc.
21x06 8. Anpioupyia eviaiag mhatedppag dpdong ot eBvikd enfmedo otov Topéa

TV ondviwy Mabrioswy Kal CUPKETOXT) oTo avtiotoxo Eupwrnaikd Afktuo,
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7. Avapevopeva AmnroteAécpata amnd tnv Epappoyn
tou EBvikou Xxediou Apdong

2 UpeWVa pe TG UQIoTAPeVeC emMoTtnHovIKES ywoelg, 8000 SiapopeTikég ondvieg acBéveleg ToooBdaMouy
€wG Kal 6% tou cuvohikoU MAnBucpou tng E.E. oe kdmoia otiypr tng dwrig Touc. AnAadr, mepimou
15 exatoppipia dvBpwrol otnv Eupwraikr Evwon (twv 27) kai 880.000 ‘EMnveg moooBdiovtal iy
nipdkertal va mipooPBAnBolv and pia oridvia acBéveia. 2tnv mieioPneia toug, o oTidviec aoBéveleg
elvar yeve k¢ oUoewd, ald propouv va ogeidovtal otnv ékBeon oto TepIBdAov katd tnv kinon
f o€ PeTayevEaTEPO 0TddIo NG wrig, ouxvd oe ouvduacpd e yevetikr mpodidBeon).

Me tnv epappoyr] tou EBvikou 2xediou Apdong via tig 2mdvieg [Nabroeig, avapévetal va BeAtiwbolv
o1 defkteg exelvol TTou oxeTiCovtal Je TN voonAeia Twv acxdviwy and ondvieg mabroeig, alAd kai
va BeAtiwBel aioBntd to enfmedo moidtntag wnc Twv EMAvwy ToAtdy, Tdco twv acBeviv 600 kal
TWV OIKOYEVEIWV TOUG. 2.€ YEVIKEG YPAPUES avapévetdl va PeiwBoulv ta dueoa kal ta €uPeca KOotn
TIou oxetiCovtal pe Ti¢ omtdvieg TaBrjoeig kal va avarmtuxBolv VEQUPECS EMKOIVWVIAG KAl cUvepyasiag
e e&eidikepévoug opeic oe diakpatikd emimedo.

Me tn B€otion vopoBeTikoU TTAQIGIOU yIa TOV TTPOCUPITTWHATIKG TTANBUCHIAKS €AeYXO Ia TIC OTTAVIEG
nabroeig, kabwg kal pe T dnuioupyia eIdIKEUPEVWY KEVTPWY Eykaipng SiIdyvwong Twv acBeveiwy, Je
otdxo TNV au&non tng MpooPBacipdtntag o€ SIayVwoTIKEG SOKINATIEG KAl YEVETIKY] CUMPBOUAEUTIKN,
avapévetal n peiwon tou apiBpol vEwv kpououdtwy Kail n taxitepn Bepareia dowv Adn vooouv.

H motoroinon touhdxiotov &éka (10) kévipwy avapopdc yia ondvieg mabrjoeig 6a odnyrioel ot
dievpuvon tng Seapevric e&eidikeupévwy oupBollwy K emotnudvwy. Tautdxpova, n BeAtinon
Twv S1adikaoclwy 1abeciudTNTag op@avwv eapudkwy avauévetal va odnyrjoel otn PeAtiwon g
TPooBaciydtntag eappdkwy e XProTeC.

la tnv avtandkpion otg €I0IKEG avAyKeg Twv atOpwy TTou TTdoxouv and omndvieg mabrioeig Kal
TWV OIKOYEVEIWY TOUC, TIPOoRAETETal n dnuioupyia Véwv dopwv @iho&eviag kal ppovtidag yia v
ebunnpétnon twv acBeviv Kal TwV OIKOYEVEIDY TOUG. MECWw TWV EVEPYEIDY TTOU OTOXEUOUV OTNV
avayvwpIion ToU OIKOVORIKOU KOOTOUG TwV OTdviwy TIaBAoewy, avauéveTal n anAoUoTteuon Kai n
e&looppdnon twy emdopdtwy MPdvolag, e oTdxo TNy eEopdhuvon Twy avicoTriTtwy Kal Ty 168Ttntd
Mpdoaong oTIG TTAPOXEG.

H uhoroinon tou EBvikou 2xediou Apdonc yia tig 2mdvieg Nabrioeig mpdkertal va BeAtiwoer tnv
éykaipn didyvwon kai Bepareia Twv atdpwy Tou Tidoxouy amnd autéc. To yeyovdg autd Ba peiwoel
10 dueco IaTpIkd kKOoTOG amd TG emavalapBavopeves SIayvwoTIKEG eEETATEIG, TIG NHEPES VOONhAEIag,
Kal TNV TIAEATETapevn Aun @appdkwy.

To éupeco kéotog and g 2ndvieg I'abrioeig mpokUrtel and Tn Yelwpévn TIapaywyIkATNTa kai anod
TIC PUXOKOIVWVIKEG ETTITTTWCEIC TIOU €Xel N oTIaviOTNTA Kai N BapUtntd Twv VOowY OToUG TIAOXOVTEG
Kal OTIG OIKOYEVEIEC TouG. MeydAo pépog Tou Eupecou KOOTOUG opeifetal otny aduvapia didyvwong
kal Bepareiag, n omoia kabioTd Toug doxovTeg Kovwvikd amokieiopévouc. H uhoroinon tou EBvikou
> xediou Apdong yia tig 2mdvieg Nabroeig mpoPAEmer eidIkEG TapepBAcelg pe GTOXO TN Heiwon Tou
PUXOAOYIKOU KAl KOIVWVIKOU (POPTIOU TTOU PEQPOUV Of TIAOXOVTEG KAl Ol OIKOYEVEIEC TOUG.




EBviké >x€010 Apdong
yia TG 2mdvieg [abroeig

8. A&oveg kai Apdoeig tou EBvikou Xxediou Apdong

* Apdon |: ©éomon

NopoBetikoU MAaiciou
[Npooupmwpatikoy
[MAnBucpiakol EAEyxou
(screening) yia TG 2TAvieG
[Nabrioeig.

Apdon 2: BeAtinon

g AiaBeoipdtnrag

kar MpooPacipdtntag

og AlayvwoTIkEG AoKIPAoieg
kai levetikr ZupBouleuTikr.

* Apdon l:Anpioupyia

EBvikav Mpdtunwv
Kévtpwv E&eidikeuong kai
O¢ommon Motomoinuévav
>upPolAwy yia TG 2TAvIEG
[Nabroeic.

Apdon 2: BeAtiwon
Aiadikaciov
AiaBeoipdtntag Oppavav
Ddpuakwv.

* Apdon |: Avtandkpion

oug Eidikég Avdykeg

Twv Atépwy mou [Ndoxouv
and 2mndvieg MNabrioeig kai
Twv Olkoyeveinv Toug.

Apdon 2: Avayvipion
tou Oikovopikou Kéotoug
Twv 2ndviwv [1abrcewv.

e Apdon I.EBviké Apxeio
>néviov Nabrjoswv.

* Apdon 2. powbnon
‘Epeuvag yia tig Zmdvieg
[Nabroeic.

log A%ovag: 206 Atovag: 306 A&ovag: 406 Afovag: 506 A&ovag:
‘Eykaipn Aidyvwon Osparneia Mpévoia ‘Epeuva Exnaidsuon

* Apdon |. BeAtiwon

g MAnpogdpnong kai
g Iviong AcBevav kai
2UYYEVOV TOUG.

Apdon 2. Exmaideuon
EmayyeAyauwv Yyeiag yia
Axpipéotepn kal Taxdtepn
Alayvwotkr Algpelvnon
kar KaAdtepn Ogpaneutikr
AvVTPETQOMION.

606 Aovag:
Avdntuén Xipatnyikng mou
Bagciletal otnv Etaipiki Xxéon

* Apdon | Anuioupyia
EBvikrig MAatpdppag
Kkar Evepydg 2uppetoxn
oto Eupwndiikd Afktuo
yia TG 2mdvieg Nabroeig.
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Atovec kal APACEIC

Tou EOvikou 2xediou Apdong
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log Aovag: ‘Eykaipn Aidyvwon

H taxeia mpdodog mou éxel onueiwbel TIC TeAeuTaieg Sekastieg OTov Topéa TG Protexvoloyiag kal
YEVETIKAG €xel ennpedoel onuavtikd tnv IatpIk emotrun. H mo moAdTiun ouvdpopr TG Yevetikig,
elval ol VEeg SIayVmOTIKEG TEXVIKEG TTou avarrtiooovtal. [ToAEG €xouv ron kabigpwBel kal €xouv
anodeier TN xpnoipdtntd toug. O peydhog apiBuds vevetikwy Teat Tou eival TAéov S1abéaipog
éxel kataotroel duvath tn Sidyvwaon dAo kai MepIoodTepwy oTdviwy TIABRoewy, ISIwG dIaTtapaxég
Tou petaPoliopoy kar abioeig KAnpovopikig euong. H diabeoipdtnta autwy twv teot kabiotd
duvatr Tn otdxeuon yia cuoTNPATIKS €Aeyx0 Tou TTANBuopoU, Snuioupymvtag tnv eAmida ot
avTioToIxeg TexvikéG Ba épBouv apwyol oto diayvwotikd MEORANUAa macxdviwy and pia omdvid
ndlnon kAnpovopikAg euong, ald kai Ba Tpo@UAGEOUY TIG EMOPEVES YEVIEC.

H moAiteia pmopel va emAé&er va mpowBrioel Toug eAéyxoug (MPOYEVWNTIKO, VEOYVIKO, EAEYXO
HEAWV olkovévelag aoBevwv Pe yvwotr| ordvia dlnon), mdvw Kai Tépa amnd TG eKTIPATEIG TTOU
agopoulv kabapd otn Anpdoia Yyeia, oav mpdén aAMnieyying mpog pia opdda maoxoviwy, Thv
onoia B¢Ael va otnpi€el. To yeyovdg autd Sev SikaloAoyel SPWG TV eVOWPdTWon Twv ev AOYw
SOKINWV OTIC TTOAITIKEG YIA TOV TIPOANTTTIKS €Aeyx0 ToU TANBUCHOU XwpiG TToooekTikr] a&loAdynon,
pe Bdon ta kprtipia mou Beomiotnkav and tov M.0.Y, kabwg pmopel va undpxer o kivbuvog ol
TEXVIKEG AUTEG va xpnoiporoinBoulv yia mapepBdoeig mou anéxouv oAl and tn Beparneia tng
acBévelag, evey TaUTOXpova amoppo@oly cnuavtikoug dnudoioug mépouc. Enf tou mapdvtog,
efval xapnAd to enimedo ouvaiveong wg TMPOG To ToleG acBéveleg SIKaloAoyoUv Hid TPOCEyyIon
oUOTNHatiKoU TPoANTTLIKOU eAéyxou olpgwva Pe ta kprtrjpla tou [1.0.Y. H opydvwon otoxeupévav
TIPOANTTTIKWV EAEYXWV ToU TMANBUCHOU emopévwg, anotelel ouvdptnon Siagdpwy TTapaydvIwy,
énwg n moidtnta kai n aglomotia tng ekdotote dokipnG, n Siabeaipdtnta anoteheopatikrc Beparneiag/
napéuBaong yia dooug uroBAAoVTal OToV €AeyX0, N CUXVATNTA TG acBévelag kal n coPfapdtntd
NG, kaBwg kar n duvatdtnta emAoyAG TIou €xel O Yevikdg TANBuopdG kar n a&fa mou amodidetal
OTOV TTPOANTTUKS TIOOCUUTTTWHATIKS TIPOANTTTIKS EAEYXO.

21éx0¢ Tou d&ova | efval va 1ebel o epappoyr pia cuvernrg TOATIKY yIa TOV TOOCUPTTTWHATIKO
mAnBuopiakd éheyxo (screening) yia Tig omndvieg Tabrioeic, Baciopévn oe anmdiuta kaBopIopEveg
TIPOTEPAISTNTES, KAl O auatnPr a§loAdynon twv e&etdoewvy Tou mpofAéniovar kal otov eEopBOoloyiopd
TwV ano@doewy Tou AduPdvouy ur YN TIG ATOPIKEG ETTIAOVEC.

O1mpotevdpeveg dpdoelc yia Tov d&ova | mapoucidloval emypauuatikd mapakdtw kai eregnyouvtal

OTn OUVEXEIQ.

* OfoTion vopuoBeTikoU TIAQICoU TIPOCURITIWHATIKOU TTANBUoHIakoy eAéyxou (screening) yia TG
ondvieg abrioeig.

* BeAtiwon diaBeoipdtnrag kar mpdoPacng os diayvwoTIKEG SOKIPAGIES KAl YEVETIKA
OUpBouAeuTIKN.



MONAAA ZTPATHFIKHI KAI OAITIKON YFEIAZ YY&KA

EBviké >x€010 Apdong
yia tig 2mdvieg ['abrioeig

Apadon I: ©¢omon NopoBetikou MNMAaiciou
Mpoocupmwpatikou NMAnOBuopiakou EA€yxou
(screening) yia tig Xmravieg Nabrosig

Mepiypaen
Avdmtuén katdMnhou Beopikou TAaiciou yia Tn SlevEPYEIa TIPOCUPTTTWHATIKOU TTANBUCHIaKoU
eAéyxou yia TG omndvieg Tabroeig.

2t6x0l

* BeAtinon tng opydvwong twv MPoypapudtwy TIPOCUNTTIOHATIKOU TIANBUCHIAKOU eAéyxou
(screening) eAéyxou 0T Yevikd TTANBUGO.

* Evappdvion pe eupwridikr] TONTIKY €111 TOU MPOoUPMwPatikol mAnBuopiakoy eAéyxou (screening)
yia TG omdvieg mabroelg.

Evépyeieg YAomoinong

* Avdmtugn Beopikou mhaioiou, To omoio Ba mepiAapBdver:

* Algukpivion tnG deovtohoyikrg, NBIKAG, VOUIKAG, KOIVWVIKAG EMONUIOAOYIKAG KAl OIKOVOUIKAG
UMdOTAcNG TWV TIPOYPAPUATWY ENEYXOU.

* Avdmtugn peBodohloyiag yia v epappoyr Kdi TNV TapakoAouBnon Twv mMEoYPApHdTwy
eAEYXOU.

* >uotnuatikr a§loAdynon kOoTOUG-anmodOTIKSTNTAG TWV TIPOYPAHUHATWY EAEYXOU.

* >uvepyaoia pe Toug appddious opyaviopoug.

®dopeig Yhomoinong

Yroupvyeio Yyeiag kai Kovawvikig AMnAeyying WHO, Eupwniaikr Emtporm), Opdda kpodong yia tig
ondvieg mabriceic (Rare Diseases Task Force), Yroupyeio Yyeiag kar Kovawvikrig AMnAeyying, emtpomeg
Kevtpikou ZupBouiiou Yyeiag, Yyelovopikég umnpeoieg, 2Uvdeopog latpikav levetiotwy, votitouto
Tou [aidioy, emoTnNPOVIKESG £TAIPIEG, PAPHAKEUTIKEG £TAIRiEG, cUMOYyol acBevav/ITEZIA,

Xpovodidypappa
2009 - 20lI: ©eopikd MNhaioio.

Apadon 2: BeAtimon tng AiaBecipdtnrag kai
MpooPacipdtnrag oe Aiayvwotikég Aokipacieg kal
levetukn ZupPouleutikni

Mepiypaen
Aiaopdhion tng moidtntag, tng diabeoipdtntag kai mpoofacipgdtntag oe diayVwoTIKEG SOKINATIEG
Kl YEVETIKK] CUMBOUAEUTIKH.

2téxol

* ‘Eykaipn kar éykupn didyvwon.

¢ [Tpoodiopiopde Tou KIvEUVOU [E TIAPOXH UTTNPECIWV YEVETIKAG KaBodriynong Kar GUHBOUAEUTIKAG
TPV Kal PeTd TG S1ayvwoTikEG SoKINAoieg eEISIKEUEVOU £pYAOTNPIAKOU EAEYXOU.

* [po@UAagn emdpevwy yeVEWV.

* KaBigpwon e§idavikeupévou epyaotnpiakol eAéyxou yia TiG omdvieg Tabrjoeig wg éva ooPapd
HETPO TPEAANYNG KAl QVTIHETWIONG TwWV OTIAVIWV VOOWV.

* Evappdvion pe digbvr) mpdtuma, avagopikd e ToV eVOESEIVUEVO £pyacTNPEIAKS EAEYXO YId TIG
ondvieg abrioeig.

Evépyeieg Yhomoinong

* KaBoplopdg epyaotnpiwy avaeopds Kai motonoinong Toug.

* >uvepyaoia opéwv yia tn diacedAion TG UPnAnG MoIdTNTAG TwWV EpYAcTNPIWY avapopdg.

o Algukduvon tng avdmmuéng Kai eio0aymyng -pEcw SIakpaTIKAG POorG- EUaicBNTWY YEVETIKWOV
SoKIaciwv yia tnv PN didyvwon twv oTdviny TIaBrioewy.

* Evépyeieg MPoPoArg Twv SIayvwoTiK®V KEVIPWY avagopdd.

* AleEaywyr| eKoTPaTEIOV TTANPOPOPNONG KAl EVNHEPWONG OXETIKA HE TOV SIAyVWOTIKO EAEYXO.

®Dopeig Yhomoinong

Yroupvyeio Yyeiag kar Kovwvikig AMnAeyying WHO, Eupwniaikr) Emtporm), Opdda Kpolong yia tig
>ndvieg [Nabrioeic (Rare Diseases Task Force), Kevtpikd ZupPouiio Yyeiag, Yyeiovopikég Ympeoieg,
2Uvdeopog latpikav levetiotwy, Ivotitouto tou MNaidioy, khivikég E.2.Y. kar mavemotnuiakd kévpa,
Emotnuovikég Etaipieg, pappakeutikég etaipieg, ouAoyor aoBevav/TTEZTA.

Xpovodidypappa
2009: Evépveieg MNiotomoinonc.
2010: Evépyeieg Anpooidtntag - [NpoBoAic.




Ee\/IKé ZXé&O ApGOI’]Q MONAAA Z_ TPATHFIKHE KAI TIOAITIKON YTEIAZ YY&KA
yia g 2ndvieg [abroeig

206 A&ovag: O¢gpareia

O apiBude kai n moikiNa Twv ondviwy Tiabricewy kabiotd avaykaia pia eEgidikeupévn mPoogyyion
otn ppovtida twv acBevav. [ lapdia autd, otny mepimwon Twv ondviwy acBevelwy, e&ioou omdvia
elval n oxetikr] epmeipoyvopoolvn. O aoBeveiG Kal Ol OIKOYEVEIEG TOUG aVTIUETWTTICOUV SUCKONEG
ot Myn Sidyvwong kai otn Ayn KatdAMnAd mpooapPoopévng Kal CUVIOVIOUEVNG TepiBaipng
yIa Tnv katdotaor] Toug. H mpdoPaon otnv mepiBaiyin eival ouxvd diokoAn &artiac:
* Tou yeyovdtog &t ol aoBeveic kar ol yiatpol Toug Sev efval e€oikeinpévol pe Ty maboioyia
Kal ayvooulv Tnv Unap&n kévipwy EEIBIKEUPEVWY VIA QUTEG TIC AOBEVEIEG.
* Tng MOAUTAOKATNTAG Twv avaykaiwy mMapaydviwy yid TN owotr povtida tng acbéveiac,
* Tng eMimoUg Siacivoeons TIEPIPEPEITKWY KEVTPWY KAl HEYdAWY VOOOKOUEIwY, n omofa
Sev SleukoAvel Tn o@aipikr Kal cuvtoviopévn TiepiBaiin tou aoBevolc.

> & oplopéva Kévtpa -oe €0VIKS, eupwtdikd kal dieBvEg emfmedo- €xel avamtuxBel éva eidog
TEXVOYVWOIAG, OTO OTTOI0 TIPOCPEUYOUV EUPEWG 01 AoBeVelG e omdvieg TTABrOEIG. 2& OPIOHEVES
XWPEG TA KEVTPA autd eival eMOoApnG avayvwpIopEVa, vy o AMeG €xouv edpaiwBel dtuma Adyw
oAENG. H «dpopoidynon» twv acBevav eival wg ek ToUTou ouxvd TO AMOTEAEOUA TTPOCWTTIKAG
emAoyAG, Tapd evog MPAYHATIKA OpYavVWHEVOU CUCTARATOC TTEPIBaAYNG.

Q¢ miéov anoteAeopatikr poagyyion, n ékBeon 2006 tng e1dikrig opddag epyaciag tng Eupwaikig
Bvwong oxetikd pe Tig ondvieg aoBéveieg «Contribution to policy shaping: For a European collaboration
on health services and medical rare in the field of RD» («2uveiopopd otn Siapdpewaon TONTIKAG:
yIa HIa EUpWTIAIKY) OUVEPYACIa OTOV TOPEA Twv OTdviwy aoBeveldvy) ouvioTtd OTa KOdTn-pHéAn va
oupPdlouy otnv KaBIEPWan KEVIPWY EUTTEIPOYVWHOOUVNG KAl TwV PACIKWY apX®V AEIToupyiag Toug,
o1 oTTofeg, HETa&U dMWV, KAAUTTTOUV TO PAAO TOUG OTNV AVIIPETWITION TWV OTIAVIWY VOOHUATWY TToU
anartolv e&eidikeupévn mepBaln, toug apiBuolc acBevwy kal opiopéva dAa KQITAEIA TTOU TTOETTEN
va mnpouv ta kévtpa autd, kabwg Kai Tn XpNHatodoTIKr TOUG UTIOOTHPIEN OTO PETPO TOU £QIKTOU.
2uvioTd emfong ota Kpdtn-péAn va opyavwoouy di6doug mpdofaong twv aoBevwyv Toug otnv
TepIBaAPn, péow TN olvayng Seopwv cuvepyaciag Kal avtaAaynG YWOOoewY pe SA Ta anaparftnta
KEVTPA ePTEIPOYVWHOOUVNG, Téo0o ot BvIkS oo kal oe SIeBVEG enfmedo, dmote autd Kpivetal
okdmpo. Ta Alktua Avapopdg mpérel emfong va Aeitoupyouv wg diktua €peuvag Kdi yvoong, td
orofa emMikalpoTololV KAl CUHPBAAMOUY 0Td eKACTOTE £MKAIPA EMOTNHOVIKE ArOTEAEOHATA, TIAPEXOUV
urnpeoieq BepameutikAG avTIPETWIMonG os doBeveic and dAAa kpdtn-péAn kar diaceahiCouv tn
diaBeoipdtnta eykataotdoewy enakdoudng Bepaneiag, epdoov xpeidletal.

Ta kprtipia yia 1o xapaknpiopd evdg oppavol eappdkou eival Baciopéva otn diddoon tng
acBéveiag mou Bswpeftar étl Bepaneler: 5/10.000 kai mapéxovtar and tnv Emtporr yia ta Opeavd
latpiké Mpoidvta tou Eupwrdikod Opyaviopol ®appdkwv (EMEA). Mia unoupyikr andoacn and
n TaAia yia ta opgavd edppaxka uroypdenke To Mdptio tou 1999 pe dlo otdxoug:

* Na mpowBrioel pia eupwdikr] TOATIKA UMEQR TWV OpPAVWV QApPAKwV.

* Na ouvodeloel autd To MEAYPAPHA HE TIG KATAMNAEG pubpioelg.

AUTA N amOoTOAr TIETUXE TOV KUPIO OTSXO NG YIATi 0drjynoe otnv UIoBETNoN Tou eupwridikoy
Kavoviopou yia ta opgavd gdppaka to Aekéuppio tou 1999. Autdg o véog kavoviopdg, evepydg
péoa otov Eupwnaikd Opyaviopd Oappdkwv and tov Anpilio 2000, éxer emtpégel To XapaktnPIoPo
240 @appdkwy Kal Ty armovopr] eUpwdikng £yKpiong Kukhogopiag ot 16 mpoidvta uyeiag pe AMeG
20 mepimou artrioeIg yia £yKpion KUKAO®@opIag va Ppiokovtal mpog e&étaon,

O kavoviopdc anmoBAEnel oTnv Mapoxr] KIVATOWY Yid TN SnUIoupyia op@aviy @apudkwy, o GOEG
TIEPITTTWOEIC TEToIa Kivntpa Kpivovtal anapaitnta. la to Adyo autd, o€ TepMwon @apudkwy
mou mpoopifovtal yia aoBeveic ye omdvia vooruata, n emtpornr Kpivel Ot O UMOAOYIOHAC Tou
emmoiacpou doov agopd ota mpdowtia Tou €xouv MPooPBANBel amd tnv nmdbnon mpémel va
BaoiCetal otov mMAnBuopd otov omoio avapévetal va xopnynBel to mpoidv ot etrijoia Bdon. O ev
AOyw Kavovioudg kaBopiCel Tnv kolvoTikr) S1adikacia yia To XapakTnEIoPS @apUAKwy WG 0peAvEV
KaI TIapEXe! KivTea yia tnv €peuva, Tnv avdmtuén kai tn 81dbeon otnv ayopd Twv XapakTnPIoBévtwy
WG OPPAVAV PAPUAKWV.

[Napd ta emtuxr] kivntead yia TNy avamtuén Kal T KAtaxwpIion Twy opeavwy @apudkwy, n modolaon
TWV TTOATWV o Bepareieg owtripleg yia Tn Lwry meplopiCetar yia duo Adyoug. [Npwtov, opIouéveg
TTapackeudoTpleg eTaipieg dev SiaBéTouy oTIC ayopEC AAWY TWV KRATWV-PEADY TTPOIGVTA TTOU €XOUV
Adel adeia Kukho@opiag, AOyw TEPIOPICHWY WG TIPOG TNV KATAXWPEION O€ eMMEeS0 KPATOUG-UEAOUC.
Katd Sedtepo Adyo, éxouv avapepBei dioikntikég kabuoteprioelg (o1 ormofeg umepPaivouy katd
TTOAU TO VOuIPo Spio Twv 180 nuepwyv) doov agopd otn diabeciydtnTa Twv OpPAvWY QAPHUAKWY.
la Toug dUo autouc Adyoug, Ta KPdTn-péAn apoucidlouv onPAvTIKES SIapopEg atov aplfud twv
SiaBéoipwv papudkwv. H katdotaon autr amartel tnv e&elpeon Aoewv wote va diacpaiietal on
npdoaon ota oppavd edppaka og oAdKAnEN TNV Eupwrn.

O1mpotenvodpeveg dpdoeig ya tov dEova 2 mapousiddovtal emypauuatikd mapakdtw kar enegnyolval

OTn OUVEXEIQ.

* Anpioupyia g0vikav mpdtunwy kévipwy eEeidikeuong kar B€omion moTomoINuéVwY SUMBOUAWY
yia 2mdvieg [Nabroeic.

* BeAtiwon diadikaciwv diabeoiudtntag oppavwy apUakwy.




EBviké >x€010 Apdong
yia tig 2mdvieg ['abrioeig

Apadon I: Anuioupyia EBvikav MNpdtunwv Kévipwyv
E&e16ikeuong kar @€omion Mioctomoinuévwv
2upPoulwy yia uig Xndvieg MNabnoeig

Mepiypaen
Opyavwtikég kal Oeopikég mapepPdoeic yia tn dnuioupyia mpdtunwy Kévipwy eEeidikeuonc Kai
B€ommon motonoinuévwy cupBoliwy yia Tig omdvieg mabroelc.

2t6x0l
* BeAtiwon tng mpdoPacng otn Beparneia kai moidtnta mepBaAPng twv acBevv.
* Anpioupyia dopng yia tnv opydvwaon tng mepiBalPing acBeviv pe omndvieg Tabroeig.

Evépyeieg Ylomoinong
* Anpioupyia EBvikAig Emotnuovikig Emtpornr|g, mou Ba amoteieital and ekmpoonmous twv
EMAyYEAUATIOV Uyeiag pe e1dikdtnta otig ondvieg madroeic. H anmootoA autig tng emtporig
Ba eivar va mpowBrioel ox€dio motomoinong oupBoUAwy Kal MPOTUTWY KEVTPWY eEeIdikeuong
yia tnv mepiBain Twv acBeviv pe omdvieg mabroeig Kal o TAPNG MPOGSIoPIoHGS Tou PAAOY,
NG OTEAEXWONG, TNG EMAPKEIAG KAl TWV APHOSIOTATWY TWV KEVTIPWY avapopdc.
* [Tiotomoinon kévtpwv avagopdg yia ondvieg madriosic. Autd ta kévipa Ba oteAexdvovtal and
OpAdeg MOAMamWV 1dIkoTATwY Kal 8a €xouv TIC akOAOUBEG aTOCTOAEG:
- Na dieukohdvouv tn Sidyvwon kai va kKaBopioouv pia oTpdtnyikr) BepdmeuTiKAG, PUXOAOYIKAG
aywyng Kdi KOIVWVIKAG @povtidac.
- Na kaBopioouv kai va KUKAOQoprioouv TIDWTAKOMG gioaywyrig kal Bepareiag os voookopeia
EKTAKTWV TTIEPIOTATIKWY acBeviv omdviwv TIabrioewy.
- Na kataypdgouv kai va mapakoiouBouv tnv ouviayoypdenon Twv Bepdreicy,
TN CUPPGPEWON Twv acBevwy Kal Ty TIopeia tng vooou.
- Na ouvtovioouv tnv €peuva Kal va SUPHETEXOUV OTNY MSNUIOAOYIKY EMOTTIEIA TWV OTIAVIWV
mabroswv.
- Na ouppeTéxouy oTny KATdpTion Kal OTIG TIPWTOROUNEG EVNHELWONG TWV ETTAYYEALATIOV
UVEIag, Twv aoBevav Kal Twv OIKOYEVEIDV TOUG.
- Online diacUvdeon pe Meplpepeiakd kEVTEa MAPOXAG YTNPESIVY Yyeiag.
- Evépyeieg mpofolric twv cupBoliwy kal mpdTumwy KEVIpwY eEeIdikeuong.
- E&aopdAhion poéviung xpnuatoddtnong yia ta mpdtumna kévipa e&eidikeuong and tnv
eupwridikr koivdtnta kar to Yroupyeio Yyefag kar Kovawvikig AMnAeyydng.

®dopeig Yhomoinong

Yroupyefo Yyelag kar Koivwvikig AMnAeyying, Eupwraikd mpoypdppata yia épguva otny Yyeia,
levikr [pappateia Epeuvag kar Texvoroyiag, KEZY, Yyeiovopikég Yrinpeoieg, votitodto tou maidioy,
KAIVIKEG E2. Y. kal [avermotnuiakés 1atpIkég oxoAég, Emotnuovikég Etaipieg, appareutikég Etaipieg,
HN-kuBepvnukol opyaviopof/ M.EZTTA.

Xpovodidypappa

2009: Tiotomoinon cupfoliwy yia 2mdvieg Nabroelc.
2009: Tiotomoinpéva Mpdtuna Kévtpa EEeidikeuong.
2012: A&loAdynon.

MONAAA ZTPATHFIKHZ KAI IOAITIKON YFEIAZ YY&KA

Apadon 2: BeAtiwmon Aiadikaciov AiaBecipdtnrag
Opyavwv Papudkwy

Meprypaery
Algvépyela anapaltntwy opyavwTikwy kal Beopikwy pubpuicewy yia tn PeAtivong tng Siabeoipdtntag
TWV OPPAVWY QAPHAKWY.

Ztéxol

* Avdmtugn Suvapikig TIONITIKAG, G0V a@opd OTnv avdrmtugn Kal KUKAOQOPIa op@avey @appdkwy,
HEOW TWV KATAMNAWY VOPOoBEeTIKOV pubpicewv otnv EAMGSa. >tdxog dev eivarl pévo n BeAtiowon
evOG YPAPEIOKPATIKOU PnXxaviopoUy agloAdynong eappdkwy, kaBopiopou tiprg kal armodnuiwong
and 1o oUoTnpa KovwvikAG acpdhiong. H MoAiteia opeilel va SiacgahiCer tnv ampdokortn
npdoPacn otnv anapaitntn eappakoBepareia, va evioxuel SIAPKWG TOUG HNXAVIOHOUG EAEYXOU,
enaypumvnong Kai mtienong NG ayopds opeavwv eappdkwy kal, pe Tn Borifeia katdAnAwv
TIANPOPOPIKOV UTIOSOHWY, va €xel aTn d1dBeor] tng dedopéva Kal OTaTIoTIKA OTOIXEId, DOTE VA
EKTINA TIG TIPAYHATIKEG AVAYKEG yIa appakeutiky mepi@aAyn kar va aviamnokpivetal pe emtuxia
o€ autég. Mnxaviopol ol oroiol BeAtiivouv Tn Afyn anopdoewy ot €va TepIBdAov aBefaidtntag,
kaBwe kar n agloAdynon Tou pickou, anoteAoly TAPdyovTeS TToU CURPBAAAOUY OTNV TeEKUNPIWoN
NG 1aTPIKAG TIPAENG Kal OTNV AMOTEAECHATIKOTNTA TwV YTNPEeoIOV Yyelag.

* Avdmugn Siadikaciag agloAdynong kai ykpiong evog op@avou eappdKou, OTE Va ano@euxOel
o kivduvog va tebolv og ap@IoPritnon ol eISIKOl KAVOVIGHOI! UTTED TWV OPQAVEY @apudkwy.

* BeAtiwon tng mpdoPacng Twv acBevwv oe kavotdpeg Oepaneieg, avaBabpidoviag tnv moidtnta
{wng Toug Kal AN twv anapaitntwy BeCPIKWY Kal KaVOVIOTIKWY HETPWV.

Evépyeieg YAhomoinong

To Yrmoupyeio Yyeiag kar Kovwvikdg AMnAeyying kar o EBvikdg Opyaviopdg Pappdkwy, oe

ouvepyaoia pe Ta cuvappddia Ymoupyeia (Avdmuéng kai Amaoxdinong & Koivwvikrg [Npootaciag)

OUVTOVICOUV TIG EVEPYEIEG TOUG HE OTOXO:

* Tnv evappdvion pe tnv Eupwnaikd Ztpatnyikd Aiaxeipiong Piokou (European Risk Management
Strategy) kar tov O&ikd Xdptn 2010 tou EMEA.

* Tn SiaBeoipdtnta enapkwv ouoTNUATWY SIao@ANIoNG MoISTNTAG Kal 0opBrG PUONICTIKAG TOAKTIKAG
and tnv MAeupd Twv ApHOdILY apX®V.

* Tnv evioxuon Twv PNXavioPWY QapPakoenaypumvnong Kal HETEYKPITIKAG TTapakoAoubnong Twv
OPPAVWY PAPHUAKWY.

* Tn ouMoyr kal avéAuon oToixelwv cuvtayoypd@nong OpPavwy QapUAKwy.

* Tnv emava&ioAdynon mpog to SIkAIGTEPO TNG CUPHETOXNG TwV AGOeVWY OtV anoldnuiwon opeavay
@appdkwv. Ta voookopeiakd op@avd @dpuaka Mpenel va xpnuatodotolvial oe abuida dioiknong
AVITEPN TWV TOTTIKWY VOOOKOHEIWY, oUTtwg wote va diacpaiiCetal n duvatdtntd Xoprynong twv
APHAKWY AUTWV OTOUG aoBeVelc,

* Tnv mapoxr] KIVATpwY yia dieEaywyr] KAIVIKOV HEAETWY TToU apopouv op@avd @dpuaka.

* Tn Snpioupyia umodopWY evnuéPWONG KAl EKTTAIBEUCNG TNG UYEIOVORIKAG KOIVOTNTAG ot Bépata
OPPAVWY QAPHAKWY KAl cuVIayoypd@nong autwy.

®dopeig Yhomoinong

Yroupyeio Yyeiag kar Kovwvikrig AMnAeyying, Yrioupyeio Eumopiou, Avdmtuéng kai Amaoxdinong
& Kovwvikrg MNMpootaciag, EMEA, EO.®, LOET, ®appaxeutikég Etaipieg, Acpahiotikol opelc,
Yyelovouikeg [Nepipépeled.

Xpovodidypappa
2009: NopoBetikég Pubpiceic.




Ee\/IKé ZXé&O ApGOI’]Q MONAAA Z_ TPATHFIKHE KAI TIOAITIKON YTEIAZ YY&KA
yia g 2ndvieg [abroeig

3 oG ’AEOVCI G M p 6V0|Cl Ormpotevdpeveg dpdoeig yia Tov d&ova 3 miapoucidlovtar emypdppatikd TIapakdtw Kal eregnyouvdl
OTn OUVEXEIQ.

* Avtamnékpion oTig eIBIKEG avAyKeg TwV aTOHWY KAl TWV OIKOYEVEIDV TTOU TTAoX0UV amd oTavieg
nabroeic.
* AvayvopIon ToU OIKOVOUIKOU KOOTOUG TwV OTdviwy TTabrjoswv.

O omdvieg Mabrjoeig Prmopolv va emMeEPOUV TTOAOUG TUTTOUG avamnpIiwy, HEQIKEG AT AQUTEG TTOAU
ooPapég. Emmiéov, n omavidtnta tng acBéveiag odnyel o aBePaidtnteg oxeTIKA e TV MEAYVWonN,
eV N dyvold HeTa&y Tou KOIVWVIKO-IATPIKOU TTIOOCWTTIKOU YId TIOAEG TTTUXEG TNG aoBévelag, propel
va mpokaAéoel kaBuoTtépnon otnv emdiwkdpevn mapoxr| BorBeiag Kal EEISIKEUPEVWV KOIVWVIKWOV
UTTNPEOIWV.

Opliopéveg SuoKoAieg éxouv TMPoadIopIoTe:

* ATeNAC yvion twv omtdviev aoBevel®y Petall twy emayyeAdatidv (YIatpofl, voonheutikd
TIPOOWITIKS, KOIVWVIKO! AEIToupyof).

* AteNiG yvion twv Siabéaijwy péowv Kal Sopwy, eISIKSTERA OTOV TOPEA TNG TTPGVOIAG amd
TOUG aoBevelg Kal Toug emayyeAuatieg uyeiag.

* [epiopiopévn ikavdtnta dueong avtidpaong Twv UTNPESIDV UTTOCTHPIENG OTIC EMElyOUTEG
kataotdoelg 1} dtav epgavicetal Eagviky emdeivwon g acBéveiag.

* AVETTAPKEIQ OTNV TPEXOUOA avTamnoKpIon Kai ota emdduata avannpeiag, doov agopd oTig
avdykeg avBp@ITvng Kal TEXVIKAG UMooTAPIENG.

* AvertapkriG Yuxoroyikr otripi&n tou acBevolc Kal NG OIKOYEVEIAC.

* EMepn yviong tou pecorapnikol pdrou Tou pnopei va Traigel 0 oxoAKOG yiatpds HETagy TG
OIKOYEVEIAG KAl TOU OxoAeiou (0€ TIePITTWOoEIG TTaIdiol).

* MakpvEg anootdoeig HeTal Twv KEVIPWY TEPIBaAPNG kai Témmou KatoIkiag, pe Tig damdveg
Siapovrg va emPBapuvouy TIG OIKOYEVEIEG,

H mapoxr| eEe18IKEUPEVWY KOVWVIKWV UMNEETIGV eival KeVTPIKAG ONUAciag yia tn PeAtiwon tng moidtntag
CWAG TwV aTdPwV Tou Tdoxouy and kdnold omdvia acBéveid. Meta&l twv SIapdpwv KOVWVIKWV UTTNPESIAY,
oG 181aitepa MPSoPOoPES yid TN BeAtinon tTng moidtnTag {wrig 000 Twv aoBeviv 000 KAl TwV aTOHWY
—OUV BWG TWV HEAWV TNG OIKOYEVEIAG—TTOU TOUG TIAPEXOUV (ROVTIOd, EXOUV TIPOCSIOPIOTE UMNEETIEG OTTWG

* Yrnpeoieg ppovtidag avdmaulag: Sivouv otoug acBeveic kal oe autoug ou €xouv avardBer tn
@povTida Toug, TN duvatdtnta va opyavwoouy tn {wr) TOUG, EMTEEMOVTAG TOug SIAAEIUPaTa vid
&exoUpaon.

* YTinpeoieg MANPOESENONG KAl YPAUHES PoriBeiag: Tapéxouy oToug aoBevelG Kal OTOUG PPOVTIOTEG
TEPIoOdTEPEC SUVATATNTEG TPOOBACNG O MANPOPOPIEG OXETIKA e TIG oTTdvieq aobéveieg amd
TIG oToieg TIAoXOUY, KAl TIG omofeg kahoUvtal va diaxelpilovtal og kabnpepivr) Bdon.

* [poypdupata Bepaneutikic avaPuxriq yia aidid Kai veapoUc eVANIKEG: TIAPEXOUV OTOUG ACBEeVelg
pia &AM otk TG (WG, S1IaQopeTiKr TG acBéveiag.

* Wuxohoyikr] umootrpi€n Kal Xpnuatodotiky otrpIEN: CURPBAMET 0TV KATAMOAEUNON TG QTWXEIAG
HEOW TNG avayvwpIonG TwV UNTNEECIOV TWV PPOVTIOTWY, I omofol cuvdudlouy picbwtr epyaocia
e dpioBeg umnpeoieg epovtidac.

Opliopévor mdoxovteg and ondvieg mabrjoelg aviigetwmiouv SUOKONEG otnv KAAUYH] Toug and to
€0viké aopalNiotiké oUoTnua LYeiag yia tn Adyn g KatdAMnAng mepi®aiying. AUTéG ol SuokoAieg
gppavitovtal otic akOAoUBEG TTEPITTTACEIG:
*» Alagopég otig diadikaoieg kKAAUNG damaviy HeTa&y ao@aNOTIKWY TAUEIWY OF TIEPITTIWOEIG
omdvinv TIabrioewv.
* Kdhuyn damaviv oplopévwy mpoidviwy uyeiag.
* Kdhuyn damavav e£6dwv petakivnong ota eEe1Sikeupéva Kévtpd.




EBviké >x€010 Apdong
yia tig 2mdvieg ['abrioeig

Apadon I: Avtandkpion otig Eidikég Avdykeg
Twv Atopwyv mou lNdoxouv and Xndvieg MNabRoeig
kal Twv OIKOYEVEIWV TOUG

Mepiypaen
ONOTIKA QVTIHETWMION Kal avtdmdkpion oTiG e10IKEG AVAYKES TwV ATOPWY TIoU TIAoX0oWY amd omdvieg
nadoeIg, kKaBWG KAl TwV OIKOYEVEIDV TOUG.

2téxol

* ONOKANPWHEVN TIAPOXT] UTTNEETIGV.

* [ToAudidotatn mpooéyyion.

* Juvéxeld NG epovtidag.

* Alatjpnon tou kaAUtepou duvatol diavontikoy, cwUdTiKou Kdi KOIVWVIKOU TMTTESOU.

* Aigtipnon kai BeAtiwon tng moidtntag (wrg.

* AMayr NG epmeipiag Twv aoBeviyv OxeTikd Pe TNV KOIVWVIKY UTooTreIEn, Kal dpwyr| and €va
Spdpo pet epmodinv oe éva emieypévo mpdypappa yia tn .

* EuaioBntomoinon tou mAnBuopoy Kai KatamoAéunon Tou oTiypdtog tng ondviag acBéveiag.

* KatanmoAéunon tng amopdvwong twv acBevav kar tng mepiBwpionoinong.

* [postoipacia twv acBeviv yia TV KOVWVIKA eMavévta&n, CUPMERIAAPBAVOUEVNG TG EMAYYEAUTTIKAG
katdptiong yia tnv ayopd gpyaciag kai tnv aveEdptntn diafiwor] toug otny Koivdtnta.

Evépyeieg Ylomoinong

* 2TOXEUPEVN EVNUEQPWTIKY KAUTIAvIa Kal avdrtu€n evnpepwTikoU UAIKOU yia TIG €IOIKEG aVAYKEG
atépwv pe omdvieg MabAoEIG.

* BeAtinwon mpdoPacng acBeviv otnv minpoedpnon yia Tig dIaB€oipeg umnpeaieq umooTtripIEng
oe diktuakoUg TOTToUG Tou YTToupyeiou Kai emonteudpevous amd autd opyaviopoug Kai popEic
HE TNV avdrtu€n unnpeoidyv MAnPo@dEnNong Kai ypdppwoy Borieiac.

* Evioxuon tng unootripigng mpog TG evioelg acBevav yia v eBelovtikr) toug dpdon e
TNV OpYAvwOon TPOYPAUHATWY CUPBOUAEUTIKAG KAl TIPOYRAUHATWY UMTOOTHPIENG KAl KOIVWVIKAG
enavévtagng twv aoBevawv pe omdvieg mabroelc.

* AVAmuEn eUENKTwV Kal evaAaKTIK@y Bepameutikiv mapepPdocwy, onwg Bepareia kat ofkov.

* AvAmmuén urmpeoiwv epovtidag avdmauAdg - dnuioupyia Eevavwy mou Ba avakoueiCouv thv
olkoyévela amd ) epovtida tou acBevouc.

* Avdmmuén mpoypappdtwy Bepameutikig avaguxng yid aidid kar vedpoug eVAAIKEG.

* Wuxokoivwvikd unmootipin twv aoBevav Kal Twv OIKOYEVEIDY TOUG.

®Dopeig Yhomoinong
Eupwnaikr Emtporm), Yrmoupyeio Yyeiag kai Kovawvikig AMnAeyyung, Ivotitodto tou [MNaidioy, Torikr
Autodioiknon, in-KuBepVNTIKEG OPYAVAOEIG.

Xpovodidypappa
2009: Evépyeieg dnpooidtntag.
2019 - 20I1: Avdrtuén mmpoypdppdTwy Kal UTTNEESIV.

MONAAA ZTPATHFIKHZ KAI OAITIKON YFEIAZ YY&KA

Apadon 2: Avayvwpion tou Oikovopikou Kéotoug
Twv Xndviwv Nadnoswyv

Mepiypaery
Alao@dhion i1adikaciwy yia TNV avayvopIon TOU OIKOVOUIKOU KOOTOUG Twv OTdviwy TTabrjoswv.

Ztéxol

* Aiaog@dhion &t ol ondvieg abrioeic anoldnpikvovtal, evidg Tou TAaiciou Twv SIadikaoikv TTou
UTTAPEXOUV YIa TIG XPOVIEG TTABrCEIG.

* [apoxr| Bondntikwy eMOOPATWY Kal OIKOVOUIKY UTTOOTHPIEN Twv atOdwy Je omdvieg TTabrioelg,
TWV OIKOYEVEIWV TOUG, KaBWG Kal KATAANAN OIKOVOUIKY UTTOOTrPIEN TwV PPOVTIOTWY TOUG.

Evépyeieg Ylomoinong

* Ta mpdtuma kévipa eEeidikeuong, oe ouvepyacia pe to Ymoupyeio Yyeiag kar Kovwvikng
AMnAeyyUng, Ba Béoouv Mpoodeutikd oe epappoyr] €BvIKA TIPWTOKOAG yia tn didyvwon Kai
n Bepareia Twv ondviwy Tabrcewy, £To1 Wote Bepaneutikd okeudopata mou eival anapaitnta
yIa TG OTIAvIeG TIABAOEIG -OCUMTEPIAAMPBAVOUEVWY QUTWY TTOU CUVIAYOYPdPOUVIAl KAl eKTOG TV
TIEQIMTTWOEWY TIOU KAAUTTTOVTIAl and tnv €yKpion KUkhopopiag- va urmopouv va anolnuiwBouv.

* Eméxtaon tng anolnpiwong ouvtayoypa@oUpevwy OKEUAoHdTwY TIOU XPNOIPOTIoIoUVTal yid TN
Beparneia Twv ondviwv mabrjcewv.

* BeAtinwon tng yvwong yia tig omndvieg mabrjoeig kai Twv 1I91artepotritwy Toug and TG urinEeoieg
otoug d1dpopoug acealoTIkoUg POPE(G.

* ‘Evia&n dAwv twv acBevwv oe €va tapeio, woTe va pnv undpxouv diapopég otnv anolnuiwon
TwV acBevav.

* Oikovopikr] avayvwplon tou €1dIkoy pAAou Kal TNG onUaciag mapoxig @povTidoac Twv @PovTIoTWY
KAl TV HEAWV TNG OIKOYEVEIQC.

* AcQaNOTIKEG puBpioEIg.

* Andouoteuon tng diadikaociag emddpatog mpdvolag acBevwyv Tou doxouy and omndvieg
nabroeic.

* ‘Exdoon poéviung kdptag avammpiac.

» Ehactikomoinon twv diadikacivv anolnuinong twv damavav diapovAg Kal Jetakivnong ota
npdtuna kévipa e&eidikeuonc.

®dopeig Yhomoinong
Yroupyeio Yyeiag kar Kovwvikrig AMnAeyying, Aogpahiotikol ®opeig, Emtpornég Yyeiag, MNpdtuma
Kévtpa E&eidikeuong.

Xpovodidypappa
2009 - 201l: Opyavwtikég Kal BeopikéG MapePACENS.




Ee\/IKé ZXé&O ApGOI’]Q MONAAA Z_ TPATHFIKHE KAI TIOAITIKON YTEIAZ YY&KA
yia g 2ndvieg [abroeig

406 A&ovag: ‘Epeuva

H tpnon a&idmotwy Kal éykupwv mMONPIOAOYIKWOV OTOIXElwY efval avandonacto KOUPAT yid
N xdpagn opBoloyikrg otpatnyikig. Aev uldpxel TIPOG TO TIAPSY OPYAVWHEVN EMONUIOAOYIKA
emomteia yia tig 2ndvieg [Nabroeig otn EAMAda. H epappoyr kar emtuxia evdg tétolou oxediou Ba
0dNyroEl 0T CWOTH AVIIMETWITION TWV MACXOVIWY and oTdvid VOOHUATA e CUVETTEIA T ONPAVTIKA
BeAtinon tng moidtntag (WG Twv acBeviv KAl TwV OIKOYEVEIWY TOUG, AMJ Kal OIKOVOUIKS OQEAOG
G Anpdoiag Yyeiag kai Twv Acealiotikav Tapeiwy, n diebvrg BiBAloypagia to empPeBaicvel.

O peydhog apiBudg diagopetikwv SIayvwoTIKOV ONEiwy Kal TUMwy mapoxnc mepiBalng yia tn
omdvia Tdbnon kdvel SUCKOAN Ty avayvipion Kdi ToV VIOMoRd autwy Twv rabrioswy. O1 anartroeig
and dnoyn emdnuIoAoYIKAG eMoTTteiag TokiMouv avdioya pe Tig TaBoloyieg, tnv mpdyvwor] Toug, T
©Uon NG MePBaAPNng Twv aoBevy, TV epedvion KavoTOpwy Bepdrel®y Kal To KOOTOG, OIKOVOUIKO
| KOIVWVIKS. YTTdpxouv SN OpIoUEVEG TINYEG dedopévwy yia TG omdvieg TABAOEIG, aAd dev éxouv
xpnoidoroinBel yia emdnuioAoyikols okomoug. Av TpdKeItal va xpnoipomoinBouly, xpeidletarl va
undp&er avaywyri oToug duvatoug TPATIOUG Xpnoigoroinonc toug. O aviikelpevikdg okondg eival va
1e0¢el oe epappoyr, evidg duo 1wV, pia elAoyn TTOAITIKY eupelag emMdNPIOAOYIKAG EMOTITEIAG KAl [ia
o eEeISIKEUPEVN EMOTTTEIQ YIa OpICpéveG omdvieg TTABroelg, and dmoyn ouxvATNTAG, EMMTWOEWY
otn Bvnoigdtnta kar voonedtnta Kal oTny moIdtnTa (wrig Twv MAoXOVIWV.

lia v mheiovétnta twv coBapwy ondviwy acBeveiwv Tou eival duvnuikd 1doipeg, Sev undpxer eni
Tou TAPOVTOG CUyKekpIévn Beparneia. Tnv avdmmugn Beparmeidv MapakwAIOUV TPEIG AVACTAATIKOf
TIAPAyoVvTEG: N EMeIPN KaTavonong Twv UTTOKEHEVWY TTABOQUCIOAOYIKOV HNXAVIOHWY, N EANTTAG
UTooTAPIEN €K PEPOUG TwV SNPOCILY POPEWV TWV TIPWIPWY OTAdIWY TNG KAIVIKAG avdrmuéng kai n
EMeIn evdiagépovtog and t eappakeutikr Plopnxavia. Oviwg, to uPnid kdotog TG avdamtugng
OAPHAKWY, O CUVOUAOPS E TNV EKTIHWPEVN XAPNAr anddoon tng emévuong (Adyw Ttou TIoAY
HIKpoU apiBpou Twv acBevav), éxel anoBappuvel tn eapuakeutiky Plopnxavia and tnv avdmtuén
@appdkwy yia omdvieg acBéveieg, mapd Tig TePdoTies IATPIKEG avAyKEG. Av Kal O KAVOVIOHO! yid Td
oppavd @dppaka éxouv SleUKOAUVEI 0ap®s TNV avdmtugn Bepaneidv yia tig ondvieq aobéveleg,
e&akohouBoUv va ugiotavtal ooPapég SuoxEpeieg Kal va Xpeldlovtdl emmEAoOEeTEG MPWTOBOUNEC,
Agdopévou Ot 0 evIomopdg Twv Bepaneutikiv otdxwv e§aptdtal oe peydho Pabud amd to
YEVETIKO KAl TO HOPIAKS XapaKInpIopd twv acBeveidy, kabwg kal and v KaAdtepn Kkatavonon
TV BIOAOYIKOV HNXAVIOPWY, amokTtd KPIoIPN onuacia n eviatikornoinon tng mabo@uaioAoyIKAG Kal
NG KAIVIKAG €0EUVAG YIa TIG OTTdvieG aoBEVEIEC.

Me g eEehi€eig oto medio tng €peuvag, otov TPoadiopiopd NG aAnAouxiag Tou avBpwrivou
YOVISIOPATOG KAl TNV avdrmuén uPnAng anddoong epyaieiv yovISIWUATIKAG KAl HETAYOVISIWHATIKAG
€peuvag, MPOoBAAel eQIKTH N ATTOKAAUYN TWV UTTOKEINEVWY INXAVICHWOV TIOAADY OTIAVIWV YEVETIKGOV
diatapaxav oto dueco pérov. Ooov agopd autég TG diatapaxeg, xpeldletal mpowbnon tng
Bepameutikig épeuvag, SUNMEPIAaUBAVOUEVNG TNG KAIVOTSHOU PIOTEXVOAOYIKAG €peuvag (HOVOKAWVIKG
QVTIOOHATA, KUTTAPIKA Kal yovidiwpatikd Bgparteia kal Bgpaneia evlupIkAg avtikatdotaong), Kafwg
Kal TG KAAOIKAG Bepameutikng épeuvag. AKOpN Kal OTOV TOHED TwV OTIAVIWY YEVETIKWOV SIaTapaxwy,
N avakdhuyn eappdkwy mpooavatoAiCetal og PeydAo Babud otny emMAOYH XNUIKOV EVOCEWY TTOU
Spouv Katd MpoodIopIoHEVWV PIOAOYIKOV TTOXWV.

H akadnpaikr épguva ato medio g MPoKAVIKAG avdmtuéng @apudkwy anartel KOIVOTIKY UrooTtrpI&n.
Opoiwg, mpérel va evBappuvBel n Snpioupyia SUVOECHWY e EUPWTTTIKEG TACTOOPHES UPNAAG anddoong,
0g ouvdUAoHSd Pe TN XPAON KOVWY EUPWTTAIKOV Hopldkwv PiBAoBnkov. Or peréteg oto onueio
TOPNAG TWV PAPHAKEUTIKWY ETAIDIOV e opyaviopoUg Tou dnudaolou Topéa mpénel va mpowbouval
HEOW ETAIPIKOV OxEoewV dnpdoIou-1SIwTikoU TopEQ, ol oTToieg va odnyouv otnv agioAdynon twv

uTToYnPIwY QapPdKwy OTOV TOHEA TwV OTIAVIWY aoBeveldv. 2 eupwrdikd emimedo, N ModkAnon
HTTOPEl VA aVTIUETWTTIOTE! HECW TNG SnPIoUPYIAg KAl TNG Xpnuatoddtnong evég @Opoup dnudaoiou-
1IS1WTIKOU TOPEQ yIa TIC omdvieg acBéveleg, To omoio va kabiotd egiktr] tv avdmmuén eAmdopdpwy
TIPOKAIVIKWY KaI TIOAUKEVTPIKWY OXeSiwV PECW TNG TTAPOXAC TNG KATAMNANG eUMEIpOyVWwHOooUVNG
Kal XpNPatoddtnong. 2uviotdtal n otripign aveEdptntwy akadnuaikwy KAIVIKOV SOKINWY ot eBvIkd
enfmedo Bdoel Tou Italikoy, YaAIKoU Kal IoTTIavVIKOU JOVTEAOU, KAl GUVIOVIOHOC TwV TIPOooTIabeiwy
autwy, Wote va dIacpaNOTEl EMAPKAG CUPHETOXT) AoBevWV.

210 napandvw mAaiolo, ol dpdoeig mou mpoteivovtal yia Tov d&ova 4 mapouaciddovtal emypappatikg
apakdtw kar enegnyolvidl OTn CUVEXEIQ.

* EBvikd Apxeio 2mdviwv Nabroswv.
* [Npowbnon épeuvag yia tic ondviec TaBAoEIC.




EBviké >x€010 Apdong
yia tig 2mdvieg ['abrioeig

Apadon I: EBviké Apxeio Zndviwv MNabrjoswv

Mepiypaen
AVATTTIUEN oUCTAUATOG EMONMIOAOYIKAG EMTAENONG TwV OTTAVIKWY TIABroewV Kail Snuioupyia apxeiou
HE OKOTIO TN CUCTNUATIKY, £yKUpn Kal SIaXPOVIKr] TOUG TTapakoAoudnaon.

2t6x0l

* Avdrmugn ouotpatog emdNUIOAOYIKAG EMITHENONG, TO omofo Ba emtpéPel Ty kaAitepn katavénon
TNG PUOIKAG 10TOPIAC AuTwV Twv Madroswy, TNV a&ioAdynon Twv avaykwy Kai tng mpoddou Twv
acBevv péoa oto oUoTNPA Uyelag Kal tnv mapakoAoubnon tng eEENENG Twy SeIktiv TTou eival
OXETIKOI e TNV ToIdTNTa (WG TwV aoBevav.

* Anpioupyia ouotripatog Ta&ivounong Kai ogipd TIPOTERAISTNTAG TWV OTIAVIKY TTABrioewy vId
mapakoAouBnon and dmoyn ouxvatntag epedviong, diddoong, cofapdtntag, voonedtntag,
avarinpiag kar Bvnoidtntag.

* Aertoupyia Bdong dedopévwy Tou Ba e&urnpeTtrioel T apeidEOopN EMKOIVWVIA KAl TOV CUVTOVIOHO
TV Spdoswv.

Evépyeieg YAomoinong

* nuavtkd {itnua otnv mpoondBeia autr) Oa anoteAéoel N oAokApwaon tou Yyeiovopikou Xdptn,
To ypaopeio Yyeiovopikold Xdptn Ba Béoel oe epappoyr] kal 8a cuvtovioer TNV emMONPIOAOYIKH
groTTteia yia TG ondvieg MabroeIg, o€ ouvepydoia e OAa Ta evdlagepdpeva Pén, AapBdvovtag
unéyn tnyv lNpootacia dedopévwv TPOoWTTIKOU XAPAKTHEA.

* Agomoinon unapxdviwv Siktwv Kal olvdeon pe undpxouoes Pdoeig dedopévmv.

* Eioaywyr kataxwopnong yia ondvieg madroeig oto PiPAIdpio uyeiag tou maidiou.

* Kataypaer motonointikdyv 8avdtou kal moToToINTIKWY EMTPOTIWV UYEIAS,

* Kataypaer twv Bdoewv dedopévwyv diayvwoTK®V epyactnpiny, eTdipidv Blotexvoloyiag
(avaokdmnon Twv opeavey apPdkwy 1 MPOYPAUHATWY KAIVIKWOV E0EUVAY).

®Dopeig Yhomoinong

Yroupyeio Yyeiag kar Kovawvikig AMnAeyying, Kévtpo EAéyxou kal MNpdAning Noonudtwy, EBvikA
>xoN) Anpdoiag Yyeiag, Eupwrdikd diktua émwg European Society of Human Genetics, EURORDIS,
Rare Disease Task Force (RDTF), Noookopeia, INavemotnuiakd 1dpdparta, Ivottouto Yyeiag tou
Maidioy, Mpdtuna Kévtpa E&eidikeuong, Alayvwotikd Kévtpa Avagpopdc, Emotnuovikég Etaipieg,
®appakeutikég Etaipieg, Z0Moyor AcBevav.

Xpovodidypappa
2008: "Evapén uhomoinong uyeiovopikoy xdptn.

MONAAA ZTPATHFIKHZ KAI IOAITIKON YFEIAZ YY&KA

Apadon 2: MNMpowBnon ‘Epeuvag yia tig rdvieg
Mabnoeig

Meprypaery
MNpowbnon epeuvnTIKWV TIPOYPAUUdTWY e okoTd tnv avalijtnon Twv BEAToTwY SIayvwoTIKOV
HEBSSWV Kal BePAMEUTIKWY OXNUATWV.

2téxol

* Avalrtnon vEwv Kal BEATIwPEVWY dIayvwoTiKwy HeBOdwY Kkal Bepameutikiv oxnudtwy yid Tnv
avupeTtwmon Twv aoBeviv pe omdvieg abrioelc.

* 2UVTOVIOHOG EPELVNTIKOV OXediwV G KOIVOTIKG Kal SieBvég emimedo.

Evépyeieg Yhomoinong
* Avdrtuén ouvepyaciv oTov TOpEd TNG €peuvac os eupwIdikd kal SIBVEG emimedo e CUPHETOXN
o€ OikTua KAIVIKWV PEAETWV yia acBeveic pe omdvieg mabrioelc.
* Evioxuon tng epeuvnuikic Spaotnpidtntag péow ouvepyaoiag pe tn levikr loappateia Epeuvag
kal Texvohoyiag kar GAOUC QOopEeiG Oe TIEVTE EPEUVNTIKES TTEPIOXEC:
» Emdnuioroyia.
* [eveTIkdg kal popIakdC XapaktnEIoHOC Twv OTdvIiwy TIABACEWV.
» Guolomnaboloyia.
* Avdntuén diayvwoTikwy eEeTAoEwV.
* Ogpareutikr €peuva.

* YmoothpIEn HEAETWY Kal SpactnPIoTTwy yia TNy €MKUIPWOoN Kai TV KAIVIKY xprjon BIoSeIkTwv
(1} opddwv Prodeiktwv) og doo To duvatdv MEPIoCATEPOUG aOBEVEIG.

* BEioaywyr VEwv miediny, STIWG n KOIVWVIKA €peuva yia TIG oTidvieg aoBEveled.

* Al&non tng xpnuatoddtnong TG €peuvag, He kKaBoPIOHS CUYKEKDIMEVOU EPEUVNTIKOU TIOOUTTOAOYIGHOU
yia omdvieg mabroelg.

®dopeig Yhomoinong

WHO, Eupwnaikr Emtporm), Yroupyeia Yyeiag kar Kovwvikig AMnAeyying, Avdamtuéng kal
EBvikrg MNaideiag kal ©pnokeupdtwy, levikr loappateia ‘Epeuvag kar Texvoroyiag, EBvikr Emtporr
2uvtoviopouU-Kevipikd Zuppouiio Yyeiag, Ivotitouto tou Naidioy, MNedtuma Kévtpa E&eidikeuonc,
HN-KuBepvNTIKOl opyavIGHO!.

Xpovodidypappa
2009: MNpokApu&n epeuvnTIKWY TTPOYPARKATWV.




Ee\/IKé ZXé&O ApGOI’]Q MONAAA Z_ TPATHFIKHE KAI TIOAITIKON YTEIAZ YY&KA
yia g 2ndvieg [abroeig

50¢ A§ovag: Exmaideuon

H ouykpotnuévn ekmaideutikr] SpaotnpIdtnTa kai dxi aniag N evnuépwon os B€uata uyeiag, amotehel
avandonacTto KOPUATI TG TROaywyrg TG UYEIG KAl OUCIAOTIKY OUVIOTOOd TNG Oepameutikig
Siadikaoiac,

Or aoBeveic pe ondvia voorjuata ocuxvd mapanovouvtdl yia kabuotépnon otn Sidyvwon Kai yid
Ta MPOoPARUaTa Tmou o1 {8101 KAl 01 OIKOYEVEIEG TOUG AVTIETWITICOUV OTn CUVEXEIA TNG BepareuTikig
QVTIMETWMONG Kal otnv kabnuepivr) unootipién. H ocwotr evnuépwon Kai n CUPPETOXH ToU
aoBevouq mailel onuavtikd pdho otnv emtuxia evdg Bepamneutikol oxApatog. H yvaon g
onNPaociag NG owoTthG EQAPHOYNG Twv BepameuTIKWOV PETPWY, N EMyVWON TwV TOAVEOV EMITAOKOV
Kal n Mpoodappoyr oTig anartioelg tng Bepareiag, kabiotolv tov acBevr] unelbuvo amévavtl otnv
apPWOTIa yid TNV KAtanmoAéunor] TnG. H owotr evnuépwon Kal SUPPETOXH IOXUEl KAl WG TIPOG
N xpron twv Yrnpeolwv Yveiag. Eival onpavtikd to kovd va €xel owotr| kal TARen evnuéowon
YIQ TIG UTIAPXOUCEG UTINEECIEG KAl TN ASIToupyia Toug, Tipokelpévou va Tig agomoifoel. Méow tng
ekTIaideuong kai tng a&idmotng emMoTNHOVIKIG Tekpneiwong, divetar To dikaiwpa tng eAelBepng
emAoyrg otov acBevr] va ano@acioel yia TNV MPOCWTTIKY) TOU UYE(d.

2nuavtikd eival Ta o@éAn Kai NG eKTAdeUoNG TwV CUYYEVOV TWV PPWOTWY [e oTTdvieg TIABATEIS,
oUTtwG WOTe vVa PImopoUv va @PovTicouy Kal va ouprnapdotaboly owotd otov dvBpwrd Toug, aAd
Tautdxpova va diaxelpioboulv kai To dikd Toug TPOoWTTIKS TIGVO, POPo kal dyxog, va eEoikeiwBolv
e v aoBéveia, va mpooappootolv kai va anodexBoulv Tig véeg ouvBrikes. O1 cUMoyol acBeviv
uTtoypappiCouv Tn onuacia tou TEATIoU TToU TIAPEXOVTAl Ol TIANPOYPOPIEG, OCO KAl TO TIEPIEXOPEVO
TOUG, Wote va BonBrijoouv Toug acBeveiG Kal TIG OIKOYEVEIEG TOUG VA AVTIPETWITIOOUV TNV acBéveia:
n avakofvwon tng didyvwong, n eeovtida mou Tapéxetal o OAn tnv acBéveia yia va fonbricer tnv
€€ao@dNion pIAg TPOOAPHOOHEVNG KOIVWVIKAG SIaxeipiong f @povtidag ot mepiddoug emdeivwong
NG aoBéveiag fj oto téhog tng (wric. OAa ta mapandvw anaitoly €va MoloTIKG CUPTARP®WHA and
TOUG TIPOOPEPOVTES IATPIKEG UTTNEEOIEG.

H &1ddoon tng 1atpikig MAnpogopiag mou agopd otov acbevr), yéoa oto oUotnPa uyeiag, efval
HEPIKEG POPEC SUOKOAN, 181aiTepa OTIC EMElYOUOEG KATAOTATEIG. AVTIMETWNOG Pe PN a&IOTIOTEG
mAnpogopieg yia tn Sidyvwon kar Bgpareia tng mdbnong, o enayyeAuatiag uyeiag eivar duvatdv
va duokoAeutel va akohouBrioel ta katdAnha Bepameutikd Bripata. Emmiéoy, n exmaideuon tou
IATPOVOCNAEUTIKOU TIPOCWTTIKOU 0TV TIdpakoAouBnon kai epovtida Twv acBevwyv pe omdvieg
MabAocEIC KAl OTNV KOIVWVIKY @povTida, eival 1d1aitepd onUavIiky yia TNV KAAJTEPN aVTIPETWITION
Tou aoBevn.

TéAog, eival onuavTikr yia ) Xwpd n ekmaideucn Tou IaTpovochAeUTIKOU TpoowtTikoU oe Béuata
TTANPOPOPIKAG Kal a&idmotng culoyrg dedopévay, yiati n EMEda eival iowg n pévn xopa otnv
Eupwyrm, n omoia dev Siabéter a§idmotn otatiotikr mAnpogopia.

Baoikd otoixeio yia tn BeAtiwon tng Sidyvwong kar tng mepBaing otov Topéd Twv omaviwv
acBeveiov gival N TAPOXM| EYKUPWV TTANPOPOPIDYV OE HOP®r] TIPOCAPHOOHEVN OTIG AVAYKEG TWV
emayyeAuatav kai twv aobevav. Amé to 2000 kar petd, n Bdon Orphanet yia tig omdvieg aoOéveieg
niapéxel minpogopieg yia mepioadtepeg and 5.000 acbéveieg oe €81 YADOOEG, HECW MIAG TTEPIEKTIKAG
EYKUKAOTIAIBEIAG TWV OTIAVIWY AOBEeVEIDY, EVOG KATAAOYOU ETTAYYEAUATIKWY UTTNEEDIDV Ot 35 XWPE,
evoG KATahdyou eUpwTaikV KEVIPWY avagopdg, piag fdong dedopévwy yia ta opeavd @dpuaka
HE TANPO@OpPIEG OXeTIKA He TO 0TddI0 TAPACKeUnG Kai SIAS00AE ToUG OTIG XOPESG TN Eupwraikrg
Bvwong, kal péow evdg eup€og eAoPaTog UNEESIWVY YIA CUYKEKPIUEVEG KATNYOPIEG eVOIAPEPOHEVWY

HEPWY, oupmepIAapBavopévou evég BonBripatog yia tnv avdktnon SIayVwoewy HEOw CUPTTTWUATWY
kal evoeiEewy, kKaBwg kar piag BIBAIOBAKNG pe cUOTAoEIC yIa KATAOTACEIG EKTAKTNG avAyKkngG.

O1mpotenvodpeveg dpdoeig ya tov dEova 6 apousiddovTal emypauuatikd Tapakdtw Kar enegnyolval
OTn OUVEXEIQ.

* BeAtiwon tng minpopdpnong Kai tng yvwong acBevwy Kal CUYYEVAY TOUG.
* Exmnaideuon mpoowrikoy uyeiag.




EBviké >x€010 Apdong
yia tig 2mdvieg ['abrioeig

Apadon |: BeAtiwon tng MNAnpogodépnong kai
¢ Ivwong AcBevwv kai Tuyyevwv toug

Mepiypaery

[NAnpo@dEnon Twv acBevwy KAl TwV OIKOYEVEIWY TOUG YIa TIG SIAQOPEC TINYEC TTANPOQOPIWY KAl Yid
1a pétpa otipeIEnG evpwrdikol diktuakol TéTol, SikTuakol TOTTo! ToU YTTOUPYEIOU Kal ETTOTTTEUSHEVWV
and autd OpPYavIoHWY Kal QOPEWY.

Zt6x0l

* AU&non emtuxiac Bepareutikol oXAPATOC.

* ArnoteAsopatikr) SIaxeipion Twv CUPTTTWHPATWY TG acBéveiag.

* Alaxelpion TOU TIGVOU TwV OUYYEVWV/GUVOSWV.

* Evepyoroinon koivwviag yia avdingn dpdoswv pe okomd tn BeAtinvon twv dpwv miepiBaipng,
voonAeiag kar tng moidtntag (wrig Twv acBevav.

Evépyeieg Ylomoinong

* Anpioupyia TnAepwvikAg yeaupns BorBeiag (helpline) via tig omdvieg abroeig.

* AvdbBeon ota mpdtuna kévipa e&eidikeuong TG amooToA|G va TIAPEXOUV TIG TTANPOPOPIES yIa
TG SIdpopeg UTTOOTNPEIKTIKEG SPACEIG yIa AoBeVE(G Kal TIG OIKOYEVEIEG TOUC.

* Exmaideuon kai BeAtiwon NG evnuépwong PETAEU Twv eMayyeAIATIOV UYEIG KAl TWV OXONKWY
YIaTPWV.

* Aigaywyr| opINIY, OEpIVapiwy, ETIOTNHOVIKWY CUUTTOCIWV.

* Anpioupyia evnpepwTIkoy UAIKOU.

* Anpioupyia emionpng 1otoocehidag yia omdvieg mabrioeic (ota eAMnVIKA - petdgpacn Orphanet).

* Anpioupyia mipoypauudtwy unootripiéng acBevav pe tn diapecordBnon ave&dptntou diktiou
VOONAEUTWV.

* Evioxuon tng oikovopikng urmooTtApIENG TTPOG TOUG CUAGYOUG acBevwy.

®dopeig Yhomoinong

Yroupyeio Yyeiag kar Koivwvikig AMnAeyydng, Eupwraikr) Emtporr, Orphanet, lvottodto Yyeiag
tou lNaidioy, Emotnuovikég Etaipieg, appaxeutikég Etaipieg, un-xkuBepvntikég opyavwoeig/ MEZTA,
Méoa Malikig Evnpépwong, Emotnuovikd MNepiodikd.

Xpovodidypappa

2009: Tnhegwvikr ypaupn.

2009: lotoceAida.

2009 - 2010: Evépyeieg exmaideuong-onuooidtntac.

MONAAA ZTPATHFIKHZ KAI OAITIKON YFEIAZ YY&KA

Apdon 2: Exnaideuon EnayyeApauwv Yyeiag yia
AkpiBéotepn kai Taxutepn Alayvwotiki Aigpeivnon
ka1 KaAdtepn Ogparmeutikij Avuipetwimon

Mepiypaen
Exmai®euon otehexwv uyeiag pe okomd tnv akpiféotepn kar taxitepn diayvwotikr Slepedvnon Kal
TNV KAAUTEPN BePAMeUTIKY QVTIHETOMON TWV OTIAVIQV TIABroEwV.

2téxol

* H BeAtiwon tng emMotnUoVIKrG EMAPKEIAG TwV OTEAEXWV Uyelag otn Sidyvwaon kai Bgpareia twv
ondviwv TIaBroewv.

* H BeAtiwon twv Seglotrtwv Toug Kail TG CUVOANIKAG EMAYYEAUATIKIAG TOUG EMAPKEIAG.

* H avayvapion vEwv emayyeAudtwv mou 8a Bonbricouv otn BeAtiwon tng gpovtidag yia toug
acBeveic Kal TIG OIKOYEVEIEG TOUG.

* H BeAtiwon tng moidtntag twv ekmaldeuTIKOY SPACTNPIOTITWY.

* H &1ddoaon tnNg emotnUoVIKrG yvwong yia Tig omdvieg mabroelc.

Evépyeieg Yhomoinong

* Eioaywyr tou Béuatog twv ondvinv mabriocwv otov IaTpIkd KUKAO OTToud®Y.

* Eioaywyr tou Béuatog twv omdvinv abrioewy otd eMPopPWTIKA TIPOYPAUHATA EISIKOTATWV.

* KaBigpwon pe vopobetikég pubpioeig Twv dpwv Kal mpoUnobéocwy doknong twv SIaQOoPETIKWV
eIdIKOTATWY TIou oxetiCovtal pe TNV latpikr levetikr.

* Opydvwon oepivapiwy Kal eVOTATwY CUVeXICOPEVNG EKTTAIDEUCNG YIa TIG oTTAVIEG TIABATEIG.

o AvAmmugn eiSIKQV exTTAISEUTIKWY epyaAeiwv online oTIG 1I0TOCENDEG TwV APPASIWY POPEWV.

* Opydvwon ekmadeuTIKwV MPOYPARHATWY apXIKAG KATdPTIONG Kal CUVEXICOUEVNG EKTTAISEUCNG
IatpikoU Kal Tapdiatpikol mpoowrmkoU (Bpepokdpol, epyoBepamneutéc, AoyoBepaTeuTeg,
YUXOKIVNTIKO! BEQATTEUTES, KOIVWVIKOI AEITOUPYOI, PUXOASYOI, YEVETIKOI SUPBOUAI).

* Aigaywyr) opINwY, OEpIVapiwy, EMOTNPOVIKWY CUTIOOIwV.

* [Napoxég unoTpo@Iwy kal evBdppuvon VEWV ETIOTNHAVWY OTOV TORED TNG OUVEXICOHEVNG IATPIKAG
EKTIAIBEUONG,.

®Dopeig Yhomoinong

Yroupyeio Yyeiag kar Kovawvikig AMnAeyyung, Avdrmtuéng, EBvikAg MNaideiag kar ©pnokeupdtwv
Kar enotrteudpevol @opeic, Kevtpikd Zuppouhio Yyeiag, Navemotnuiakd 15pdpata, Emotnpovikég
Etaipieg, ®appakeutikeg Etaipiec.

Xpovodidypappa
2009 - 2012: MNpoypdupata ekmaideuonc.




EBviké >x€010 Apdong
yia tig 2mdvieg ['abrioeig

6o¢g A&ovag: Avdntuén Xrpatnyikrig mou Baoiletal
otnv Etaipikij xéon

H epappoyr] Twv pubpicewv Tou 2xediou Apdong yia tig 2mdviec Nabrioeic amartel moAAoUg
ouvepydteg. H BouAnon yia eBehoviikh cuveiogpopd undpxel. ATiddeiEn eival to €pyo TMOAWY
HN-KUPEEVNTIKOV OPYAVIOUWY KAl CWHATEIWY TToU SpacTnEIonolodvidl GTOV TOPEQ TwV OTIAVIRV
nabricewy, dpws n TpoomdBeia autr dev eival opyavwpévn. H uioBétnon piag ocuvtoviopévng
OTPATNYIKAG TTou Baciletal oTnV €TAIpIKr Ox€on SAWV Twv YopEéwv o€ cuvduaoud pe a&lomoinon
NG KOIVWVIKAG OUPHETOXTG, AMOTeEAEl TN oUyXpovn TPOGCEYYIoN ToU TIPOBAAUATOC.

H epappovyr twv didgpopwv pubuicewv tou oxediou yia T ondvieg mabroeig dev pmopel va
yivel xwpic évta&n otnv eupwrdikr MoATIKY. H oAokAnpwpévn mooacéyyion Kai n cuvelo@opd TNG
EUPWTIdIKAC epmeipiag otoug acBevelc eival 1diaftepa eppavic oToug Topeic tng emdnpioAoyiag,
otV avdrmuén twv dIayvwotikwy eEeTdoewy, oTny TMoTonoinon Twv MESTUTWY KEVIpwy e&eidikeuonc,
otnv MAinpo@dpnon kai otnv épsuva. H EAAda éxel kabrikov va ouvexioel va umootnpilel SAeg TG
EUPWTTAIKEC TIPWTOROUNES TTou Ba propouoav va emigépouy PeAtiwon otnv uyelovopikr epovtida
Kal ota mpoPAiuata TN kabnuepivdtntag mou aviipetwrifouv ol acBeveic ye omdviec mabrioelc.

MONAAA ZTPATHFIKHZ KAI OAITIKON YFEIAZ YY&KA

Apadon l: Anuioupyia EOvikig MNMAatgpoppuag kai
Evepydg Zuppetoxn oto Eupwraiko Aiktuo
yia ug Xmdvieg MNabnoeig

Mepiypaen
Evépyeieq mpowbnong tng eupeiag diatopeaki ouvepyaoiag yia TG omndvieg MabAoeIg e
OUMHETOXT KAl TV evepyd dpdon SAwV TwV eUMAEKOHEVWY POPEWV.

2téxol

* Anpioupyia piag duvapikig opddag dpdonc.

* Anpioupyia evdg oagpoulc Kai a§idmmoTou CUCTAUATOG yId TNV TIapdkoAouBnon twv deopelocewy
Kal tnv uAoroinon twv dpdoswv Tou gBvikoy oxediou,

o AvtaMayr 1I5ewv Kal opBwv MPAKTIKWY HETAEU TWV KPATWV-HEADV.

* BeAtinwon deopwv Kkai dieukdAuvon NG emKkovwviag HETagl Twv SIapdpwy QOPEWV.

o AVAITuEn KOIVOV JNVURGTWY Kal EVNPEPWTIKWV EKOTPATEIWV.

Evépyeieg Yhomoinong

* [MpowBnon opydvwong cuvTovIoTIKOU INXaVIoHOU OAWY TwV SPACEwY ToU OXediou e MKEPAAAG
v EBvikr Zuvtoviotikr| Emmtporm).

* Anpioupyia TIOAUPEPWY ETAIDIKWY OXECEWV O €BVIKS Kal eupwTdikd emimedo yid TIG oTdvieg
nabroeic.

* EvBdppuvon eBerovtiopou.

®Dopeig Yhomoinong

Yroupyeio Yyeiag kai Koivwvikrig AMnAeyying WHO, Eupwniaikr| Emtpornr, Eurordis, Rare Disease
Task Force, Orphanet, European Society of Human Genetics, emtpormég Kevrpikou 2uppouiiou Yyeiag,
EBvikr) Emtponr| 2uvtoviopou, Khivikég E2.Y. kai Mavemotnuiaxd 18pduata, 2dvoeopog latpikav
levetiotwv EAMAEdac, Ivotitouto tou [Maidioy, Emotnuovikég Etaipieg, ®appaxeutikég Etaipieg, pn-
KuBepvnuikég opyavwoelg/IN.EZITA, ZUMoyor AcBeviy, Méoa Madikric Evnpépwong.

Xpovodidypappa
2009: Opydvwon CuvVTOVIOTIKOU PNXAVIGHOU.
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Aiaoikaoia YAOTIoinoNG -

Xpnuatoddtnon

l. AiaGikacia YAomoinong

I.I Zuvtoviopdg tou EBvikou Xxediou Apdong

H 1gpdpxnon mpotepalotitwy, 0 CUVIOVIOHAG KAl N TTapakoAouBnaon tou EBvikou >xediou Apdong
Ba avatebel otnv EBvikA Zuvtoviotikr Emtponr yia tig 2mdvieg [Nabroeig, n omoia 6a mepiAapPdvel
HEAN amd GAOUG TOUG EUMAEKSHEVOUG OTNV UAOTIONMON TOU OXediou QOpE(G,

H EBvikr Zuvtoviotikr Emtporr yia Tig 2ndvieg INabrioeig Ba diabéterl pia pdviun lpapparteia -
2uvtoviotikd Kévtpo, pe emkepairg tov [pdedpo tng Emtponrc.

H Onteia tng EBvikrg Emtporr| Ba eival don kar n Sidpkeia tou 2xediou Apdong, xwpic va undkertal
O€ TIONTIKEG JETABOAEC,

1.2 MoAruikr emormrteia

H EBvikr Zuvtoviotikr] Emtpon yia tig 2mdvieg Mabrioeig Ba ouvepyddetal dueoa pe SAOUG Toug
gumAekSPEVOUG POpEiG, To EBVIKG ZupPoliio Anudaiag Yvelag kar to Kevipikd 2uppouhio Yyeiag,
kar Ba Aoyodotel atov levikd [pappatéa Anpdoiag Yyeiag kai otov Yrmoupyd Yyeiag kar Kovwvikig
AMNAeyyUng yia v mopeia uAotoinong tou 2xediou Apdong.

1.3 Xdotnua EAéyxou kar A§loAéynong - Anpdaoia Aoyodoaia

H uhomoinon tou 2xediou Apdong Oa cuvodeletal and pia diapkr| diadikaoia EAéyxou kal

A&IoAdyNoNg, Pe oKkoTIO TOV EMAVATPOTSIOPIOHS TWV OTEXWY KAl TOV EMAVAcXedIacud Twv Spdoewy,

yIa TNV e£ac@ANion tnG amoteAeopatikdTNTag tou oxediou,

H diadikaoia EAéyxou kar A&lohdynong eivar ouvdedepévn pe pia diapkr) diadikaoia dnudaiag

diaBouAeuong kar hoyodooiag yia Tnv mopeld tou 2xediou Apdong Kal TwV ATTOTEAECHATWY TOU,

HE 0TOXOUG:

* Tnv mapoxr] urelBuvng kar éykupng MANPOESENCNG OTOUG KOIVWVIKOUG POPEIG, TIG OIKOYEVEIEG
kal ta dtopa, yia tg Spdoeig, Ta PETEA Kal TG HeBSSoUG TMPAANYNG Kal QVTIMETWITIONG TWV OTIAVIWY
nabrioswv.

* Tnv avddeign Twv KoVWVIK®OV SIaoTACEWY TwV TIPOYPAPUATWY Kal Spdoewy yid TIG OTTAVIEG
nabroeic.

' F TR g i
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Me okotd tnv anoteAeopatikdTePn uhotoinon twv dpdoswv Tou EBvikoU 2xediou Apdong yia Tig
2mdvieg [Nabrioeig, n emtponr 6a avamti&er clotnua Tekunpinong kar aglohdynong tng mpoddou
NG, He OTdXO!

* Tn BeAtiwon TG yvwoTiKAG UNMoSOUAG Kal TNG EMOTnUoVIKrG fdong Tou oxediacpou Twv Spdoswy
yia Tig omdvieg mabrjceig. Tov Tpoodiopioud Kkal tnv avdmtuén mpdtunwy PeBddwy Kal KaAwv
TIPAKTIKWV Ot KABe katnyopia Spdoewy Kal eVEPYEIWV.

* Tnv opydvwon NG EMOTNHOVIKAG TEKNPIwong Kai Tn SiIdxuon NG EMOTNPOVIKAG yVWOoNG otnv
KOIVWVIQ, GTOUG QOPEIG KAl GTIC UTTNPECIEG TTOU OXETICovTal e TNV IPAANYN Kal TV aVTIPETWITION
Twv oTTdviwy Tabrioswv.

» Tnv mpoaywyr| NG €upeiag cuvepyaciag kai Tng emotnuovikng diacuvdeong pe tnv E.E, tov
M.Q.Y.kal toug dMoug diebveig opyaviopouc TTou SpactnEIoTIoIoUVIAl OTOV TOPEQ TWV OTIAVIWY
nabrioewy, kaBW¢ Kkar tnv avtalayr] mMinpoopIky yia tnv avdmtuén €ykupwv pebddwv kai
KAAWY TTOAKTIKWY.

* Tn dnuioupyia eBvikAg Bdong emotnUovIKrG Tekuneiwong yia Tig ondvieg mabroeig, ipooBdoiung
otov yevikd TAnBuopd péow diadiktiou.

* Tnv unootrpI&n NG PEUVNTIKAG Kal EMOTNUOVIKAG dpactnpIdTnNTag yia Tov TPoadiopioud Kal
NV avdmuén «KaAWv TEAKTIKWV» OTOV TOPEQ Twv oTiaviwy Tabrioewv.

H emtponr| unoxpeoutarl va unofdAer etrioia €kBeon mempaypévwy Kal agloAdynong mopeiag ka
uAoroinong Spdoewv otnv oAtk nyeoia tou Yroupyeiou Yyeiag kar Kovawvikig AMnAeyyUng
kal va dnpoaciotolel ta anoteAéopatd tng oto diadiktuo kar ota Méoa Malikic Evnuépwong, pe
OTOXO TNV ATOTEAECHATIKSTEPN KAl EYKUPN EVNREPWON Tou TTANBUGHOU, avagopIkd Je TNV Miteudn
Twv oTéXwv Tou EBvikol 2xediou Apdong.
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2. KootoAdynon kai Xpnuatoddtnon

O ouvohikég polmoioyiopdg twv Spdoewy Tou EBvikou 2xediouApdong via tig 2mdvieg [Nabrioeig
avépxetal os 27.703.834 Eupw. Eidikdtepa, o mpolnoloyiopds kdbe dgova tou >xediou Apdong
napoucidletal otov [ivaka I, evd otov [ivaka 2 mapouaidletal n katavopr| Tou mpoUnmoAoyiopoy

Tou EBvikou 2xediou Apdong os BdBog mevtastiag,

O avayvwotng Pmopsl va avalntriosl AVAAUTIKY] OIKOVOHUOTEXVIKH HEAETN OTnv oTToid Tapouciddetal
N KootoAdynon avd dpdon kar myr| XpnHatoddtnong, oTnv I0To0eAda Tou Yyelovopikol Xdaptn

www.ygeianet.gov.gr.

Mivakag |: ZuvoAikég mpoimoloyioudg tou EBvikoU Xxediou Apdong avd dgova.

MONAAA ZTPATHTIKHZ KAI IOAITIKON YFEIAZ YY&KA

Enfong, otov MNMivaka 3 mapouacidlovtar ol myég Xpnpatoddtnong twv mpoBAenidpevwy dSpdoswy
Tou EBvikou >xediou Apdong yia tig 2mdvieg [abroeig kal otov [ivaka 4 n eTrjoia katavor] Tou
EKTIHWPEVOU KOOTOUG avd TiNyr XenNHatoddtnong.

Mivakag 3: MNnyég xpnuatodsétnong tou EBvikou Xxediou Apdong.

ATOAO
;

. "Eykaipn Aidyvwon 300.000 1.200.000

Il. Ogpaneia 500.000

lll. Mpdvoia 6.397.500 9.465.832

IV. Epeuva 930.000 524217

V. ExmaiSeuon 2.561.000 4.991.858 400.000

VI. Avdrtugn Ztpatnyikig mou 193427 240.000
BaciCetal oty Etaipikr) 2xéon

ZYNOAO ANA MHIH: 10.688.500 16.375.334 640.000

MOXOXTO (%) ANA MHIH: 38,58% 59,11% 2,31%

. oF A=G OAIKO KO
I A=ONAZ | ‘Eykaipn Aidyvwon 1.500.000
2 A=ONAZ I Oegpareia 500.000
3 A=ONAZ Il Mpdvoia 15.863332
4 AzONAX IV ‘Epeuva 1.454.217
5 A=ONAZV Exmaideuon 7.952.858
6 A=zONAZVI Avdmtuén Ztpatnyikriig mou BaoiCetal 433427
otnv Etaipikr EuBivn
FENIKO LYNOAO: 27.703.834

Mivakag 2: Mpoiumoloyiopdg tou EBvikou Xxediou Apdong yia kdBe €tog epappoyng.

O OXO
2009 8.103.595
2010 7220363
201 6.157.789
2012 6.222.087

ZYNOAO 27.703.834

Mivakag 4: Etrjoia katavopr tou ektupwpevou kéotoug os Eupw avd mnyr xpnuatoddétnong.

ATOAG 009 010 0 0 OAO
EZTTA. 3.916.000 2.807.500 1.982.500 1.982.500 10.688.500
KPAT. MPOYM/ZMOX 4.027.595 4.252.863 4.015.289 4.079.587 16.375.334
EKE 160.000 160.000 160.000 160.000 640.000
2YNOAO 8.103.595 7220.363 6.157.789 6.222.087 27.703.834
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[ lapaptnuc

, . Extipopevn q a Extipopevn , . Extipopevn q p Extipopevn
Ovopacia Nécou enfrwon Ovopacia Nécou enmimtwon Ovopaoia Nécou enfrwon Ovopaocia Nécou emimwon
Brugada syndrome 50 Dermatomyositis 925 Polycythemia vera 25 Galactosemia 6,6
Protoporphyria, erythropoietic 50 Polymyositis 9,25 Charcot-Marie-Tooth disease 24 Optic atrophy, Leber type 6,5
Guillain-B d 47,5 Tub lerosi 8,8 ic ki i -

uillain-Barre s‘yln rome u erogs sclerosis . Polycystic kidney disease, 23 Osteogenesis imperfecta 65
Melanoma, familial 46,8 Congenital adrenal hyperplasia 8,5 recessive type
Autism, genetic types 45 Rett syndrome 82 VATER association 23 Smith-Lemli-Opitz syndrome 6,5
Tetralogy of Fallot 45 Angelman syndrome 8 Coffin-Lowry syndrome 225 Amyotrophic lateral sclerosis 6
Scleroderma 4) Cataract, total congenital 79 Rendu-Osler-Weber disease 21,25 Treacher-Collins syndrome 6
Great vessels transposition 325 Hyperlipidemia type 3 738 Dermatitis herpetiformis 20,2 Tay-Sachs disease 575
Focal dystonia 30 Hemophilia 77 Atresia of small intestin 20 (T:h”ftif'emrfgf'm 55
Marfan syndrome 30 Trisomy 18 7,7 ouraine syncrome

: Duodenal atresia 20 Pheochromocytoma 55

Non-Hodgkin 30 Behcet disease 75
malignant lymphoma | hiers Danios syndrome, 20 Retinoblastoma 54
Retinitis i 275 Immunodeficiency, 75 classic ype

etinitis pigmentosa ' common variable ' Hirschsprung disease 20 Rubinstein-Taybi syndrome 54
Gelineau disease 26 Microscopic polyangiitis 75 Microdeletion 22¢l 20 Alzheimer disease, familial 53
Myeloma, multiple 26 Idiopathic torsion dystonia 7,25 Spherocytosis hereditary 20 Zollinger-Ellison syndrome 53
Alpha-| antitrypsin deficiency 25 Oculocutaneous albinism 7,15 Turner syndrome 20 Cornelia de Lange syndrome 525
Diap_hragmatic_ o5 Facioscapulohumeral muscular v Car.d.|om.yopathy, 175 Familial adenomatous polyposis 525
hernia, congenital dystrophy familial dilated
Juvenile arthritis, idiopathic 25 Holoprosencephaly 7 Breast cancer, familial 17 Huntington disease 525
Neurofibromatosis type | 25 Sclerosing cholangitis 7 MELAS syndrome 6 Acromegaly 5
Oesophageal atresia 25 Sotos syndrome 7 Leucinosis 15,6 Fructose intolerance 5
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Ovopacia Nécou

Extipopevn
enmimTwon

Ovopacia Nécou

Extipopevn
Emimwon

AcyITCoA dghydrogenase, 5 Primary cillary dyskinesia 5 Kennedy disease 2,8 Mucolipidosis type 2 0,75
medium chain, deficiency of o Albright
Lennox-Gastaut syndrome 15 Supranuclear palsy, progressive 5 Cystinosis 275 hereditary osteodystrophy 0.72
Fragile X syndrome 14,25 Porphyria, acute intermittent 5 Amaurosis congenita of Leber 25 Menkes syndrome 0,7
Primary biliary cirrhosis 13,5 Sickle cell anemia 48 BOR syndrome 2,5 Niemann-Pick C disease 0,7
Stickler syndrome 13,5 Deletion 5p 4,6 Bullous pemphigoid 25 flycogen storage disease type 06
Williams syndrome 13,3 Myasthenia gravis 4,55
Willebrand disease 12,5 Achondroplasia 45 Kartagener syndrome 2,5 Alpha-sarcoglycanopathy 0,57
Gastroschisis 2 Steinert myotonic dystrophy 45 Niemann-Pick B disease 2,5 Beta-sarcoglycanopathy 0,57
Microphthalmia 12 Ceroid lipofuscinosis, neuronal 4 Pseudoxanthoma elasticum 25 Delta-sarcoglycanopathy 0,57
Omphalocele 12 Phenylketonuria 4 Leigh disease 2,25 Gamma-sarcoglycanopathy 0,57
Sarcoidosis 12 Smith-Magenis syndrome 4 Peutz-Jeghers syndrome 22 Tetrasomy 18p 055
MURCS association 11,25 Wilson disease 4 Autosomal dominant 215 Neurofibromatosis type 2 0,5
, . spinocerebellar ataxia
. Muscular dystrophy limb girdle — :
Stargardt disease 11,25 type 2A, Erb type 38 Albinism ocular 2 Xeroderma pigmentosum 0.5
Glioblastoma I CDG syndrome 375 Alport syndrome 2 Agammaglobulinemia X-linked 0,45
Multiple endocrine neoplasia . _ . Crouzon disease 2 Cowden syndrome 0,45
type | ! Niemann-Pick A disease 375 Deletion 4p 2 Werner syndrome 0,45
Prader-Willi syndrome 10,7 Propionic acidemia 3,75 Kiippel feil syndrome 2 Sl?taryl-CoA dehydrogenase 04
Alopedia totalis 05 | /Vaardenburgsyndrome typel, | 3c —E
P ’ type2 and type 3 ' Homocystinuria due to
Beckwith- Langerhans cell histiocytosis 2 cystathionine beta-synthase 04
Nephroblastoma 10,1 Wiedemann syndrome 3,65 deficiency
Cystic fibrosis 10 Adrenoleukodystrophy, X-linked 35 Nail-patella syndrome 2 Mucopolysaccharidosis type 4 0,4
Duane syndrome 10 Goldenhar syndrome 35 ﬁerisﬁegér:?fi??sgrl}iemlc 2 Lesch-Nyhan syndrome 038
Neuroblastoma 10 Usher syndrome 3,5 )/P .gly : 4 ,
Aniridia, sporadic ,75 Pfeiffer syndrome 0,38
Hodgkin disease 2.4 luscular dystrophy 34 Severe combined immunodeficien
' Duchenne and Becker type Fabry disease 1,75 T B Anerm </ 035
Systemic mastocytosis 33 Multiple endocrine neoplasia, 33 ol h st
' type 2 ' Variegata porphyria 7 gljar;%;rﬁ)iaﬁgr? daf'[tlc'e 032
Von Hippel-Lindau disease 3,25 Churg-Strauss syndrome 0,9 Bodd Chiar o = Aot - YP 03
Polyarteritis nodosa 3,07 EllisVan Creveld syndrome 09 U ar syncrorme ’ ¥ ap OHL:IT — '
Friedreich ataxia 3 Joubert-Boltshauser syndrome 0,85 Darier disease 1,5 dljze: OC T_IIDS T;/Yng%ealiyes 03
Poland anomaly 3 Bardet-Bied| syndrome 0,8 X linked severe combined . T
Proximal spinal muscular ; Ebstein anomaly 075 immunodeficiency,T- B+ [,5 Lipodystrophy, Berardinelli type 0,25
atrophy Bile ducts paucity, syndromic |4 p . 025
Saethre-Chotzen syndrome 3 Hyperkaliemic periodic paralysis 0,75 form : rogena :
Wegener granulomatosis 3 Krabbe disease 0,75 Cat-eye syndrome 1,35 Granulomatous disease, chronic 0,2

oY
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Extipopevn

Extipopevn

Ovopacia Nécou 2
emimTwon

: Ovopaocia Nécou
emimTwon

Nanism due to growth

Jeune syndrome 0.2 hormone resistance 02
35 |Nerdemmeron o | o)
Spastic paraplegia, familial ,25 Creutzfeldt-Jakob disease 0,19
Adult Onset Still's disease [,23 Lowe syndrome 0,19
Pierre Robin syndrome 2 Mucopolysaccharidosis type 6 0,16
S/Iggozgen storage disease Ll CHARGE association 04
Mucopolysaccharidosis type 3 Ll Metachromatic leukodystrophy 0,13
Zellweger syndrome Ll Bartter syndrome 0,12

Muscular dystrophy fukuyama

. type
Nephronophtisis 105 Walker-warburg syndrome 0.l2

Muscle eye brain disease

3-hydroxyacyl-CoA
dehydrogenase, long chain, Ewing sarcoma 0,
deficiency of

| Hypercholesterolemia, familial

Albers-Schonberg disease (homozygous form) 0,
Angioneurotic edema | F|brodyspla5|a ossificans 0,08
progressiva

Ataxia telangiectasia | Dopa-responsive dystonia 0,05
Chondrodysplasia punctata, | Tyrosinemia type | 0,05
rhizomelic type

Coloboma, ocular | Factor XlII deficiency, congenital 0,04
Emery-Dreifuss muscular I Perinatal hypophosphatasia 0,03

dystrophy, X-linked
Fanconi anemia

Gaucher disease

Gorlin syndrome

Holt-Oram syndrome

Hypokaliemic periodic paralysis

[sovaleric acidemia

Mucopolysaccharidosis type |

Nemaline myopathy

Neuroendocrine tumor

Thomsen and Becker disease
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