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EIZArQrH

H Maykutrpia Zuppayia Zmraviwy MNadnoswv (MaxZM), o€ yia mpoo dBeid TG va dIEPEUVAOEI TTOIEG
€ival ol TTPOKTIKEG TTOU AKOAOUBOUV AAAEG MIKPEG XWPES TNG EE OXETIKG Pe TN Slaxeipion Twy avaykwy
TWV OTTAVIWY aoBevwy, atréoTeINe 0TIG 3 PeBpouapiou 2017 oxeTIKA ETTIOTOAN oTa YTToupyeia Yyeiag
eTttd (7) xwpwyv: Tng MdaATag, Tou Aougeupoupyou, TnG EcBoviag, Tng Actoviag, Tng ZAoBeviag, Tng
NiBouaviag kal Tng Kpoariag?.

Méow Tng ev Adyw 1MoTOARG, N Mpdedpog Tou AloiknTikoU ZupBouAiou Tng MaZZll, Ap AvopoUAAa
EAeuBepiou, {nTouoe atmo Toug YTToupyoug YYEIag va JagG EVNUEPWOOUV OXETIKA PE TIG UTTAPXOUCEG
UTTOOOHEG TWV XWwpPWV Toug (eGv diaBéTouv KEvTpa avapopdgs, dv ammooTéEANOVTAI GTTAVIOI AcBEVEiG
OTO €EWTEPIKO yIa BepaTreia) Kal PHE TNV UPIOTAPEVN EPTTEIPOYVWHOOUVN (edv diabéTouv €18IKOUG
1aTPoUG yia Z1ravia Nooruata, eav Exel avatrTuxBei Eva TTAdioIo ouvepyaaiog pe AAAEG XWPES WOTE
va dnuioupynBouv eBVIKA KEVTPA avapopdag Kal yia TTolEG TTABROEIG). To {NTOUNEVO, YEVIKOTEPQ, NTAV
va dl00aPnVICTE TO TTWG N EKACTOTE XWPA KAAUTITEI TIG IDIAITEPES AVAYKES TWV OTTAVIWV aoBEVWV
Kal Qv €xEl avaTTTUgEl OXETIKO VOUOBETIKG TTAaicI0. Méoa atrd Tnv TTPOCTTABEIa AUTH, £X0UV CUAAEYEI
oToixeia yia Tnv EcBovia, tn Aetovia, Tn AilBouavia kal To AougepBoupyo, evw yia T MAATa, TN
ZAoBevia kal Tnv Kpoaria £€xoupe otnpixBei o€ diadikTuakég TTNyES. MNa Tnv KUTrpo, éxouue otnpixOei
O€ OTOIXEIO TTOU Pag €XEI KOIVOTTOINOEI TO YTTOUPYEIo YYeiag, NAEKTPOVIKG Kal THAEQWVIKWG.

H 1Tapoloa ‘EkBean Ava@opdg atmooKOoTTE OTNV TTAPOUCIac TWV TTOAITIKWYV KAl TWV TTPAKTIKWY TTOU
akoAouBoUv ol hIKpOTEPES TTANBUoHIoKG XWPEeS TNG EE o€ oxéon pe Tn diaxeipion Twv avaykwy Twv
oTTéviwv aoBevwv. MNa KABe xwpa TTapaTiBevTal TTANPOPOPIEG OXETIKA HE TO €BVIKO oxédio dpdong
yia TIG OTTAVIEG TTABNOEIG, TIG UTTAPYXOUOEG UTTOOOMEG, TNV UQPICTAUEVN EUTTEIPOYVWHOOUVN Kal TO
OXETIKO VOUOBETIKO TTAdicI0. Q¢ HIKpOTEPN TTANBUCUIaKA XWwpa £xel opioTei N MaATa kal akoAouBouv
10 NoueuPoulpyo, n Kutrpog, n EaBovia, n Actovia, n ZAofevia, n AiBouavia kai n Kpoaria.

EmmAéov oTn PEAETN QuTr, YiVETAI ava@opd Kal oTnv KAtaoTaon Tng dIaxeEipiong Twv ZIaviwy
Noonudtwyv oTo €0VIKO £TTiTTESO KaI ETTICUVATITOVTAI OI £TTiIoNPES B€oeig TNG MaZ 2l TTou atmoppéouy.
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Fpdaenua 1: NMpwTtoBouAitg yia TiIg oTrdvieg TTaOAROEIG Eéwg Tov AgkéuBpio Tou 2013
Mnyn: 2014 REPORT ON THE STATE OF THE ART
OF RARE DISEASE ACTIVITIES IN EUROPE, o¢A. 8,
http://www.eucerd.eu/upload/file/Reports/2014ReportStateofArtRDActivities. pdf

1 O1 xwpeg éxouv emiAeyei Baoel TTANBUo oKWY dedopévwy. BA. http://www.worldometers.info/population/countries-in-the-
eu-by-population/
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2MANIA NOZHMATA

FENIKEZ MAHPO®OPIEZ

2TTavia ovopaZovTal Ta VOOHUOTA JE ETTITTOAAC O i00 A PIkpOTEPO atrd 5 ota 10.000 droua. Agopouv
6.000-8.000 Odl0@QOpPETIKA vOoOruaTa TTOU Xapaktnpifovral atmd XAaunArp ouyxvOotnTa Kal PeyAAn
ETEPOYEVEIQ.

YTtroAoyiletal 0TI a@opouv 10 6-8% Tou TTANBUCUOU Kal £T01 ETTNPEACOUV 27-36 EKATOPUUPIA TTONITEG
g EE. Zmnv Kompo utroAoyiletar 611 emnpedlouv €éwg kai 70.000 d&Toua, evw opiouéva
TTaPOoUCIAfouV WIa ICTOPIKN Kal YEWYPAPIKA IDIAITEPOTNTA, KABWG CUVAVTWVTAl O OUYKEKPIMEVEG
TTEPIOXEG KAl OPADES (TT.X. KUOTIKA ivwon oTnv ABnaivou, oIKoyevr G aPUAOEIBIKN TTOAUVEQPOTTABEIa
o¢ Kepuveia kal Aepead, ata&ia Totrou Friedrich og xwpid tng MNagou K.4.).

Ta oTrdvia voorjuaTta oTnv TTAEIOVOTNTA TOUG £€X0UV YEVETIKA aITioAoyia Kal TTEPIAAUBAVOUV CUYYEVEIG
QVWHAAIES Kal KAnpovouikd voouarta. Ta vooruara autd atroteAolv peifov Béua Anuooiag Yyeiag,
01611 cival xpovia kal coBapd, xapaktnpifovral amd PeEYAAn €TEPOyEVEID Kal TTOAUTTAOKOTNTA Kal
XPEIAgovTal TTOAUBEUATIKEG, TTOAUDATTAVEG KAl £CEIDIKEUMEVEG BEPATTEIEG VIO TNV QVTIMETWITION TOUG,
QTTQITWVTAG TNV ouvepyaoia PETAEU €IBIKWVY SIa@OPWY IATPIKWY KAl TTAPATATPIKWY EIOIKOTATWV.
Zuyva Ta voonuaTta autd KataAfyouv o€ coBapéC €TTITTAOKEG UE OIAQPOPES HOPPEC Kal UEYEBOUG
avaTtnpiag, KaBIoTwvTag Ta ATopa auTd avaTtinEa oTIG TTIO TTAPAYWYIKES PATEIS TNG (wNG TOUG.

AGYWw oTTavIOTNTAG UTTAPXEI DUOKOAIO KOl VO ATTOKTNBET TTpaYHOTOYVWHOOUVN, WOTE 01 EIDIKOI va gival
Aiyol, akOua Kal va gnv UTTApXOoUV O€ PIKPEG XWPESG OTTWG TNV KUTTpo. AuTo dnuioupyei DUOKOAIEG
oTnVv €ykaipn dIAYVWaT Kal YEVIKOTEPO TNV AVTIMETWTTION TWV VOONUATWY QUTWY. ZAV TUVETTEIO
uTTdpxel KaBuoTéEPNON 1 Kal KaBOAou didyvwaon yia HEYAAO XPOVIKO BIAoTNUA (UTTOPEI TTOAAEG QOPEG
Kal xpovia) A/kal AavBacopévn didyvwaon Kal CUVETTWG aKATAAANAN QvTIUETWTTION WE ATTOTEAECHA Ol
00BeveiC auToi Kal O 0IKOYEVEIEG TOUG va TaAaITTwpouvTal.

H emoTtnuovikn €peuva eival @Twyn OIOTI O PAPPOKEUTIKEG eTalpieg dev BAETTOUV KEPOOG ATTO TN
AlyoOoTA KaTavaAwaon Qapudkwy Kal 1aTpoTeXVOAOYIKWY BondnudTtwy, dpa eite dev €mevOUOUV Kal
Oev TTapdayouv @dppaka KatdANAa yia Bepatreieg, €ite emevOUOUV Kal Ta GAPHOKA AOYyw HIKPAG
éKTaong TTwWAACEwV gival TTavakpIBa kai €101 KaBioTouv Tnv TTpdofacn Twv acbevwv e autd
eCAIPETIKA OUOKOAN.

MoAAG ocuoTAuaTa Yyeiag €ite dloTAouv va oTnPiEouv TNV OAICTIKA Blaxeipion Twv OTTaviwY
TabAcEwV -TTou TTEPINOUBAVEI KAIVOTOUEG BEPATTEIEG KAl QAPMAKEUTIKA OKEUAOMATA uywnAou
KOOTOUG- €iTE TIG BIOXEIPICOVTAI KOTA TTEPIOTATIKO KAl OXI OMOTIKA, PE EANEIPN EPTTEIPOYVWHOOUVNG
KAl CUVTOVIOWOU O€ UTTNPECIEG avakouPiong, UTTOOTHPIENG A ATTOKATACTACNG TWV AoOEVWV.

EYPQIH

H avdaykn avamTugng MIag YEVIKNG KOIVOTIKAG AAAG Kal €BVIKNAG OTPATNYIKAG YIO Ta OTTAVIA VOO aTa
TTUPOBOTABNKE aTTd TOUG iBIOUG TOUG YOVEIG Kal TOUG a0Beveic e oTTdvia vooriuaTta, Ol OTroiol
QVTIHETWTTICaV KABNUEPIVA £vav KUKEWVA TOAQITTWEIAG Kal avac@AAEiag, AOyw Twv avapiduntwv
OUOKOAILV, TTPOKANOEWY Kal KUPiwg TNG QVETTAPKEIAG YVWOEWV Kal eutreipiwyv. To 1996
onuioupyeital €va TraveupwTaikd Kivnua, n EURORDIS (Eupwtraikry Opydvwon yia TIG ZTTAVIEG
MaBnoeig) TTou pe poBepég Buaieg aAAd Kal AOTEIPEUTN UTTOPOVH KAl ETTIMOVA UTTOPECE VA TTETUXEI
TNV €0Tiaon TNG TTPoooXNS Twv EupwTraikwy Becuwy OTa VOO MaTA QUTA KAl va TEKUNPIWOEN OTI N
OWOTA Toug dlaxeipion cuvioTd TTPOCTIBEPEVN agia oTov TOPEA TNG YYEIOG KAl GUVETTWG, OUCIOOTIKN
emévouan 0To KOIVWVIKO TTpoowTro TNG EE. Eival eEdAAou yeyovog 611 n EE edpadetal o€ apxEG OTTwG
n avayvwpion Kai o oeBacudg ota avopwITiva SIKAIWHATA, OTA OTToia CUPTTEPIAQUBAVOVTAI KAl TO
SIKAIWPATA TWV TTOAITWYV OTOV Topéa TNG YYEiag.

‘ETol avayvwpileTtal n onpacia «EméEvouongy oTa oTravia vooruara oe emimedo EE agol otnv
Avakoivwon ¢ Emrporng mpo¢ 10 Eupwtraiké KoivoBoUAio, 1o 2uuBouAio, tnv Eupwrrdikn
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Oikovouikny kai Koivwviky EmiTpori kai tnv ETTporn Twvy TEPIPEPEINV. EUPWTTAIKES TTOOKANCTEIC
(11.11.2008 COM (2008) 679)? OUEILVETAI ] AVAPEPOHEVN AVAYKN.

Tnv emméuevn xpovid n ZuoTaon Tou ZupBouliou Tng 8" louviou 2009 avagépeTal “on an action in
the field of rare diseases” (2009/C 151/02) dnAadr CUGTAVEI OTIG XWPEG—HEAN va dpacTnpioTToinBolv
0€ OXEON ME TNV QVTIYETWTTION TWV OTTAViWwV VOONUATWY KAl VA ETOINACTEI €BVIKI OTPATNYIK MEXP!
10 TEAOG TOU 2013. ATT6 TOTE, OUVEXICOUV va avaTrTucoovTal odnyieg, va dIECAyovTal EVEPYEIEG KAl va
OnNUEIWVETAI ouVEXNG TTPO0DOG € O,TI APOoPd TNV IATPOPAPHAKEUTIKY Kol GAAN diaxeipion (didyvwan,
£pEUVa, QPAPPOKEUTIKA aywyr], BepaTtreia) Twyv OTTAVIWY VOONUATWV.

Hanit strategies adopted
7 Public submittedto
Drafti consultation national
r;k::mp/ process authorities
elaboratea meetings
plan/strategy

‘ﬁiﬁbnﬂ-p[iﬂg;c‘r
srategshly

‘National plansor

National plans or strategies implemented [ public consultation process
National plans or strategies adopted | Drafting group/stakeholder meetings
I Plan/strategy submitted to national authorities | Decision to elaborate a plan/strat

I

FpagAuata 2a & 2B: AvamTuén eBvikwv
oxediWV | OTPATNYIKWY YIA TIG OTTAVIEG
madnoeig éwg Tov Agkéuppio Tou 2013
MnynA: 2014 REPORT ON THE STATE OF THE ART
OF RARE DISEASE ACTIVITIES IN EUROPE,
oeA. 14-15,
http://www.eucerd.eu/upload/file/Reports/2014Repor
tStateofArtRDActivities.pdf

2

Emrtpomi EupwTtdikwv  KoivoTATtwy.

BpugéAAeg,

11.11.2008 COM(2008) 679 T1eNik6. AioBéoiyo amo:

http://ec.europa.eu/health/ph_threats/non_com/docs/rare_com_el.pdf (TeAeutaia TTpooTréAaon: 4 AtrpiAiou 2017)
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MIKPA KPATH MEAH THX EYPQIMAIKHZ ENQXHX

MAATA

Z0uQwva pe £kBeon Tng EmTpotic Eutreipoyvwpdvwy yia Tig Zrdvieg Mabnoeig Tng EE3, n MaATa
O¢ev O1a0éTel EBvIKO Zx£D10 Kal eTTionua oToixeia yia TiIg Z1avieg Madnoeig. Ymrdpyxouv otn xwpa dUo
(2) epyaoThpia eveTIKAG, TA OTTOIO ATTOTEIVOVTAI O€ KEVTPA ava@opds Tou Hvwpuévou BaaoiAgiou yia
TIG TIEPITITWOEIG OTTAVIWY A0BEVWV.

AOY=ZEMBOYPI'O

O1 Mo KaTw TTANPoYopicg TTpoépxovTal atrd eTTIOTOAR TTpog TNV MaXZM Tou MNevikoU AlcuBuvTr Tou
YTroupyeiou Yyeiag Tou AougepBoupyou, kou Jean-Claude Schmidt (emouvaTteTtan).

EOvikoé Zxéd10 yia TiIg Z1ravieg MNabnoeig

To Aoueupolpyo civalr akéua oTn diadikagia oUvTagng evog €BvikoU oxediou yia TIG OTTAVIEG
TTaBnoe€Ig, To OTToi0 avapéveTal 6T Ba TeBei og epapuoyn oTig apxég Tou 2018. 210 ev Adyw oxédio
Ba AneBouv PETPa yIa TNV VIoXUON TNG OUVEPYAGIAG PE KEVTPA avapopdas TwV YEITOVIKWYV XWPWY,
AOYW TOU PIKPOU PEYEBOUG TNG XWPAG.

lMapdaxkAnon twv apywv Tou NouéeuBoupyou egivar va utr@pxel avoixToc didAoyog ue Thv KUmpo yia

Tnv avraAAayn BEATIOTwWY TTPAKTIKWVY KAl TNV QVTILETWTTION KOIVWV TTPOKANGEWV.

KYMNPOZ

O1 mo KATw TTANPoQopieg TTpoépxovTal atd Tnv EOvikA Z1patnyikn yia ta Ztdvia Nooruata? kai
a1rd TNAEQWVIKN eTTIKOIVwvia TTou €ixe n MaZZl pe mn Mevikr) AleuBuvTpia kal Je AsitoupyoUg Tou
YTtroupyeiou Yyeiag:

EOviké Zx£010 yia TIg Z1ravieg NabRoeig

H Kutrpog avétrTuée kai uioBétnoe Tnv EBvikA TG ZT1partnyikn yia 1a Z1mavia Noorjparta 1o 2012. H
EBvikr) Emitpot yia Ta Zmrdvia Noorjuata, av kal €xel cuoTadei, dev €xel avaAdper evepyd dpdon
yla v uAotroinon Tng EBvikAg Z1patnyikAg. H ev Adyw ZT1patnyiki avamtixonke Bdoel TTeEvTe
TTUAWVWY: 1. NpdAnwn, éykaipn avixveuaon, 2. AiIdyvwaor, QvTIMETWTTION, 3. YTTOOTNPIKTIKY @povTida,
KOIVWVIKNA TTpdvoia, évtagn, 4. Kataypa@r otraviwy voonuaTtwy, 5. ‘Epeuva, evw TTpoTeivel TN AfQwn
OUYKEKPIMEVWV PETPWYV Yia TN SIaXEIPION TWV AvVAYKWYV TwV OTTAVIWV aoBevwyv (TT.X. EVvNUEPWON Kal
€UQIOONTOTTIOINCN TOU KOIVOU, €KTTAIdEUOn 1aTpwy, TepaITépw dIKTUWON YTroupyeiou Yyeiag,
evioxuon TTOAUBEATIKOTNTAG Kal IETTIOTNHOVIKAG CUVEPYQTIag, avayvwpion KEVIPWY avapopdg yia
TIG OTTAVIEG TTOBNOEIG KAl oUVaWn CUPNQWVIWY cuvepyaaoiag, TTpowdnan oAIoTIKAG dlaxeipiong Twv
avaykwyv Twv acBevwy, dnuioupyia BacikoU apxeiou oTTaviwv voonudtwy, evioxuon €peuvag,
OIKTUWOTN EPEUVNTIKWYV KEVTPWY PE KEVTPA APIOTEIOG TOU ECWTEPIKOU K.ATT.).

E@vika Kévrpa Avagopdg yia Tig Z1ravieg Nadnoeig

To Ytoupyeio Yyeiag Tng Kutrpou avayvwpioe 10 2016 dU0 €BviKa KéEvipa ava@opds: 1o KEvipo
OaAacoaiyiag TOU CuppeTEXEl OTo Eupwtraikd Aiktuo Avagopdg EuroBloodNet vyia Tig
aIooc@aIpIVOTTABEIEG Kal TURua Tou IvoTitouTtou NeupoAoyiag kai MEVETIKAG TTOU CUMMETEXEI OTO
Aiktuo EURO-NMD vyia TI¢ veupopuotdBeieg. H EBvikp Ztpatnyikfy avaeépel 1o Noookopeio

3 http://www.eucerd.eu/?post_type=document&p=1507 (TeAeutaia mpootéAacn: 4 Ampihiou 2017)
4

http://www.moh.gov.cy/MOH/MOH.nsf/All/CD61A07312284C0A422579DC0023AF8A/%24file/Strateqic%20Plan%20Rar
e%20Diseases.pdf
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Apxietriokotrog Makdpiog ', 1o Nevikd Noookopeio Asukwaoiag, 1o Kapaiokdkeio 1dpupa kal 1o
OykoAoyikd Kévtpo Tng Tpdatreag Kutrpou, wg moavda dAAa €Bvikd kEvTpa avagpopdc.

Alaouvoplakn ouvepyaoia

To Ytroupyeio Yyeiag €xel uioBetrioel Tnv Odnyia 1ng EE yia 1n dilacuvoplakn uyelovouikA TTepiBaAyn,
aTTd TNV OTToIa ETTWPEAOUVTAI Ol OTTAVIOl a0Beveig. H oxeTIKN €BVIKA vouoBeaia £xel eTTIKAIPOTTOINOE]
OU0 QopEg, aANG dev £xel TeBei o€ 10xU. To YTroupyeio Yyeiag datrdvnoe yia Tnv Trepiodo 2015-2016
12,5 exar. Eupw yia Tnv mmapatroutrry 2,000 trepitrou acBevwv oTo €EWTEPIKO yia Sidyvwan Kal
Beparreia, PeTAgU Twv OTToIWY CuykaTaAéyovTal TTOANOI aoBeveig pe otravieg TTadnoelg. Aev gival
OIaBE0INOG 0 APIBUOG TwV CTTAVIWY a0BEVWV TTOU WETEBNCAV OTO EEWTEPIKO KAl TO UYWOG TWV
datravwy yia TNV TTEPIBaAWn Toug, 1TEIdN 01 ApPOdIEG apXES OeV TNPOUV OXETIKO apxEio.

MpéoBacn o Oppavd Pdppaka

‘Exe1 adeia kKukAo@opiag kai diatiBeTal axeddv T0 UVOAO TWV avayKaiwy QAappaKwy TTOU aTTaIiTouvTal
yla Tn Bgpatreia Twy OTTaviWY VoonudaTwy.

EZOONIA

Ta Mo KATW aToIXeia TTpoépxovTal atd €TMIOTOAR TTou atréoTelAe oTtnv MaZzZl1 n AvamAnpwrpia
evikA AleuBovTplia Tou Ytroupyeiou Yyeiag Tng EcBoviag, ka Maris Jesse kal atrd 10 EBvikd Zxédio
yia TIg Z1rdvieg MNabnoeig (emouvarTovTal).

EOviko6 Zxéd10 yia Tig X1ravieg Nadnoeig

H EoBovia ouvétage 1o 2014 éva EBvikd Zx£010 AvATITUENG VIa TIC OTTAVIEC TTABAOCEIC®, TO OTIoio
avapévetal va uAotroinBei £éwg 1o 2020. MepihapBavel pia ocipd dpacTnpIoTATWY yia Tn diaxeipion
TWV OTTaviwy voonudatwy, 0TTwgG:

- E&ao@dhion xpnuaTtoddTnong yia Tn dSnuIoupyia unTpwou CTTAvIWY aoBevwy,

- KaBopIopog TTITPOTIAG EPTTEIPOYVWHOVWY YIa TIG OTTAVIEG a0BéveleG evidG TOU AVTIOTOIXOU
€BVIKOU KEVTPOU aploTeiag

- Evioxuon épeuvag otov Topéa Twv oTTaviwv voonudtwy (dnuioupyia Bdoewv dedopEvwv OTO
KEVTPO apIOTEIag)

- EvBdappuvon 1atpwyv va eidiketovTal ota oTrdvia voorparta (1 1a1pog Kabe 5 xpodvia)

- Emékraon dpaoctnpioTATWwy KEVTPOU apIoTEiag (UPPBOAr otn didyvwaorn, avaTTTuén CuvePYaoIwy
yla KaAUTepn didyvwon Kal Bepatreia, evnuépwaon aoBevwyv KAl TwV OIKOYEVEIWV TOUG VIO TOV
TPOTTO BIAXEIPIONG TWV A0BEVEIWV TOUG, EUAICONTOTTOINON IATPIKAG KAl EPEUVNTIKAG KOIVOTNTAG YIa
Ta OoTdvia voonuara, ouvragn TPEOTAcewy TTPoG T0 YTToupyEio KolvwVIKWY OeUdTtwy yia Tn
BeATiwon TWV TTPOYPAUPATWY VEOYVIKOU €AEYXOU)

- ZUPPETOXNA TNG ETTITPOTIAG EMTTEIPOYVWHOVWY YIa T OTTAvIa VOOAuATta oTn ouvTagn vopobeaiag
yIa Ta GTTAVIO VOO uaTa Kai Tn O1a8£an 0ppavwy QapPaKwV.

- EvBdppuvon ouvepyaciag petalu Twv opyavwuévwy OuvOoAwv aoBevwv KABe peyéBoug Kal
ETTIKOIVWVIOG YE TNV €000VIKN UTINPETia yia Ta ATopa Ye oTTaviEG TTABAROEIG.

- EvBdppuvon dnuioupyiag opyavwoewy aoBEVWY TTOU VA PIANOEEVOUV PEPOVWHEVEG TTEPITITWOEIG
OTTAviwy acBevwyv Kal ol OTToieg Ba TTapEXOUV evnUEPWON KAl UTTOOTHPIEN OTOUG OTTAVIOUG
000eVEiG KOl OTIG OIKOYEVEIEG TOUG.

- Anuioupyia €TTIKOIVWVIAKWY UTTOOOUWY (TNAEQWVIKY ypauun, d1adIKTuakn TTAATQOpUA) yia TNV
TTAPOXI) CUUBOUAEUTIKWY UTTNPECIWV O€ A0BEVEIG KAl TIG OIKOYEVEIEG TOUG Ava Tn XWpPA.

- Anuioupyia piog eviaiog d1adIKTUOKAG TTNYRG TTANPOPOPNONG YIA TIG OTTAVIEG TTOBNOEIS €GO aTTO
TN CUVEPYOTia OIOPOPETIKWY OPYAVIOUWV

- Anpioupyia opddwv utrooTAPIENG O0€ TTOAAG onueia avd Tn xwpa

5 AlaTiBeTan oTa AyyAika edw: https://www.sm.ee/sites/default/files/content-
editors/eesmargid_ja_tegevused/Tervis/Tervishoiususteem/harvikhaiguste arengukava_en.pdf (TeAeutaia TrpooTTéAaon:
4 AtpiAiou 2017).
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- Anuioupyia evnUEPWTIKWY QUAAODIWY Kal EKTTAIDEUTIKOU UAIKOU O OUVEPYOOIa PE TTOAUCYION
OMAda EPTTEIPOYVWHOVWV

EOvikd Kévrpa Avagopdg yia Tig Z1ravieg Nadnoeig

To MavemoTtnuiakd Noookoueio Tou TApTou aTTOTEAEI TO KUPIO €BVIKO KEVTPO avagopdgs yia TIg
OTTAVIEG TTOBNOEIG KAl CUPMETEXEI OTA EupwTaikd Aiktua Avagopdg (EAA) yia Zmavia Evookpivikd
Noonuata (ENDO-ERN) kai yia Zmrévia OoTikd Nocorjpata (ENDO-BOND). To Kevtpikdé Nocokopegio
Tou AvatoAikoU TaAiv éxel opioTei wg €BvikG KEVIpo ava@opdg yia Ztravieg O@BaAuoAoyikég
Mabnoeig yia va ptropei va ouppetéxel oto avriotoixo EAA (ERN-EYE), evw oTToTeAEi
o@BaApoAoyIKS KEVTPO apIoTEIag yia TIG PAATIKEG XwpeS (AIBouavia kal AeTovia). EKTOG atrd eBvikd
KEVTPO apioTeiag, otnv EcBovia uttdpyouv mrévTe (5) kEvTpa yia Tn Bepatreia Twv oTTéviwy TTaBRoewy
(Kevtpikd Noookopegio Tou AvatoAikou TaAiv, Kevipikd Nocookopegio Tou Autikou TaAiv, laTpiko
Kévipo Bopeiou EcBoviag, Nocokouegio Maidwv Tou TaAiv, MavemoTtnuiakdé Noookopgiou Tou
TapTou).

Alaouvopiakn ouvepyaoia

2€ TTEPITITWON TTOU OEV UTTAPYXOUV EUTTEIPOYVWHOVEG aTnv EaBovia yia ouyKeKpIdEveG OTTAVIEG
Tadnoelg, ol aoBeveig amooTéAovTal 0 AAAEG XWpeES yia didyvwaon Kal Bepartreia. MapdAo TTou
UTTApxEl dUvVaTOTNTA PETARBOONG € OTTOIABHTTOTE XWPA TOU KOGHOU, O1 IaTPOi TTPOTINOUV CUVABWG va
ouvepyalovTtal ue KpAatn puéAN TN EE. To 2015, yia rapddeiyua, acBeveic peténoav yia Bepartreia
otn Mepuavia (29 dropa), otn GivAavdia (31 dropa) kair otn Zoundia (10 dropa). MeveTikA €peuva
TpaydatoTronénke otn Meppavia (58 @opég), otn Aavia (48 @opég), otnv OAavdia (22 @opég) Kal
o1o BéAyio (21 gopEg).

Ta Kévtpa yia TIG Z1Tdvieg MNabniocig ouvepyddovtal JE KEVTPA ava@opdg ToU eEWTEPIKOU Kal yIa TV
EKTTAIOEUAN TOU 10TPIKOU Kal EPEUVNTIKOU TOUG TTPOCWTTIKOU (€TTITOTTIA EKTTAIOEUON, EKTTAIOEUCN OTO
EEWTEPIKO).

MpéoBacn o Oppavd Pdppaka
2¢e mepitrTwon 1mou otnv EcBovia dev diaTiBevial GUYKEKPIUEVO QPAPUOKEUTIKA OKEUAOUOTA Kal
KATOTTIV AITAUATOG TOU a0BevoUG, To €BVIKO Taueio ao@aAiong aoBeveiag KaAUTITEl Ta £600a yia TNV

ayopd Toug. To 2015 2.436 dropa éAaBav atrolnpiwon yia TNV ayopd £EwWVOCOKOUEIOKWY QAPPAKWY
agiag 1,1 ekart. Eupw.

AETONIA

O1 TmapakdTw TTANPoopieg TTpoépxovtal atmd €mOTOA TTou atréoTeIAe oTnv MaZ2l o Mevikdg
AleuBuvTig Tou YTToupyeiou Yyeiag Tng Aetoviag, K. Karlis Ketners.

EOviké Zx£010 yia TIg Z1ravieg MNabRoeig
H Aetovia diaBétel EBvikO Zx£D10 yia TIG Z1TAvieg Mabnoeig To otroio eykpiBnke atmd 1o YTTroupyeio
Yyeiag Tng xwpag 1o 2013. Eival diaBéaipo oTta AeTOVIKGS.

EBvikda Kévtpa Avagopdg yia Tig Z1rdvieg Madnoeig

Agv €xouv kaBopioTei atrd Tn AeTOVIKA KUBEPVNON KEVTPA ava@opdg yia TIG oTravieg TTadnoeig. To
YTmroupyeio Yyeiag TapoTpuvel TNV €6EAOVTIKI) CUUUETOXA TWV IATPIKWYV KOl EPEUVNTIKWYV KEVTPWY OTA
EAA, TTapOAo TToU £XEI EVTOTTIOEI APKETA 1ATPIKA KEVTPA TTOU TTANPOUV TA KPITAPIO CUPUETOXNG (TT.X.
10 [MavemoTtnuiokd Noookopegio [Maidwv yia aipoo@aipIivoTTdbeleg Kal  eVOOKPIVOAOYIKEG 1
oykoAoyikég TTabnoelg, To MNavemoTtnuiakd Noookouegio TNG AvaToAikrg Piyag yia xnueioBeparreieg

6 http://www.vm.gov.lv/images/userfiles/reto_slimibu_plans 13 15.pdf
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Kal aigoo@aipivotdBeieg, 1o lMavemoTtnuiakd Noookopeio Paul Stradins yia d1Gd@opeg OTTdvIEG
TaBnoeIg).

Alaouvoplakn ouvepyaoia

H EBvik Ymnpeoia Yyeiag Tng xwpag uhotroiei Tnv Odnyia 2011/24/EE vyia 1a dikalwuata Twv
a00evwv 0N SI0CUVOPIAKK UYEIOVOUIKH TTEPIBAAYWN, N OTTOI0 APOPd APECT TOUG OTTAVIOUG OOBEVEIG.
MNa va eykpIBei n emoTpo@r] Twy £€60wWV Twv acBevwy (€€oda peTdpacng, diapovig Kal TrEpiIBaAwng),
Ba TTpETTEl va gival evPEPEG OI €OVIKEG apXEG KAl va TTPOCKOMICTOUV Ta akOAouBa €vtuTra:
EYKEKPIMEVN aiTNON, TTOPATTEPTITIKO €TTIBAETTOVTOG 1TPOU, aTTOPACT 1aTPOCUBoUAiou, BeBaiwon
OTTO TO VOOOKOWEIO YIa TN CUPTTEPIANWN TOU OvOUATOG TOU acBevoug o€ AioTa avapovig). H AeTovikhA
EBvikn YTinpeoia Yyeiag dev KaAUTTTEl Ta £€000 YETAROONC A0BEVWY OTO EEWTEPIKO O€ TTEPITITWON
TToU JTTOpEl va TrapaocxeBei BepaTtreia evidg TG XWPAG 1 O TTEPITITWON TTOU Ol aoBeveic
OUUUETAOXOUV O€ TTEIPDAUATIKEG KAIVIKEG UEAETEC. M1 TRV KAAUWN TWV £66OWV TTAPOXAG UYEIOVOUIKAG
TePiBaAwng o€ xwpeg NG EE, o1ig xwpeg Tou EOX kai otnv EABeTia, n EBvikA YTnpeoia Yyeiag
01a0€Tel oTOUG 00BEvVEiG Ta Eyypaga S1, S2, S3 kal Tnv EupwTraik KapTta Ac@dAiong AcBéveiag. H
Netovik) KuBépvnaon €xel akoAouBrioel Kai uloBetrioel T0 Beouikd TTAdicIo yia Tn dlaouvopIakn
TePIBaAYWN Pe TNV WAQION piag oeipdg Kavoviouwy.

2ZAOBENIA

Ta mo KATW oToIxeia TTpoépxovral atrd Tnv €0vik oTpatnyiki TNG ZAofeviag yia 1o OTTAvIa
voonuara’.

EOvik6 Zx£010 yia TIg Z1ravieg MNabRoeig

To EBvikd Zx£d10 Apdong yia Tig Z1ravieg MNabnoeig eT€0n o¢ 100 Tov ZeTTEUPpIo Tou 2011 yia va
OWOEl KATEUBUVTAPIEG YPAMMEG VIO TNV ETOINOCIA ETACIWY OXEDiWV dpdong yia TIG OTTAVIEG TTABNOEIG
¢wg 10 2020. Aev uttdpxouv TTANpogopicg ota AyyAikd yia Tov BaBud uAoTroinaorig Tou.

To ev Adyw ox€SI0 TTPOTEIVEI TIG £EMG DPACTNPIOTNTES YIA TIG OTTAVIEG TTABNOEIG:

- 200Taon €BvIKOU UNTPWOU YIA TIG OTTAVIEG TTABNOEIG

- KaBopIouog TToI0TIKWY SEIKTWVY agloAOYNoNg TwV TTAPEXOHEVWY UTTNPECIWY

- EykaBidpuon eBvIKWV KEVTPWY ava@opdgs Kai EVTagr Toug o€ d1EBvr) dikTua avapopdg

- BeAtiwon Tng Tpdoacng o€ yeEVETIKA GUUBOUAEUTIKN

- Z0vtagn KaTteuBuvTApiwy odnylwv yia TNV KAIVIKA dlaxeipian Twv GTTavIwY TTaBAcEwY

- Y108étnon NG TTONITIKAG yIa TOV SIayVWOTIKO EAEYXO TWV OTTAVIWY TTaBACEWV

- 'Evriagn opeavwyv @apudkwyv o€ TTPoypAupaTa ao@aMIoTIKAG KAAUWNG KAl EVIOTTIONOG TTHYWV
XPNHATOdOTNONG YIA TNV £CA0PANICT TwV TTOAU AKPIBWYV 0pPAVWY QAPHAKWY.

- Emévduon otnv £pguva yia TI OTTAVIEG TTABACEIG

- AVATTTugn TTPOYPANKATWY ATTOKATACTAONG YIO TOUG OTTAVIOUG AoBEVEiGg

- Meiwon Tng ypageiokpaTtiag o€ 6,71 apopd Tn dIac@AAIoN TWV DIKAIWHUATWY TwY acBevwy

- Y108€Tnon KOAWV TTPAKTIKWYV YIa TN OTAPIEN KAl OXOAIKI) EVOWNATWON TWV TTAIBIWV PE OTTAVIEG
TTaBnoeIg

- EvBdppuvon otraviwv aoBevidv yia ETTAYYEAMATIKN] KATAPTION Kal €EACQPAAION OXETIKWV
TNOTOTTOINTIKWYV

- Afyn PETPWY yIa TNV TTOPOXIN OTHPIENG OTOUG CBEVEIG KOl OTIG OIKOYEVEIEG UE OTTAVIEG TTABAROEIG

- Evioyuon oxéoewv PeTagu KPATOUG Kal W KUBEPVNTIKWY N KEPOOOKOTTIKWYV OPYAVICHWY

- EykaBidpuon €BvikoU KEVTPOU apIOTEIOG YIa TIG OTTAVIEG TTABNOEIg

- AvATtrTugn ekTTaIBEUTIKOU UAIKOU YIa SIAQPOPES OTOXEUNEVEG OPADES (ETTAYYEAUATIEG UYEIDG, YOVEIG,
a0Beveig, eupu Kovo)

7 http://www.mz.gov.si/fileadmin/mz.gov.si/pageuploads/redke bolezni_2012 -
nacrt_dela/Nacrt dela RB_dokoncen 120206 ANG.doc
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AIOOYANIA

O1 o k&Tw TANpPoYopieg TTpoépxovtal atmd €TMOTOAR TTou atréoTelAe oTnv MaZZll o Ytoupydg
Yyeiag 1ng AiBouaviag, k. Aurelijus Veriga (eTTIouvaTITeETA!).

EOvik6 Zx£010 yia TIg Z1rdvieg NabRoeig

To EBvIkS 2x£d10 TNG AiBouaviag yia Tig 21Tavies Mabnoeig 1€Bnke o€ 1I0XU T0 2012 Kal avapéveTal va
ulotroinBei TTANpwg péxpr 1o 2022. AlatiBetar ota AiBouavikd. H EBvikp Emmrpot) yia Tov
2UVTOVIONO Twv ZTTaviwy Mabnocwyv emPBAETEl TNV UAOTTOINCN TOU ZX€ediou.

EOvikd Kévrpa Ava@opdg yia Tig Z1rdvieg Nadnoeig

H EcBovia d1ab6éTtel dUo KEVTPaA Ta oTToia CUMMETEXOUY oTa EAA: TO MavetmioTnuiakd Noookopuegio Tou
BiAvioug ka1 1o MavetmoTtnuiakd Noookopegio Tou Kdouvag.

AlaouvoplaKi cuvepyaaoia

O1 AiIBouavoi guTTEIPOYVWHOVEG OUVEPYAZOVTAl HE EUPWTTAIKA KEVTPA ava@opds Kal EPEUVNTIKA
KEVTPQ YIA TIC OTTAVIEG TTABNOEIC, JE TN CUMMETOXI TOUG O€ €BVIKEG Kal DIEBVEIG KAIVIKEG UEAETEG, HEOW
TNG aTTOOTOANG a0Bevov OTO €&WTePIKG OTO TTAQICIO Twv EAA Kal Pe Tn XPAonN epyoAciwy
TNAEIATPIKAG.

latpoi 6Awv Twv €IdIKOTATWY €ival dlaBéaipol ava TTAca OTIYHR yia Tn SlaxEipion Twv avayKwyv

IATPOPAPUAKEUTIKNG GPOVTIONG TV OTTAVIWY AoBeVWV.

KPOATIA

O1 1Mo k&TW TAnpoopicg atroppéouv amd '‘EkBeon tTng EmMTPoTAg EpTTEipoyvwPovwy yia TIg
1avieg Mabroeigc TG EE® kail atrd aAAeg DIadIKTUAKES TTNVYEG.

EBvik6 Zx£810 yia TiIg Z1ravieg Nabnoeig

To YTroupyeio Yyeiag TnG Kpoariag evékpive kai uloBéTnoe 1o EBvikS Zxédio yia Tig Zmrdvieg Mabnoeig
10 2015. Avapévetal o1 Ba uhotroinBei péxpl 1o 2020. AiatiBetal ota Kpoartika®. Aev utrdpyxouv
TTANPoPopieg oTa AyyAIKA yia Tov BaBud uAoTroinoAg Tou.

EBvikda Kévtpa Avagopdg yia Tig Z1rdvieg Madnoeig

To Ytoupyeio Yyeiaog Tng Kpoartiag £xel avayvwpioel Tpia KEVIPa ava@opdg yia TIG OTTAVIEG TTABNOEIG:
10 MavemoTtnuiokd Noookopueio Maidwv Tou Zaykpeut, 10 Tunua EowTtepikAg MaboAoyiag Tou
Noookopegiou Tou ZAYKPEUTT KAl TO KEVTPO VIO TNV IATPIKI YEVETIK Kal Ta PMETABOAIKG voorjuata o€
TTadId.

Alaouvoplakn ouvepyaoia

H kpoatikr) kuBépvnon éxel uioBetioel Tnv Odnyia Tng EE yia Tn diacuvopiakh UYEIOVOUIKN
TEPIOAAYN.

8 http://www.eucerd.eu/upload/file/Reports/2014ReportStateofArtRDActivitiesHR.pdf (TeAeutaia TpooTréAacn: 4 AmpiAiou
2017)
9
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roatian%20(hr).pdf
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Ai1a0son Oppavwyv Papudkwyv

To kpoaTikd IvoTitoutou Ao@daAiong Yyeiag £xel dnuioupyAoel éva Tapeio yia TTOAU akpIfa @apuaKka
TTOoU €EUTTNPETEI OTTAVIOUG a0 Beveig. 'Exel TTioNg cuoTaBei €181Kr ETTITPOTTA yia TR digpelivnon TPOTTWYV
0140e0NG TWV OPPAVWV PAPHAKWY KAl TNV ETOINATIA OXETIKAG €1I0ynang oTo YTroupyeio Yyeiag Tng
XWPAG.

Me Bdaon TIG TTPAKTIKEG KAl TIG EUTTEIPIEG TWV PIKPWY Kpatwy peAwv TnG EE, n Kutrpog Ba mpétrel va
MEPIUVAOEI AUEDQ YIQ:

A) Tn ouppeTox Twv Kutrpiwyv erayyeApatiwv Yyeiag ota Eupwiraikd Aiktua Ava@opdg:
= XapToypd@non oTTaviwy a0BEVEIWY TTOU CUVAVTWVTAI oUXVOTEPA 0TNV KUTTPO, evioxuon Twv
KAIVIKWV, TWV KEVTPWY KAl TWV TUNPATWY TTOU €XOUV CUCOWPEUMEVN EUTTEIPOYVWHOOUVN
yUpw atmmod 1a v Adyw OTTévia VOoTaTa, avayvwpion €0VIKWY KEVTPWY ava@opdgs atd To
YTroupyeio Yyeiag kal évragn €BvIKWv KEVTpWY avagopds ota avTtioToixa Eupwtraikd AikTua
Ava@opdg evidg Twv ETTOUEVWYV dUO ETWV.

B) Tn cUvayn CUPNQWVIWV CUVEPYAOTIAG HE KEVTPA aVAPOPAS TOU £§WTEPIKOU:
= Avayvwpion TwV KEVTPWY avapopag Tou eEWTEPIKOU TTOU GTIACOUV OTIC OTTAVIEG TTABACEIG
TTOU CUVAVTWVTAI ouxXVvOTEPA TNV KUTTPO KAl YIA TIG OTTOIEG OEV UTTAPXEI EUTTEIPOYVWHOCUVN
otnv Kutrpo, olvayn CUPQWVIWV Ouvepyaoiag Pe KEVTPA ava@opdg otnv Eupwtn kai
OIEBVWG, WOTE N TTOPATTIOUTTH A0BEVWV OTO EEWTEPIKO VA Eival OIKOVOUIKA CUP@EPOUCA KAl
dueon Kai yia va ektraidevovtal ol Kutrpiol etrayyeAuaries Yyegiag otn didyvwaon, BepaTreia kai
TTAPAKOAOUBNGN TwV GTTAVIWY VOGNHATWV.

M) Tnv TpowOnon TG repaITépw SIKTUWONG Kal TG B1EBVoUg ouvepyaoiag:
®  JUMMETOXN €TTayYEAMATIWV UyEiag oe eupwTraikd kal d1eBvr) eKTTAIOEUTIKA Kal €PEUVNTIKA
TTPoypPAuPaTa yia TIG OTTavIEG TTABAOEIG,
= [lpowBnon Twv uTNPECIWY TNAEIOTPIKAG Kal NAEKTPOVIKNAG Yyeiag kal dlacluvdeon Twv
NAEKTPOVIKWYV aPXEiWwV OTTOU UTTAPXOUV.

XapToypda@non oraviwv
acOeveiwv

Avayvwpion eOvikwv
KEVTPWV AVAPOPAG

‘Evragn €0VIKWV KEVTpwWV
avagopdag e Eupwmaika
AixkTua Avagopdag

v

Exnaideuon 1arpikou
mpoowmkoU & Evioxuon
EpEUVAG

\J

-

! KaAuywn Twv avaykwv
TWV OTIAVIWV acOeEvVWV

MEéoa amd 1o FexY
v

Fpdaenua 3: MpakTIKéG MIKPWYV KpaTwV HeAwV TNG EE Tou mpétrel va uio0eTnBolv dueca otnv Kotrpo
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H AIAXEIPIZH TQN ZMANIQN NOZHMATQN ZTHN KYTNPO

Ta pIkpd kpdtn péAn Tng EE, AOyw Tou HIKpoU pey€Boug Tou TTANBUOPOU TOUG KAl TNG €K TWV
TIPOAYHATWY TTEPIOPICPEVNG EUTTEIPOYVWHOOUVNG TOUG OTOV TOPEQ TWV OTIAVIWV TTABHoEWY,
TTpowBouv TN SIKTUWON TWV IATPIKWY KAl EPEUVNTIKWY TOUG KEVTPWY, €VIOXUOVTAG TA WOTE VO
AVAyVWPEIOTOUV WG BVIKA KEVTPA avaPOopdg KAl VO CUPPETAOXOUV O€ EUPWTTAIKA Kal GAAQ dIgBvh
Aiktua Avag@opdg. H TTpakTIKA autr onuaivel €goikovounon mopwyv, PeATiwon Tng ToIdéTNTag Twv
TTapEXOMEVWY UTTNPECIWY YYEIOG Kal EKTTAIdEUTN TWV ETTAYYEAUATIKWY YYEIOG HEOW TNG CUPMPETOXNS
TOUG OTIG OpacTnEIGTNTEG TwV Eupwttaikwy AIKTUWV Ava@opdgs. O1 ev Adyw XWPES £XOUV UIOBETHOEI
Kal €papuodfouv Tnv Odnyia 2011/24/EU yia 10 «AIKAQIWPATA TwWV a0Bevwv TN dIACUVOPIOKH
UYEIOVOMIKA TTepiBaAwn». Eival onuavtikd 6T 0Aeg o1 Xwpeg avayvwpidouv Tnv aia Twv un
KUBEPVNTIKWY, PN KEPOOOKOTTIKWY OPYAVWOEWY VIO TNV EVNUEPWON Kal EKTTAIdEUON TWV aoBevwv
ME OTTAVIEG TTABNOEIG KAl TNV uaIoBNTOTTOINCN TNG KOIVAG YVWHNG Kal Bewpolv OTI CUUTTANPWVOUV
TO £pYy0 TwWV OPUOdIWV YTTOUPYEIWV HE TIC dPACTNPIOTNTEG TOUG yI' auTd Kal n dnuioupyia f/kai
evouvdapwaon Kal gvioxuon Twv opyaviopwy aoBevwy (National Rare Diseases Alliances) eival €k
TWV OTTAPAITATWY TTPOUTTOBECEWV OTIG CUCTAOEIG TToU £XEl ekdWOoel N EupwTraiki ETITpoTA yia TIg
€BVIKEG OTPATNYIKEG TTOU TTpowBouvTal i} €xouv dnuioupynBei ota KPATN-péAn NG Eupwtraikng
‘Evwong . H EcBovik KuBépvnan yia TTapddeiyua €xel KaBIEPWOEl TNV €TACIA OIKOVOUIKF TOUG
evioxuon. Ztnv Kompo dnuioupynénke n Maykompia Zuppaxio Zmaviwy MNadnoswv (MaZzZl) 1o
2011 n omroia ek@pddlel Tn Béon Twv aoBevwyv pe Zmavia NooAuaATa KAl TWV OIKOYEVEIWY KAl
ouvepyadleTal TTOIKOOOUNTIKA £wWGS ApIoTa Pe To KaB' UANv apuddio YTroupyeio — YTroupyeio Yyeiag,
Ytoupyeio Maideiag kai YTtroupyeio Epyaciag, Mpdvoiag kar Koivwvikwy Ac@aAicewy - agou ol
TIPOEKTACEIG TWV OOBEVEIWV AUTWV EXOUV TTOAAEG KAl TTOIKIAEG ETTITITWOEIG OTO KOIVWVIKO Kal
EKTTAIDEUTIKO TOUEQ.

21nv Kutrpo, utmpxe avékabev pia yeydAn euaiobnoia yia Béuata Tou ATrTovTal TNG uyeiag yI' autd
Kal ol ekaoToTe KuBepvnoelg @povTifouv €dw Kal OEKAETIEG va €Ea0@aAifouv Thv aATTOPAITNTN
IATPOPAPHUAKEUTIKI) QPOVTIOA KAI VA OTTOTEIVOVTAI € KEVTPA ava@opdc Tou eEWTEPIKOU OE TTEPITITWON
TToU &€V UTTAPXEI OIABETIUN EUTTEIPOYVWHOOUVN OTN XWPEA.

2ToV TOHéA Twv ZTAaviwv NoonudTtwy, Ta TTpWTa PAPATA £XOUV Yivel Pe Tn dnuioupyia EBvVIKAG
2TpaTnyIKAS Kai Tn ouoTaon Tng EBvikAg EmTpoTm¢ yia Ta Z1ravia NooruaTta xwpig duwg duoTuXwG,
yia did@popoug Adyoug, va uttdpéel n OTTOIAdATIOTE AVAPEVOUEVN TTPO0BOG Ot OTI aPopd Toug
TTUAWVEG TNG.

O piIkp6g TANBuopdg NG Kutrpou duoyxepaivel akdun TTEPICOOTEPO TNV CUAAOYN Kal avdaTtTuén
TTpayHaToyvwuoouvng ae o011 agopd 1dlaitepa Ta Z1révia Noohuata. H &g atroucia evog €Bvikou
OUCTAPOTOG UYEiag PE TNV atrousia OAwV Twv GAAWV UTTOAOITTWY TTUAWVWYV TTOU QPOPOUV C€ WId
PICIKA HETOPPUBUION OTOV TOUED TNG UYEIOG OTTWG TOV BVIKO Opyaviopod @apudkwy, TNV NAEKTPOVIKA
UyEia Kal TIG TTAVETTIOTAMIAKES KAIVIKEG PETOEU AAAWYV, duoxepaivouv Tnv TTpowdnon &ykaipng
O1dyvwong Kal Kupiwg TNG ONIOTIKAG QVTIHETWTTIONG Twv ZTTAviwv NoonudaTwy Kal TNG £PEUVAG.
EmmAéov, otnv amoucia €1dIKAG vouoBeaiag apyifoviag amd Tn Pn avayvwpion g agiag kai
OnNuaciag Twv UTINEECIWY ATTOKATACTAONG, N KABNUEPIVOTNTA MIAG HEYAANG TTAEIOWN®Iag Twv
aoBevov  Blovel KaBnuepivd Tnv avac@AAgia, Tnv TOAQITTWEIO KOl TNV avagioTrpeTy  Kal
QVATTOTEAEOUATIKI) QVTIMETWTTION TwV TTPORANUATWY TOUG ETTITTPOCHETA TOU OIKOVOMIKOU KOGTOUG
TTOU avaykdaZovTal va BEo0oUV OTOUG WHOUG TOUG.

2Auepa, n Kotrpog Ba TpéTTel va evappovioTel TTAAPWGS ME TIG €GEAICEIC TTOU €XxOUV onuUEIWBEl OTNV
EupwTn otov Topéa Twv ommaviwy TTabAcewv Kal 1dikéTepa pe v Odnyia yia 1n d1aouvopIakr)
UYEIOVOMIKN TTEPiIBaAyNn kal Ta EupwTraikd AikTua Ava@opdg TTou aTTroTeAoUV PEPOG TNG €V Adyw
Odnyiag.

To ev Aoyw €Bvikd, ndn emkaipotroinuévo Nopooxédio ugioTatal €MITTPOCOETN TPOTTOTTOINCN 1
ETTIKAIPOTTOINON VW TauTOXpova dnuioupyeital n apxni TNG HAekTpoviKAg Yyeiag — yia atrapaitntn
TTPoUTT60e0N yia TN dnuioupyia TpaTTeCag deSOUEVWV YIa VA JTTOPOUV PE KAVOVIOPOUG | CUPQWVIES
1 vopoBeoieg akéun 1ou Ba avamTtuxBouv atmd Ta KpAatn-péAn Tng Eupwtraikhg ‘Evwong, va
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avtaAAafouv oToIxeia aoBevuv yia OKOTTOUG OIACUVOPIOKNG 1ATPOPAPHAKEUTIKAG, UYEIOVOMIKAS
TEPIBaAYWNG.

H Kutrpog Trpoxwpnoe Kal Je Tn vouoBeaia yia dnuioupyia EBvikwv Kévrpwv Avagopdc yia ZTTavia
Noonuarta kai Tnv évragn Tou ota Eupwtraikd Aiktua Avag@opdg.

'Hon éxouv avayvwploTei Ta dUo TTpwTa EBvVIKA KévTpa Avagopdg — 1o Kévipo Oalacoalpiag Kal To
IvoTiTouTo MeveTiKAG Kal NeupoAoyiag pe Tnv atmodoxn Kai évragn Toug oTa avrioToixa Eupwtraikd
Aiktua EuroBloodNetwork kar EURO-NMD.

MpowBeital Kal pia YEAETN Kal N atToppEéouca atrd auTh €i0rynon yia Tn dlaxeipion Tou ETTiayxou
Béuarog TNG TTpoéykpiong. H KUTtrpog eival atmd TIG JOVEG XWPEG TTOU YIa OAEG TIG SIGCUVOPIAKES
UTTNPETiEG XpeIadeTal n TTpoéykpion atmd 1o YTroupyeio Yyeiag yia va gival €QIKTO To aiTnua NG
atodnuiwong dua TNV €MOTPOPR Tou acBevr] aTTd TO £CWTEPIKOS.

To Ytroupyeio Yyeiag avéAaBe va eToipdaoel kal va TTpowBnoel JeAETN TTpog TNV EupwTraikh ETTiTpoTm
ylo va KaAuwyel auTtr] T ooBapr] TTPoKANon tmou aAlolwvel, v ouvexioel, TV OAn @IAocogia Tng
O1a0UVOPIOKNG UYEIOVOUIKNAG TTEPIBaAYNG.

MNa ta Zmmavia NooAPOTO UQioTaTal O KAVOVIOUOG dIaoUvOEoNS €BVIKWYV CUOTNUATWY KOIVWVIKAG
ao@aAiong (883/2014) étrou yia UTTNEECIEG TTOU BEV UTTAPXOUV 1 deV UTTOPOUV va eVTOTTIOBOUV O€
KAIVIKG €UAOYO XPOVIKO OIAcTnUa ri/kal TTou dev TTPOCPEPOVTAI GTOV KPATIKO 1) 181WTIKO TOMEQ, Ol
a0Beveic péoa ammd BeopoBetnuéveg dladikacieg aTTOOTEAAOVTAI OTO E€EWTEPIKO (€100ONPATIKA
KpITrpia kaBopifouv To PEYEBOG TNG CUVEICPOPAG TOU acBevn).

MNa mpdoBacn ocuvABwg yia Ta Z1avia NooAuaTa oTa KavoToua @Aapuaka TTou gival ouvbwg atnv
OUVTPITITIKA TOUG TTASIoWN@ia TTOAU akpIBd, Kal TrTapdAn Tnv UTTapén HEYAANG BeATiwoNG Ta TeAeuTaia
OUo xpoévia TO6co oTnv diagavela 600 Kal oTnv atrAotroincn Twv OIadIKaolwy 600 Kal YE ThV
TTpowdnon idpuong EBvikou Opyaviopou Papudkwy Kai TNV uAoTtroinon Tou MeXY pe Ta otroia Ba
evioxuBei onuavTikd n BeAtiwon otn Tpdofacn o€ autd Ta QAPPOKA, EVTOUTOIS VIO TO ZTTAVIA
NoorAuata Ba TTpETTel va UTTAPEEI ETTITTAEOV TTPAVOIA YIa AuECT TTPOCRAch, ETTIOTTEUCN BIAdIKACIWY,
augnan Tou KovOUAIoOU yIa TNV QAPUAKEUTIKI) aywyn Toug Kal n evepyodg cupueToxn Tng Kutrpou oTig
OMABEG KPATWV-PEAWVY TTOU dnUIOUPYOUVTal PE OTOXO TNV AVEUPEDN MEBOBWY yIa PEIWON TWV TINWV
TWV KAIVOTOMWY, aKPIBWY papuaKkwy yia Ta Z1Tévia Noorjuara.

Ymréapxel BéBaia, kal dev gival nooovog onuaciag, TTapdAAnAa cofapr) avaykaidtnTa UAOTToINONG Kal
TMOTAG £QAPHOYAS AAAWV cuvaewy NopoBeoiwy OTTwS auTwv TG QAPHAKOETTaYpUTIVNONG, TNG
aIoeTTaypUTIVAONG, TNG CUMMETOXNA O€ KAIVIKEG MEAETEG KA TNG TTPOWBNONG, 6TTWG TTPOAVAPEPONKE,
VOUOBECIWY YIO TIG UTTNPECIEG OTTOKATACTAONG KAl GAAWV UTINPECIWV TIOU EVTAOOOVTAl OTO
YTtroupyeio Maideiag.

MapdkAnon kal EKKANon OAwV Twv JEAWV PAG Eival N EVEPYOG CUPHETOXA EKTTPOOWTTWY A0BEVWV PE
Zmavia Nooruata gite aTnv dnuioupyia €ite oTnv dIANOPPWOT VOUOBETIWY, GUCTATEWY ] 0dNyIWV
OTO €BVIKO eTTiTTEdO TTOU ATTTOVTAI TWV AVAYKWY Twv ZTTaviwv Noonudtwyv. 210 upwtraikd Kal
01eBVEG eTTiTTESO NON CUPMETEXOUME evePYA yIa TTOAAG xpovia PEOO aTTO TNV CUMPMPETOXN KOl
ouvepyaoia pag e Tnv Eurordis.

Oa mpétTel duWG TTPWTIOTWG va evioxuBei o poAog Tng EBvikAG EmTpoTrAg woTe va uAoTroinoel
oTadiokd aAAG ouoTnUATIKG TNV EBVIKA ZTpaTnyikf OTn oTroia oupTtreEpIAAPBAvOvVTal ONPAVTIKOI
TTUAWVEG OTTWG gival N dnuioupyia eBVIKWV apxeiwv, n evioxuon Tng épeuvag aAAd Kal TTUAWVEG TTOU
ouvadouy pe TTpwToRAEBIa Kal deuTEPOBABUIO TTPOANWN OTTWG gival n dIEUPUVON TOU VEOYVIKOU Kal
TTpoyevvnTIKOU eAEyxou . MpéTtel TTapdAAnAa va evioxuBouv kal GAAa epeuvnTIKA KEVTPA, KAIVIKEG KAl
EPYOOTNPIO, WOTE Va £Ea0@ANIOTEI N éviagn Toug o€ TrepioadTepa Aiktua Avagopdg, va augnbei n
EMTTEIPOYVWHOOUVN, VA BEATIWOEI N TTOIOTNTA TWV UPICTAPEVWY UTTNPECIWV KAl VO JEIWOEI TO KOOTOG
TEPIBAAYNG TWV OTTAVIWY aoBEVWY, O OTToIoI Ba £€xouv AUECN TTPOCRACT O€ TTOIOTIKEG UTTNPETIES
dIdyvwaong Kai BepaTtreiag (OTToU aUTEG UTTAPXOUV).
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H Maykompia Zuppaxia Zmraviwy Madnoswv kar Ta MEAN NG, OTTWG Kal avTIOTOIXO OpYyavVWHEVA
oUvoAa aocBevwyv 0To EWTEPIKO, avaAapBdavouv Tov pOAo TNG EVNUEPWONG KAl TNG TTAPOXNG OTAPIENS
OTOUG OTTAVIOUG QOBEVEIG KAl OTIG OIKOYEVEIEG TOUG, CUPTTANPWVOVTOG KOl EVIOXUOVTAG £TOI TIG
dpdoeig Tou Ytroupyeiou Yyeiag kai Tng MNMoAITeiag yevikoTepa.
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Ol OEZEIZ THZ NATKYMNPIAZ ZYMMAXIAZ ZMANIQN NMAOGHZEQN

Mapodho tmou otnv Kutrpo utrdpxel diaxpovikd ueydAn euaiobnaoia, avayvwplion Kal Katavonon Twv
TTPORBANUATWY KaI TwV TTPOKAACEWY TWV OTTAVIWYV VOONUATWY Kal TTApOAO TToU £XOUV Yivel Kal
ouveyxicouv va yivovtal anuavTikd BrpaTta Tpog Tnv 0pBn kateubuvon ol avaykeg yia TNV OAICTIKN,
OQAIPIKA TOUG QVTIMETWTTION €ival akOPN TTOAAEG, TTOAUDIACTATEG KOl £XOUV ONUAVTIKEG TTPOEKTACEIG
o€ TTOANOUG TOEIG, TTEPAV TNG UYEIOG (TT.X. KOIVWVIKN évTagn, ekTTaideuon K.a.).

Xpeladetal 1Mo eVTATIKOG KAl EUTTEPQIOTATWHUEVOG OUVTOVIOHOG, HAKPOXPOVIOG OXEOIOONOG Kal
TEPAITEPW OIKOVOUIKA €vioxuon yia va cUPTTANpwBoUvV Ta TTOAAG Kevd Tou TTalA TNG OANIOTIKAG
dlaxeipiong Twv avaykKwyv Twv aoBevwyv, n oTroia TTPETTEI va eVTACOETAl KOl va UTTAPXEl €10IKA
ava@opd ata TTAaioIa OAwv TWV TTUAWVWY TNG ETTIKEINEVNG METAPPUBUIONG Kal 181aiTEpa auToU TOou
MeZY Kal TG auTovOuNoNG TWV KPATIKWY voonAeutnpiwv. O acBeveic Kal Ol OIKOYEVEIEG TOUG TTPETTEI
vVa OTOUATHOOUV VA TAAQITTWPEOUVTAI KABNUEPIVA pTTaivovTag aTn divn piag Babidg aBeBaidtntag Kai
va pnv avaykdagovTal va eTTaiTouV yia Ta autovonTa: adlompemn peraxeipion, éykaipn mpooLaon,
TTOIOTIKES UTTNPETIES UyEiag.

H MaX I oTékeTal apwyodg oT1o £€pyo Tou YTToupyeiou Yyeiag Kal ue yvwuova Thv avakou@ion Kal To
6pelo¢ Twv OTTAviwY CUVOVBPWTIWY Hag, €mMOIWKEI TNV QYAOTH ouvepyaoia Pe OAOUC TOug
etTionuoug @opeic Tou Kpdtoug Tou atrapTifouv Kal £xouv poAo va dladpapaTicouv 010 TTACA TNG
OMNIOTIKAG dlaxEipIong Twv OTTAVIWY Voonudatwy, 181aitepa he To YTToupyeio MNMaideiag kal MNoAImouou
Kal To YTroupyeio Epyaciag, MNMpdvoliag kal Koivwvikwy Ac@alioewy.

H NMATCKYTMPIA ZYMMAXIA ZIMANIQN NMAGHZEQN ArQNIZETAI TA:

» TNV £mioTreuon Tng oAOKARPWONG Kal UAOTTOINONG TNG PICIKAG METAPPUBUIONG TOU TOUEA
TNG UYEIag TTou GUUTTEPIAQUBAVEI:
i. TNV QUTOVOPNON TWV KPATIKWY VOGNAEUTNPIWY,
i. 1O levikd Zxédlo Yyeiag,
iii. Tov EBVIKO Opyavioud Papudkwy,
iv.  TIG [avemoTNUIOKEG KAIVIKEG KOl
V.  Tnv avaBdaduion tou YTToupyeiou TnNG uyeiog

yia va yivel QIKTH Kal duvaTh n oAIoTIKR dlaxeipion Twv avaykwy Twv ZTTaviwv Noonudrwv.

» Tnv avapaduion (Q emkaipotroinon) tng EOVIkAG ZTpaTtnyikng yia Ta Zmrédvia NooAuata
ME oupTTEpIANWN Zxediou Apdong, xpovodidypauua uAoTroinong, ava@opd OToUG (POPEIG
uAoTroinong Kai TPOTTol/ puNXaviIopoi EAEYXOU UAOTTOINONG KOl OIKOVOUIK) OTAPIEN KaBWG Kal
TNV evioyuon Tou poAou TnG EOBvikAG ETiTpoTrA¢ yia Ta Z1rdvia Noorjuara,

> T dnuioupyia TPIUTTOUPYIKAG ETITPOTTAG OTTAVIWV VOONUATWY HE TNV CUMPETOXA
EKTTPOOWTTIWYV TNV MaZZl pe ekTEAEOTIKN £€ouTia yia Aueon TTPOWBNGCN TTPOYPAUNATWY KAl
emiAuon TTPOBANPATWY Kal hE TNV €BVIKA €MTPOTIA va €xel OUUBOUAEUTIKO pOAO TTPOG TNV
ETTITPOTIA AUTA,

» TNV £€yKupn Kal £yKaipn TTANpo@opnon Kal EKTTaideucn Twy atépwy Je oTTdvia VOOT aTa Kal

TWV OIKOYEVEIWV TOUG, AAAG KOl TWV ETTAYYEAUOTIWV UYEIOG KOl TNG EUPUTEPNG KOIVWViag Asoves
1&2)10

» TNV TTpowBnon Tng éykupng Kai £ykaipng d1dyvwong, EKOUYXPOVIOUOU Kal avaBdbuiong Tou
VEOYVIKOU €AéyXOu Kal TTPOYEVVNTIKAG OIAYyVWONG, 10TPOQAPUOKEUTIKAG TTEPIBaAWNG Kal
GAANG @povTidag (TT.X. UTTOOTNPIKTIKA, QVOKOUQIOTIKH, OTTOKATACTACNG K.O.) TWV ATOPWY ME

10 A¢oveg 1 — 5 a@opolv GTOUG TTUAWVEG TNG EBVIKAG OTPATNYIKAG TwV ZTTaviwy Noonudtwy
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>

>

OTTAvVIa VOO uaTa oTo TTAQiolo Tng dwpedv OAIOTIKAG SIAXEIPIONG TV avayKwy Toug PE Baon
TA EUPWTTAIKA Kal SIEBV TTPWTOKOAAQ Kal TIG €I0IKEG AVAYKEG TOU KABe aoBevoug Kal oTa
TTAQICI0 TNG AVAPEVOUEVNG METOPPUBUIONG Kai Tou [eXY, " (Asovec2, 38 4)

2UYKEKPIUEVA:

= QUYKPOTNOT, EKTTAIDEUCN KAl AVATITUEN TTOAUBEUATIKWY OPAdWY,

= avaBdaepion Twv 1I0TPOCUUBOUAIWY UE TN QUOIKN 1 (BIABIKTUAKT], OTTOU KPIVETAI aVAYKAio)
TTapouadia €1IdIKwWV (0To KABe OTTdvIo vOoNUA) IGTPWYV KAl EUTTEIPOYVWHOVWY

= dnuioupyia Kal TTpowlnon €0BvikoU apxeEiou, AgIOTTOIVTOG KAl UTTAPXOVTA ETTAPKWG
oxedlaouéva apxeia,

= gvioxuon €BVIKWV KEVTPWY avagpopdg Kail SIKTUWGT TOUG GToV EUpwTTaiké Kal d1eBvr) xwpo,

=  ATpOOKOTITN Kal €AeUBepn TTPOCcBacn o€ op@avd / KaivoToua f GAAa @dpuaka avaykaia
Yl HEPOVWHEVO/OUG a0BEV 1] aOBEVEIG.

TV TTPOWBNOCN Kal gvioXuon TNG £PEUVOG KOl CUPHETOXNG O€ KAIVIKEG HEAETEG O€ €BVIKO,
EUPWTTATKO Kal OIEBVEG eTTITTEDO yIa TTpowdnon TG ToIdTNTAG KAl TNG AvATITUENG VEWV
OPPAVWIV PAPHUAKWY KOl KAIVOTOPWY BEPATTEIWY, * (Aéovass)

TNV QVATITUEN CUVEPYAOIWY Kal TTPpowlnon epyaAegiwy Kal JeBOdwY Pe 0TOXO TNV PEIWON TWV
TIMWV TWV QAPUAKWY YIa augnaon Tng TTpdoBacng Toug atrd acBeveic e oTTavia VOoAuaTa,

TNV TTPoWBNGCN TNG £EEIBIKEUONG KOI TTEPAITEPW KATAPTIONG TWV ETTAYYEAUATIWY UYEIQG, TWV

(PPOVTIOTWV CUUTTEPIAAUBAVOUEVWV AUTWYV TTOU TIPOCPEPOUV KAT 0IKOV UTTNPEaigg, ~ (Agoves .2
&3)

TNV aQVATITUEN CUVEPYOOIOG E TOUG OUVOETIOUG OOBEVWIV:

= oTAPIEN Kal agloAdynaon Tou £pyou Toug,
= gvioxuon TG diaBouAsucng Kal Tou OloAdyou Twv aoBevwov pe T KEVIPA AAQWNG

aTmoPAcEwWVy,

» dnuioupyia kai TTpowdnon evog Kévrpou avagopdg yia TNV EvUEPWOTN, UTTOCTAPIEN Kal

EKTTQIOEUOT TWV OTTAVIWY OOOEVWV KAI TWV OIKOYEVEIWV TOUG. ~ Asovas3)

TNV €18IKN ava@opd OTa OTAvia VOOHMOTA, OTa TTAQIoIa Twv UTTnpeciwv TTou Ba
TTpoo@EpovTal atrd 1o MeXY Kal Ta auTovOUNUEVA KPaTIKG vOONAEUTApPIA, ME KUPIO OTOXO ThV
aueon Kal eEAeUBepn TTPOOPACN OE TTOIOTIKEG UTTNPETIEG KAl TTOAUBEUATIKEG Opadeg. H kar
euBeiav, amrpdéokoTTn TTPOoRacn ot deutepoBaduieg/ TPITOBABUIEG UTTNPEDIEG Kal AuEDN
TTPooRacIuOTNTa KABWG Kal €TTIAOYN O KAIVOTOUO @QApPOKa Kal Bepatreieg, Bewpouvtal
KUPIOI TTUAWVEG TWV TTPOCDOKIWY Kal ETIOIWEEWY Hag OTA TTAQICIO TG HETAPPUBUIONG.

TNV £vepyo cuppeToyn TG KUTTpou yia dIaBoUAeloElg yia oUANOYIKA TTpooTTABEIa uE KPpATN-
MEAN TNG EupwTraikng Evwong e 0TOXO TNV MEIWON TwV TIHWY TV QAPHAKWYV yid Ta ZTTavia
Noconuata €1dIKOTEPA.

TNV mpowBnon vouoBecitwyv TTOU aQOopPoUV TIG UTTNPETIEG ATTOKATACTAONG KABWG Kal TNV
gQapuoyn kar uhotroinon GAAwY UQIoTAPEVWY VOUOBECIWY 1] 0dNYIWV ] CUCTACEWY TTOU
é€xouv evowpatwBei atrd tnv EupwTraikn ‘Evwon oT1o €Bvikd dikaio tng KOtrpou kai 61Tou
aTrrovtal dueca | EUUECA TWV aVAYKWY Twv ZTTaviwv NoonudTtwy OTTwg gival: n vouoBeaia
yia Ta JIKAIWPATA TwY acBevwy, N vouoBeaia yia dlacuvoplakr) TTEpiBaAwn, n vouobeaia yia
PAPMOKOETTAYPUTTIVNGN KAl QIMOETTAYPUTTIVNAON KAl N VOPOBETIa yia GUUPETOX Kal TTpowdnan
KAIVIKWV HJEAETWV.
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Eival BéBaia TTOAAEG o1 EupwTTdikKEG TTOMITIKEG TTOU ATTTOVTAI YEVIKOTEPO OTOV TOMEA TNG UYEIAg Kal
TTOU aQOPOUV GTNV TTOIOTNTA, OTNV AcPAAEIa TOOO OTIG dIadIKATiEG 600 Kal O OTI APopd Tou idlIoug
TOU ETTAYYEAUATIEG UYEIOG KAl QUTA TTPETTEl VA £QAPPOCovTal £yKalpa Kal TTIOTA apoU CUP@WYOUVTal
ME OAa Ta KPATN-UEAN TNG EupwTraikng ‘Evwong kal agou 6Aa aToXeUOUV TNV TTIO ag@aAr, TTOIOTIKNA
KAl OTTOTEAEGHATIKI UYEIOVOMIKN TTEPIBaAWN Twv Eupwaiwy TTOAITWY .
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