POLICY BRIEFS SERIES
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H ANATKAIOTHTA MIAZ ONOKAHPQMENHZ XTPATHIIKHX
AIAXEIPIZHZ KAI ANTIMETQMIZHZ TON ZMANIQN MAOHZEQN MEZQ
THX AHMIOYPTIAL KAI EPAPMOIHZ TOY EONIKOY XXEAIOY APAZH2

Ewoaywyn
Zl’)u(pwva pe Tov oplopd TG Eupwoikng Evwang (E.E), wg omdvieg xapaktnpilo-
vtat ot Tadnoelg o poofdiiouy Ayotepa amo 5 drropa avér 10.000 TtAnBu-
opov. Mpokettan Yo TaBAoELg TIou €ivat SuvnTIKA ometANTkéG Yo T {wh N umopel
var 0dnyrioouv ag xpovia avammpia, pe 10 80% ouTWwY Vo £X0UV YEVETIKI TIpoéAeuan
ko To 50% va epavidetan otny audikn nAwia. Agpopouv dnhadn évav TroAD Tept-
0pLOPEVO KO GapuIG TIPOGSLOPIopEVE aptBpo aaBevwv. Iijpepa, £XOUV avayvw-
ploTei Tévw om6 6.000 omtavieg TaBNoeLg, TIou ekTudTaL OTL €YUV €MnpedoeL To 6%
Tou TAnBuaopov g Eupwring (30 ek.), evw umtoAoyieton 6Tt 1 ek. dvBpwtot £xouv
TtpoofAnOei i) Oa tpoaPAnBouy amd pia omavia adnon.
Ot omaeg BN oL €xouv Téov avoryvwplabel oe eupwaikd (Europe’s Challenges’
(2008) and the Council Recommendation of 8 June 2009 on an action in the field of
rare diseases (2009)) kot Torykoapo emimedo (UN resolution on persons living with
a rare disease 2021) w¢ TIPOTEPAIOTNTA TOGO YL TN SNUOALA LYEIX 000 Kal Y T
avBpwriva Sikauwpato aoBevwv e piar oTiavia TTalnaon. Emmiéov, n emikeipevn
avaBewpnaon g Eupwraikrg pappokeuTikic vopoBeaiog kat o Kavoviapog yio tny
A&iohdynon Texvohoywwy Yyeiag (HTA), katadelkviouy Tn onuavTIKOTNTA TG OVA-
VKNG va e€eupeBoliv NoeLg ylat TG avayKeg Twv aoBevwy pe oTtavieg bR oeLe,

Ot agBeveic awtol ouveyiCouv va avTipeTwi{ouy TTPOKANGELS, OTIWC o) kaBuaTtépnan
péxpL TN Stdyvwan (oto 25% Twv aebevwy n oploTikn Sidyvwon kaBuotepel amo 5
¢wg 30 £tn amd v évapén g oupmTwpatohoyiag-Eurordis Survey 2007), B) amou-
oo eyKeKpLEvwY Bepamelwy TIou KOAUTITOUY QVEKTIAPLITEC LOTPLKEC AVAYKEC, HLAC
KoL OrpEPQ HOVO YIoX T0 5% Twv omdviwv TtaBnogwy umapyeL eykekpuévn Bepameio
Y) Hewpévn TpoaBaotpotnTa ot véeg Bepameie (atnv EAMGS, 0 péoog xpovog omo
TNV KEVTPLKN €YKPLON EVOC POPUAKOU HEXPL TN GTIYMN TIOU oUTO €fval TG oTto-
{nuovpevo @Bavet Tig 587 nuépeg -W.A.LT. 2024) 8) pewwpévn modtnta {wig Ko
OUXVA KOWWVLKO OTTOKAELGLO, €) HEWMEVN SUVOTOTNTA GUUMETOXIC OE KAWIKEC LENE-
TEC, OT) QVEMAPKN ekTiaideuon kot evnuépwan. Emumiéov, n dlayeipton Twv oTdviwy
TaBNOEWY GUVIOTA HEYGAN TIPOKANGT YL T GUGTAHOTA LYELOC, LG KOl TO KOGTOC
QVTLHETWTILONG EAAXLoTWY aoBevwv ouxva umepPaivel ekeivo Twv vOOoWY e peydho
emmoAaopd, omwe o Xakyapwdne AwBhtng (IQVIA 2023). Evdewtikd tor GuVOAL-
K& Qe Kal Eppeca koatn ylo kaBe aabevn pe vooo DMD (Duchenne Muscular
Dystrophy) umoloyilovtat o€ mepimou 260.000 o€ mepiodo 2 etwv. AvtigTolya, T0
OUVOAIKO KOaToC yiat aoBevny pe (10% tou TAnBuopov) eivan 7,111 supw /étoc.

H ovTeTWToN ouTWY Twv TIPOKANGEWY oAAX KO TWY EVKXIPLWY TTOU TIOPOUCLA-
{ouv ot omdvieq TTABATELG, UTIO TO TIPIOHOl TWY VEWY TEXVOAOYLWY KOl Twv auénjé-
VWY TIPOCBOKIWY Yol LedTun ipaaPaon e Bepareutiké eMAOYEG KAl LOTPLKN
@povTida, omartel T xapaén Wog eBVIKNG TIOMTIKAG KOL 0T XWPE oG VLo Mo OAL-
otikn Slaxeiplon Twv omdviwy Tadroewy. H ouvepyacia avapeoa ae 6Aoug Toug
etaipoug, MoAwteia, EBvikd cvotnpa Yysiag, ouAdoyoug aaBevav, LaTpiki Kot
akadnpaiki kowoTnTa, PappakoPlopnyavia, sivat faciki mpoiinadeon yua
Béktiotn mapoy1} ppovTidag péoa amo Eva ATOTEAEGPATIKG GUGTNHA VYEiaC.
Ye T T0 TAao10 Ko avayvwpilovtag Ty TipooTtaBela iou AdN yivetal amd 6Aoug
Tou Bealikovg Popeic yla To oxedlaapo evog Buwatpou Bvikoy oxediou dpdong,
nipaBéToupe Toug Paatkoug aove Tou Ba Tipémel vax TepAaBavel pia EBvikr Tto-
Atk ylaotn Sloeiplon Twv oTdviwy TTadnaewy.

ZTPATHIIKOX A=ONAZ 1:
MpoAnyn- ‘Eykaipn Awdyvwen

‘Evag omo Toug BaatkdTEPOUC TIUAWVEG TWV UyELOVOpIKWY axediwv Spaang, T6go o€
EBviko 000 ko o€ Eupwriaiko emimedo, evou n TTOANYN Wy oTIAVIWY TaBNoEWY, N
oToia avaGelKvUETAL WG £€l00V ONUAVTIKN e T Bepareia Toug. Kabwg tar aitiar Twv
TaBRoewy ouTwV €ival TIOAUTIOIKIAG, pe TNV TAELOYNPia TOUG WATOOO Var Eival yeve-
TIKNG TIPOEAEUDNC, 1) TIPOANYN UTopel vax akohouBnaeL SLaopeTikéG TipoaeyyIoELC.
H Tipwroyevic TpoAnin emduwkel vo eEoNelPeL 1) VL LELWOEL TOUG TIAPAYOVTES KLV-
Svou Trou TpokaAoUV oBéveleC TIEPIAXUBAVOVTOG OELPX LETPWY, oo TV TrPNon
NG PaOIKAG UYLEWVAG £wG TOV EUPOALAOHO. O TPOCUUTTTWLATIKOG EAey)OG (Screening)
peybAwy opddwy Tou TANBUOHOY, N CUHBOUAEVTIKI| OLKOYEVELAKOU TIPOYPOLOTL-
opol yiox {euydplar uPnAou Kwduvou, n Slevépyela TPOyEwWNTIKOU eAéyXo, KaBwg
KoL EAEYXWVY TWVY VEOYEWNTWY ATOTEAOUV OTPATNYIKEG SEVTEPOYEVOUG TPOANYING ME

EQOPHOYN TTLG OTIAVLEG TIOBNTELG, L OTOXO TOV £YKALPO EVTOTULGHO TOUG Ko Tr Bekti-
Won NG TPOYVWANG TipLV Ty avémtuén cofopwy KAWIKWY ouprttwpdtwy. H Bekti-
Won NG Uyelo HEOW TIPOCLPTTWHATIKWY EAEyXWV omoTeAel Baaikn TpotepandTnTal
¢ E.E., evw n EURORDIS avomtiooel éval guvolo Boalkwy apXwy Yiot T0 VEOYVIKO
é\eyyo kau (Nt Spdoelg yla T SlacpAMan TG EQAPHOYNG TOU ae 0AOKANPN TV
Eupwrn, pe oAéG Eupwraikéq xwpeg var €xouv /dn vioBetnoel avtiototya Ttpo-
ypdpupata og €Bviko emimedo. Xnv EAMGSa To €BVIKO Ttpdypappa VEOYVIKOU EAEYXOU
dlevepyeita umd To IvatitoUto Yyelag tou Moudlol, kohuTrTovtag POAG TéooepeLg
noBnoelc. H dtéyvwon twv omaviwy mobioewy eivot ouvBet, xapaktmpiletat amod
ONUOVTIKA XPOVIKN kaBuoTépnaon pe avdhoyn emiBdpuvon g mpoyvwong. Mo tn
Bektiwon g kat TEpa Twv Spdoewv deutepoyevolc TpOANYNG epapuolovTat Kall-
VOTOLEG OTPATNYIKES Kl SNLLOUPYOUVTOL SOUEG YLt TN GUOTNUTIKOTEPN OVTILETW-
TIOT TWV oTAVIWY TtaBnoewv. KaBoptatikd poAo e auto koeital va Sladpapartiost
n Ocopo0Bétnon kot umootpién Kévtpwv Epmelpoyvwpoauvng, (e Ty avamtuén
Siktuwy TEpiBoAPNg Ko StoyvwaTtikn kou Bepomeutikn Tpoagyylon mou Pasiletal
0T GUAAOYIKT) YVWOT KoL TNV ETELPIA TWY EKAOTOTE EUTIELPOYVWHOVWY, Kal T
evowudtwon Toug ota EBvika Zuothporta Yyeiog.

Opoiwg, n aro{npiwon TPOYEVVNTIKWY Kol HOPLOKWY EAEYXWV cival Vo ETLTPO-
afeto pétpo mov umopet v GUUBEAEL TOGO otV TIPAANYN, TtpWLLN avixveuon Kal
éykupn Slayvwon o omdviag Tddnong, 600 kot oty opBr yeveTikr aupBoudeu-
TIKA Ko T BENTLOTN Mokpoypovia Bepameutikn avtipeTwruion. H tpoAnyn, éykatpn
dlayvwon kot e€atopiikeupévn Bepameia amotelovv Baaiké ouVIOTWOEC Yia T BeA-
TLOTN TIPOXT PPOVTISOG Kot et TepLoadTepo e€opBoAoylopévn xprion Twy umnpe-
oWV LyEiac

ITPATHIIKOXZ A=ONAZX 2:
AvaBabpon Tov pOAoY TWY KEVTPWY EUTIELPOYVWHOCUVIG

H Emtport omawiwy taBnoswv otny Tpletr Bnteia Tng e€eTéleoe Ka e TV uTto-
othpén Kal Twy ekTpooWTWY Kat tng Texvikic Opddag Epyaciog tng Evwong
Imoviwv AgBevwv EAGSo¢ onuovtikd €pyo 1000 atny KatdBeon Tpotdaewy yla
10 EBikd Ixédlo Apdong 6o kal oty a€loAdynan Kat avoyvwplon Twv Kévipwy
Epmetpoyvwpoouvng kot T Slacuvdean Toug e avtiotoya eupwrtaikd (ERN). Znpe-
pot £X0UV AVOYVWPLOTEL CLUVOAKG 36 KEVTpaL.

Tot KEVTPO EPTTELPOYVWHOGUVNG KOTEXOUV ONUAVTIKO pOAO aTnv oMok Staxeiplon
HLaG oTrdviog TaBnonc. Mot vat yivel outd amonteitat:

* H Saovdeon twv kévtpwy petah Toug

* H Saotvdeon pe Eupwoikd Alktua

 H dueon Saouvdeon twv kévipwy pe Sopéc mpwtoPddiiag @povtidag Kot
YLOTPOUE OAWY TWV ELGIKOTATWY

* H dpeon SLaouvdean Twv KEVTPWY e TOUG NAEKTPOVIKOUG PaKENOUG yElog Twv
aoBevwy, e TIC SLOyVWOTIKEC TOUC EETATELC, e SOMEC VoanAEiag

0 evepydg poAOg TOL KEVTPOU OTN HoKpoXpovia TiopakoAovBnon (fu) Tou
aoBevolg pe TN ouvepyaoio Twv BepamovTwy LoTpwy, otn &on EmKoLpoToL-
NUéVwY KoTeuBuvTpLWY 08NYLWV OO TG AVTIOTOLYEG ETLOTNLOVIKES ETOUPLEG,

* H ovumpadn pe 1o KEZY 1} &Mo opéa otny Siat Biou ekmaibevon twy Latpwy,
KkoBwg Kot pe To MaveroTApLa YL Ty avTiaTolyn eKTaideuon Twy QoLtnTwy.

2TPATHIIKOZ A=ONAZX 3:
NpooPacn os Kawvotopeg Oepameieg

TAUEpa €XEL aVayVWPLOBEL N aVAyKN KoL TOUTOXPOVA N TIPOKANGH YLt LOGTLHN Ko
éykaipn ipoaPaon Twv aodeviv o€ eykekpLpéve Bepameies yia oTeavieg mabi-
oelg. H kaBolkn ipooBaon ae véeg, kovotopeg Bepameieg umopei va feAtiwaoet Ty
moldtnTa {WRG Twv aoBEVWY, Vol PEWWOEL TNV aVAYKN TPOXNG UToaTPLENG amo
TOUG (PPOVTIOTEC TOUG, Vot BENTIWOEL TIG KAWIKEG EKBATELG, OTIWC yLo TIXPASEY U TIG
voonAeieg kal yevikd va aupBdAel atny kohuTepn KAWLKR Slaxeiplon twy agbevwy,
e€ao@aiCovTag TTOPOUC TG TOV KPATIKO TIPOUTIOAOYLOHO.

Q0T600, 0 HIKPOC apIBUOC aoBeviwv BETel TIOIKIAEG TIPOKANTELS GTNY £PELVA, QVA-
Trruén Kot £YKPLOT) VEWY PAPHAKWY, EVW TOUTOXPOVA TIEPLOPLOMOL TN XPNUATOSO-


https://www.rarediseasesinternational.org/wp-content/uploads/2022/01/Final-UN-Text-UN-Resolution-on-Persons-Living-with-a-Rare-Disease-and-their-Families.pdf
https://www.rarediseasesinternational.org/wp-content/uploads/2022/01/Final-UN-Text-UN-Resolution-on-Persons-Living-with-a-Rare-Disease-and-their-Families.pdf
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non kau amolnuiwen autwv o€ eBvkd emimedo, ouxvd Teplopiouy TV LGOTN Kol
gykapn mpdoPaan o véeg Bepomeiec. Ot SuokoMieg auTég €xouv avoryvwploBel omo
v E.E, dmou 1o Eupwriaiko KowoBovAio kot to TupBotio eéedwaav tov Kavoviauo
(EK) 141/2000, tng 16™ Aekepppiou 1999, yiot Ta péppaka owta (EE 2000, L 18, 0. 1)
TIPOKELPEVOU Vo §0BEl N SuvaTdTNTA KMOTENEGUATIKNG Bepameiag ylot TOUg aabeveic
TIOL TLdaXOUY QMo oTdvie aBnoeL; oty Eupwoikn Evwan. O Kavoviapog autog,
oL €10 a¢ LoV oTig 22 lavouapiou 2000, Beottilel éva aVOTNHA KIVATOWVY, TPO-
KELLEVOU VO TIAPOKIVNBOUV 0L PaPHOKEUTIKEG ETaLPieg Vot emevduoouy otnv Epeuva
& Avarttuén. To ZupBovAio amnbBuve ota kpdn WéA T GVOTAGN va BeoTtioouv Kat
VO EQAPLIOTOUY OXESLAL ) OTPATNYLKES YL TIG OTIAVLEC TIOBNTELS Kall Vot Slepeuvhaouy
KoTdAANAa pétpar oTo TG0 GAAWY OTPATNYIKWY SNUOGLaC Lyelag, woTe vot &or-
opadioovv atoug aoBeveic tpdoBaon oe TepiBodPn uPNARE TIOLOTNTOC, OTNY OTtolal
oupmepthapBdvovtar uébodot didyvwang, Bepameutikéq aywyeg, SteukdAuvon g
{wng Twv aoBevwy Kot omoTENETUOTIKE 0ppave pdppaka. MoAAEC xwpeg Exouv fdn
vloBeTroEL EBVIKEG TTONTIKEG LYElOG TTOU €0TLA(OLY OTIC OTIAVLEC TIOONTELG.

210 TAiOL0 LG OAOKANPWLEVNC EBVIKAC OTPOTNYIKAC ylal TIG OTtdvLe TIoORTELG
KO € OTOXO0 TNV GTPOOKOTITN KAl yKaLEn TIPOGROTN €VOG TEPLOPLOLEVOY apLBoY
aoBevwv ot véeg Bepameieg, ipoteivouple Tar akdAouBox: o) emttdyuvon g Stadika-
aiag afloAdynong Twv QapuaKwy yla oTidvia Tdnaelg, pe Suvatdtnta katdBeong
pakélou Tpo¢ afloAdynon GpETa HETX OMO TNV KEVIPLKI EUPWTTOKY) €yKPLOT Kol
KoTtdpynan tou kptnpiou 5/11, voPel TG eQappoyng Twy KoWwv KAWKWY a&lodo-
ynoewv (joint clinical assessment), B) Béomion £181ko¥ eunpoabeTov Eexwplatol
TIPOUTIOAOYLGHOV YLK TA PAPHAKX TIOV APOPOVV O€ oTLaVIEC TTaB oL, Sedopé-
VNG TG dLaitepnC PUGNC TWV PAPUAKWY auTWVY. H (8LTEPOTNTA TWY PAPUAKWY
TIOU POPOUV OTLG OTIAVLEG TIOBNCELG EYKELTOL OTO YeYOvOg OTL OTIWG kot oty Eu-
PWTIN €TOL KA GTNY XWX LA, APopolV TIOAY HKPO KO OVOLOOTIKX GUYKEKPLLEVO
aplBUo aoBevwv. Eival 1000 S Hikpog 0 aptBoc Twy aoBevwy otnv ENada, wate
1} {Tnon Toug vat elval TEPLOPLOLEVN KOl OVEAXDTIKA KoL N TEPOXT) TOUG auaTnpd
BeaploBeTnuévn Kot ATOLLKG ETTOTITEVOMEVN VLo KABE évay aaBevr, xwpic Suvotdtnta
UTEPOUVTaYOYPAPnan¢-uttepPaAouoag KaTavdAwaong, ) EPaPHOYR KXIVOTORWY
Ixnuatwv Empepiopod tou Kwvdvvou (Risk-Sharing Schemes) yia o pappoka
OUTA G GUVSUOOWO e TNV Eupeial EQappoyr BepameuTikwy TpwWTOKOAMWY/Pil-
TPWV CUVTAYOYPAPNONC KL UNTPpWWY aadevwy, §) emitdyuvon Tov YPnplakol
HETAOYNUATIOROV TwV Sopwv uyeiog, OTwg €xel NON e&oyyeABel, ou Bax cupBaMeL
otn ouMoyn Sedopévwy, emdnpodoylkwy Kot ekBaoswy, omapodTnTa oTotxelo Lo
v opBr/aTotxeloBeTnuévn XpNUOTOSATNAN KL TNV EQAPHOYH CUYXPOVWY UOVTE-
Awv amolnpiwong @apudkwy yia LM, €) koAutepn evnpépwon/ekmaidevon Twy
aoBevwv/oUAOYWVY yla Tal LovomaTia TTpooBacng o€ kavoTope Bepameieg kat op-
pavd eappaka, kKaBwg Kot ylo T Kévtpar EUMELpOYVWHOGUVNG, TOL WOTE Vot UTTo-
POV VO TIPOAOTILATOUY TO SIKAWWA TOUG yLal LOOTUN TIPOGROON OTIG UTINPETIES
vyeiag kaBwg kot 0T) ouppeToxl) Twv acBevav otn Sadikaoia afloAdynong véwv
PaPHAKWY 15{wg 000V aPOPE TOV TIPOTSLOPLOLO TWV LI IKAVOTIOLOUHEVWY LOTPIKWY
QVOYKWV.

MapdMnAa, n Snpiovpyia pnTpwwY agdevwv Lie aTtdvieg TABNGELC KL N XPAON TG Te-
xvohoyiag (Staotvdean Paaewv Sedoprévwy kAT) Bor supBédel oty KoAUTEPN Katavonar
Toug Yo tn Bektiotn Sioelpion Toug, Emumhéo Box mopéxet Tar Sedopiéva iou omontovvTon
VL0 €VOX TLO OMOTEAEGHOTTIKG Kalt GTOXEVHEVO, e BAOT) TLG TIPOYLOrTIKEC OVAIYKEG, OXESL-
QGO VEWV KMVIKGVY HEAETWVY, O TIOYKOOLO KOl TOTTKO €TtTTeSO.

ITPATHIIKOXZ A=ONAZX 4:
Tmpn ko Eviexvon ¢ Epguvag & Avamtuing

H onpaoia ¢ Khwikng Epeuvag avayvwpiletal oto poo@ota SnHOCLEVUEVO
Etolo Ixédlo Apdong 2024 tou Ymoupyeiov Yyelog wg onpovtikr avamtulakn
TopdpeTpog pe TipootiBépevn ooy Ty Otkovopia TIou Tlopéxel, HeTa€d dAAwy,
ypryopn Tpoafaon o€ véeg Bepameie kal Tegvoyvwoio.

YtV Eupwm, 0 aplBpog Twy KAVIKWY MEAETWY TIOU ETIKEVTPWONKAY OF PAPUOKX
ylo omtavieg aoBéveleq avénBnke kotd 88% petady 2006 kow 2016 (Eurordis), evw
TOUAGYLOTOV 577 QAPUOKX YLo OTIAVLEG LB TELG APOPOUY T VEEC TEXVOAOYIEG OTIWG
Ol KUTTOPLKEG Kot yovLOlakeg Beporeiec,
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Mo outo N BéoTion KWYATPWY TIOV aPopovv ot emevduoelg o Epeuva kon Ava-
merudn iva omopadTnTn, kaBwg ot KAwikég Mehéteg apevoc Staopahilouy ypryopn
TipooPaon o€ VEEC KAVOTOpEC BepaTteicg, OTTOTEAWVTOC £TOL ONUAVTIKY uKalpia
Lo TOUG 0aBeveic, evw TtapdAANAa UTtopouy va amoteAéaouy Baatkd LoXAG avamTtu-
&ng TG EBvikAg Okovopiag, oo Tar olkovoukd 0@éAn ivon TOAOTIAGL MapdMn-
Ao, eivot onpavTKA N éykanpn Kot éykupn evnpépwaen cuAOywy aabevwy yla Ty
KOAUTEQPN KOTavonan Tou poAou TG KAWVIKNAG épeuvag ato “Tadidl” avamtuéng evag
POPUAKOL KoL o0ENGN TNG CUUMUETOXNC TOUG OE OUTEC,

2ZTPATHIIKOX A=ONAZ 5:
EvaiwgOnromoinen, Evnpépwon, Empoppwon
- Kataption & Exmaidsvon os Oépata omtaviwv rtadnoswv

H kotdption kot ekmaidevon o Bepota omaviwy Taboswv epAapBavel Ty op-
YOVWON TIAVETILOTNLOKIG EKTIiSEVONG TauTOXpOVa e T Slopydvwan oepvapiwy
EMUOPPWONG, OLVAVTNOEWY Kol Npepibwy Ttpo¢ GAoUC Toug PopeiC CAAX Kal To
YEVIKO Kowo. Me T ouvepyaoio OAwv Twy EUTTAEKOPEVWY POPEWY, TIPOTEVETOL N
EKTIOVNON OEUVAPIWY EMUOPPWONG TOU TIPOCWTILKOU TWY VOGOKOHEIWY a€ BépaTal
Slayeiptong Tepotatikwy aobevwy e oTtdvia B oeLC,

ErunpdoBeta n Stopydvwaon ouvavTioewy Kot NUEPISWY LLE EKTIPOTWTIOUE TWV OUA-
Moywv aaBeviyy Kot Twy aVTIOTOLXWY ETUATNHOVIKWY 0pyovwoewv Ba emipépeL Ttpo-
otbépevn adio oe Bépara emudpewons. Méow kowng TpoaTddelag Tou Yroupyei-
ou Yyeiag, Twv YME Kot Twv SLOKAGEWY TwV VOGOKOLEIWY, VAL GNUOVTIKO Vo ava-
{nmBouv Aoelg yiax Tig kaBuaTEPATELG TIOU TIAPATNPOVVTAL OTO KAETLO povTEROY
ylo Toug aloBeveic TIou Ttdayouy amo omavia TaBnan. TEAOC, omopaiTTN KPIVETAL N
evioxuon g xpnang Texvooylwy TIANPOPOPLKNG Kol emtikowwviag, cuumeptiaupa-
VOEVNG TNG XPAONG THAEITpIKAC.

2TPATHIIKOXZ A=ONAZ 6:
Mpovoia Kowwviki AcpdAion— Evragn Ko Mowotnta Zwiig

e ouTA TNV KorevBuvan, TipoTeiveTal N autopatn ouvdeon k&be omaviag Ttadnong
pe o ORPHACODE ato auatnpa tng HAIKA, n Sniioupyiar nAektpovikol @okéou
Twv 0oBevwy Kot n APN PETPWY yLo TY TIPOOTACIN TWV TPOCWTIKWY SeGOpEVWVY.
Ot emtportéc Tuatomoinang Ba TtpémeL vax omopTi{ovTa Ao €L8IKOUG YL TIC OTIAVIEC
TN 0ELC Ko vor BEOTIOTOVV OYETIKEG TIPOTUTIOTIONHEVE YWWHUKTEVCELC,

Eivot amapaitnTn n evioyuon ¢ mpwtoPadpag ppovtidag vyeiag e éugoon
OTIC OUUTEPLPOPEC TIOV OXETICoVTON e TNV Lyeiar kot 1 dnpoupyior Sopwv uyeiog
KOTOAANAWY yla Ty ao@odn petdBaon Twv aoBeviy pe oTidvia TdBnon LETa T vo-
onAelo Toug oo voookopeio. Oa Tipémel emmpdaBeta va e€aopoiaTel n ompOoKo-
T mipdafoon otn Bepamein emPapupévwy aoBevwy, xwpic var amorteitar n dikn
TOUC GULLETOXT| 0T LETOPOPE TOU PAPLAKOU LETAED Tw SLapopwy SOpwV LYEnC.
Téhog, eivan onpavTiko vor BEOTIOTOUV TIPOYES TIPOVOLXG KL KOWWVIKAG PpovTi-
dag, epappoyn odokAnpwpévng epovtibac, capwe kaboplopeunc, TPoaBactung
KO OmOTEAETUATIKNG. BeXTiwan kou auvtoviopdg mepiBodng, pe Péon g ouvBeteg
OVAYKEC TWV A0BEVWY KL TWV YPOVTIOTWY TOUG KL TEAOC, O GUVTOVIGHOC Kall 1) BéA-
TLOTN XPHOoNG Bvikwy kot TepLpepelokwy Topwv (ERNS, mepipeplaxd Noookopeia,
KY kth), kot 81a0vdean KAVIKWY Kl KOWWVIKWY UTINPECLWV.

STPATHIIKOXZ A=ONAZX 7:
Anpovpyia EBvikig Matpoppag/Opadag Atxddyov/Popoup
yia tig Ereavieg Nodnoeig

H dnpovpyia EBvikii¢ Opabdag Atahoyou yia Tig oTedvieq madiaeLg oTOXEVEL OTNY
oUVBLOUOPPWON oG eviadag €BVIKAG aTPOTNYIKAC yLa TG oTtdvieg Todroelg, péoa
oo TN GUpETOX OAwv Twy Beopikwv Popéwv (MoAeia, aoBevelc, LoTpikn Kal
akadnpaikn kowdtnta, @appakofopnyavia), mou Ba cupfddel atny uroothpién
¢ MoAwelag oY UAOTIOINON MLOG OTTOTEAETUOTIKAG Kot Buiatpng dtoyeiptong Twv
XpOviwv TaBrogwy oY XWPaL UOC
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