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OEMA: Andvrnon oc epwrnon BouAsuth

AmtavTwvtag otnv e ap. 11043/11-02-11 gpwrnon mou kararédnke otn BouAr Twy
EAAMAVwyY amd To BouAeuTth k. N. NIKOAGTTIOUAO, OXETIKA HE TNV AVTIHETWTION TWV OTIAVIWY
madnoewy oTn xWpa pag, 6TwWE pe evnuépwae n uttnpecia, oac yvwpilouye Ta eCNC:

2Uppwva pe Tn oUotaon tou ZupPouhiou tne E.E. tne 8™ Touviou 2009 EXEI
ekrovnOei Zx&dio ka1 Z1paTnyikR oTo medio Twy omdviwy TaBRoswy yid Thv kaBodnynon kai
TN 01apBpwon Twv OXETIKWY EVEPYEIWV OTOV TOWEA AUTO. T0 OUVESPIO ToU EUROPLAN, tou
EUPWTIAIKOU TIpOYpdupATOG HE OTOXO Th Siaudppwon Kal Thv epapuoyn 2xediwv Apdonc -
27paThyIKWyY yid TiC ZTdviec ITaBnoeig, mou mpayuaromoiRBnke ornv ABRva To Noéuppio
Tou 2010, uIoBeTRBNKE To EBVIKS ZxESI0 Apdonc (To oToio EMIOUVATITETAI) YIA TIC OTAVIEC
nabnoeig kai 56Onke 1epapxIKA TPOTEPAIOTRTA OTNV KATAYPAQH MEPIMTWOEWV UE OTAVIA
vooo, aThy £ykaipn Sidyvwan Kai Thy evnuépwaon-cuaiodnromoinon Tou TAnBuouoU.

MeTagu Twv Zrparnyikwy ZTéxwv Tou Zxediou Apdanc mepiAaupdvovTar :

*  Avayvwpion Tng 181aITepOTNTAC TWV OTIAVIWY TTAORTEWY

" 2U0ThudTIKR TrapakoAoUBnon Tng emidnuioAoyiag Twv omaviwv TaBAoswy KAl
kataypagen Twv acBevwv e ondviec mabroeic otnv EAAGSa

" BeAtiwon Tng evnuépwong Twv acBevy, TWV £TAYYEALATIWY UYEIAC KAl TOU YEVIKOU
ANBUOHOU, avagopIkd We TIC OTtdviec TaBRoEIC

= Tloiomikn avaPpaBuion Twv umnpeoiwv TOU EUTTAEKOVTAl oThv éyKaipn didyvwon,
Oepancia kai amokardoTaon acBevivv améd omaviec nabnoeic

* AUEnon Tng mpooPaong Twv TMOAITWY 08 UTNPEOD £C MPOCUUTTTWHATIKOU TTANBUoUIakoU
eAéyxou (screening)

" TlpowBnon tng épeuvag kai kaivoTopily avagopikd ye onavieg aBnoeic, €181k6TEpa
Y!d VEEG KAl ATTOTEAETUATIKOTEPEC Oepamneiec

" AVTamoxpion oTIG eI8IKEG AVAYKES TWV ATOHWY TIOU TTACXOUV aTrd OTavieg MaBnRoeIC

" Anuioupyia eviaiag mAatpépuac Spdonc ot eBvVIKG eTimedo oToV TOHEA Twv oMAviwy
TMabAcEwWy Kal oUPPETOXNA OTo avTioToixo Eupwmdiké AikTuo.

To KEEATINO, éxe1 avaAaPpel va uAomroiroel aueoa TI¢ akdAouBeg evépyeiec:
e KaBiépwon oTn xwpa pac tou Eupwndikol OPIOUOU YIA TIC OTTAVIEC TTABROEIC



e Anuioupyia pdonc dedoutvwy yia Tn OUCTNUATIKA KATaypdpn twv acBevwv Tou
TMACXO0VV amoé omnadvie¢ mabnoeic, n omoia ©a eival evapHovIOUEVN HE TIC CUGTATEIC TNC
Eupwmng

e Emyxopiynon tou Orphanet, Tng moAUyAwoong SikTUaKNG TUANG yia TIG OTAVIEG
vooouc Kal Ta opwavd @dpuaka, ue 10 mMooo Twv 10.000€ mpokeiyévou va
HeTappaoBei uEpo¢ Tnc Pacikne oeAidac ora eAAnvikd yia JSIEUKOAUVOn Twv
EMAYYEAHATIWY UYEIAC KAl TwyY acBevwy
EmmnpooBera, and Tov OkTwhpio Tou 2009, To KEEATTNO éxel we mpotepaidoTnra

tnv evepyn dikTUwon tou OpyaviopoU ovic Eupwmdikée Apdoeic kai Ouddec Epyaociac ue
OTOX0 Thv TTpoAyWYR TWV oaviwy voonuartwy oc eBviko emimedo.

TéAhog, oto véo aopalioTikd vopo 3863/2010, mepiAaupavovrar diarafeic Tou
e€aopaAifouv Tn ovotaon Kévrpou TTiotomoinone Avamnpiac (KE.TT.A.) amo 01.01.2011 oto
IKA-ETAM, oto omoio Ba umayerar Eidiko 2wpa Iarpwv Yyelovouikwy EmiTpomuy
Avamnnpiac. To emMOTNUOVIKG TPOCWTIKO Tou 2wuavo¢ autou Ba umopdAAetal ge eidikn
ekTIaioeuon Kar afioAdoynon kai ©a £€xel w¢ amooToAn TO XdAPAKTNPIOHO TOU TOCOCTOU
avanneiag yid 0AeC TIC KOIVWVIKEG Kal OIKOVOUIKEC TTAPOXEC N OIEUKOAUVOEIC, YId TIC OTIOIEC
AmaITEITAl YVWHATEUGN avamnpidg Kal Ti¢ otoie¢ dikaiouvyal amo thv TloAiTeia Ta droua ue
avannpia. TlapdAAnAa, karaptiCetar MnTpwo ATopwv He avamnpia, TO OTMOI0 TRPEITAl OTN
AieUBuvon Avamnpiac kar Iatpikiac the Epyaciac Tou IKA-ETAM. H EidikR Emornuovikh
Emtponmiy Ba kaBopilel kai TiI¢ mMaBnoeig, yia TI¢ omoiec n SIdpKEId ThC avannpiac Twv
acpaAiopévwy kaBopileTal M aopioTov.

Emouvantetal kai n TeAlkR £ékBeon amoteAsoudrwyv tou EUROPLAN, n omoia pac
ameoTdAn andé Tnv TTaveAAnvia Evwon Znaviwv TTaBnoewv (TTEZTTA) ka1 émou avagpépovran
w¢ TpoTepaIdTNTa HETAlU AAAwY n ouykpoTnon EBvikRe Emitpomic via Ta Zmavia Noonuara
ota mAaioia tou KEZY, n Snuioupyia apxeiou macxovrwy ané ondviec abRoeic kabwe kai n
PeATIWON TWV TIPOCYPEPOUEVWY UTTRPECIWY OTOUC TMACXOVTEC ATO OTTdvid VOORUATA.

Zuvnuuéva : eUAAa (30)

KOINOTIOIHZH: V/ O YTTOYPIOXL
BouAeuTtn K. N. NikoAdTrouAo
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EOVIkS 2x€010 Apdonc yia tn Anuoaoia Yyeia

EBviké Ixebio Apdong yia tig Lriavieg Nadnoeig
2008 - 2012
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Yrioupyeio Yyeiag & Kovwvikiic AMNAeyyunc

[papelo levikou Tpappatéa Yyefag & Koivwvikric AAAnAeyyunc

Movada Itpatnyikic kai MoAtikayv Yyeiag
Tuvroviotrig Movdabacg: ANéEnc Zopundg

Luvroviotpia EBvikou Ixebiou Apdonc
yla tn Anudoia Yyeia - Empéleia: ‘Eon 2fuou



EBvikd 2x€bio Apdong yia tn Anpdoia Yyeia

Mpdedpog

Mehn

Emotnpoviky - [vopodortikf Emitponn

Ndvwnc Kupiémaudeg, Kadnynudg Okovopikav tng Yyeiag, EBvik Zxoh Anpdoiag
Yyeiag

Ndvvneg Alapdves, Avaninpotrdg KaBnynuig Yyiewvrg kal EmdnuioAoylag, latpix
2 xohr) MNavemotnpulou Natpav, Epyaatdpio Yyevig

Nwpyog Apadvng, Enfkoupog KaBnyntic Mikpofichoyiag MNavemotnplou ABrvuy

Nikdhaog BakdAng Koopjuwp EBvikrig Ixokig Anpdaiag Yyelag, KaBayntrg Topéa
MNapaaiteioyiag, Eviopoloylag kar Tpomkay Noowy

Al pidbne Bavdmoudog, Kabnyntrg Mikpofichoylag, EBvikr Xxohd Anpdoiag Yyelag

Navvrng AnpeAidxng, Enikocupog Kabnynudg Yyieivdg kar Ennpiohoyiag, larpikr] TxoAd
Havemotnplou lmavvivwy, Epyacuipio Yyienig

lwévwng lwavvibng, KaBnyntdg Yyieivrg, latpikdg ZxohA MNavemotnulou lwavvivov

TZévn Koupda - Kpspaouvouy, KaBnyrwia Anpdaiag Yyelag, EBvikd LxcAi] Anpdaiag
Yyelag

Seddbwpog Kwvoravuvidng, Ernlkoupog Kabnyntrig Yyewvng ko Emdnuiohoylac,
latpik) 2 xoAr, Anuokpfteo [Navemotipio Qpdkng

Xpateg AMoviig, AvanAnpwtrig KaBnyntrig Kowvavikdg ke Oikoyeveiakric latpikdc,
latpikr) 2.xoAr, [Tavemotipio Kpritng

Nikog Mawvabakng, Enikoupog Kabnynig Awiknong Ynnpeowwv Yyelag, MNavemotipio
MNeipaid

Mavayiwing Musxpdng AvanAnpwtig KaBnynuis Quaicroylag Avanvoic
[Navemotnplou ABnvav

Kwvoraviveg Mwoupavdg, KaBnynuis Alpotwloylag Navemotnuiou lwavvivey

EAwiBa Mafin, Aicubivipia Znoubdy, Topeag Oovopikdv g Yyeiag, EBvikd Zxoh
Anpdaiag Yyefag

©sdbwpog Mamabnunplouw, [evikdg AeuBuvtdg Kévrpou EAéyxou kal MpdAnyng
Noonpdtwy

Avaotacia Poupsliacou, Kalnydipia Embnuiohoylag kai Bioowatiouxiig, EOvikd ZxoA
Anpaoiag Yyelag

Navwng Todveag, Avaninputds KaBnyntrig Kovwvixdc latpirdc, Epyaotipio Yyiewvrg
kol Emdnpickoylag, latpikd Zxokr, MNavemothipo ASnvay

Xpriateg Xadnxpiazaeboeuleu, Enfroupog KaBnyntis Yyiewdc ko Emdnpioloyiac,
latpikr} ZxoAn; [lavemotipic Geacallag

_ % ....___

Euxapiotieg

To Ynoupysie Yysfag xai Keiveviki AAnlsyyins avayvwplls) kai suxapiatsi toug
smotfpoves kai sknpoawnoug tng Koivwvias twy Mokitdy, o1 onolel ye sviiapépov
kal umeuBuvdtnta xatéBesoav T smioTnpevikic TOUC CNOYLIS XAl spTACUTIOAY TO

oxsSiaopd kai To mepisxépeve Tou napbvios oxebiou ps keipsva, Ssdopéva, ouotdori,
EiopBliosig Kat MpotdoEis.

Tuykexpipéva Euxapiotodpe TNy ko Asxatepivy Kapawd, MD, MPA, emotnpovikd unedBuvn wou E8vikou
Ixeblou Apdonc yio ug Zndvieg NaBoeig,

Enfong, euxopiotoipe toug kK K. Algidpn, Maidlatpo Avamtugiahdyo, MNaveMrvia Evwon Zndviwy [NaBioewy
(MEZMA),T. Beueeivié, Mopiaxd Biohdyo, Epeuviitd, EKEDE. Anuorprueg, NLEZTIA A, evvedls-Kepaveave,
vatiroto Yyelag Nogokopeio MaBey «Ay. Zoglan, A. Neveuxdws, Mopiaks leveuau, Epeuviud, EKE.QE.
Anpérpitog, NEZNA, L Neupeuxe, MNaidoveupordyo, Ay, Enikoupo Kabnyntr MNaidiatpikig KAvikig
Mavemotnplou ABrvidy, Noookopelo MNabwv «Ay. Zoglan, NEZA, K. Apeywden, [ laiblatpo eidixkd voonuatwy
petafoMapa, Enfkaupn kabnyfipia A MNaid, Kavikrg Maverictnplou ABrvay, Nocoxopeio [MNaidwy «Ay. 2ogiax,
NEZNA, K, ®@sedeedxn, MNpdebpo EMvik; Etaiplag yio tnv Kuouks lviddn Néoo, MLEZNA, M. Kevepiou,
e Avagohoylag-lowouyfawdgtag, Noookoyelo MNaBwy «Ay. 2ogla», B. Kevselepdvn, [pdebpo EOvikoy

Opyaviapol Moppdrwv EO.Q, M. Adpnpeu, MNpdebpo MNEZNA, MNpdedpo EMnvikig Etaplag OGludoug
2 KANpUvoE WG, ®W. Mapivérn, 1a1pd aiuatohoyo, LNA. [ levvnpowdg, X. Maspreéna, MNadliapoe Opdnipo

Kabnynudg Novemotnplou ABnvav, 1.EZ.1TA., M. Naenadéxn, [ lposdpo 2uvbiopou latpikwv {EveTioTwyY
EANGBac, A, Mpsgtiten, Aunydpo, Npdedpo LulMoyou yia tnv Kuotikd Ivwon, L. Péappe, Avaninpwtr
Ka8nymr) MNaiboxkapbiohoyiag, AisvBuvtd [Naiboxapbiokoyikol Tpdpatog QK K, K. Pémae, latpd Aipatcrdyo, 3o
Nogokopelo | KA, Bpaxelag Noonheiag, A. Tupswvibny, latpd Aspatchdyo, Enfkoupe KaBryntd MNavemotnpiou
MNatpwyv, M. Lupiexdun, Genzyme Hellas EPE, k. Taprreuplbn, aoBevr| ye vdoo 1ou Chrohn, M. Tesywepidn,
CN. ABrviv AAKO, k. Xaelnxapsldumeuc, MNpdebpo Maveliviag Fvwong ApgiBAnotpoeibonabiy EANSOL,
Méhag M.ELMA.

Erfong euxapiotoupe woug Oikovopohoyoug g Yyeiog kk A. Magspeyiavvien kot M. Kexeupe, koBw¢ xal tnyv

ka A. Sravzavn, Kovwvik YuxoAdyo, yio v cuaiaotiks| Tou oupfiohr] oty edidvinan )G OIKOVOHOEXVIKIG
HEAETNG.
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EBvivd ZxeGio Apaonc | _ | | x_-ﬂ
Looyia T 2Znavise NaBnosie

Anpioupyolpe vEeG SOPEG KAl unnpeoieg, kaAurmtovtag xpovia eAAeippata otn Soprf tou &nuooiou
ouotipatog vyelag kal katoxuptvovtag Baoikd avBpdmva kat kovevikd Sikail uato.

EEaogpalfoupe tnv efoikovounon nopwy otny vionolnon g moNTkg pag, alpoviag TNV MPaktik
tou drjpioupyikol autoaxebiaopou, netuxalvoviag tny opi{dvtia auvepyaoia petall v uredBuvwy
(popELwv TOU Kpditoug kal kepdlfoviog noAldtpoug oikovoulkoug nopoug and ebeibikeupdva

neoypedupata tng Eupwndikdig Evwaong.

SR . _ | Kabiototpe v emotnpovikf xoivétnta kal tov eBsAoviikd topéa noAITIoUC GuvERYATEC OTNY
_ _ 4 > _ xapatn kal otnv vAonolnon tng noAtikAg yia tn Anpdoia Yyela, eved eEaopalloupe tig ouvBiikeg
R (| DO O<Oﬂ | e MouU ENITRENOUY TN opyavw pPevn akionolnan tng etapikig kovwvikig eubuvng,

= e __J\jo _ C J\ 1 _ r _ .. 2& pla enoxr| nou onparodoteftal and pifikeg ahMayeg otov 1pdno (wrig kal and VEeg NPOKAITELC
_ _Cmuj\o /\M*Dﬂ %n _AO_/\E(_._/_)_AH >773>m<<c3ﬂ yia tn Anpdoia Yyelo, 1o EBvikd 2xedio Apdong yia tn Anpdoia Yyefa Siapopen ver T avaykaleg

MPOQYRAPHOTIKEG KOl Xpnpotodotikég npolnoBéceig yia va anoktroel N x@pa Pag éva ioxupd Sixtu
UYEIOVOIKI|G Npootaolag xat aopdieiac,

[la va anoxtrioer n EAGDa avBpw nokevipikr} kat olyxpovn nohtikr yia th Anpdoia Yyelo.

[la 1g evpwnaikeg Kolvwvieg tou 2lou aiwva, eMal KEKINPEVD O OTpaTnyIKGS oxXeSiaopde g Anprxpne A. ABpapénoudog
noAmikiq va nponyeftal twy Beopikiv kai vopoBetikdv nopepBdoewv. Me tnv npaktikd autr, ta

aUyxpova eupw naixd kpdtn e§aopaifouv tnv evow pdrwon twv Béoewv g Koveviag twv Nolitdy
otnVv enionpn NOATIK, katoxupwvouy tr SlaouvBeon avBpd mvev Kal OIKOVOUIKDY NOPWV YIa TNV
uAorolnon npoypappatikoy otdxwy, iaapailfouv 1 yprifyopn epappoyr NG vopobeolag kal
eyyuavtal tn Snpioupyia aniey xal Sidpavev Siadikaatwv.

To EBvikd 2xedio Apdong yia tny Anudoia Yyefa 2008 - 2012 efval n npwtn npoondBeia nou
yivetar atn xdpa pag yia va anoxTaoupe CTOXEUpEVN Kkal atpatnyikd oxediaapuévn niolitikrg yia

N Anpdoia Yyela,

Arnotelel pia and g Pacikég npoypappatikés pag Seapelaeig kal avanmtiooe) eEe1Bikeupéveg kal
xOOTOAOYNHEVES Spdaerg, yia dhoug toug kploipoug napdyovieg kvBuvou yia tn Anpdaia Yvelo,

Me to EBvixd 2xE810 Apdong yia tn Anpdaia Yyela Bdloupe ppa otnv anoonacpatkr kar dvapxn
avdntuén twv unnpecidy tng Anpdatag Yyefag kar avolyoupe éva veo kepdhaio otny efehén tou
eAANVIKOU KOOIV VIKOU KOGTOUS,
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Arnoxtoupe aEidmota epeuvnuikd kol enidnpioAoyikd atoixela yia tn Anpdoia Yyela otov no
HAG, YEYOVOG TTOU PAg ETHTPENE] VA TTROXWENOOUHE OTn OXESIAOPEVN avdntuEn Twv UNnNPRESKHV
tou EBvikou 2uotriparog Yyefag,
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TonoBetodpe tnv MoGAnn oTo enfkevipo NG AEITOUEYIac ToU kKo vIkoU pag kpAToug, avabeikvioviag
tov kaBopioTikd pdAo nou €xer n uneliBuvi) ka1 OUVEXTG EVNHEPWON TwY NoNTtWY yia {ntipata
uyefag.

QepeNa voupE pEaAICTIKOUS NMOIOTIKOUSG KAl TOJOTIKOUG GTAXOUG, HE TUYKERDIPEVA Xpovodiaypdupata
vAonoinong,e&aop aNloviag Pe auto Tov TEoNo T Cuvexela otny vhanolnan tng eOvikiAg moNTIKNAG
via i Anudaia Yyela.
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EOvird Zxebia Spgone

via e 2naviee Tlabnos

EOviké 280 Apdong yia ta Atuxdparo, EBvikd Dxedio Apdong yia tn Zropauy Yyelo, EOvikd
€80 Apdang yio ta Metabouxd Noorjpate, EBvikd Zx€8io Apdong yia tnv Takibwur| Yyela,

EBvikd IxE8io Apdong yia tnv Avupetaman tng Mikpofioxdg Avioxig ota Avifiotika kal Twy
Noipd Eewv oe xwpoug Napoxre Yyelag,.

To ouvoho Twv NEoteivGlEvav Spdoewv Tou ocuvohikol 2xedlou Hpdong yia ) Anpooia Yyela
npolnoAoylletal os ouvdptnon e GAeq TIC BpdoElg TwV eMpEpPOUg OXEDIwY NOU APOPOUV
| | atnv npodomon ki npoaywyr| g Anudoiag Yyelag otn Xwpa Pag, pe oToxo v dpon twv
el T | . ] | aMnAoenikaAdpewy kal Th Snpioupyla evdc opildvtiou kal chigtikol npoiinoAayliopod yia tnAnpoaoia

PR . | | Yyela. Zuvortikde npoinoloyiopds Spdoewv tou mapdvrog oxedlov Bpdong, ouprepiiapfavetal
oto kegdAaio 3 tou napdviog, O avalutikég npolinohoyiopds v Spdoswy dnpocionoeftal oe

R m | 4 { | Eexwp1otd telxog, 1o onolo anoteiel Ty oikovopotexvikr) peAEtn Tou ouvalikoy 2xedlou Apaong
EE I _QQ<€<_ _AO j —(_m _ 8 —(_ O yia tn Anpdoia Yyela xar to onolo neplypdeel avalutikd 1o KOaTog twy bpdotwy Kol TNV nnyr

xpnpatoddinoiig Tou,

AldEng Zopundc
Yuvtovigtrs Movabag Itpatnyixfc xai [Molitikav Yyziag

3 dupava pe TIC UEaTdpeveg ematnuovikes ywwoelg, 8.000 SiapopeTikég onavieg aoBEveIeq
nEooBdiouy £uwg xkal 676 Tou cuvolikou nAnBuopou g Eupwnaikrg Evaang (EE.) o8 kanoid
otiypr tng Gwrg toug. Aniadri, nepfmou |5 exatoppipia dvBpwnol otny EE. (twv 27) kai 880000
‘EMnveg npoaBdidovral ff mpdxketal va npooAnBolv and pa ondvia acbevela,

H éAeipn eidikav noAitikev uyelag yia ug ondvieg acBéveieg kal n eANTTg euaioBntonolnon,
enaypunvnon Kai auvepyacia and tnv NAEIOYN@Ia TwV 1IaTPEY Kal Twv YTINnPeciwy Yyelacg, «egnyoivs
¢ kabuatepnpéveg Srayvaoelg kal Ty Suoxepr| npdofacn otnv neplBaiyr. To yeyovdg autd exel
WG OUVENEIQ QUENUEVES 0w PATHES, PUXOAOYIKES KAl SIaVONTIKEG ETITW OEIG, aVENAPKE(G Bepane(eg,
kaBw¢ xal andAeia eprmotoouvng oto gdatnpa uyelovopkig neplBaiying. [ap’ GAa autd, opiopeveg
ondviec aoBéveiec unopauv va efval oupfartég pe £va puaioroyikd tpdno fwrig, EpOoov DIayvwotouv

EYKalpw § Kol QVTIPETL MOTOUV KATAAANAWG.

H PeAtiwan otnv napoxi} uyeiovouikig ppovidag yia tug 2ndvieg {1abioelg anotelel pla peydan
npdkAnan yia tn Anpdoia Yyela Adyw tng éAeipng emdnuioroyikwv Sedopevuy, Bebopeviy nou
afloloyolv kai anotipoly TS CUVENEIES autdv Twv naboloyidv yia tnv nodtna g fwig twy
aoBeviv KO TWV OIKOYEVEIDY TOUS KAl TG uplotdpeveg avdykeg atoug Topel tng Sidyvwong kai
Bepanelog,.

To IX8i0 Apdang yia g 2ndvieg Mabrioeig npotefvel tnv uAonofncn otabepi(s, Piwoiung Kka
op1{évniag otpatnyikig Yia TNV oNOTIK avTHeET® mon wyv ofdvivyv Nabnaewy, e arono:

» Tn oulNoyr éykupng kal agidmotng nAnpogoplag yia tn dnuioupyla apxelov andviwy nabroewy

kai TN xdpatn opboloyikig MoNTIKIS.
» Thv anoteheopatiky nepl@aipn kai noidtnta (g tou aoBevoug e andvia nabnor

To IxEBioApdanc yia i Zndvieg MNabioeig evidagetal oto EBvikd DEbio Apdon yia tn Anpdoia
Yyefa, 1o onolo nepihapPdvel ta akddouBa 15 Ix€bia Apdong: EBvikd Zxebio Apdang yia tov
Kapkivo, EBviké Ixé&io Apdong yia to HIVIAIDS, EBvikd 2x&dio Apdang yia tnv Avanapayw yixi
kai XeEouahikry Yyefa, EBvikd Ix€8io Apdong yia ta Naprwind, EBvikd 2xEdio Apdong yia 1n
Alatpopr kai tic Awatpogikég Alatapaxeg, EBvikd Ix£dio Apdang yia tov [Nepiopiopd twv
Bharmmikév Zuveneidv tou AAkodh atnv Yyela, EOvikd 2810 Apdong yia tnv KatdBAiupn, EBviko

YxEdIo Apdong yia ta Kapdiayyeiaxd Noorjpata, EBvikd ZxEdio Apdong yia tnv Avupetwinon
twv MepBaMovuxayv Kivbivey mou Aneihouv tnv Yyela, EBvikd 2x€8i0 Apdong yia to Kdnviopa,
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|. Avaykaiotnta Eveépyeiag

O1 Indviec Malroeig efval aoBéveieg nou anetholv T fwA 1| empépouv Xpavia avarinpla.
Xapaktnpllovial and xapnhj cuxvStntd epedviong Kai peYaAn ETEPOYEVEID. 2TNV MAEIOYN(p fa Toug
efval VEVETIKAC @UoEwG aoBéveieg, oupnepirapBovopéviy, petatd dAMwY, OUYYEVGY SUOTIAGOILV,
andviwv gopeav naidikol kapkivou, kaBig Kkal alpaToAcYIKGY, GUTOAVOOWY, BEPPATOACYIKWY,
evBOKOIVOAOYII v, KOPBIOACYIKG V, QVOTIVEUOTIKG V, YOO TREVIEPIKGY, PETAPONKDY, VEUDOAOYIKBDV KOl
VEUpOpUiKi Y, opBonedikdv kal 0@ BalpoAoywY voonpdTwy. ANaitouy opaipik) npoatyyion Baoce
auvBuaopévev Spdocwy, ®oTe va AROPEUYETAN N uPnA| voonedTTa Kak f Npowpn Bvnoipdnta,
«a1 va PeAtidvovial ol kovwvikoolkovopikeés ouvBrikes Bioflwang Twy aoBevuv.

O1 ondviec aoBévelec ouykataléyovial MAEoV avdpeca aTig NMPOTERAISTIIEG TOU KOIVOTIKOY
mpoypdupatog yia T Anpdoia Yyela yio Ty neploSo 2003 - 2008, 2to naloio tou MPOYRAHHATOS
autoy, pia véooc efval ondvia epdoov npoafdier hydtepa and 5 avd 10000 dropa, H avaioyla
twv 5 avd 10000 ardpwy pnopel va gafvetal xapnhi, nap’ Gha autd aviigroixel oe neplnou 246.000
dropa avd ag®éveia otnv EE tov 27 kpat@v-peAd v, ZUPpuva e TG UQI0TGHEVES EMOTNHOVIKEG
yvboeic, 8000 Biag opetikég ondvieg aabéveleg NpoaPaiouy ewg Kat 6% tou guvohixol nAnBuopot
tn¢ E.E. o kdroio otypr tng Zurg toug, Anhadi, mepiniou |5 exatoppdpia GvBpenol gtV E upw naiin
‘Evwon (twv 27) kat 880.000 ‘EAMveg npooBdiovial fj mpoxeital va npooBAnBouv and pa ondvia
acBéveia, MNapdha autd, ol ondvieq aoBéveleg pe OUXVSTNTA EPPAVIONG KOVIA OTO OPIO TwV 5
avd 10000 atduwy eivar Mydtepeg and 100, Mpdkertal yia aadeveieg onwg Megoyeiaxr) Availa,
Apenavokuttapixd| avaipfa, AioppogiMa, Kuotik ‘vaon,véaog Fabry-Gaucher, to oxAnpddeppa 1)
eMefppata Tou vatalou owiva. O nepioadtepeg ondvieg aobeveieg, Snw ¢ 1o odpKw pa Tou Ewing n
uuikr Suotpogfa Duchenne 1y n véoog Von Hippel-Lindau, efval noAU andviee kal npoofdiiouy

| 4 kai Aydtepa ota 100000 dropa, XiNdbeg ondvieq aoBeveieq npoafdiouv Myoug pévo aoBevelg
otnv Eupdnn, O aoBevelg pe TOAS ondvieg aobEVeieg kal Ol OIKOYEVEIEG Toug Efval 1BiIaITEpLg
QNOUOVW LEVO! KA EUAAD TOL,

Mapouaidletal eTong peydAn Slagpoponoinon atnv nhikia otrv onofa exdnAGVOVTal Td NPT
supntdpata: o piokg ondvies aoBéveieg priopodv va exdnw fouv katd tn yévvnon A v nabikn

nAikla (dnwg 1o ouvbpopo Prader-Willi kal 1o petvaBAdotwpa). O1 UndACITEG PTIopOUV Vo
exdnAwBolv katd v evijikn fwry (Snwg N vooog Tou Huntington, n véoog Kreutzfeld jacob).
Sty nheioynela toug, o ondvieg acBéveleg elval yevetikig GuUOEWG, oMG pnopolv va opeloviar
oty £kBeaty 0w nepiBdiov KaTd TV KWINoN 1) Ot PETAYEVEOTEPO owdto g fwrg, ouxvd ot
ouvBuaopd pe YEVETIKA npodidbean

O ondviec aoBeveiec napouoidlouwy enfong eupela Sragoponolnon ge OT apopd otn coPapdtnta
ar ot exSiihw ol Toug, To npeoddkipo lwrg Twy aoBeviv PE ONAVIES aoBéveieg efval onpavTikg
pelw pévo, NoMég and tig aoBéveleg autég efval MOATIACKES, EXP UNIOTIKEG KOl ETHQEPOUV XPOVIES
avannpleg, evd dAAeg entpénouy pia puotodoyiky fwr —£@ooov SIayV OTOUY EYKGPWE KOl TUXOUV
g katdAnAng Siaxelpiong kai Bepameutikig avupetdmong. MNpooPdMouv tn 0w patiKg Kal T

Siavontike Ikavdinta, tn cupnepipopd kai TRy aiobntnpiaks IKavoTNTa KOt EMPEpouy avannpleg
ADKETEG avannpleg ouxvd quvunidpxauY He TIOAGTIAEG etoupyikds emintoaoelg. O avannpleg

autéc evielvowv T alaBnpa trg anopdvwong Kal JNopotv va droTeAEcouY nnyr SIaKEITIKAG

LE TaxElpiong, KaBuwg Kal va meplopioouy MOIKIAEG EKTIQIDEUTIKECG, EMAYYEALATIKEG KAl KOINVWVIKEG
EuKaIp(eg.

Miow ond oxetkd ouviiBeig nabiioeig evBéxetal va Bplokovial ondvieg aoBéveieg, nx. n emAnyla eival
ouxvd odprteua tng of Soug orhdpuvarg. MNeMeg nabiioeig nou oto napeABSy Takivopouvtav atig
Katnyopleg tng vonuikdg kaBuotépnong, TG eyke@aNig MapdAuang xal Tou QUTICPOY, ANOTEAOUV
exBnNAOCEIC ondvity aoBeveliv Nou Bev Exouv ardHN XapaKtnEIoTEL MoArol ol kapkivou,
oupmepINapfovopévey Twv kapkiviy nou npooPaAouy 1@ naidig, onwg Kal ol MEPICSATEREC
ouyyevelg Buopopyfeg, efval onavieg ao BEVEIEC,

®a ripénel va unoypappioBel To yeyovdg STl n £PEUV OTOV TOHEQ TWV ondviny aoBeveiwy unrpte
Beped NG yia tnv tautonoinon tng nietoyinglag v avBpwniviey yovidlwy rou £XOUV avayvw pIoTef
UExpl oTIypG, KoBWwE KA yia TNV MAPACKEUT| KOMOTOPMV PAPUAKEUTIKGOV TTROIOVTWY TIOU EXOUV
Mafer d8eia kurkhopoplag atnv EE. (oppavd pdppaka), Map' dha autd, n £peuva gTOV TopEa TWV
ondviuv aoBevetdv efval onopabikd koi ol epeuvnTIEg SpaotnEISTNE BIacKoPTIOHEVES GE
&idp opa epyaoctipla avd tny E.E O gapparofiopnxavieg npoBaiiouy anpdBupeg va enevdioouy
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OE POPHAKEUTIKD KAl atpotexvalayikd BonBhuota yia gndvieg aoBeveieg, AGyw TrG NEQIOPIO HEVIG
Zhtnonc. To yeyovss auts efnyel 1o yiatl of ondwviec aoOéveleg anokaAodvTal enfang «opPaveg
aoBeéveicy; otepolvial EPEUVNTIKOU Kal epnopikoyl evBiageépoviog kai Bplokovtar oto neplBe plo
twy nohtikdy yia tn Anpdoa Yyela,

Ta kipia xapaxtneiotikd v anavivy voorudiay odppuva pe tny 1otooeABa tou Eupwraikol

Opyaviopou yia g Endvieg MNabfiosic (www.eurordis.org)

+ Ta ondwia voaduata efvar coPapd wg nokd oofapd, xpdvia, ouxvd expuliotikd Kkal emixivouva
via tn Lwn.

o H mpttn sPgpAvion CUPTTWPATWY ENEPXETA KATA TNV NaibIK nMia ato 50% twv onaviwy
nabnoew V.

+ Mpoxarolv avannpleg: n noidtnta Lwig twv atdpuy Pe onavio voarjpata uriofabplfetal Adyw
g €AMenyng autovoplag,

« Mpokaholv peydro Yuxikd névo: N YPuxoloyixr| entpdpuvon mou MpoKraioUv ol O0BEVEIEG
auEdveral Myw tne aneAmaiag, tng éMeyng eAnag yia Bepanefa, tng anovolag Bor\Beiag atnyv
xaBnuepvatnra.

o Efvai aviateg aoBéveieg, o mepicodtepeg xwplc anoteAsopatnr Bepanefa 2e LEPIKES, MEPITTTWAEIG
efval Suvatd va Bepaneufolv oupntd pata autdy, wote va PehuwBel n noidtnTo tng Cwrig xal
10 NpooddKipo empBiuwaond.

« Elvan noid Suokoia we npoc TN Bepaneutiky Blaxelpian: ol OIKOYEVEIEG GUVAVTOUV HEYAAEG
Suokolec atnv eEedpeon katddnAng Bepanelac,

‘Epeuva Tou Opyaviopoy oe Euputiafoug aoBevelg nou ndoxouv and 8 andvia voorjpata £8eike
petabl GAMwv éu (Furordis 2007):

. o o 25% twv acBeviv xpeidotnke xpovikd Bidotnpa 5 wg 30 etdv yia va yivel n owotn
Bidyvwon NG aoBeEVEIG] TOuS.
» Y10 40% twv acBeviv €yive apxikrj havBaopévn Bidyvwon g VOoOU Kal Ol acBevelg £AaPav

AavBaopévn 1atpir] aywyr (OupnepIAapPavopEVeY XEPOUPYIKBY eneyBdoEwV Kal YuXIatpiKpy
Bepanewy).

» H yeveuxy pion twv voonpdtwy Sev avakoivae Bnike oto 25% TwV NEPIMTWOEW V.
o fevetikii oupPoulr 86BnKe pdvo oto 50% Twv NEPHTIL JEWV.

H EMepn e18ikdv TIOANTIKdY UYefag yia TG aNAViEq QOBEVEIEG «al I eMinrig euaicBntonolnon,
enaypUnivnan xal ouvepyaofa and ty mieioynela v iatpdv kgl Ty unnpeaidy uyefag «eEnyoivy
Tic kabuotepnuéves Slayvdoeig kal tn Buoxepr| npdofiaon otnv mep@aApn. To yeyovdg auto exel
WC OUVETEIQ QUENPEVES OLPATIKES, PUXOACYIKEG KOl BigvonTikég EMNTd oeig, avenapkelg Bepaneleg,
«aBd¢ ka1 an@Aeia epmicToouvng oto alatnpua vyeiovopikrg nepfBaiyng. Map SAa autd, OPIOHEVES

ondviee A0BEVEIEC PropoU va efval oupBatés pe éva QUOIoAOYIKS TpoNo furig,eQEoov Biayva aTOUV
EYKAlpW G KAl QVTIHETWMOTOUY KaTaAMAWG,

H eotiaon tou evdiagépovtog ot ondvieg aoBéveieg eMol £va OXETKA VEO (paIVSLEVD OTd NEQIOOGTERQ
kodtn-péEAn thg E.E. Méxpr mpdopara, o appdBieq yia Bepata Anpdaiag Yyelag apxéq kat 01 opelg
xdpafng noAmikig ayvoolcav ae peydAo Babpd aurg TG npokhicelg Adyw TG dlaanopds e
SUINTHOEWY KAl MPOTEPAIOT{TwY NoN TG, avaAoya e Ty EKIOTOTE ondvia acBéveia, avil Tou
npaoSioptopol kovey Bepdtoy yia GAeg TG Onavieg aaBevelES,

Yridpxouv anuaviikég Siap opeg wg ripog tr BlaBeoaTnTa kai Tty MOGTNTa tv EBVIKDY UNNEECIOY
uyeiovoprs nepfBakpng yia tn 8idyvean, Bepanelo xa anokatdotaon atdpeV e andvieg aaBevelec.
O naMtec twv kpatdv-peMiv kal of KAToKO! BIaY OPETIKDV MEpIoXAV EVIOG TWY KPATWV-PEADY
éxouv dvion npdofaon ot UNNEECIEG EPNEIPOYVWHIOVWY KAl OF oppavd pdppara. Afya eival
ta KpdTN-PEAn Tou €xouv aVTIPETWTIIOE! LE EMTUXia OPITUEVD and ta Bépata nou tBeviar Adyw

monka A T TPATHOIENE LA| NOAMADH YTHAT YYAKA -

NG anavidtnTag Twv aoeveiwy, evid GAAa Bev exouv axdpn Siepeuviioel mBaveg AOE,

Moiéc and tic ondvieg aoBéveieq efval oAU andviecy. Ci aropove HEVES OIKOYEVEIEG NPETIE! VA
gvnUERHVOVTAl NEPIDOSTERO OXETIKG PE TIG KATAMNAEG N npeolec nou efval SiaBéoipeg, O kaAUTEROS
tpdnog yia Ty enfteugn autol Tou okonoy efval i avamuEn katdAMney epyakeipv 81a50ang tg
nnpogoplag, dnwg of SiadiKTuakég unnpeoieg kal NAepOVIKEG YPAppEC BorjBeiac,

2. Eupwnaikr MoAtikn yia tig Ynraviec Nabnroeig

Sippuwva pe 1a oxédia epyaoiag g levixc AedBuvong Yyefag ka1 Fpootaoiog twv KatavaAw v
(SANCO) gto nhalaio epappoyrig Tou NPOoYRAHPCTAS Yia TN Anpdoia Yyela 2003 - 2008, xoBopiotnaay
ol k41w i Baoikég ypappég Spdong yio TV QVUHETGTION TWV agnaviwv nabrfoswv.

+ H napoxt| unootdpi&ng ae Blitua nAnpogSpnong YIO TG ondvieg acBeveieg, kabw g KAl yIa thv
avamuén BEAtiotwv MPOKTIKDY,

» H Snuioupyla piag eupwndixric oupBoulevtikig Soprfic, tng eiikig opdBag epyaofag oxeTika pe TG
ondviec aoBéveiec (N onofa emkoupeltal and pPIa EMC THOVIKY YOORHATED) WG EUPWNAIKOU
onuefou avapopds yia tnv avialayr| BEATIGTOV NPOKTIKGV.

¢« O owtoviopde Twv Spdoewy Tou NEOYPAUHATog Yid T Anpéaoic Yyela He TG EPEUVNTIKEG
BpactnpidTnieg Tou 6ou kal Tou 7ou [Aasiou,

To oxé8io ERA - NET, otnpiléuevo and to 6o MNpdypappa-Thaloio, efval agiepw HEVO OTIG OMAVIES
aaBéveiec (E - Rare) yia tnv avdntuEn kowayv kal BIakpaukmy Spaotnpiotitwy (EpEuva yio 1d
£BVIKG MPoYPAUUATA, EVIOMIOPSS KEVWY Kal GANAGETIKAAJE WV PeTaEY eBvIKWV EPEUVNTIKLV
npoypappétwy ka Spaotnpiottwy GToV TOPED TV ondviwy agBevelav), To E - Rare npofiAcmel
olvayn OXECEWV PIOOIHNG KAl HAKOOXOAVIOG ouvepyaafag petabl TV KAt v-pEADY, TO QUVIOVIOPG
wv eBvikdy epeuvnTIKOV Tpoypappdtey yio v eEdheiyn tng nohubidonaang Twv EPEUVINTIKOV
Spactnpiotituy OTov TOHEa Twv ondviey aafevelwy kal yia TV Mpow8nan MOAETOTNHOVIKWY
npooeyyloewv. MpoBAénel enfong Ty evappovion Kai Ty avamtuEn ouvepylwy pPETaE Tav EBVikoV
K/ MEPKPEPEIQKI Y EPEUVMTIKDY TIPOYPAPHAWY TWV X1 WV TIOU OUHHETEXOUV, TRV QVATTTUEN KOG
NONTIKAC £pEUvag yia TG ondvieg aoBéveleg kai tn) Siatipnon piag suvoikri¢ aviayeviotikrg Beong

anévavtl oTIC EpEUVITIKEG BPagTnEIGTNTEG YIa TIG GTIAVIES aoBéveiec oe ANEC NERIOXEG TOU KOTHOVU,
dnwe n Bdpeia Apepia] kar n Aclo.

EminAidov, n (evikr AietiBuvon Yyelog kai MNpoataolag twy Kotavaho 1o v cuykpdtnoe tnv opada yia
tc Yrnpeoles Yyefag xal iatpikig neplBaiyng (HLG) wg peco yia Ty NpEow Bnon eV EIoNYNOEWY
nou Siatunt Bnxav oto nhaloto tng Biadikaolag npoBAnpatiopoy yia tnv KIVTTIKOTNTA Twv acBeV V.
Mia and tic opdec epyaalag tng opddag autrig efval appcdia yia ta Biktua avapopds TwV KEVIDKY
EUMEIPOYVW OOV Y1a TG ondvieg aoBéveieg, To 2006, nopada epyaolag yia Tig ondvieq aoBeveieg
uréPare otnv HLG pia €xBean pe titho Contribution to policy shaping: For a European collaboration

on health services and medical care in the field of RD («Zuveiogopd o1tn SIapdppwon NOMTIKIG

Nla pia eupw naik cuvepyaaia ot uninpeoleg uvyelag xal uyeiovopikrig nepfBahyng otov topea v
ondviov aoBeveIbve), E EMKAIPONOINUEVES NANPOPOPIES OXETIKA PE TA KEVIPO avagpopdg oTny
Eupta nin. Ztnv ékBeon meplypd@etan avaAutikg n Xpron TG ewoiag Tov Biktliwy avapopag yia Ti¢
ondviec doBéveiec otnv Eup@dnn kabic kai o avilotoneg Aertoupyleq toug. 1o axdia epyaociag 2006
ka1 2007 yia tny epappoyr] Tou kovotikoy npoypdppaTtog yia t Anpdoia Yyefa xouv el0dye! ©¢
MPOTEPAIGTNTA YIa TOV TOPED TwY oNéViLY aoBEVEIBY Tr) oldotaon supw naikov Siktdey avapopdg
via TIC ondvieg aoBéveieg. ZUppuva pPe Y NPOTERAIGTNTA U945, eniAéxBnkav yia xpnpatodotnan
opiopéva mAotika axidia (yia v kuotik won, anavie QIOPPAYIKES BIQTOPAXES, QVETIAPKEID
dhpa-l-avtiBpuylvng, nope Upo, Suapopp ahoyla, NaBIaTPIKG Mugewpa Hodgking, IsTIOKUTIW Gn X4l
naSiaTpIkEg VEUPOAOYIKEG NaBraelg).
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Ynd 1o npfapa autd, o Gpbpo 16 g npdtaanc-o8nylag tou Eupw naikou KowvofouMou katl Tou
S uufouliou yia tig Ynnpeoles Yyelag npoPAener ot «Ta kpdtn-péin, oe otevr| auvepyao(a Pe v
Emtpon, SieukcAdvouy T avamugn wv Eup naixmv Siciwy avapoedd yia tnv napoxr upnids
MOISTNTAC KAl AMOTEAETHATIK]G, WG MPOG TO KBOTOG, UYEIOVOHIKNG nep(@ohPng ot acBevelg e
naBroeic Moy anaitoly IBIGIEPN TUYKEVIPWON NOPWY /| EUTTEIDOY VW HOTUVNG .,

O ondviec aoBéveiec eEaxoloubolv va anotedalv npotepaidtntd Spdang aTo nAalcio tou vEou
npoypdpuatog yio tn Anpdoia Yyefa (2008 - 2012),

Ynd v appodidtnm g fevikiig AielBuvorg Enixelprioewy kar tod Eupwnidiikou Opyaviapou
®appdkev (EMEA), n EE epappdler pia ONOTIK MONTIK YIQ 10 oppavd pdppaxa. O kavoviopos
yia ta oppavd edppoxa (kavoviopds (EK) api6. 14172000 tou Eupwnaikod KoivoPouhfou kar tou
S upBouNou, T¢ 16ng AsxePplou 1999, yia Ta oppavd gdppaxa) npotdBnke pe okond tov kabopiopo
TV KPITNPIWV yIa 1O XapaKkINEIopd Twy opeaviy gappdkwy atny k.. kal nepypdpel 1a kivripa
(n:x. 10s ¢ epmopikd anoxkAEIoTIRSTNTG, GUVBPOP 0TV KATJPTION npw tokdA\w v, npdaflaon otnv
<evipikr) Siabikaola yia tn xopriynan d8eiag kurkhopoplacg) yia tnv evBdppuvon e EQEUVAC, TNV
avantuEn xal kukhogopia gappdkwy yia tn Beparefa, npdAnyn r Sidyvwan andviwy aobeveidv. H
xavotiki pappaxeutikr vopobeo(a ohorhipuoe to 2003 tn oxetiki) MoATiky| PE HIG UNOXPEWTIKN
xONOTIKY KeVTEIk BiaSikaofa yio Tn xopriynorn dbeiag kukhogoplag o8 GAa 10 oppavd gdppaka. Tnv
rehevtala errtastio, n Eupwnaiks Emtpornr|, o EMEA ka1 ta kpdtn-peAn napexouy atn (P APPAKEUTIKT

Biopnxavia kivntpa yia tnv £peuva, tny avdrmugn kal tnv kukhogopla oppavov PapudruV OTOUG
topele, PETAEU GMwv, Tou kapkivou, Twv Biatapaxdy tou petafoNopod, thg avoooioylag, Twv

kapSiayyElakm Vv kal avarveuoikdv Siatapaxdv. £ Siap opetik neplMmwaon, o ouvBrikeg g ayopds
Sev Ba efxay emTeEéel TNy avdimun tng ouykekpipevng katnyoplaq ¢ appakeV.

H teAsutala éxBeon tng evikdg AieiBuvang Emxeiprioewy emonualvel STl i KOIVOTIKE HOAITIK Yia Ta

oppavd pdppaka otép Onke and emtuxfa kat St GuykaTaALYETal QVAPEST OTIG MAEOV EMITUXNHEVEQ
KOIVOTIKEG FTOMTIKES.

Ta epeuvntikd oxé8ia yia tig ondvieg aoBéveieg AapPdvouv otripbn ano ta evpw naikd rpoypdppata
yia TNV £PEUVA Kal TNV TEXVONOYIKT avdmtugn. 210 nAaloio Tou TpEXOVIOq npoypdypatog-niaiofou, n
Bepatikr evérnra «Yyefam,n pla ond tg Sexa nou rnpotelvovial oto nhaloio tou ei8ikol MPOYRGHPATOG
G uvepyacion, éxel oxediaatel yia v napoxr otpiEng os HIaQopES uoppéc Biakpatikri; ouvepyaaiag
evide Kol extde Eupwnidikic “Evwong, yia tn BeAtiwon g uyelag twv eupunalwy MOAITWY, TNV
auEnon NG aVIAayWVICTIKOTNTAG Kal Tny wbnon twy Suvatotitav KIIVOTOPAg TwWY EUPWITAIKWY
Biopnxavikiv kKNGBWY Kal EMNEIPfoEwy aTOV TOPED TNG uvelag, Tautdxpova pe Ty bieubetnon
vevikStepwv Bepdtwv vyefag. IBiaftepn eppacn Ba Sobel otn Siaxpatikd Epeuva (petatponiy Twv
Baoik v QvokaAew Y OF KAIVIKEG EQOPHOYEQ rnepidapBavopévng tng emotnuovikig enaArfBevang
TwY MEIEGUATIKG YV aroteAecudToy), otny avdntugn ka EMdpwon vewv Bepaneiwy, oe PEBOBOUG
via TV fpoaywyd TG vyefag kai tnv ApoAnyn -oupnepthapPavopévig Tng npoaywyrig tng uyelag
twv noSIOv- oty uyir yipavon, oe Slayveotixd epyolela kal 1GTPIKEG exvoloyleg, kabwg kal ge
Bibolpa Kal anoTeAeaHatikg CUOTARATA UYEIGVOPIKNG nepBaiyng. Mo ouykekpiyeva, N EpEUVA YIa
tic ondviee aoBéveiec oto nhaloio tou 7ou MNpoypdpuatog MNAaialou eotidlel 08 NOVEUPWTTOIKES
uekéteg atoug Topelg tng puowdc IoToplag, g naBopuaioAoyiag kal tng avantugng NMEOANTTKGY,
Siayvw otikdy kai Bepaneutik@y fapepacewy,

MowAs A Z TRATHIIRHE RAL NDAITIRAK YFTAL YY&KA

3.’Opapa Itpatnyikou IXeSiacpou yia Tig LIavieg
MaBnoeiq

H ouotpdTeuan SAwy TV EMOTHPOVIKOY KO KOVM@VIKOY SUVAPEWY TTOU HAXOVTAl UNEP TwV QaBeEVEV

ve ondvieg naBfoeig, pe otdxo v avoPdlpion v Spwv nepl@alpng, voorAelag kat moIGTNTag
lwric wv aoBevitv Kal TwV OIKOYEVEIDY TOUG,

4. ATTOOTOAN

H uhonoinan otaBeprc, BIdoIpng Kal opIfdvTiag OTPATYIKiG UNEP Twy ondviwv nobricewy pe
oKOno:

» T ouMoyr gykupng kat afidmotng mnpogoplag.

» Tnv anotereapaukr neplBaiyn xal noidtnta fw A¢ tou aoBevoug pe ondvia naBnan.

» Tic otoXeupEveg SpAoES,

« Tn Béopeuon yia QUVEXEIQ.

5. Xxpatnyiky TomoBétnon

H BeAtlwon otnv Napoxr UyEIovopIKAG PPOVIIBAC yIG TIG andvieq NaBNOEIQ anoteAel pla peydin
npdkhnon yia trj Anpdoto Yyefo, Myw tng eMeyng embnpioroyikav SeSopevuy kail SeSopevay
nou afioAoyolv Kal ooty TG CUVETEEG QUTdV Twy NoBoloyiwv yia TV noidtnta g Guiig

WV aoBEVGY KOl TV OIKOVEVEIDY TOUC xal TIG UPIoTdpeveq avaykeg OTOUG TOPEIS ThG DIGYVIONG
kol Gepanelag.

6. Itpatnyikoi Xxoxol

H npotepaidtnta tou Hedlou Apdong efval va Siaogaioe 1ooupla otr S1dyvwan,otn Bepanela kal

atnv napoxd epaviBag oe avBpd noug ndoxovTeg and ondvia aoBevelo, LECW OKTW OTOATNYIKDY
OTOXWV.

Stédwoc | Avaoyvopion Tng ISIoITepSTATAg Twy onaviwy naBioewv.

S16xoc 2. Tuatnuatikd napakoiolBnon tng emdnuoioylag twv ondviwv Nabroewy Kal
xataypoer| v aobeviv pe ondvieg nabhoeig oty EAGSa.

Stéxoc 3. Betlwon tng evrpépwong twv aoBevidy, Twv ENAYYEAPATIOV UYE(ag kar Tou YEVIKOU
nAnBuopol, avapopikd e Tig Tig ondvieg nalfosis,

Stéxoc 4. Mootk avaBaBuIon TV URNPEDIGV IOV EPNAEKOVTAl OTNY EYKAIP DIGYVwon,
Bepanela kal anokatdotaon aoBeviy and ondvieg NASHOEL.

Ttéxoc 5. AvEnon thg npdofaong Twv MOAT@Y OE UTMPET(EG NPOTUPNTY HOTKOU
nAnBuopiakol eAéyxou (screening).

Ttédxoc 6. NpadBnon tng épeuvag kat KaIVOTOPIY QvapoPIKA e OTIAVIEG nafioeig,
ei&idTeEPa yia VEEG kal anoteAeopotikGtepeg Bepaneie,

Stéxoc 7. Aviandkpiorn otg ei8ikéG avdyke TwV QTOPWY TOU ndaxouv and anavieg Nadnoeig,

stéxoc 8. Anpoupyla evialag nhatgdppag Spdong oe ebviko enfnedo otov TOHET
twv ondviey madoewV kal GUPPETOXI 01O avilotoxo Bupwnaiks Afktua




EOVikO 2 x€G10 Apdonc
via ug 2naviec [laBrioeig

vicaidi A Z TRATHIIRHE KA TRATWIMG YAERT YYAMA

7. AvapEVOHEYQ Anoteléouata ano tnv Egappoyn
tou EQvikou Ixediou Apaong

T (ppwva pE TIC UPIOTAUEVEG ETIOTRHOVIKES wiboeic, 8000 iapoge e ondvieg acBeéveeg npoodMouv

duc ka) 6% Tou ouvoAikol mnBuopoy tng E.E oe kdnoia otyprd g Gurg Toug, AnAadh, neplnou
15 exatopulpia dvBpwnol otny Eupwndik Evwon (twv 27) ka1 880.000 ‘EAMNveg npoa Bdhhovral 1
mpdkeal va npocoPAnBoly and pa ondvia aobévera. Ztnv meiopnela toug, of ondvieg aoBEVEIEG
efvat yevetikfic @uoews, aMd priopalv va ogeliovtal otny €xBean oto nepiBdMov katd TRV KUnon
4 o petayevéotepo otddio tng Lwrig, auxvd oe ouvbuaopd pe VEVETIKI| npodidBeon,

Me trv epappoyr tou EBvikol 2xeBlou Apdang yia tig Zndvieg MNabroeig, avapevetal vo BeAtiw Bolv
o1 Belktec exefvol mou oxetffovral pe try voonhela tov NooxSvivy ano onavieg na8ioeig, ahAd Kal
va Pehtin el aiodntd to enfnedo nodtntag Lwrig twv EAjvev noAiti v, téuo twy ao Oeviyv GO Kal
TWV OIKOYEVEIDY TOUC, Z& YEVIKEG Ypappéq avapévetal va peks Bolv ta dpeca kal 1a €HPECT KOOTN

nou oxetifovial ye Tig ondvieg nadrioeig kai va avarmrtuxBouv Yépupeg enikolvaviag kai auvepyaciag
ue eEeidikepévoug gopel; oe Siakpatikd enfmedo.

Me tn B¢amion vopoBeTikoU miaialou yia Tov MPeoupTw ATk MnBuopiakd EAEYXO Yia TG onavieq

noBrhoeig, kaBbg kar pe Tt Snuoupyia eiBike UpEV v KEVIPWO YV EYKTONG Sidyvaong twv aobevelwy, LE
atéxo TV avEnan tng npoofacipdtitag ge Siayvwotikeg SokiPaoieg Kal YEVETIK] OULPOUAEUTIKD,

avapéveTal n pefwon tou apiBpol véwy kpouapdtwy kat N taxiTepn Bepanela dowv 11BN voaouy,

H moronofnon tourdxiotoy &éka (10) kévipav avapopdg yia ondvieg nabdrioeig Ba odnynoel ot
Sietpuvon tng deEapevri eEeidikeupévay cupfoliwy K EMOTNHOVWY. TAUTOXOOVA, ) BeAtiwon

v SiaBikaoigy Biabeoipdntag opgaviy pappdkwy avapévetal va obnyfoer otn BeAtiwan g
npoofacipdtntag gappdky oe XproTEg,

lia ty avIandKolon otlg £15IkEG AVAYKES Twv atdpwV TIoU MAoXouV ano andvieg nabriceig kal
TOV OIKOYEVEIDY Touc, ipoPAénetal n Bnpioupyla véwv Souwv giroeviag kal gpovfdag yia tnv
eEummpétnon Twy aoBevdy KOl TwY OIKOYEVEIDY TOUG. MECW TWV EVEPYEILY THOU aToxeYouv OV

Qvayvd pIon TOu OIKOVORIKOU kSaToug Twv andvwy nabdoswy, avapevetar n anAoUoTeudn kai n
eEiooppdmnan twy embopdtwy npdvaiag, e TOXO Ty eLOPGAUVGN TwV avio otfjtwyv xal thviodtnta
npdofaang oTig MapOXES.

H uAorolnan tou EbBvikol Ixedlouv Apdong yia TG 2navieg NaBdoeig npdkenal va BeAnwoer Tnv
¢ykaipn Sidyvean kal Beparielo twv atdpe v Nou NEoxouv ano auteg, To yeyovdg autd Ba pelw oel

to &peco IaTpikd kSaToc and Tig enavarapPavdpeveg Siayve oTiKEG EEETAOEIG, TIG niépeg voonhelag,
Kal TNV NaPATETapeE v Afyn @appdake V.

To éupeco xdatoc and tg Lndvieg MabAoeig MPoxUITE! ano T HEiw HEVN NOpaywYrOTnTa kgl ano
TG PUXOKOIVVIKEG EMTTTD OEIG ToU €Xel N oNaviGTNIa kai ) fapdtnta twv voowV oToug NAOXOVTIE
ka1 OTIC OIKOYEVEIES Toug, MeydAo HEpog Tou EpHECOU KOOTOUG opefietal otnv aduvapla Sidyve ong
xal Bepanelac, n onola kabiotd Toug Ndoxovieg kovwvikg anorieiopevoug. H uhonolnon tou EBvikoy
¥ xe8lou Apdang yia tig Zndvieg [abrioeig mpoPAemel ei8ikéq napepPdoei pe 0Tdx0 T PElwaon Tou
Yuxohoyikoyd kal Kolvavikol popTiou Mou EPOUV Of MAGXOVIES Kal O OIKOYEVEIES TOUG,
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yia TG 2iaviec [ laBrioeic

8. Afovec Kal Apdoeig tou EBvikou Ixediou Apaong

_ _ boc A “
. logABavag: 2og Afovag; .+ Jog Afpvag: 4o¢ Afovag: . SucAbevag . <. AventuEn mamwﬂﬁhx% Ttou
p 5 .,,mf:.nﬂ__ﬂ-.— Al %E-‘- . = | . ' @nﬂﬂ.—.—ﬂ-ﬂ | :_—UGE L] - .mvﬂﬁﬁﬂ . m:ﬂﬂ_aﬂr-ﬂ: ey i

~ Boogilzva otnv Eraigio Ixdan .

¢« Apdon I ©camon ¢« Apdaon LAnpuoupyla + Apdon |: Aviandkpian * Apdon | EBvikd Apxelo * Apdon |. BeAtlwon ¢ Apdon | Anploupyia
NopcBeuxod MNiaolou EBvikav [Mpdtumwy oug BEibidq Avaykeg 2ndviwv [NaBhctwv. tng NMinpopdenont ki E8vikc [ TAaupdppag
[oooupmtwpaTIKoU Kévrpwy EEgiblkeuong kai wv Atdpwy rmou Naoxouy g [vdong AcBeviav kol kil Evepydg Zuppetoxr)
[MAnBuopiarkod EMyxou Céamon Niowonoinpévay and Indvieg [aBrioeig kal + Hpdon 2. Npowdnon ZUYYEVIV TOUG. oo Eupwnaikd Alktuo
(screening) yia Ti§ ZTAVIEG Jup ooy yio TG 2rdvieg v OKOYVEVEIDY TOUS. Epeuvag yia ug Indvieg yia ug 2ndwvieg TaBhoeig.
MNafdceic. MaBroeslc. MNaBhcec. « Apdon 2. Exnalbeuon

¢ Apdon 2: Avayvopion EnayyeApauav Yyelag yia

* Apdaon 2: BeAtlwon * Apdon 2: BeAtlwon 10U Oikevopikold KOoTou ArpilEciepn kol TaxIEepn
ne AiaBecipdintac Aadikagidv wov Indviwv Mabdocwv. Atayvw otig] Aiepedvnon
wal MpooRBacwdtnuag AiaBeaipdrnrac Oppaveiv xal KaAitepn Cepaneutiks)
ot AyWoTIKEG Aoxipadleg DdpparwV.

ANV TPETUDTION.

ko [evetia] Tupfouleuukr
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Afovec kal Apdoeic

" tou EBvikol Zxediou Apdang

loc Atovac: ~m<_h.u_*u_.._ D_miEQJ Ttéxoc tov dEova | efvar va teBel o epappoyr |Hia ouvends TONTIKA IO TOV MPOCUNITIL PATIKG
nAnBuopiaxd éheyxa (screening) yia tig ondvieg nabhoeig, Baolopévn oe anoAuTa kKQBOPIOYEVEG

H taxefa npdodog nou éxel onpeiw Bel tig wheutaleg Sexaetfeg otov Topga G Piotexvoroylag xar MPOTERAIGINTEG, K3I OE QUITHPH GHOAGYNON TV eEetdoenv Tou MpoPiénovtal ki otov ekopBaloyiopo

vevetikic €xel ennpedoe! anpaviixg tnv iatpixd emotriun. H mo noAitpn ouvSpopr| Tng YEVETIKI, wv anogdoewy nou AapBévouv un' Gyn TG TOPIKEG EMAOYES

sfval ol véee Slayveotikés Texvikég rou avantdooovial MNMoAMg éxouv i18n kaBiepw Bel kai exouv ,

anodeifel T xonowdtnd toug. O peydhog apibpds yevetik@y teat nov efval misov SiaSeoipog O npotevéeveg Spdoeig yia tov dEova | napoucidloviar emypappatikd napaxde kai emetnyolvia

éxel kataotioer Suvatd 1 Sidyvwaon dho kal neploodtepwy ondviwy nabrioewy, 1IBug Biatapaxeg O] GUVEXEIQ, . .. h |

tou petaPohopod kai naBhceic kKhnpovopikfic piong. H Biabeaipdinta autdv tov teot kaBiotd » Otanion vopoBetikol mhaiolou npooupte patixkod mAnBuopiokold eAeyxou (screening) Yia Tig

SuvaTr TN aTéXEUoN yia ousTrRaTKG EAeyxo Tou MAnBuopoy, dnpioupywviag Ty eAn(da ot onaAvieq NabNOE,

avilotoxec texvikés Bo épBouv apwyol oto Siayvwotikd npdBAnua naoxdéviwy ans pia ondvia + Behtlwon Siafeoipdtnrag kar npdofaong oe Blayvwatikeg Sowpaafe kar yevetik

nddnan xAnpovopikiAg @Uong, GG kal Ba npopurdEouy TIG ENGUEVEG YEVIE, oupiBoukeutix).

H noNitela pnopel va emMEel va npowBrioe! Toug eAEyxoug (POYEVWNTIKS, VEOYVIKS, EAEYXO
LeMDY olkoyéveiag aoBeviv e yvwotd ondvig ndbnon), ndva kal Népa and TIg eKTHACEIG NoOU
apopolv kaBapd oty Anudoia Yyela, oav npd€n aMneyydng rpog pia opada MAoXOVIwY, TNV
onofa Béer va otnplEer. To yeyovdg autd dev Bikaiohoyel Spwg TNV EVOWPATWON TWY EV AOY W
Sokiptv oTIC TONTIKEG YIa Tov NpoAmikd éAeyxo tou rAnBuopol xwplg MPOoEKTIKA atiohdynan,
ue Bdon ta kpitdpia mou Beonfotnrkav and Tov M.QY, kabig propel va undpxel o kivBuvog ol
ExVIKEC autée va xpnoiponoinBolv yia napepPdaoei Moy anéxouv nod and tn Bepanela Trg
aoBEVEIAC, EVE TOUTAXPOVO anoppogolv orpaviikous dnpoaioug népoug. Enf tou napdvtog,
efvar xaunAé to enfieSo ouvalveang wg npog 1o noieg aoBéveieg BikaioAoyolv pia MPooEYYIoN
ouaTnpatikod mpoAnTrtikol EXyxou odpgava pe Ta kpitipia Tou MN.OY. H opydvinon atoxeupevey
MooANITKGY EAESYxwV Tou MANBucpol eropévwg, anoteAel cuvdptnon diapopuy NOPaYOVIWY,
S n noidtnta kai n aflomotia mg exdotote Sokpng, n SiaBeaipdina anoteAsopatikrg Sepanelag/
napépPacng yia dooug unoPdilovial atov EAeyxo, ) ouxvaTnTa TG OBEVEIaE Kal N oofapdintd
e, kB¢ xal n Suvardtnta emhoyig nou €xel o yevikdg MAnBuopdg kar n akfa nou anodl&etal
JTOV MPOANMTUKS MPOQUHTITE HATIKS TIPOANTTTIKG EAEYXO.



FOviko 2xed10 Apdong
VI TIG 2.navieq [MNaBRoelc

Apdon |: ©Oéomion Nopo8etikou lMNAaioiou
Mpoouprmrtwyatikoy MNAnBuopiaxkou EAéyxou
(screening) yia tig Indvieg Madroeig

Nepiypaet
AVETTUEN kaTdMnhou Beopikol TAGioloy yia T SIEVEEYEID npoouuntwpatkol nAnBucpiakou

eAEyXQU I TIG OTGViEG NaBNoE,

Yréxo|

¢« BeAtiwon TG Opydvwang Twv NMPoYPAappPdTwy npooupnTwpatxkold MARBucakol EAEYXOU
(screening) EAEYXOU GTO YEVIKO TANBUCHG,

o Evappdvion pe eupw naikd noAwikr £nf Tou NpoouuIme tatikod mAnBuopiakol eMéyxou (screening)
yia TG orndvieq nabnoeis.

Eviépyeigsc Yhomoinong
« AvdruEn Beapikot nAaiofou, to omofo Ba nepihapfaver

» Aigukpivion tng Seoviodoyiaic, nBikrg, vopikrg, KOIVWWIKKG EMISNIOAOYIG KAl OIKOVOHIKNG
UnNAGaTaonc TwV NPOYRAUPATeV EAEYXOU.

« AvantuEn peBoboloylag yia Tnv epappoyr kal Ny napakoioudnon Twy MEOYPAPHATWY
EAEYXOU.

o Suotnpauxd agloAdynon KOGaTOUS-aroBOTIKOTNTAG TWV MPOYPAUPATLY EALYXOU.

» Yuvepyaola pe toug appddioug opyavigpous,

P opeic Yhomoinong

Ynoupyelo Yyelag kai Koivwvikrig AMnAeyying WHO, Eupw naikry Emrpond, Opdba kpouang yio Tig
ordwviec raBfoei; (Rare Diseases Task Force), Ynoupyelo Yyelag kai Kovioviiic AANAEYYUNG, ENITPROTIES
Kevipikod ZupBouliou Yyefag, Yyeiovopikég unnpeafeg, 2Uvbeapoq latpikav [evetiotdy, lvoutouto
rou Maidiol, EMoTNUOVIKEG ETAIPIEC, PAPHAKEUTIKEG ETAIP(EG, GUMOYO! aoBevaVvIT1EZ.TTA.

Xpovobdidypappa
2009 - 20l @eopd MNialao.

wouisdd T TRATHITANE EA| NDAMRAN YTRAT YTARA .

Apdon 2: BeAtiwon tng AlaBeoipotntag kal
MpooBacipétntag ot AlayvwoTikég Aokipaoieg Kat
[evetikry ZupBouleutiki

Mepiypacn
AiqagpdAion trg noidtnrag, tng SlaBeoipotntag kal npooBoopéintag oe SiayvwoTikeg Bokipaoleg

KOl YEVETIKY oupBouAeuTiK).

Itdxol

o ‘Eyraipn kal €yxupn Sidyvaon,

» Mpoobiopiopds tou kVBIVOU e NApOX| UNNPESILY yevetkii; kaBoSijynang kai oupBouleuTikiq
npiv kai petd TG Sayvwotikeq Sowpaoleg eEeIBIkeuEVOU EPYAnTNPIaKOU EAEYXOU.

» [Npoguraln endpevay YEVEDV.

. KaBiépwon eEBavikeupévou EpYaoTNPIakoy EAEYXOU Yid TIC ondviec naBdosig wg £va coPapd
LETPO MEGANYNG KAl AVTILET® MONG WV ondvieV vSawv.

+ Evoppdvion e BieBv npdtuna, avapopikd pe Tov evEEBEIVHEVO EPYACTNPIOKD EAEYXO YIG TG
ondviec nalnoeic,

Evipyriec Yhonsinong

» KaBopiopdg epyaotnpluy avapopds kal mMotonolnarg Touc.

v Tuvepyaola gopéwv yia tn SiaopdAian tng uPnAfc NoIGTNIAE TwV EpPYaoTNPivy avapopac,

.« AlgukSAuvon Thg avantuEng kal eloaywyrig -Heow Siaxpatirig porig- eualoBniwy YEVETIKWV
Bokipaoidy yia Ty npwipn Sidyvwon wy omdvivy nafrjioeww.

» Evépyeieg npoPolg Twv SIayvw oTIKDY KEVIPWY avap opdg.

+ AieEaywyd EkOTPATEIBY TANPOPOPNANG KAl EVAPERKONG OxeTIKA e ToV SIayvi OTIKO EAEYXO,

dopeic Yhonolnong

Ynoupyelo Yyelag kai Kovevikig AMnAeYyung WHO, Eupwnaikd Enitponr|, Opdbao Kpolong yia TiG
sndviec Madroerg (Rare Diseases Task Force), Kevipiko YupBoiio Yyelag, Yyeiovopueds Yrinpeoleg,
TovBeouog latpikdy fevetiatoy, votitolito Tou MNaiBiot, KAVIKES E.Z.Y. xat IavemotnpIokd KEVIPO,
Emotnpovikéq Etaiple, appakeuTikeg etaipleg, adMoyor aoBevev/T1E2.T1A

Xpovobidypappa
2009; Evépyeieg Miotonalnong.

2010: Evépyeieg Anpoodtrrag - FpoPaohig.
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Non a>m0<ﬂ o Ommun_._._.mmﬂ O kavoviopde anoPAEner oty napoxd kiviftpwy yia tr) Snuioupyla oppaviv gappdkwy, 08 GUES
nepInt@oec o kivntea kplvovial anapaltnta. lia to Adyo autd, ot meplMtwon pappdkwy
opllovial yia aaBevelg pe ondvia vooruara, n emteonr| KOVEl Gt © UTTOACYIOHOG Tou

O ap1Bpde kal n molkAa twv ondviey nabRoewy xa6iotd avaykala pfa efeibikeupevn MPOOLYyYIon Mou TPCOPT, ,.

: ‘ enifiohacpoy Goov agopd ota npdowna nou éxowv NpoafAnbel and v nabnon npenel va
atn gpovida twv aoBeviyv. jnm&ra autd, atnv NepNTw on WY onaviky acBevelwv, etloou ondvia fao Rmﬁ__._“_uﬁa i r:m:ﬁ%ﬂnmﬁ{ D:M_.D OVALEVETaN VO x_.u_u_w_{:mm “:8 :Dﬂ._m.{:om o JME:E_MJ. O ev
i r_._s uxmm_MJ g i b tmay,r“h_a:. - DMMM:{HF e G_xﬁm,mm_mm — aﬁ_tmEMRn_:{ m:mxﬂzmn Ay kavoviopds kaBoplTel trv kovotikd Siadikac(a yia To XapaktnEiops Qappduy wg OPRaveV
otn Afjpn Sidyvwong kal atn AMyn Kat a MPOOOPPOTHEVNG KAl GUVIOVICHEVNG TEPIBOAYNG
yia trv katdataod touc. H npdoBaon oty nepfBoAyn efval auxvd SIOKoAN € Eardlac: e :m_u_mxm_, kivntpa h”M__n_ v épeuva, v avérwEn kan tn BidBean o1ny ayopd Twv XapaKkInpioBevTwY

« Tou yeyovdrog dri o aoBevels, kal ot yiarpol toug Bev eval ECOIKEIW JEVO! PE TNV naboroyla WG OPPOVEY apparuy.
j . KE £ 0 . |
. _.._n.M_n a:ﬁ“ﬂﬂﬂﬂmﬂgﬂmmwwﬂ EMWMﬂEMm”_M_ﬁcMﬁ{%H J”ﬁ_“._m dﬂc_w“nowm aam“c_.mm_,wﬂﬁ "C A0BEVEIaC Mopd ta enrmuxd Kivntpa yia tv avdntun Kal Thy Kataxdpion Tev cpgavey papudiny,n npdofaon
+ Tne eMroug BIaaivBeanG sz_emDm_anM_.uﬁ ﬁﬂvﬁ{ <l tm,ﬁyﬁm VOOOKOLE(WY, T D:D.E wv noktdv og Sepanekg owtipes yia t Lo nepioplleral yia 8do Adyous. Npdtov, opiopeves
Bev SIEUKOAUVE! T 0P QIOIK KaI ouvioviopév neplBaAyn tou oBevol. . napackeudotpieg etaipleg Sev BiabéTouv oTig ayopés Gwv TV KPATBV-HEND V ROIGVTA NOU EXOUV
AAPel GBe1a kukhogoplag, Adyw NEPIOPITHDY WG MPOG TV KaTaxwpion ot enMedo kpdroug-pEAoUC.
Te oplopéva kévtpa -oe eBVIKS, eupwnadirs kot SieBvEg enfnedo- €xel avantuxBel éva efbog _ADM_M_ mmDM.DG >M<D. mxﬂcwmmﬁﬁmvmﬂ%ﬁ_ﬁﬂxmnuzmmcnmﬂmﬂgnm_wo_u_ onofeq uneppalvouy Mnﬂ
; oAl To vopipo 6pio Twv EPWV) OOV Q ot £QIOTNTa TV O OV @a .
e %eﬁ_”mun_ ot DH__D_,W :nmaﬁm:ﬁ:c EUPELS n.._w“ mamm.”_.mﬁ Mﬂ% :&M_mn :GMJom_n@. mmamn_atym&{“n [ia H_“u:n moM Mcﬁ.ﬂn Adyoug ﬁ_.m__ _,__AD_MA_WJV.EE :DMMWQQN%:{ _Mstmh___&m M_DQDDMMQMMG{ Dﬁﬁ_%%& _M“H
xOpeC Ta KEVIPA autd efval ENIOAPW G avayvPIoHEVA, EVD 08 GMEC EXOUV EOPOIW JEl ATuNa ACYw . ; ¢ ;
erpnc. H «SpopoAdynon» wv aabevidy efval we EK TOUTOU OUXVA TO ANOTEAECHA MPOoY MKNG m_cwma_tac ea%%e.ﬂ. H _M_&n.nmn: m:h.“w._ a:a:m::..mmmm_:nmng Aoty dios va SABOPEATER (a7
emAoyic, mapd evée npaypatikd opyavw pevou guatripatog nepl@aiyng. npGaPaon oTa opeavA PAPHAKa O OAGKANPN TNV EUpwNN.
O3 oy anomAsopatid nposéyyion,  éxBean 2006 e ebikdc opdBac epyaoiac tne Eupw naikg m::_wwwm_{&wmﬁn Spdoeig ya tov dEova 2 napouardlovial enypappatikd nopakiw kal enegnyouvial
‘Fvwanc oxeTikd pe TG ondviee aoBéveieg «Contribution to policy shaping: Fora European collaboration EN ‘ ‘
on health services and medical rare in the field of RD» («Zuveiopopd otn Siapdppwon nohurc! ] DJt:Mu:Miﬂ mMc_wE{ npérunuv Kevipuy efeidlieucng kar BEomon matonoNpEvY SuppoUADY
via wa eupwaikh ouvepyaofa otov Topéa Twv ondviey aoBeveidvy) ouVIOT 0ta KPATn-jeAn va _ M_ny : " _,..._Mn mn_ Jnhm_n...w . o
aupBdrouy otnv kabépwan Kévipwy eprElpoyve poalvig kal twv Bacikdv apxdv Asitoupylag Toug, Rialinan BIuIkaoiins DIGEERIHOTHICS CRRGYEVEHRERRIY

ol onofeg, petaby dMwv, kaAlntouy To pSAo TOUG OTNY OVTIHETENION TwV OTIAVIRY VOonpdTeV Nou
anaitolv eEe1bikeupévn neplBalyn, toug apiBuols aoBevév kal opiojéva dhka KoITHEIa Mo TPENEl
va TAnpouv ta kévtpa autd, kabd g kal tr XpnparoSotiks Toug unooTpIEn OTO PETPO TOU EPIKTOU,
SuvIoTd enfang ata kpdtn-péAn va opyavacouwy diddoug npdofaong twy aoBevuv TOUg Oty
nepBaiyn, péow NG olvayng Seopdv auvepyaolag kar aviahrayric Y oewy pe Gha ta anapaitnta

KEVIPA EPTIEIPOYVWPOOUVNG, Téoo o eBvid dao kal oe biebBveg enfmedo, dnote autd Kplvetal
oxdmuo. Ta Alktua Avagopdc npéner enfang va Asitovpyouy wg Slktua Epeuvag Kal YVHang, ta
onola emraiponoicdv kar cupBdiiouy ota exdoTOTE ENfKOIPA EMOTNHOVIKG AMOTEASCHATA, NAPEXOUY

uninpeoleg Bepaneutiiq avupetdmong oe agbevelg and GMa kpATN-PEAn Kal Siaogpaillouv tn
SiaBeoipdtnta eykatactdoewy enaxkdioudng Bepanelag, epOooy XPEIGLETAN,

Ta KOITHOI YIa IO XAPAKINEIoPS evds oppavol gappdikou efval factopéva otn Igdoon 10g
aoBéveiac nou Bewpefial éuy Bepaneder; 5/10.000 kar napéxavtal and tny Emrpon yia ta Opgava

latpixd Mpoidvra tou Eupw naikod Opyaviapol ®appdrwy (EMEA). Mia unoupyixi andeacn ana
tn TaANa yia 1a oppavd pdppaka unoypdenke 1o Mdptio tau 1999 pe Bio o1dXouc;

» Na npow8ioel pfa cupwnaikd TONTIKI] UNEpP TV OPPAVAY PAPUAKDY,

» Na guvoSeloel autd to npdypappa He TIG KatdAAnAeg puBploeig,

AUTH N anootol TETuxe Tov Kipio otéxo g yiotl odrjynoe otny Uobetnon wu eURWNAIKOU
xavoviopou yia ta oppavd pdppaxa to Aeképfpio tou 1999. Autdg o vEog KavovIoud, EVEPYOG
uéoa atov Eupwnaikd Opyaviopd ®appdiwy and tov Arplhio 2000, £xe1 EmTpEEr T0 XAPAKTNPIGHO
240 @ appdrwv kar trv anovopr| eupw naikiic €ykpiong kurhogoplag o 16 MEOIAVTA UYElag pE GAAES
20 neplnou artdoer yia éykpion kukhogpoplag va Pplokovial mpog e&etaon,




EOVIKO 2.%EQI0 Apdonc
yia ug 2navieg, [Nabrioeig

WoMAZA JZ TPATHIRNL EAL ROAMIKON TMBAL TYANRA

Apdon |: Anpioupylia E8vikav Mpdtunwv Kévrpwy Apdon 2: BeAtiwon Aiadikaciwv AiaBeocipotntag
EEeiSikeuong kai Oéomon Miotomoinuévay Opyavav P apHakwyv |

Yupufoulwv yia tig Indvieg Mabrfioeig Nepiypag
Aevépyeia onapaftntwy opyove Tk v ¥ Becpikey puBploewy yio tn BeAtiwong tng SiaBeoipdtnrag

Nepiypacepr TWV OPPAVLY PAPPAKWYV. |

OpyavwTikég kal Beopikég napepBdoerg yia ) dnuioupyla npotunwy kEvipwy eteidikeuong kal
Béoman motonomnuévey aupfolAwy yia Tig andvie nabnioEl.

1tédxol

o AvdnuEn Buvapikric noditikdc, doov apopd athv avdrtufn kai kukhogopla cppavidv gappdrwy,
Lxédxol pEow Twv xatdAMnAwy vouoBetikwv pubuloewy otnv EMGSa. £1dxog Sev efval pévo n BeAtlwon
EVEC YPAPEIOKPATIKOY unxaviopoy akloAdynang wappdrw v, kabopiopol Tirg kal anoldnulwang
and 1o ovotnua kowvwvikic aogdhong. H Makitefa opelder va Slaopai el tnv anpdokontn
npdoPaon atnv anapaltntn poppaxobepanelo, va evioxiel BIGPKH G TOUG PNXAVIOHOUS EAEYXOU,
enaypunvnong ka1 eMtipnong tng ayopds oppaviv pappdray kat, pe tn Bonbeio kataMniwy
MANPoYOoPIKLYV uNodopwy, va Exel otn &idBeor| g Sebopeva kal GTatiotiKd GTaiXelQ, WATE VO
exTIVd TIC npaypatixég avdykes yid pappakeutikd nepiBahpn kar va avianokplveral pe emtuxia
oe auté, Mnxaviopol or onolol BeAudvouv tn Ayn anogdaewy ot Eva nepiPfaMov afepaidtnrag,
xaBu ¢ kai n agloAdynon tou pigkou, anoteAouv Napdyovieg oy cUpBAAAcUY otnv tekpnplwon
tne 1atpiaic NpdEng kail otnv anoteAegpatikdtnta Twv Ynnpeoiwy Yyeiac,

» BeAtlwon tng npdoPaong otn Bepanefa kal noiGtnta neplBoApng wv acBevav,
» Anpioupyla dopric yia tnv opydvw on tng meplBalying aoBeviv pe ondvieg nadrjoeig.

Evipysieg Yhonoinoneg

* Anuioupyfa EBviic Emotnuovikrys Emtpornic, nou Ba anoteAe(tal and ekMposwnoug twv
enayyeApatidy vyelag e ebikdtnta ot omivies nabrigeig. H ancoteAr autriq Tng eNTROI
Ba efval va mpow Bricel oxE8io rotonolnong oupPolAwy kal npotinay kEvipwy e&EIBKEVONG
via trv nepfBolpn twy aoBevev pe andvieg nabioeig kai o mAfpng mpoadiopiopds tou poAay,
NG CTEMEXWONG, TNG ENAPKEIAG KAl TwV apuodioTiTuV TWV KEVIPWY avap opdq.

* [liotonoinon xEvipwyv avopopds yia andvieg nadnaelg. Autd ta kevipa Ba otehex vovial and -~ Avdnwkn Siobiraolag afroidynong ko dyrpiong evag opgpavol gapuakou, waoTe va ano@euxBe(
oudSeg noAaniov eibikotitwy kal 8a £xouv T akdAoubeg ANOOTOMC: o kivBuvog va teBouv oe apgiofritnon of £1bikol kavoviopol UNEp twv opPaviV QAPHAKKV.
- Na Sieukorivouy tn Sidyvw on kal va kaBoploouv pia otpatnyixr} Bepareutii|, PuxoAayIkig ’

BeAtlwon tng npdoBaong twv acBevdv oe kavotopeg Bepareleg, avaBabuifoviag v noiotnta

aywyrig kal kovwVvikig @povibag, lwric Toug kal Ay twv anapaltntwy BeopikOV KAl KOVOVIOTIKGOYV HETPWY.

Na kafoploouy kat va kukhopoprioouy Mpe koMo eicaywyric kol Bepanefag oe voookouela

EKTAKTWY TIEPIOTOTIKOV adBevuv onavieyv nabnoewv. Evépyeisg Yhomolnong
- Na kawaypdpouv kal va napakohouBolv tnv ouviayoypdenon twv Sepaneidy, To Ynoupyelo Yyelag kal Kovwwikiig AMnAeyyung kar o EBvikég Opyaviopog Pappdkwy, oe

tn cuppdpewon twv aoBevav kal tnv nopela tng véoou. ouvepyaaia e ta cuvappddia Yroupyela (Avamuéng kal Anaaxainong & Kovevikig [pootaaoiag)
- Na cuvtovigouv Tnv Epeuva kal va guppetexouy atny eménuichoyiks enormeia twv ondvivy auvtovifouv TG EVEPYEIEG TOUG HE OTOXO:

nabioewv. » Tnv evappdvion pe tnv Eupw naikl Zrpatnyik Avaxelpiong Plokou (European Risk Management
- Na ouppertéxouy otny katdprtion kai ot NpwToBoulleg EVRUEPWONG TV ENOYYEAHOTIQ Y Strategy) xkai tov O&iké Xdptn 2010 tou EMEA.

uyefag, Twv aeBeVEY KAl TV OIKOYEVEIDY TOUG, * Tn BiaBeoipdinto enoprid v ouotnudtw v Siacpdhiong roidtntag kai opbrg pubuiouknig MPAKTIKIG
- Online Sigouvéeon pe REpIPEPEIard kEvTpa napoxiq Yrmpeoiav Yyelag, and Tnv MAsupd Twv appodluy apxwv.
- Evépyeiec npoPoiic wv oupPoutdwy kal npdtunoy kévipwy eeidlkeuong. o Trv eVIOXUOHN TV PNXOVIOPEY QUPHaKOENaYRUMVNCNG Kal HETEYKPITIKG nopakolodBnang oy
- EEaopdNon pdvipng xpnuatoddtnong yia ta npdtwna kévipa eEeidlkevong and tny OPYPAVWY (POpHAKD V.

gupw naikf koivdtnta xai to Yrioupyelo Yyelag kar Koiva vikig AMNAEYYUNG, » Tn oulhoyr| kat avdAuor OToE YV CUVTAYOYRAP NONG OPPAVEY QPaPHIKWYV.

* T enavafioAdynan npog 1o dikaidtepo tng auppeToxiig Tev aobevav otnv anolnulwon cpeavy
®opeic YAonoinong papudrw Y. Ta voooKoWEIakd op@avd pdppaka NPENe! va Xpnpotodotouvial oe abu®a diofknong
Yroupyefo Yyelag kar Kovwvikrig AMnAeyying, Eupe naikd npoypdppata yia gpeuva oty Yyelo, Qv TEPN TV TOMIKWY VOOOKOKHElwV, outw ¢ 0 ote va Sraopalletal n Suvatdtnta xopiynang twy
levikr§ Tpapuatefa ‘Epeuvag xkar Texvohaoylag, KEZY, Yyeiovopikég Ynnpeoleg, Ivotitouto tou naidioy, pappdruv autwv oroug aobevelc,
khivikég EZ.Y. kal Mavemotnpiaxés iatpikég axolég, Ematnpovikég Etaipleg, Papparevtikeg Eraiplec, « Tnv napoxr kivijtpey yia Biefaywyr] KAVIKOV HEASTGV TIOU apopolv opgavd pdppaka.
un-kuBepvnuxol opyaviapolf ITEZ.[A, * Tn Bnuioupyla unoSopdv evipepw ong kat EKNAlBELONG TNG UYEIOVOUIKIG Koivotntag oe Bepara

oppavidv pappdrkwy KAl SUVIAYOYPAPNOHG QUTHV,
Xpovobidypaupa
2009: Miatonofnon ovuPoiiey yig Zndvieg Mabiioeis, Popelg Yronolnong ﬁ .,
2009: Miotonoinuéva Modruna Kévipa EEeiSlkeuarc. Yroupyelo Yyelac kal Koivwvikiic AMnAsyyudng, Yioupyeio mt_._omh.oc_ Avantuéng kol AnaoxoAnong
2012: Aflordynan, & Koivwvik; Mpootoolag, EMEA, EOQ.®, LOET, ®apparkeuueg Etaipleg, Aopahictikol Popelc,
Yyeiovopkeg [NepipEpelec,
Xpovobidypappa

2009: NopoBetikeg Pubpfoeic,
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3o¢ Afovag: [Npovola

O anidviec NABACEIS UTOEOUV VA EMIPEPOUV AoNoUC TUNOUG avannpi@y, Jepikég an’ QuTEg TOAU
ooPapéc. EmmAdov.n anaviotntd TG a0Bverac obnyel oe aPefaidtntes OXETIKA pE TV NPGYVWaN,
v n dyvoia PETALY TOU KO VIKO-IGTPIKOU PO MIKOY YIa MOAEG MTUXES TNG ao B¢ veiag, uropel

va mpokakéael kaBuatepnon OTNy emSiwkSpevr napoxry PoriBeiag kar eEedikeupEvaY KOIV@VIKDV
UNTNPECIAV,

Opiopéveg SUoKONEG EXOUV npoodioptotef.

o Ateldc yviion twy ondviwy aoBeveidy petaty Twv enayyeApatidy (yiatpol, vOoRAEUTIKG
NPoow MK, KOV VIKO| AEITOUPYOI).

e ATENC yV(On Ty SiaBEoipey HECWV KAt BOpY, £1SIKATEPT OTOV Topéa NG Mpdvoag ano
touc aoBevelc kal Toug ENayYEAUQTIEG uyelac.

» MNepiopiopévn Ikavotnta GPETNS avifBpaang TwV UMMPESIOV VNOOTHPIENG OTIG EMEfYOUOES
ataotdoeic i étav epgaviletar Eapvikg emdefvaan g aoBéveiag.

» AvendpKEeia OTAY TPEXOUCA aVIQNoKpIan Kal ata e mBdpata avannplag, doov agopd oTiq
avdyxec avBpd mvng Kal TEXVIKAG unoatipIENs.

» Aveniapiric Yuxohoyikr| atripign Tou aaBevolc xal TnE OIKOYEVEIQC.

« ‘EM e yvb ang Tou pecolafnrikot poiou o Lropel va nafter o oxaNKkSs viatpde petaku Tng
OIKOYEVEIQG Kal Tou oxohelou (TE MEPIMOOEIC nadiol).

» Moxpivég anootdael petadl TV KEVIPWY nepBaAyng Kal TENOU KJToIKiag, YE TG Bandveg
Siapovr|g va empapivouy Tiq OIKOYEVEIEG,

H napaxr eEEISIKEUPEVRV KOMDVIKEV urmpeaidv efval KEVIPIKTG Onpaoiag yia Bektfwon tng Nolotntag

(A Twv aTduwy nou Ndoxouy and kAnaa anidvia aabéveia, Metald twv Siap GpwV KDIMIVIKEY UTTMPECKY,

we Siaftepa npdagapeg Yia tn PeAtlwon tng notdtnrag {wig 1éoo wy dodevidy GCO0 Kal TV ATOUWV

—ouviABWE TWV PENDV TNG OIKDYEVEIQG— MO TOUG rapéxouy ppoviida, éxouv npoodicpiotel urnpesfeg SNwg;

+ Ynnpeoleg ppovifdag avénauiag: Blvouy atoug aoBevelc xat OE QUTOUE MOV £xouv avardfes
@ povif&a toug, Ty Suvatatnta va opyaviyaouy tn {ui Toug, EMTPENOVIAL TOUG Siahelppata yia
Eexoupaon.

* YTINpeECiEC MANEOPORNDNS KAl yPapueg Porjbeag: MaPEXOUY OTOUG ad Bevelc KAl OTOUG @ POVTITTEG
neploodtepeg Suvotdtnteg npdofiaong oe nAnpogopleg oxetixd pE TIG OTIAVIEG qoBEveleg ang
tic onolec NAaxouy, ka Ti; ONofeg kahodviar va Siaxeiplfovial ae kabnuepive Baon,

o [poypdppata Bepareut k¢ avapuxnig Yia nayBId kal VEapoUe EVIAIKEG: TIGPEXOUV GTOUG aaBevelg
uta &\An orrikd tng Zug, Biag opetiki] Tng aobiveiag,

« Wuxohoyikr) unoatipi€n Ka xpnpatobotiki otripiEn; OUPPEME! 0TV KATANOALUNON TNG PTOXEIQK
UECW TNG QVayVOPIoNG TWY UMNPETIGY TWV @ POVIIOTAV, O anolol suvdudlouv piabutr epyacia
ue Guiobeg unnpeoleq @poveoac,

OpiopEval TAaXOVIESG aFO GMAVIES nadAoeic avipetwnifouv SBuokoNEG oty kAN Toug ano 1o
cBvikd aopaNatkd abotnpa uyelag yia Tn M tne KatdAANAng replBaAyng. Autéc o Buaxohleg
eppavifovial oTG akAAOUBEC MEPINTE CEIG:
» Alapopéc oug Siabixaofeq kAAUYNg Sanaviv petabl aopaNoTKDY TApEiwY Ot NEQINTWOEIG
ondviev nabrioswv.
» K&hyn Baravidv opiopévay npoiovivy uyeiag,
» Kdhuyn Sanavey eEGGwv petaxiviong otd e£e1BIKEUPEVA KEVIPT.

wosadh JC YRATHIIAKT LA| MDAMURAH YOWAT YYAKA

Or npoteivOpeveg BEXIOEL YIa TOV 4Eova 3 napouaidioviat EMYPARHATIKG Napardtw Kl enegnyotvtal
OTr GUVEXEIQ,

o Avtandkplon ot ei8iEG QVAYKEG TwV QTSPBY KQi TV OIKOYEVEIBY TOU MAoXOUV and OTNAVIES
nabnoeic.

+ Avayviipiarn TOU OIKOVOUIKOU KOOTOUG TeV ondviey NaBnoewv.




EOwviko 2 xedio Apdong
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Apdon |: Avtanékpion otig EiSikég Avaykeg
twv Atépwv mou Mdoxouv andé Inavieg MNabnoeig
kal Twv OIKOYEVEIDV TOUG

Nepiypaen
ONOTIKA QVTLETOMON Kal AVIAndKIon atiG e1BIKEG QVEYKEG TV QLOUW@Y MO ndoxouv and ONAVIES
nabrioeig, kabwg kar Twv OIKOYEVEIDV TOUG,

2rdxol

v OhoxAnEW pEvn Napaxr| UANPECILV.
» [loiuSidatatn npeagyyion,

v TUVEXEIQ TNG PPOVIIBAC,

» Aiatipnan tou kahitepou Suvatou Siavontikoy, OWHATIKOU KOI KOIVWVIKOU ETITNEDOU,

« Aatipnan kar Beitlwon tng nodtntag g,

» AMavr tng epneiplag Twv aoBeviy OXETiK PE TtV kovwvidy unootipiEn, kar apeyr} and eva
Spdpo pet’ eprodlov o €va EMAEYHEVO MPOYPApA Yid TN Lwr.

» EuaioBntonoinen tou mnBuopol kai katancAepnan tou otfypatog g andviag acBeveiac,

o KaranoMunan tne anopdve ong twy aoBevdv kal tng nepifo pronolnong.

* [Npcetoipagla wy cobevoV yIa THY KOVWVIKT £ MOVEVTIQEN, CUPMERINGRBaVOPEVNS TNG ENOYYENIOTIKAG
katdpiong yia v ayopd epyaaclag kai tny avegdpintn Siaflwori toug oty kaIvOThta.

Evépysieg Yionoinong

¢ STOXEUPEVI] EVIHEPWTIKA Kapndvia kal avamtuEn evnpeputikold UAKOU YIa Tig EIBIKEC OVAYKES
atdpwyv pe ondvieg nabhacig.

+ BeAtlwon npdoPaong coBeviv otnv nAnpopdenan yia Tig Biabeoipeq urnpeoleg uncotpIgng
e Sicruaxodc TENouC Tou YNoupyelou kal ENonTEUSPEVOUG Ofid auTto opyavicpols Kkal ¢ opelS
ve tnv avdmugn unnpecidv MANPOPSPNONG Kal ypappwv PorBeiag,

« Evioxuon tng unoothipikng npog TG eVWOoEIG aoBevay yia tny eBeloving Toug dpdon pE

NV opydveon ripoypappdtay oupBouheutiaig Kal MPOYPaPHATWY unooTAPIENG KA1 KOIVWVIKAG
emavéviabng twv aafevav e onavieg nalnoeig,

o AvamtuEn cUENKTOV xal eVaAGKTIKDY BEPONEVTKGY NOpepPAcELY, ONWG Bepanefa kat' ofkov.

o AvartuEn unnpeoidy gpoviBag avdnauhag - Snproupyla Eevevay mou Ba avaxkoug(fouv TNV
oikoyévela and 1 ppoviida tou agbevoud,

» AvéruEn npoypappdtey Sepaneutikiq avauxrg yio na®id kal veapous EVIAIKES.
e Wuxakovovik unootApién wyv acBevdy kai Twy OIKOYEVEIDY TOUG,

D opeic YAonoinong

Fupwnaiicd Emtpont, Ynoupyefo Yyelog kar Kovavikig AMnAeyyinG, ivottodto tou Maidioy, Tork)
AutoSioliknon, pn-kuBepvnuikés opyavaElg,

Xpovobidypaupa
2009; Evépyeieg dnpociotnTag,

2019 - 2011: AvEmtuEn MpoyPOpEdTwY Kai UTINPECIWY.

nodadh T TPATHIIRHE A1 MOAMTIRAN YIEAL YYARA

Apdon 2: Avayvapion tou OikovopikoU Kéotoug
twv Lndviev MNadrnoswy

Nepiypagpd
Aigopdhian Siaikaatdy yia Ty avayvdpIon TOU OIKOVOLIKOY kSotoug TwV ondvivy nabnoewy,

Lxéxol
+ Aiaogdhan &t ol ondvieg nabicelg anodnpisvoviay, evide Tou nhaicfou twy Siadlkaagiwy mou
undpxouv yia TG Xpavieg nabnoeic,

» Mapoxr| BonBnuikbyv emSopdtwy KAl OIKOVOUIKN unootipifn v atdywy He ondvieg nabhoeg,
WY OIKOYEVEIDV TOUG, ¥abd¢ kal kKaTAAANAR OIKOVOUIKN UnooThpIEN TwY PPOVTIOTAY TOUC,

Evipysizg YAomnoinong

» Ta npdtuna kévipo eEelbikeuong, oe ouvepyaola pe 10 Ynoupyefo Yyelag kot Kovuwvikig
AMnheyyung, Ba Béoouv mpooBeutikd ae epappoyr] e6vikd nputdkolAa yia tn Bidyvwon Kal
tn Bepanela Twv ondvioy nabioewy, €101 ®OTE BepANEVTIKA oxeudopara nou efval anapalinta
via TG andvieg NabAvEIq -oupNEPIAOPPBAVOPEVEV QUTOY TTOY CUVTAYOYRAP OUVIAl KOl EKTOG TWV
NEEINTY OEGV Rou kaAUmTovIal and Ty Eykpion Kukhopoplag- va uriopody va arnolnumw Bouv,

» Enéxraon tng anolnpluong cuviayoypagoupeve v CKEUQOUATWY NOU XONTILONOICUVTAI YIA TN
Bepaneio twy ondviwy nabioewv,

v BeAtlwon tng yvong yia g Grnavieg NaBACEIS KAl Twv iBratepotrituy Toug and TG UnnPeoieq
atouc Sidgopoug aopaNotkols POPE(.

e ‘Eviafn Shwv Twv gobevdv oe éva Tapelo, G GTE va pnv ungpXxouv Biopopeg otnv anolnpinan
wv aoBevov.

» Orkovopikr avayvepion tou eibikod pdhou kai tng onpasiag nopoxAc povISag Ty gpovTIoTWY
KO TWV PEADV TNG DIKOYEVEITK,

» AggahoTikeg puBploeNs.

« Aniovioteuon e Siabikaalag enibdpatog npdvolag aobevawv nou ndoxouv and andvieq
naBNCELC,

» ‘ExBoon pévipng kdprag avannpelac,

EAcotikonolnon twv Siudikacidy anolnplwong twv Sonavdv Siapowvrig kot Hetakdvnong o1a

npdtuna kevipa eEeIbkeuong.

Popeic Yaoroinong

Yrioupyelo Yyelag kar Kowwvikfic AMNAEYYUNG, Aocparotikol Sopeis, Emtponeg Yyelag, MNpdtuna
Kévipa EEeidlkeuong,

XpovoSidypap pa
2009 - 201l: Opyavwtikés kai Beopikég NOpepPACEIS.
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via TIC Znaviee [Mabroeig

¢ . unoyfpiuy @appdKuV OTOV TOPED TV andvioy aoBeveibv. Xe eupwnidikd enfmedo, 1y TPOKANGT

A.Oh >mo<n—ﬂ. mmumCz‘D propel va avupeTw Mo Tel PEOW TNG Snpiovpylag KAl TG XPnHaToBoTNang evdc pSpoup Bnpoaiou-
; SioTikol Topéa yia tg ondvieg aoBeveiEg, 10 onolo va kafiotd eiktr Thv avarnugn eAnidop OpwVv 1

_M_ ﬂ&ﬂ_ﬁ_ﬂmﬂ %M%Mﬂﬂﬁéﬁwwﬁmmﬂngmuwﬂt”ﬂﬁuﬁ HMMM _”ﬁﬂ“ MM&VMHHMWM%:QH_ MMH_%ML\M MPOKMVIKOV KOl TIOAUKEVERIKG Y oxeBlov péow TG napoxng TG mﬂ.m&rygz.ﬁ‘mt:m_vmﬁe Hoauvng
mﬂnﬂmﬁ yia tig Zndvieg [adnoeig atn EAGEa, H e@appoyr kai enituxia eveg TETOI0U amedlou Ba ka1 xpnuateddtnang. Mcﬂmaﬁ_ N oﬂ_u_m_._ QVE manw:ﬁs.q akaBnuaikdy khvikid v Soripdy e mmﬁ_mu
oBnyrioel 0t OWOTH QVTILETH MON TWV MAoXGVIKY and amavia VOORHATA PE QUVENEID TN ONHAVTIKY mﬂ_._._mm.nw Bdoer tou 1Takixoy, YaAIKOU KOl I0TIavikOU tﬂﬁmruc. KQl OUVTOVIOPAE TV PooTabeidy .
BeAtiwon trg noidtntas {u g TV aoBEVHV Kal TWV OIKOYEVEIDY TOUG, MG Kal OIKOVORIKS SPENDG qutdy, bote va Slaopakotel enapkric ouppeToxd codevav
tng Anpdoiag Yyelag kal ey Aogpahouxdv Tapelwy, n Siedvig BipMhoypapfa To emPefawvel, h
O peydrog apiBpds BiagopeTiKDY Blayvi oTiKGY OnpElBY Kal TUNeY NOPOX(|G nepBaiyng yia tn 210 :MMG_._&{E mAaloio, ol Bpdoeg :wm: npotefvovial yia Tov GEova 4 MapouoIGlovIol EMYPAPHATIKG
andvia natnon kdvel Blokohn Thy avayvapIon Kal ToV eviomopd autdv v nobioewv. Or anaitiaeiq napaxdte &k eNegnyolvial oTn OUVEXELD.
and dnoyn emBnpiolayidic enormeiag noiMouy avéioya pe T naBokoyle, Thy NPSYvR o TOUG, T )
Uon TG neplBalpng twv coBevav,Iny epg dvion kaivotdpuy BepAneidy KAl TO KOOTOG, O KOVOUIKO . Wmﬁﬂ m}nﬁmo MH&{_E{ MEWJ:GMW M | aBhoel
4 kovovikd, Yndpxouv 8 opiopéveg nyeq SEBOPEVLV YId TG ondviec nabrjoeig, alkd Sev exouv pOW Bnan ePEVVAC YIQ TG IEL T S

xpnaiponoinBel yia emSnpiohoyixolg okonoads. Av MPOKEITal VO xpPnolponomndouy, Xpeidetal va
unidpEel avayw yr 0Toug Suvatols TPOTIOUS xonoponolnarg toug. O QVTIKEINEVIKSG OXONAE efval va
1e0ef 0e epappoyr, evids Buo etav, pla edhoyn naNTIkg eupefag emBnuoioyikig enontelag xai pla
mo e EeiBIKeUpévn EMOMTE(Q YIa OPICPEVEG ondviec nabioeig, and dnoyn ouxvetntag, EMIMWTEWV
ot BvNoiLGTNTa Kal VOOnPOLNTa Kal otnv nodtita whig 1wV NaoXoVIuY.

fia TV MAsIovoTATA tTwV cofapdv ondviwy ooBeveidv nou efvar Buvntikd 1Eoipeg, BEV UNGPXE gnl
tOU APAVTOEG OUYKEKPIPEVN cpanefa. Tnv avdmuén Bepaneiwv napakwAJouy TPEKG avao TaATKO!
MOPAYOVTEG: N EMEIPN KATAVONONG TV UToKe(EVOY MTaDOoPUOICAOYIKWY prXaviopmy, N EANTIAG
unoatpiEn ek pEpoug Twy nuogiwy POPEWV TWV MPGIPLY OTadlwv TNQ kMvIKAG avantugng Kai 0
ENEIPN EVEIOPEPOVEDG 0N TN pappareutik Blopnxavia Ovewg, 1o UPNAS KAOTOG TNG QVAITTUENG
pappdrwy, o8 ouvBUAoHS LE TNV EKTPGOPEV Xapniy andboon g enéviuong (MSyw TOU NOAS
Hikpou apiBuol Twy acBevdv), exEl anoBapEUVEl TN GOPHAKEUTIKN Biopnxavia and tnv avantuén
pappdkuy yia onidvieq aoBEVeIES, napd Ti¢ TEPAOTIES ITPIKES QVOYKEG, Av Kkal ol kavoviopo! yia 1a
oppavd pEppAaKa €xouV SIEUKOAUIVE] capdc tnv avdmukn Bepaneiwy yia TG ondvieq aoBeveieg,
eEakolouBolv va uplatavial cofapeg BUOXEPEIES KAl VO xpeidlovial emnpdafeteg npwtoPouled,
As8opévou &1l 0 EVIOTIOPOS TWY Bepaneutikiv otdxwy ekaptdtal o peydAo Babps and 1o
VEVETIKS KQi TO HOPIAKO XOPAKINEIOPS TwY acBeveidY, X0BUG Kal and tnv KaAUTEPN KaTavanan

v BioAoyikid v PnXaviopdy, anoxtd kploipn onpaaia n eviatikonofnfon g nabog uaiohoyiki|g Kol
NG KAvIkiG épeuvag yia TG OTIGVIEG aoDEéveIEG.

Me tic eEeAEeic oo medlo g peUvVag, aTov npoodlopiopd g aMnhouxiag Tou avBpwmvou
YOVISIO ATOG KAl 0TV avarTugr winhg andBoong epyakeivy yoviBIw paTIkG Kat HETaYOVIBIW patikeig
peuvac, npoPaMel £iktr n anokdAuyn Twv UTOKEEVIY PXaVIophV NTOAGY ondviey YEVETIKIDV
Sratapaxmv ato dpueco pElov. Ooov aopd QUTEG TIG BIATOPAXES, XPEIGGETal npowdnon g
GepAMEVTIKG EPEUVAC, oupTEPINGRBAVOLEVNG TG KAVOTOHOU BiotexvoloYIKG EPEVVAQ (povorhwVIkg
OVTIONH HaTa, KUTTAPIK] Ka1 yoviSiw Jatid) Bepanteia kar Bepanela eviupgig QVIKATAOTAo nG), kabg
ka1 TG kKAaoikrig Bepaneutikig EPEUVAG, AKGpn KOl OTOV Topéa Twy ondviey VEVETIKI Y BIOTOPAXWY,

N avakdAuyn PapHarwy npooavatoNTETal 08 HEYGAO BaBpd otnv EMACYH XMpiKOV EVOOEWY NMOU
Soouy katd MPOCBIoPIGHEVOV BloAoyIKDY OTOXWY.

H axabnpaiks Epeuva ato Med(o TG npokAvikdg avamuéng ¢appakny anarel kowatikr unoatipiEn.
Quoluc, mpénel va evBappuviel n Snpioupyla ouBETPOY HE EUPLTTTIKEG MAGTSpHES LPnAriG andSoong,
oe owduaopd pe ) Xprion KoV EUOWTTAIKWY HOPIAKWY BipAoBnKav, O peAcTEG OTO onpefo
topfic TV QAPHAKEUTIKDY ETAIPIOV E opyavig ol Tou Snpdoiou topéa npénel va npow Boivial
PEOW ETAIPIKDY OXECEWV Snudoiou-1Biwtikold TopEQ, O onolec va oényouv otnv aflohoynon twv
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EOvikG 2x£010 Lpdionc,
yia uq Zndvieg, MaBhoeig

Apdon |: EBviké Apxefo Indviwv MNaBhoewy

Neprypotph
AvdrtuEn ouotduatog emdnpioioyikis emtdonong wy ondviey naBdoewy kal Snpioupyla apxelou
UE okorid T CUTTAHATIKY, EYKUPN KaI BIaXpOVIK TOUG napaxkoAoubnan,

Itéxo!

o AvdrrtuEn ouotrpatog emdnpicioyikic emtrpnong, to onolo Ba emtpeyel Ty kaAUTepn XQTavonan
tng guoikiq Iotoplag autdv Twv nabioewy, TNV afloAdynon twv avaykuv kai tng npoddbou twv
qoBevidy péoa ato ototnpa vyelag kai Ty napakoloinon tng eEEAIENG Twy Seiktwv mou efval
axetikol pe tnv nodtnra fenig twv acbevav,

o Anpioupyla ouethpatog takivépnong kar ceipd NPOTEAISINTAG TWV OTIGVILN noBrfjcewy yia
napaxkohouBnon and drnoyn ouxvdintag eppdviong, Siddoang, coflapdTnidac, VOanNPATrtag,
avannpfag kal Bvnoipdintag.

¢ Aertoupyla fdonc SeBopévey rou Ba efurmpetdoer trv apgBpopn enKovovia Kal TOV GUVTOVIONO
TRV OPACEW YV,

Eviépyeieg Yhorolnang

o Tnpavtikd Litnua otny npoondBeia autr Ha anoteAéoel N chokArpwar tou Yyeiovopikou Xdaptn,

To vpagelo Yyeiovouikol Xdptn 6a 6éoer ot epappoyr| kai 8a auviovioel thv eMBNPICAOYIKN
enomtela yia Tig ondvieg nadroeig, oe ouvepyaofa pe GAA Ta evBiapepGuEva PEAN, Aappiavoveaq

undyn tnv MNpoataala Sedopévuv MPoow NIKOU XapakTnpa.

» AFionofnon unapxdviey Siktlwy kat ouvBeon pe undpxouoeg Pdoeig Sebopeva.

+ Eioavwyr) kataxs pnong yia andvieg nabrioeig oto PiPAdpio uyelag tou nabiou,

» Kataypagr motonontikdy Bavdtou kal MoTOMORTIKGY EMTRONGV uyelag,

¢ Katoypagr tev Bdoewv Sedopévwy Slayvwotikay epyactnplwy, ETAIpIwV Biotexvohoylag
(avaoxdnnon wv op@avilv eapudkey i MPOYPApPpATeY KAVIKDY EQEUVIOV).

Popeic Yrhonolhong

Yroupyefo Yyefag kal Kavevikrig AMnAeyying, Kevipo Erdyxou kar [1paAnging Noonudtwy, EGvixi
Ixoh Anudoiag Yyefag, Eupwnaikd Siktua dnwg European Scciety of Human Genetics, EURORDIS,
Rare Disease Task Force (RDTF), Nogokojela, Mavemaotnpiokd ©pdpata, vontolto Yyelag tou

Naidiod, Npdtuna Kévipa EEadikeuong, Alayveotikd Kevipa Avagopds, Emotnpovikeég Eraipleg,
®appakevtikég Etaipleg, Zuhoyor AaBevav.

Xpavobidypaupa
2008: ‘Evap&r) uhonofnong uYEIoVop Koy XApTrn).

nodad A T TPATHORE KA( NOAMEAN YFIAT YYANA

Apdon 2: Mpowbnon ‘Epeuvag yia tig Lravieg
Mabrjoeig

Nepiypae
MpowBnon epeuvntikdv npoypoppdtuy pe axond thy avafijnon twy BEATaTWY DIAYVWOTIKWY
1EBGBWY ka1 BepaneuTikiny OXNHATWV.

Tréxol

» Avalitnon véwv kal BeAtiw pévev Biayvwotikgy peBdbuv kal Bepaneutikidy oXNpdTWY yia v
avupet@mon v aoBevov pe andvieg nabioeis.
o Tuvtoviopds epeuvnik@v oxebiuv oe kovatiké xar SieBveq enfmedo

Evipyzieg Yhonolnong
o AvdiTtuEn ouvepyaoIby OTov TopéQ TNG €PEUVag OE EUPWNOIKS kal BIEBVEC ENIMEDO e OUHHETOXT)
oe Blktua KAvikidv JEAET@V yia agBevelg pe ondvieq nabnoeis.
v Evioxuan tng epeuvnikiis Bpaotnpidtnrag péow ouvepyaolag pe tn eviki [paupatela ‘Epeuvag
kai Texvohoylag kai GANOUG QOPE(G OE TIEVIE EPEUVITTIKEG MEPIOXEG;
« Em&npicioyla,

» [EVETIKAC Kkal popIakdE XapaktnpIopds twy ondvivy nabhicewy.
« Quoionaboroyia,

o Avarmutn Siayvwotiks v eEETA0EW V.
» Qgpaneutikr) EPEUVA.,

» YnootdipiEn peretdv xal Spaotnpiotitwy yia Ty enikipean kal v khivikr] xprion flobeiktov
() opdduv Piodeiktwv) oe doo o uvatdyv neplocdtepoug aadeveld,

» Eiooywyd véwv nedlov, dnug n kovevikd £peuva yio Tig ondvieg acBEVEIEC,

v AUEnON TG XpnEatoSStnong g £peuvag, pe KaBopIopO CUYKEKDILEVOU EEUVTTIKON npolnohoypou
yio ondvieg nabioeic,

$opeic Yroneinong
WHO, Eupwnaikd Emitpond, Ynoupyela Yyefag kal Kowwviic AMnAeyydng, Avantugng kal
EBvikic Mabelag xa Opnokevpduy, fevik lpappatelo Epeuvag xar Texvohoyiag, EBvikr Emtpon

Yuvtoviapou-Kevipikd ZupBoiho Yyelas, ivotitoito tou Maidiod, Mpdtuna Kévipa ELedikeuonc,
un-kuBepvnuikol opyaviopol,

Xpovobibypappa
2009: MpokpuEn epEUVTIKOV TIPOYPAaHpATLY,




FOviko ZxeH0 Apaong
yia i 2nmavieg | labBnoeic

S5oc Afovag: Ekmaidosuon

H ouykpotnpevn s knaiBeutikd SpaotnEITNLa Kol Oxt GIIAWG N evnpépwon gt epatd uyelag, anotehel

AVaNGONAoTo KoppdT TG Mpoaywyrg TG Uyelag «al OUGIGOTIKA GUVIOT@Oa TG Bepaneuticiq
Bradikaoiac.

O aaBevelg pe ondvia voarpata ouxvd mapanovolviar yio kaBuotepnon N Sidyvwon kal yia
ta npoBAjuata nou o [Bior KA1 Ol Ol oyévelég toug aviipetwnitouv ot JUVEXEIQ TG BEPANEUTIKNG
AVTIPETOMONG Kal o1ny kaBnuepivl unootripign. H cwoth eVpépwaon Kal N CUMHETOXH TOU
aoBevolic nallel onpavikd pdho otny emTuxia evée Bepansutkoy axrjuatog, H yvwaon g
onuaolag ThG OwoTAG EQAPHOYIG TWV BepaneuTik@yY pETpwy, N enfyvuon TV mbavdy ETNACKEV
kgl N poaappoyr} oTIC aNaITNOEeg TNG Bepanefag, kaBioTolv tov agBevi uneUBuvo anevavt grnv
apEWOTIA YIG TNV katanoréunar ng. H owat evNHEPWAON KAl aupE TOXT] 10XUEI KAl WG TPOG
tn xpron Ty Yinpeowv Yyelac, Efval onuavikd 1o kovd va ExEl oot kol midpn evipepwon
yIa TIG UNGEXOUTES UNNPETieg kal T Aeitoupyla TOUG, MPOKEIKEVOU VO TIG ationoifoel. Meow TG

exnafBeuons Kal TG Q&IOTIOTNG crigTnHovIKiG TEkINPlLONG, Sfvetal to Sikalwpa tng eAedBepng
emhayfi orov agbevr va anogao(ael yid Ty npoow mkr| Tou uyela.

¥ nuavtikd efval ta opEAn Kal TNe cxnaBeuonc TWY OUYYEVOV TWV OppuoTwY HE ondviec NaboE,
OUTWC WOTE VA UTTOPOUY Va ﬁuﬂ{iﬂ QuUV KGO VG ﬂ:t:D_UD_uﬁDmDn_c 0woTd aTOV &{@UE nd toug, arG
tautédxpova va BiaxeipioBouv Kal 1o 81k TOUC TMPOCWMIKG HEVO, PAPo Kai GYXOG, va efoixeiwBolv

ye Triv aobeveia, va NPOTOPHOCTOUV Kai Va anoSexBolv Tic véee ouvBrikes. O aiMoyor aobevay
unioypappiZouv T anpaocla tou TPomou noy rapéxovial Of TANPOYOpP[ES, 6T KAl 1O MEPIEXOHEVO
touc, b ate va PonBricouv Toug qoBeVelC KAl TIG OIKOYEVEIEG TOUG VO QVIIHETL nfoouv tnv aoBevelo:
n avaxolvewon tng Iy ong,n PEOVTIBa Moy TIAPEXETAl OE &An tnv aoBéveia yio va fondnoel tnv
eEaopEACN KIAG MPOOTRHOTHEVNG covwviKic Biaxefpiong r ppovtidag oe nepidBoug emdevw ong

¢ aoBévelag fj 0To TEAOG TNG whc. Oa ta napandva anairouy dva mooTikS aupnAfjpwHa ano
TOUC MPOOPEPOVIES ITPIKEG unnEEeales.

H Si1d800n tne TEIKAG TANPapoplag Tou apopd otov aabevr|, peaa 010 ototnpa vyelag, efval
HEDIKES, (POPES SuokoAn, 1Baltepa ouG eNelYOUSEQ KOTAOTAOEIC, AVTIHETWNOG e P afIGMOTEG
nAnpopopleg yia tn Sidywwon Kal Beparefa tng nalnang, © enayyeApatlag uyelag efvar Buvatov
va Suokoreutel va axohouBrioel Ta kaTdMnAa Bepaneutikd Bripata. EmmALov, n exnal®euon 1ou
ATPOVOaNAE UTIKOU MPooWTIKaU OtV napakoholBnon kat ppovida Twy aoBeViV HE ONAVIEG

MABAOEIC KOl OTNY KOMOVIKI ppoviBa, efval Bialtepa gNPaVTIKY YIQ TRV KAAUTEPN) QVTIPETO MAN
tou agfevn)

Téhoc, efval onpavikd yia Tn xwea n ekTIOMBEUON TOU IATPOVOCNAEUTIKOU IPOCW mxoU oe Bepato

mAnpogopikiic kKA afomoTng suhoyrc SeSopévay, yiatl i EAGEa efval [ow¢ n pévn XQpa atny
Eupin, n onola Sev Siadete! aEidmatn oTauotiky mnpogopla.

Baaikd atoixelo via T PeAtfwon g Sidyvwong Kal TG neplBaAng CTOV TOPED TV GIAvIWY
aaBeveidv efvar n Tapoxr] Eykupwy nAnpo@opidy OE PopPeEN MPOCaPHOTHEVN OTIG QVAYKES TWV
ETMQYYEMIQTI@V KO TwV A0 Beviiv. And 1o 2000 kai petd, n Bdon Orphanet yio TG ondvieg aoBEVEIEQ
napéxe! mnpopopleg yia nepracdtepes and 5000 qoBéveiec ot £€1 YADOOEG, pECW HIOG MEPIEKTIKNG
eyrukhoraBelag wy ondvivy ag BevEIGv,EVEC KQTAAGYOU ENAYYEAITIKDY UNMPECIWY OE 35 xWpPEC,
evéC KOTOAOYOU EUPW NATK@V KEVIPWY avag opdc, piag Pdang SeBopevay yia T Op@ avd pdppaKa
ue MANPOQOPlES oxeTixd HE TO 0Td810 Napaokeunq Kal £14500fC ToUg 0TI XVPEG TNG EUPW naikng
‘Evia 0nG, kai péow evd EUPEOS pdopatog UMNPETILY YIC QUYKE KPIPEVEG KaTNYOPIES evBIOPEPOHEVY

woads ZDrPATHIRKE KA NDAMERN YITAT YYBRA

LEP® Y, JupnEpIAapiavapeval evée BonBrpatog yia thy avaktnon SiayVO OEWY HECW OUHTTL OTWY
«al evBelFewv, kaBde ko pag PifNoBAKNG pe GUOTATEK YIO aTaoTdoEIC EKTOKTNG avayKng,

O npoteivopeves SpAaelg ya Tov &Eova b NopouatGlovTal ETIYPaHHATIKG nopaidite kal eneEnyoiviol
a1r OUVEXEIQ,

v BeAtfwon Ttng MAnpopopnang Kat tng yvi ong acdevov kal OUYYEVWY TOUG,
+ Exnaeuon npocwmixoy uyelad,




EOvikd 2x£010 {pdong
yia g 2navies Mabrioerg

Apdon |: Bektiwon tng MAnpogdépnong Kai
tn¢ [vong AcBevayv Kkal L UYYEVQYV TOUG

MNeprypay’i
MAnpog SoNan Twv aaBEvi YV KAl TOY OIKOYEVEIDY TOUG y1a TIG B OpEG TNYES MANEOPOPIBY KAl YIa

ta pétpa oTPIENG: EUPW naixof Sictuaxal térioy, Sictuakol ténor Tou Ynoupyelou Ko £MONTEUOHEVV
and autd OPYGVICHAY KAl POPEWY;

Itdxo|

» AUEnon emtuxiag Bepaneutixol OXMUaTaC,
» Anoteireopariky Siaxelpion twy AUPNTw udtwy g aobeveiac,
» Alaxelplon Tou TIOVoU Tav OUYYEVO V/CUVOBWV.

. Evepyonolnon koweviag yia avaAnyn Bpdoewy pe okond tn Petwon eV Spwv neplBaiyng,
voonhefag kal TR nodtnrag (wiig v acBev V.

Evépyeieg Yhomolneng

» Anpoupyla TnAepuvIkig YPapPHNG BorBeiag (helpline) yra 1ig ondvieg noBroEIS.

. AvdBeon ota npdtuna kévipa ekeidlkeuong tng anootolic va napéxouv TG MAnpogople yia
tic Sidpopeg UNOOTNEIKTIKEG SPACEIS YIa aaBevElC Kal TIC QIKOYEVEIES TOUG,.

s ExnafBevon kai BeAtioon tnG eVPEPWONS peTafy TwV ENAYYEAHOTIOV UYEQG xal TwV OXONKD V
VIQTOW V.,

» AEaywyr opINGV, OEpIivapiLY, EMOTNROVIKOV QUUNOTw V.

s Anpioupyla EVAHEPWTIKOY UAIKOU

» Anpioupylo enfonpng 10toceAN5ag yia ondviec nabioEeg (010 eEMnVIKG - pETAPPACN Orphanet).

» Anpioupyla mpoypappdwy unootApi§ng acBevoy pe TN SiapeoordPnon avegdprntou Siktuou
VOO NAEUTW V.

Evioxuar TnE OIKOVORIKAG UNCOTARIENS NMPOG TOUG SUNGYOUG QOBEVIV.

$opsic Yhomoinong

Ynoupyeio Yyeiag kal Kovovikrjg AMnAeyyung, Eupwnaikd Emtpond, Orphanet, lvotitouto Yyelag
rou Nadiod, Eniotnpovikég Etaipleg, PappakeuTikeq Craiples, pn-kuPepvnikég opyavboelc/ MEZEIA,
Méoa Malikrfig Evnpepwang, Eriotnpovikd Mepiobixka.

Xpovobidypappa
2009: ThAepvikr YPappn.
2009: lotooeN&a.

2009 - 2010: Evéoveieg eknalBeuong-Snpooiotntas,

wokda A JC TRATHIERE EAL ROATTIEAN YrBAZ YYAKA

Apdon 2: Exknaideuon EnayysApatuwv Yyeiag yia
Axpiféotepn kat Taxutepn Aiayvwotikr Aigpeuvnon
kal KalUtepn Oepaneutikr Aviigetomon

Nepiypagn
Exnafeuon otehexdy vyelag pe OKono Ty akpIBEOTEPN KAl TOXUTEPN DIYVW ok Siepeuvnon kal
v kaAitepn Bepareutikg avTipeTO nior Twv ondviey nabhioswv.

Ltéxol

« H Beitlwan tng EMIOTAHOVIKIG ENAPKEIAG TWV otehexwV uyelag otn Stdyvwon Kol Bepanela Twv
andviey MabAoewV.
¢ H Peitiwon twy Sefiotfitwy TOUg KAl TNG OUVONKAC ENAYYEANQTIKIG TOUG ETAPKEIQC,.

H avayvdpion VEeV eNAyYEAUATOY Nou 8a Bonbrioouv otn BeAtiwon NG pPOVUISGE YIAa TOUG
aoBevelc Kal TIC OIKOYEVEIEG TOUG,

H PeAtiwon tng maidtniag 1wy cxnaiSeutikdy SpaoTnpiotlwv.
H SidSoan TG EMoTNHOVIKAG YV ONE YA TG aridviec nabioe.

Evipyeigg Yhormelnong

+ Eigaywyr] Tou BépoTog Twy ondviny naBAoewy 0ToV 1aTPIKS KUKAO GTIOUSOV.

» Eiooywyr] tou BEPATOG TV ONAVIwY nafioewy 0To EMPOPYPWTIKA npoypdppoTa eiBIKOTITWY,

+ KaBidpwon pe vopobetikeg pubploei Tuv Spwv kal NPolnoBEcewy AokNGNE TV BIAP OPETIKDV
eiBikoTHTWY Tou OxeTCovTal PE TNV latpikg [evetixd,

» Opydvwan aepivapluv kol evotfitwy ouvexilépevnG EKNABEUONG YO TIG ondvieg Nabnoes.

v AvartuEn eilBikdv ekTaIBEUTIKB Y epyorefwy online 0TI 1I0TOCENDES TWV appOdinY POPEWV

« Opydvwon EKNOIBEUTIKOV npoypappdtuy apxikig katdpTiong Kal ouvexiZApEVNG eknalbeuang
atpikod Kai NapaiaTpikou npoownikoU (BPEpOKOOL, epyoBepaneutés, hoyoBepaneutes,
Yuxokiviikol Bepaneuted, OV ViKol A£IToupyol, PuxahGYo!, YEVETKO aUpBouhol).

» AicEaywyry opihey, oepivaply, EMIOTRHOVIKGY CUPTOCloV.

» Napoxéc uroTPoP I Y kal evedppuvon VEWV ETIOTNHOVO Y GTOV TOWED TNG ouvexi{OpEVNG 1aTRIKAS
eknalGeuong,

Poptelc Yronolnens
Yroupyelo Yyefag kal Kowvaviknig AMRAEYYUNG Avdmugng, EBving Naidelog kKol OpnoKEUpaTaY

kal enonteudpevol opelg, Kevipikd 3 upBoukio Yyelag, Mavemotniaxa [Bpduota, ENiotnpOvikeS
Eraipleg, dappakeutikég Eraiples,

Xpovo bidypappa
2009 - 2012; Npoypdppata eknalbeuang.




COVIKS SXESIO Dﬂﬂﬂujﬂ nonaad T TRATHIIRHE LAl NOAMROK YIRAT YVANA
yia g Znavieg MNabroeig

6oc AEovag: Avarrtuin Itpatnyikrg mou Baaidetat
otnv Etaipikn 1 XEON

H spappoyn Twv ouBuloewv tou Ixedlou Apdong Yia TG Yndviec MaBhoelg anaitel NoAoUg
ouvepydTEg. H Pouinon yia £BeAOVTIKY) OUVEIOHOPS UNGPXE!. AnSSelEn efval 10 £pyo MOV
un-xkuBEEVTIKOV opyaviopdy kal owpatefoy oy Spagtnpelonoloivial gTov TOHED TWY ONavILV
naBAoEwy, SpwG N MEOandleid autd Sev efval opyavupevn. H WOBETNON PIOG OUVIOVIOPEVNG
otpatnyirig mou Baaitetar atnv sTaipik oxEan ShV TWV POPEWY OF auvbuaapd pe afionoinon

NG KOV VIKIG QUPHETOXIG, anoterel T olyxpovr MPOOEYYIon Tou npoPAfpatos.

H gpappoyr] twv didpopuy puBploewv Tou oxedfou yia Tg ondviec nabriceig Bev pnopel va
viver xw plg Eviagn otny eupw neiikr) moAtikd. H ohokAnpw pevn MPOCEyYIan Kal n ouvelopopd NG
eupwndicri Epnepiag OTOUG aaBevelc efvar 1&1aftepa ep@avrg OTOUG topelc Tng emdnpiohoylag,
otnV avarTuEn Twv BIaYV OTIKD Y eEeTA0ELY, 0TV MIOTorofnon twy NEGTUTNVY kévipuv eEeidlkeuong,
otV MANPOPGPAON KAl TTNV EPELVA, H EAMGS @ éxel kaBrikov va guvexioei va unootnpiGe SheG TIG

supw nalikéG MpwToPBouNeg mou Ao pnopoloav va EMPEPOLY BeAtlwon OtV UYEIOVOUIK ppovida
«al ota npaPApata Tng kaBnpeEVOTNTAG MOU aVTLETW mfouy o aoBevelc pe andvieg MABHOEIC,

Apdan |: Anpioupyia EBvikNS MNAatpoppag kal
Evepydg LuppeTOoX OTO Eupwrnaixo Aiktuo
yia tig Endvieg MNabnoeig

Nepiypoepn
Evépveleq npowbnong NG euptlag DIATOHEOKIG CUVEPYOOIOG yia TG ORGVIEG TAHACEIS PE TN
aUpUETOXY Kal TV evepyd Spaan ALY TV EPTAEKSHEVY QOPEWV,

Itéxol

o Anpoupyla prag Suvapikdg opasag &paéang.

+ Anpoupyla evds, gopodq kai aEIonigTou GUOTHUATOS yia TNV MapakohoiBnon Ty BegpevoEwV
kal v uhonofnon twv Bpdoewy TOU eBvikou oxedlou.

» Aviohhayr 1Bedv ko1 opBiv NPAKTIKGV LETAEY TWV KPOTWV-HENDV,

. Beitfwon Beopdv xa SieukGiuvan NG enkovwvia petakt v Sapdpuy OPELY.

e AvANTUER KOIVGY HNVUUAGTOV KOl EVNHEQWTIKGY EKOTPOTEIDV,

Evépyeisg Yhoroinong

» MNpowBnan opydvwong guvTOVIoTIKOU pnxaviopol Ghav T Bpdoewy Tou oxeBlou pE ETIKEPANNG
v EBvikd Zuvtovio Tk Erutponn).

¢+ Anpioupyfa NoNpEROY ETQIpIKGOY OxETEWY OE €BVIKG Kal EUPW naikd enfmebo yia TG ONAVIEG
nadnoeis.

o EvBdppuvon eBehovTiIopOU,

®opsic Yhonoinens

Ynoupyefo Yyelag kar Kovwvikig AMnAeyyine WHO, Eupwniairg Entponry, Eurordis, Rare Disease
Task Force, Orphanet, European Society of Human Genetics, enitponeég Kevipikod Zupounou Yyelag,
EBvikd Emrtponr Zuvtoviapod, Kwiée EZY, kar Navemotnpaxd 1Bpupara, Y uvBeopog latpikey
evenatdv EAMGBac, votitoltto tou [MNaidioy, Enotnpovikeg Etaiplec, Gapuaxeutikeg Eraipled, pn-
cuPepvniikég opyave seic/[1.EZ.NA., ZdAoyor AaBevov, Meac Mafikric Evapépwang.

Xpovabidypappa
2009: Opydvwon OUVTOVIOTIKOU UnXavicpou,
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EBvikg Zxedia “ypaonc
1A TG Znaviee [Nabnoer,
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. AlaSikaocia <>0=0-.Jnu.3n Me okond Ty anoteAecpatikdtepn uAonofnan twy Spdoewy Tou ESvikol 2xeblov Apdang yia tg
Srdviec Madhaoeic, n emrpond Ba avantiger olotnpa tekpnpiwong kat akioAdynonc g npoddou

.| Zuvtoviguédg tou E8vikol Ixsblou Apaong NG LE OTOXO:! |
H iepdpxnon MpotepaioTATWY, © suvtovigpd kai n rapakoAouBnan tou EBvikou Zxe8lou Apdang « Try Peltflwon tnG YVWaTIKAG unoBoypri; xal tg enotnpovikig Bdong Tou axebiaopol v mﬁ&nmcwﬁ
6a avareBel atnv EBvikr Zuvroviotikr Emtpont yia tig 2Mavieq MNabroeig, n onola Ba nepikayBave yia T ondvieg nabioeig. Tov Mpoadiopiopo kat Ty avdntuén npdtuney peBGSLV Kal KaAQV

péAn and GAoug Toug ERTAEKOPEVOUC OTNY uhonofnon tou oxeslou gopels. npakukdv oe kdBe katnyopla SpACEwWY KAl EVEPYEIDV. |
H E6wixd Zuvtoviotikd Emrpond yia tig Zndvieg MNaBdoeic Ba Biabétel wa pdwiun fpappateia - v Trv opydvwon thg EMotnuovikig tekpnpleong kai Sidxuon TNG EMTTNHOVIKIG YV®ONg OTnv

S uvtoviaTikd Kévtpo, pe enikeganig tov MpdeSpo tng EnItponAc. ko via, 0Touc PORE(S kal oTig unnpEEo(eq Nou OXETITOVIOL HE TNV nEGANYN Kal TNV AVTPET® o
H Bnjtela tng EBwikiiG Emtponriq Ba efval &an kain Sidpkeia Tou 2xedlou Hpdaong, 3w plg va UNOKEITO! wv gndviwy nabnoewv.

O£ MONTIKEG HETAPBOALG, « Trv npoaywyri tng eupelag ouvepyaolag kat NG emoTnpovikrig Siaouvbeong pe tnv EE., ov
N.O.Y. kal touc dMouc Biebvelg opyaviopols nou Spactnpionololvict aTov TOWEQ TWV ONAVIWV

.2 NoAitikr snromrtela naBrgewy, kabie Kkai TNV aviahhayr| MTANPOPOPILY YIa Ty avantutn fykupv HEBGSWY Kal
H EBvikd Tuvtoviotik Emtport yia 1ig Zndvieg fabrioeig 00 ouvepydletal GpECQ PE OAOUG TOUC KOAWV MOOKTIKD V.
ERMAEKSHEVOUS POREIS, TO EOvixd ZupPoiho Anpdoiag Yyefag kal 1O Kevipiks Zupfoiho Yyelag, » Tn Snpioupyla eBvikig Bdong erngtnpovikig TEKpNpiwong yio tug andvieg nadnoei, npoodoiung

<al Ba hoyoSortel atov levikd Tpappatéa Anpooiag Yyelac kal otov Ynoupyd Yyefag kal Ko Ik otov yeviké nhnBuopd peow Siabiktlov.
AMnAEYYUNG yia Ty niopela vhononong tou 2 xe8lou Apaong, + Tnv unootripign s m_nvm:{:sxon <1 EMOTNPOVIKAG SpaoTNEIGTATAG YIa tOV NPOoBIoPIONS Ka:
tv avéntubn «kaNdv NPaKTikdy» OTOV TOPEd TV onaviov nabricewv.

1.3 Ldaxnpa Ehdyxou xai AEioAéynong - Anudaia Aoyobooia

H uAoniolnon tou Ixedlou Hpdong Ba cuvobeUETdl ARO PIG diapkr| Siadikacia EALyxou kal

ALI0ASYNONG, |IE OKONS TOV EMaVanpOadIopIops T OTEXV Kal Tov enavaoxeSiaopd Twy SPACEw v,

via tryv eEaogdNiorn TG aroTEAETpATIKGTNTAS TOU oxedlou.

H SiaSikaala Erfyxou ko ABioASYnang efvar ouvbedepévn [E Hia diapxs dladikaola dnpoaiag

SiaBolleuong kal Aoyodoalag yia Ty nopefa tou Dxedlov Apdong xai Twv GnoteAsapdtwy Tou,

Ue 0TOXOUG!

+ Trv napoxd] urelBuvng Kar Eykupng MANPOPOPNCNG GTOUS KOWW VIKOUC ©OPE(S, TIG QIKOYEVEIES
Kl Ta ATopa, yia Tic BpdoEig, Ta péTpa kar Tig PeBGboug MEAANYNG KAl QVTIHETWIIONG TwV ONAVIKY

H emtpont} unioxpeoutal va urnofdiel eThod ¢xBeon Nenpaypévey kal afiohdynong mopelag ka
uhonolnong Spdosuv otny oAk nyecla Tou Yroupyeiou Yyefac kar Kovwvikic AMnieyydng
kai va Snpooionolel ta anoteAéopatd tng o1o IadlkTuo Kal oTa Méoo Malikdg Evnpepwong, pe

GTAXO TNV QNOTEAEGATIKSTERN Ka! £YKUPT) EVILEQW O TOU nanBuopod, avagopikd HE TNy ENTEVEN
oV 0téxev 10U EBvikol D>edlou Apdang,.

naBioswwv.
» Thv avABeiEn Twy KOVOVIKGY BIaoTACEWY TwY NPOYOAUPATLY Kl BRGOEWY YIA TIG ONAVIEG
nabnoeic.
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2. Kootoléynon kai Xpnuatodotnaon

O gUVONKAC TIPOUTOAOYIOHOG TWV 8pdoewy Tou EBvikol 2 xeSfou Apdang yia TIg Znavieg Mabnoeg
avépxetal oe 27.703.834 Eupw. EBikdtepa, o mpolinoloyiopog kdBe afova tou 2xeblou Apdong
napouoidletal atov Mfvaka | eve otov Nivaka 2 napouaidZetal n katavopr} Tou fpolinoAoyiopod
tou Egvikot IxeSlou Apdang oe BdBog mevioetiag,

O avayviotng priopel va avatntrios! avaAutiky OIKOVOHOTEXVIKY peAETr otny onola napouoidletal
n kootoAdynan avd dpdan kai nnyr] XpnpaTodatnong, oTny iotocgeABa tou Yyeiovopikou Xaptn

ém_mzmﬁmoﬁ.mﬁ

Mivakac |: Tuvokdc npolnoloyiopéds tou EBvikol Ixebiou Apdong ava atava.

EYNOAIKO KQLTOL

TITAOL AZONA g
L  AZONAZ | Eykapn Aidywoon 1500000
2 AONAZ I | Ocpantla 500000
3 AZONAZ N | Mpdvoia 5863372
4 T AZONAT v _ Epeuva 1454217
5 AZONAT V ExmafBeuon N 7952858
6 AZONAZ V| Avamutn Zipatnyais nou Baolleua 433427
otny Etaipir) EuBuvn
FENIKO ZYNOAO: 27.703.834 u,

Mivakac 2: Npaimnoloyiapds tou EBvixol Ixebiou Apaong yia x&Be £tog cpapHoyns.

WoeAah Zo TPATHIIRNE £AL FDMTAOM YITAT YYARA

Enfonc, otov Mivaka 3 napouotdlovial of nnyég xpnuatoddtnong wy npofAenopevey Spdoewv
tou EBvikot Ixe8lou Apdong yio g Zndviee Mabfoeic kal atov [Nivaka 4 n etjoia KGTAVOUT| TOu
EKTIPG pEvOU kAoToug avd mnyr| xpnpatodotnant.

Mivakac 3: Nnyég xpnpatobdtnans tou EGvikol Ixebiou Apaong.

MHIEL XPHMATOAOTHIHE

AZONEL

EXINA.

TIMEE LE € |
KPAT. MPOYM/EMOXL

Eyrapn Adyvwon 300000 1200000

. Oepankla | 500000 H _

I Mpdvora 6.397.500 | 9465.832

V. Epeuva 1 930.000 | 524217 |

V. Exnafdeuon 2.561000 4591858 400000

VI, AvémeuEn Epotnyikdc mou. | B 193427 240,000
Baoflewa oty Etaipikty 2xeorn

EYNOAD ANA MHIH: 10.688.500 16.375.314 640.C00 |

NOLIOITO (%) ANA MHIMH: 38.58% 59.11% 2,31%

MNivakac 4: Etoia xatavopr| Tou eKtipe pEvou kéatoug o Eupw

MHIH

XPHMATOAOTHEME

Ccaom | 2o

1.982.500 1982 500

ava nyr xpnpatobdotnang.

E3MA. | 396000 | 2807500 0688500 |
MOIO IE € KPAT. MPOYTIZMOZ 4027595 4252863 4.015.289 4079587 16.375.334
2005 8103555 EKCE. 60000 | 160000 | 160000 160,000 640000
- 2010 T 7220363 - IYNOAO 8.103.39% | 7220363 | 6457789 | 6.222.087 27.703.834
204 F 6157789
2012 6222087
IYNOAO 17703834
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MokatA ZZ TRATHNANT BAI NOAMADY YIDAL Y14KA

Napdptnua

_ ’ _ Erctitwpev : _ Extupuwpey : _ . - ;
Brugada syndrome | 50 Dermatomyositis 925 Polycythemia vera 25 | Galactosemia 6,6
Protoporphyria, erythropoietic 4_ 50 Polymyositis 9,25 Charcot-Marie-Tooth disease 24 Optic atrophy, Leber type 6.5 .
Guillain-Barre syndrome 475 Tuberous sclerosis B8 Polycystic kidney disease | |
. 1 * | 23 st IS |

Melanoma, familial 468 Congenital adrenal hyperplasia | 85 recessive type . © mﬂwmmwmhml_ﬂ,_umlmﬂm m._m_. B
Autism, genetic types 45 | Rett syndrome 37 VAT ER association [ 23 Smith-Lemli-Opitz syndrome 6.5
Tetralogy of Fallct 45 Angelman syndrome 8 Coffin-Lowry syndrome | 225 | Amyotrophic lateral sclerosis | &
Scleroderma ﬁ 47 Cataract, total nD:mm::m_ 79 Rendu-Osler-Weber disease | 21,25 Treacher-Collins syndrome 6
Great vessels transposition | 315 yperlipidemia type 3 78 Dermatitis herpetiformis |~ 20,2 Tay-Sachs disease />
Focal dystonia 30 emophilia 17 Atresia of small intestin 20 %thrm_mﬁwmm-ﬂm 5,5
Marfan syndrome 30 Trisomy |8 7.7 i S i g i e LASHEIRE Rl O - = !
Non-Hodgkin 1 Duodenal atresia 20 Pheochromocytoma 5.5

o 30 Behcet disease 75 i
Ve e - T S S G S——— m_:_m_.,m W anlos syndrome, 20 Retinoblastoma 6 4
Dt it N V75 immunodeficiency, 75 et L=

initis pigmentcsa : cesreren variable _ Hirschsprung disease 20 Rubinstein-Taybl syndrome ot
Gelineau disease 26 _(:ﬁawﬁO_Uwh UD_%mjmmEm /75 Microdeletion MMD: 20 ﬂ Alzheimer disease, familial 53
Myeloma,multiple 26 Idiopathic torsion dystonia_ 725 Spherocytosis hereditary 20 Zolinger-Ellison syndrome 5,3
Alpha-| antitrypsin deficiency 25 Oculocutaneous albinism 7.5 Turner syndrome 20 | Cornelia de Lange syndrome 925
Diaphragmatic Facioscapulohumeral muscular Cardiomyopathy, o .
v, o 25 dystrophy 7 Cmital dilated 17,5 | Familial adenomatous polyposis 5,25
juvenile arthritis,idiopathic H 25 Holoprosencephaly 7 Breast cancer; familial 17 Huntington disease Wi
Neurofibromatosis type | 25 Sclerosing cholangitis 7 MELAS syndrome 6 Acromegaly 5 |
Oesophageal atresia 15 Sotos syndrome 7 | eucinosis 156 Fructose intolerance 5
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noMid T TPATHMRRE CAL DAL YTDAL YYTARA

. e | Ektipwpey o ‘ | Exuipwy pevn. : i | :
Ovopaaia Néoou oy m:.ndha;; Ovopavia Néoou iw__ﬂhﬁz Ovouasia Néoou muunﬂhwﬂg Ovoniootn N&GBASE v 1 mﬁﬁhﬂa
Acyl-CoA dehydrogenase, . N - | il dliscaé _ . T S S St - | __
medium chain, deficiency of 'S Primary ciliary dyskinesia > : 42 Mﬂnw_ﬁ_aom_m e Sk
. righ
rmzqﬁmmﬂmcﬁ syndrome 4_ 15 m:nﬁm:c.n_nm_. palsy, progressive - S ke 2,75 T:mﬂmﬂm:mQ osteodystrophy 072
Hﬁ:n&wﬁaﬁﬂ.ﬂ — I.u_.umw Mw_,_hvjvﬁ_m_ mncﬁn. intermittent 5 | Amaurosis congenita of Leber | 25 . Menkes syndrome 07
- _:_H_m_,x _n_Q CIFFTICSIS _ ickle cell anemia 4,8 BOR syndrome ._ 2.5 | Niemann-Pick C disease 0,7
ticider syndrome 3,5 Deletion 5p 4.6 Gl |
. - cogen storage disease {
Williams syndrome A’ 33 Myasthenia gravis 455 Bullous pemphigold 25 p YCOR & YPe 0.6
Willebrand disease | 25 Achondroplasia 45 Kartagener syndrome | 25  Alpha-sarcoglycanopathy i 0,57
Gastroschisis 2 Steinert myotonic dystropny 4 5 Niemann-Pick B disease , 4 Beta-sarcoglycanopathy #} o.mw |
Microphthalmia | n Ceroid lipofuscinosis, neuronal 4 Pseudoxanthoma elasticum | 25 | Delta-sarcoglycanopathy 0,57
Omphalocele 2 Phenylketonuria 4 Leigh disease 2,25 Gamma-sarcoglycanopathy 057 ;
MHMMM% y) Smith-Magenis syndrome 4 Peutz-jeghers syndrome 2.2 ﬂaﬂﬁmgx 18p | 0,55
association 1125 Wilson disease 4 Autosomal dominant .
t— . . | , . e 215 Neurofibromatosis type 2 05
Stargardit disease 125 Muscular dystrophy limb girdte 19 .m__m_.._u_.mmm_..wmm farataa ) - e g s sl i
ﬂ type 2A, Erb type _ Albinism ocular 2 +Xm—,0am.,3m pigmentosum 05
Glioblastoma | I CDG syndrome I 375 Aportsyndrome 4 2 ‘Agammaglobulinemia X-linked [ 045
o . . . CUAING, LR nl it i RPN N.:= N
J\Mm___u e endocrine neoplasia ' Niemann-Pick A disease 375 ﬁ_,_ucw_..O: disease 1 | Cowden syndrome | 045 |
T — s — - - | Deletion4p 2 Werner syndrome 045
rader-VVili syndrome . ropionic acidemia 3,75 | e s Sy
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Theme 5 - Patient Empowerment and Specialised Services

Sub-Themes

1. Involvement of patients and their representatives in decision-making processes in the field of RDs

2. Support to the activities performed by patient organisations

3. Specialised social services: Respite Care Services: Therapeutic Recreational Programmes; Services
aimed at the integration of patients in daily life

4. Help Lines
CONCLUSIONS

Despite some impressive initiatives and achievements by patient organizations, there is presently
minimal official involvement of patients and their representatives in decision-making processes in the
field of RDs, nor easily available support to the activities performed by patient organisations, nor
specialised social services, nor helplines.

Horizontal Themes
Theme 6 — Sustainability

CONCLUSIONS

On the crucial subject of sustainability for the National Plan and overall policy for RD, the answer is
that there is NO current budget and NO allocated source of funding in Greece, presenting a serious
obstacle for the prospect for sustainability.

Theme 7 - Gathering expertise at the EU level
CONCLUSIONS

This theme was not widely relevant under the present circumstances in Greece and was not widely
discussed.

SUGGESTED PRIORITIES

A Greek National Plan for RD does exist. However it needs 3 legal/policy framework and needs to
become legally binding.

There have been substantial efforts made by PESPA and many of its member patient-associations, as
well as other patient associations in Greece, for example initiating registries, some improvements in a
few areas for patient care, patient networking and unofficial “helplines”, usually supported by private
donations, volunteers and some donations by pharmaceutical companies. However, without the support
of the state any effort remain fragmented and uncoordinated, leaving many gaps in the needs of RD
patients anc their families on many, many levels.

In the light of the current severe economic situation in Greece, the Greek Europlan meeting suggests
the following initial priorities which have no or minimal financial investment, which will help the
future goal towards a fuller implementation of a National Plan for RD as follows:

28



-3
EUROPLA R
AT ¥
DGz Praps: fo Sae Drasies Kateanat Pla Desedogurzin b e T ;
EURORDIS

BevedXvig Svasen Duaviny NBtoewy
; - Crzeh Al
Hare Diseases Eurgps :

@ lor Hare Dices LES

R e —

(1SO 15189)

An overall assessment of the usefuine

a national strategy in the country.

Document history

e

| Status '(Draft/ Reviewgd/ Final) Reviewed
Version n° 1 (7" January 2011)
Author(s) Jan Traeger-Synodinos, and facilitators of ajl workshops

25



