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XAPTA APALEQN MPOOAOY- MATKYMPIA tYMMAXIA ZNANION MAGHZEQN

Ayanntol KUplot Kal KUpIeg, OUVEPYATES KAl OUVEPYATIOEG,

To €yypago Mou KPatdte ota xépla 0ag anoteAel évav odnyd evnNUEPWONG KAl CUYKEKPLUEVWVY
EVEPYELWV MOU anartolvial yla TNV anoteAecUaTikh oupnepAnyn twv avBpwnwy Pe Zndavia
Noonpata otg unnpeoieg tou MevikoU Luothpatog Yyelag, KaBwg Kat TNV weEAUN evowddTtwon
Toug 0Tnv eknaibeucn, TNV €pyacia Kal ¢ UNNPEG{eg KOWWVIKNG NpdvoLag TG XWpag Jag.

0 06nyd¢ autdg dlapoppwBnke and v Maykunpla Tuppaxia naviwy MNaBhoswy otn Bdon twy
dedopévav Kal Twv npotdoswy nou katéBeoav edIkol latpol Kat enayyeAdatieg uyeiag pe NoAUETh
epnelpla otov xwpo twv Lndviwv Noonpdtwy, ota nAaiola twv ouvedpiwv nou Slopydvwoe n
Yuppaxia ya tnv Maykdopia Huépa Zndviwy MaBhoswy 2022 kat 2023.

2T6X0G OAWV, N OAOKANPWEVN, MOLOTIKA PPOVTIOHA Kal EVOWPATwon acBevav e ondvieg NabNoeLg
o€ wétun Bdon e tov yevikd nAnBuopd. AdlapgioBhtnta, n eniteuén tou otdxou autoU anattel
€vav OAOKANPWEVD, OTPATNYIKO, KOGTOAOYNHEVO Kal Blwaotho oxedlaopd ya tnv npdAnyn, tnv
éykaipn Sdyvwon Kal TNV anoTEAECHATIKA avIWETWNIon Twv Xnaviwy Noonpdtwy. Evag tétolog
oxedlaopdc Ba oupBAAEL OTNV ano@uUyh PN avaoTPEWLHWY avannpLiv Nou NpokUntouv and tn
MN €ykalpn dldyvaaon Kat aywyn, ot onoleg, NapdANAa P TIG TPAYIKEG EMNTWOELG ot {WhH TwV
a0BevaV KAl TWV OLKOYEVELWY ToUG, eNBapUvouy Je Tepdatia KOOTN ToV KPATKG MPoUnoAoylouo.
[6laitepn éupacn xpetaletal eniong va 60Bel 0TovV TOPEA TNG KOWWVIKAG EVOWHATWONG WOTE 0L
avBpwnot nou ennpeddovtal and Indvia Nochuata, xwpig BEBala va 1o €xouv eNAEEEL, va €xouv
dikalwpa otnv wétun petaxeiplon pe tov yevikd nAnBuoud xwpic dlakploelg Kat pe eukalpieg
aMNoTEAEOHATIKAG OUMPETOXAG GTO KOWWVIKO OUVOAO.

H uAonoinon twv 10 npotewvduevwy dpdoswy, Péoa and Tn ouvePyaoia TNG EKTEAECTIKAG HE TN
vopoBeTkh e€ouaia kal 1a opyavwpéva olvola acBevwy, Ba npoopépsl onpaviikh BeAtiwon otig
(wégxNadwy avBpwnwy, oo BpaxunpdBeoua 600 Kat JakponpdBeoua, aAAd kat eEokovounan
ONMAVIIKWV NOpwV yLa To (610 1o KPATog.

Auotuxwg, n GUCTOK{a 010 va NeLoTel 10 KPAtog va enevOUoel oAokAnpwéva ota Zndavia Noohuata,
AGyw TOU PUBoU Tou HIKPoU apBpoU tou mAnBucpoU nmou Aéyetal 6t ennpeddetal, ouvexidel
dlaxpovikd va ugiotatal. Yndpxouv Kaipla vopoox£dla ta onola napauévouv ota cuptdpla Tng
BouAng, B€tovtag og kivouvo avBpwniveg (weEg.

2.aG NPooKaAoUE VA XPNGIUOMOLACETE TG Mo KATW OeABEG yla va evnuepwBeite yia ta dedopéva
nou kablotolUv onuaviiki v kaBe 6pdon nMou NeplypdPetal, oTa NAAiola Kat TwV NPOEKAOYIKWY
deopeloswy ToU Npoédpou XplotobouAidn, kat va cuviaxBeite padl pag ya tn BeAtiwon twv
ouotnpdtwy uyeilag, eknaideuong, epyaciag Kal KOWWVIKNG Mpovolag NG Xwpag Yag Pe tpono
mou va pnv agnvouv kavévav niow!

AnAWVOUPE TNV EINKPLVA Pag 61dBean va ouvepyacToUpe e Tov KaBéva Kat tnv KaBeutd anod €0d4g
yla v €€eUpean PeaAOTIKWV TPdNwV BeAtiwong twv uplotduevawy unodouwyv nou Ba bivouv
NPAYMaTIKEG AUCELG OTIG KABNPEPIVEG Kal MOAUSLAoTATEG avAYKeS TNG 1Blaitepa eUAAWTNG AUTAG
opadag Twv xpdviwy acBevav.

Me extiunon,

XapdAapnog Manadénouiog
Mpobedpog
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Akpwvupula

[eXY: levikd XUotnua Yyeiag

EAA: Eupwnaikd Aiktua Avapopdg

INTK: Ivotitouto NeupoAoyiag kat levetikng Kunpou

KA: Kévtpa Avagopag

KMN: KAnpovouika MetaBoAikd Noonhpata

KIMMAA: Kévipo MpoAnnukng Mawdlatpikhg «Apepikog Apyupiou»
NAMIII: Noookopeio Apxieniokonog Makdptog Il

OAY: Opyaviopécg Aapaiong Yyeiag

OKYnY: Opyaviopég Kpatikwyv Ynnpeolwy Yyelag

OZAK: Opocnovbia Xuvoéopwy AoBevov Kunpou

MaZZM: Maykunptla Zuppaxia Xnaviwy MNMaBhoswv

MIZ: Maykunplog latpikdg LUAOYOG

MMEN: Mpoypapua MpoAnntikoU EAéyxou Neoyvav

IN: 2ndavia Noohpata

YY: Ynoupyeio Yyeiag

YMEKA: Ynoupyeio Epyaciag kat Kowvwvikwv Aopaiiogwv
YIMIAN: Ynoupyeio MNawdeiag, MoAtiopou, ABAnTtiopoU kat NeoAaiag
YoKI: Younoupyeio Kowvwvikng Mpdvolag
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2LUUBAMoOVTEC

(ue aApaBnTikh oelpd)

EnayyeApatieg uyeiag

1.

2.

3.

Ap. Taovia Adapidn, MNveupovoArdyoc-QuuatioAdyog, AleuBuvipla Mveupovoloylkng KAWVIKAG
tou I'N Aeukwoaolag

Ap. Avbpéag Avaylwtog, Qropvolapuyyohdyog - Xelpoupyog KepaAng - TpaxnAou, Meviko
Noookopeio Asukwalag

Ap. MixdAng Avaotactddng, Mawdiatpog, Mpdedpog Madiatpikng Etalpeiag Kunpou

Ap. BloAétta Avaotactadou, [Mawdiatpog, KAwikn Tevetiotpla, EBvikog Eknpdownog ota
Eupwnaika Aiktua Avapopdg

Ap. Mavaywwtng MadMoupog, KaBnynthg Madatpikng kat Madatpikng Mveupovoloyiag,
latpikh ExoAn tou [Mavenotnpiou Kunpou & [Mawbonveupovoloyikh Movada, Noookopeio
Apxieniokonog Makdptog Il

Ap. Ol\ya Tpagpdkou, Ebikh [Mawblatpog pe e€eldikeuon ota KAnpovopikd MetaBoAka
Noonuata, KAvikn levetikng, Noookope(o Apxteniokonog Makaptog Il

Xplotog Kapaiokog, Epyaotnplakdg Emothpovag, Kévipo TMpoAnnukng  Madlatplikig
«Apepikog Apyupiou»

Ap. KAednag A. KAedna, KaBnynthg Neupoloyiag, AteuBuvtng Tunuatog Neupognmiotnuwv Kat
Yuvroviothg Kévtpou Neupopuikay MaBhoswy, Ivotitouto NeupoAoyiag kat levetlkhg Kunpou
Ap. Avbpéag Kupldkou, Matboevdokpivordyog, lMatboevbokpivoroyikh KAwvikn, Noookoueio
Apxieniokonog Makdptog Il

Ap. Xplotog Mnva, latpikog AteuBuving Noookopeiou Apxleniokonog Makdptog Il

. Ap. XtaupoUMa Zevopwvtog, levetiotpla, Tunpa Kapblayyelakng levetkng kat Epyaocthplo

Awkavikng Tevetukng, Ivottouto Neupoloyiag kat levetkng Kumpou, Méhog Enponng
BlonBikng A&loAdynong Blolatpikng Epeuvag, EBvikh Enttponn BlonBikhg Kunpou

Ap. Zoopla Oupavnh, Eldikn nadiatpog, KAvikn levetiotpla avayvwplopévn and 1o Tunpa latpikng
[eveukng tng Eupwnalkhg Evwong Edikeupévwv latpwy, KAwikn Tevetikng, Noookopeio
Apxieniokonog Makdptog Il

Mapiva lNMadiou, Kowvwvikn Aettoupyog, Ivotitouto Neupodoyiag kat levetkhg Kunpou
Métpog Mérpou, AteuBuvtng Tuhpatog Bloxnpikng levetkng, Ivotitouto NeupoAoyiag kat
[evetkng Kunpou

Ap. Xplotog XaBBidng, KAwvikog Wuxoldyog

KaB. Aecwvidag QulaktoU, levikdg Extedeotkdg AleuBuving kat latpikdg AteuBuving
Ivotitodtou NeupoAoyiag kat levetikhg Kunpou

Ap. Adduog Xat¢nnavayng, Mawdiatpog, Mpdedpog Eupwnaikng Akadnuiag lMablatpikAg,
AvanAnpwthg KaBnyntng Mawblatpikng, Eupwnaiké MNaveniothuio Kunpou
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AoBeveig kal olkoyéveleg

1

2.
3.
4.

Mapia Avtwviddou-Tiepidou, AsupayyeloAelopuopdtwon
Xapd Bwud, Nwtaia Mulkh Atpogia tinou | (yovéag)
0&dva Koval, Kuotiknlvawaon (yovéac)

YtaupoUAa Kouonapou, MuacBévela Gravis

AX Maykonplag Zuppaxiag Indviwy MaBhoswv

1.

XapdAapnog Manaddénoulog, Mpdedpog, ZuUvdeopog MuonaBwv Kunpou

2. MiAto¢ MAtladoug, Aviinpoedpog, MNaykunplog Avtlavatpikog XUvOoeouog

3. Anpntpng leveBAn, Mpappatéag, Xuvdeopog Owoyevoug Apuloeldikng MNMoAuveupondBelag
Kdnpou

4. Mdplog Bakavag, B' Tpappatéag, Ywpateio AoBevaov pe KAnpovopika MetaBoAika Noohpata
kal ®idwv «Acnida Zwne»

5 Mdplog Anpntplou, Tapiag, Maykunplog Luvdeapog MuaaBévela Gravis

6. Mavaywtng Apoahidng, B' Tapiag, XUvbeopog Mawbia pe Hnatikég Mabnoelg, «Mwpyog Wapdg
Roundtable»

7. Mapla XapaAdunoug, Méhog, ZUvbeopog Atdpwy pe Zuyyevh Avocoavendpkela kat Oidwyv

MNeploaétepa

https://raredisorderscyprus.com/rdd2022/
https://raredisorderscyprus.com/rdd2023/
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2navia Noonparta

Ytnv Euponn, ot KAWVIKEG Kataotdoelg nou ennpeddouv 5 N Alydtepoug atoug 10.000 avBpwnoug
Tou NAnBuopoU TN KABe xwpag Bewpouvtatl ondvieg. Eni tou napdviog, otnv eupwnaikn NUAN
ORPHANET yla ¢ 2ndvieg AoBeveleg kat ta Oppavd Odpuaka kataypdpovial NEPLooOTEPES and
7.000 Slapopetikég onavieg acBéveleg h olvdpopa (Weinreich et al., 2008).

Ta IN elval pgla ouykekpluévn opada oUVBETWY, XPOVIWY Kal MPOOSEUTIKWY KATAOTACEWY. LTNV
nAglovétnta toug elval YeveTKEG (KANPOVOUIKEG N UN), evad MOoAAEC pnopel va ogelhovial o€
ouvbuacoud YEVETIKWYV Pe nepBaroviikoUg napdyovieg nou AauBavouv xwpa katd i dldpkela
NG KUNONG N Alyo PETA TN yévvnon. Zuxvd, Kat €161kd edv dev dlayvwaotolyv éykalpa Kat AdBouv tnv
Kat@ANAN Bepaneia 6nou undpxel, ol ondavieg acBEveleg UNopel va NPOKAAESOUV N avACTPEYIUEG,
0paTEC N adpateC, avannpieg, akdpN Kat npoéwpo Bavato.

[Mpdkewtatl yua €tepoyeveic KATaotdoelG nou Pnopouv va ennpedoouv oxeddv KaBe ouotnua
Kal Opyavo ToU CWHATOG, Kal CUVENWC, Yla TNV ANOTEAECUATIKA TOUG QVTIMETWNLON, anatte{tat
OUVTOVIOPEVN BlENoTNHOVIKN ppovTida.

Ta dropa nou dlaytyvwaokovral e éva XN aviipetwnidouv unoBaBuion tng notdtntag (wng Toug Kat
pnopei va anokthoouv aduvapieg oto va paBaivouv kat va epyalovtal, 10 ornoio €XEL KATAOTPOPIKES
OUVEMELEG OTNV OLKOVOMLKA TOUG Katdataon Kat tn {wnh Toug YEVIKOTEPQ.

Mool cuyypageic kal eNOTNPOVIKEG opdAdeg €xouv tovioel Nwg ta N, 1a onoia ennpedlouv 30
eKaToPpPUpla avBpwnoug otnv Eupwnn, 25 ekatoppupla avBpwnoug ot Hvwpéveg lMoAtteieg
Apepikng kat 300 ekatoppupla avBpwnoug og 6A0 Tov KOOUO, anoteAoUv Kat npénet va Bewpouvrat
npotepaldtnta ing dnpdalag uyelag Kat Nwe yla TNV avVIHETWNION TWY KATAoTPOPIKWY CGUVEMELDV
TOUG Yla TO ATOHO, TNV OLKOYEVELQ, TNV KowvwVia Kal To {510 T0 KPATOG O€ KOWVWVIKO Kal OLKOVOULKO
eninedo, xpeldletal éva ohokAnpwpévo oxédlo dpdong (Valdez et al,, 2016; Nguengang et al., 2019).

AUCTUXWC OPWC, HEXPL Kal onpepa, n MoAtela oub€note MPoxwpPNoE Pe oTPATNyIKG oxedlacud yla
Tov topéa ¢ Yyelag, nepihapBavopévay kat twv IN. [M€pav tng npoddou nou éxel va ende(€el 10
NAM Il kat kanota Tphpata twv levikwv Noookopeiwy, ot onoleadnnote unnpecieg avantuxBnkav
otnv Kunpo opeilovtal o€ un kepOoOoKOMKES/ IBLWTIKES MpwToBouAieg 6nwc 1o INIK, 1o KIMMAA
KAM., T0 onoio avadekvuel nv aduvapia auth ng MoAueiag.

AbdlapgpioBhtnta, n kKaAh nowdtnta wng twv acBevaov pe IN eival dueca ocuvbedepévn pe v
e€olkovopunon tepdotiwy Nopwv yia 1o dlo 10 Kpdtoc. Na napddetypa, av 0 acBevhg dlayvwotel
€yKalpa Kat AaBel anoteAeopatikh dlaxeiplon tng NdBNONG Tou PELVOVTAL Ol AVAYKEG CUXVWV
ENOKEYEWYV 0T0 oUOTNUA N Kal 010 eEWTEPIKO, anopeUyovial coBapEG Kal PN avaoTPEWLUES
avannpieg kat MOAUNAOKEG KATAOTACELG NMoU g€ ouvduaopd Pe TNV anwAELd Napaywylkotntag Kat
€066wv oT10 onlt, avanodgeukta Npocdidbouv NpdoBeta Kat ocNUavIka KOGOTN 610 KPATOC.
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Xapta 6pdcewv NpPoodou yla TNV anoTEAEOHATIKA AVILETWNION
Kal evowpatwon twv 2naviwyv Noonudtwy otnv Kunpo

1. Apeon 6ieUpuvon tou lMpoypdupatog MpoAnnuikoU EAéyxou Neoyvov

2. Awo@dhon npoéoBaong oe gdpuaka eneiyouoag kat e€elbikeupévng Bepaneiag Kat
e€onAlopoU unootnplldpevng dlaBiwaong

3. EnavaoUotaon kat enavadpaoctnplonoinon tng EBvikhg Entponng ya ta Zndvia
Noohpata yia tnv enkatponoinon tng EBvikng Lpatnykhg tou 2012

4. Anpoupyia KunplakoU poviélou kat unodopwv yla thv opaAn petdBaon and tnv
nadlatpikn otnv evhiiko gpovtida

5. OMokAhpwon tng dwadikaoiag avayvawplong twv EBvikwv Kévipwv Aploteiag yua
10 Xndvia Noohpata Stao@aAifoviag tn owoth oteAéxwon, T AEltoupyia Kat tn
Blwaotudtntd Toug

6. A€wonoinon tng supwnaikng npoontkng ota Xndavia Noohpata/ Eupwnaikh Kownh
Apdon yua tnv Evowpdtwon twv Eupwnaikwv Aktiwv Avagopdg ota EBvikd
Yuothpata Yyeiag twv Kpatwv-MeAwv

7. BegopoBEénon twv NoAUBEpaTiKWY opddwy Pe TNV anapaitntn oteAéxwon yla v
anoteAeopatikh and kowvou dlaxeipion ocUppwva pe dtebvh NpwtdkoAa

8. YioBétnon nAektpovikwy epyaAeiwv yla tnv thAeouvepyacia kat tnv opBh pon
e€eldlkeupévaov MANPOPOPLOY MPOG TNV LATPIKA KOWOTNTA Kal TNV Kowdtnta Twv
aoBevav

9. TpowBnon anoteAeopatikwy Beopwv Kat KAatdAMnAwy guvBnkwy gpyoddtnong yia tn
OUOTNHATIKA Kat oAoKANpwpévn afloAdynon twv avannpliv Kat CUPNEPIANYh Toug
otnv endopatikh noAwtkn tou Kpdtoug

10. lMpaypatonoinon OUVIOVIOPEVWV EKOTPATELDV evNPEPWONG and MoAUBEUaTIKEG
opadeg appodiwv
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1. Auyeon Oleupuvon tou [poypduuatog TMpoAnmukoU  EAgyxou
Neoyvav

O npoAnnTIKOG EAeyxog aAAAZEL To PEAAOV pLag xwpad. H éykatpn Stdyvawon odnyel o€ pla kaAUtepn
(wh yla 1a gropa nou {ouv e pla ondavia acBévela Kal 0 MPOCUMNTWHATIKOC EAEYXOC VEOYVWV
elval évag 1ponog yla va entteuxBel autd. Xe MOANEG NEPINTWOELS, N €ykalpn napépBacn anotpEnet
v avantu€n coBapwyv avannplwy Kat pnopsl va owoel (wég (Eurordis, 2022, Mapdptnua |;
Mapdptnua 1) evdd undpxel pelwon NG oKOVOUIKAG enBEpuvong Twv UNNPECIWV Uyelag Kat
KOWWVIKNG Npovolag. MNpootiBetal otnv Kowvwvia akopa €vag uytng kat evepyog NoATnG.

EnwnAéov:

e 4tav undpxel yevetlkn dldyvawan, TOTe MPOoPEPETAL KAl MPOYEVVNTIKOG EAEYXOG OTNV OLKOYEVELD
OTLG eNdpeveg eyKUPooUveC. OLolkoyéveleg unopolv va npoypappatioouv KaAUtepa T ppovtida
Kat tn Bepaneia Tou nadloU Toug Kat va AapBAavouv TeEKUNPLWPEVEG anoPAaels yia HEANOVTIKES
EYKUMOOUVEC.

* 10 Kpdtog ogeilel va e€aopaAilel 1o dikaiwpa otnv 1oéTNTA 0TV NPOCPOPA TOU AVIXVEUTIKOU
eAéyxou Kal Tng €elbikeupévng dldyvawong o€ 6Aa ta veoyvd e napakoAouBnon kat Bepaneia
Wote va augnBel n MpdAnyn yla ta veoyvd Kat va evappoviotel 1o npdypauua g Kunpou
he dMeg Eupwnaikég xwpeg (avadeikvuoviag Baokd tov oeBaopd yla 106tnta Pe AAoug
Eupwnaioug noAiteg'). 1o napdv otadio, 1o MMEN npoopépetal Swpedv o 6Aa Ta veoyvd NG
Kunpou and 1o Kévipo MpoAnntikng Mawblatpikng «Auepikog Apyupiou», Tov npoUnoAoylopd
TOU ono{ou 10 KPATog KaAUMTEL Hévo Katd To APLoU.

° UMNAPXEL KAl N eukalpia yia ™ cuMoyh detyudtwy and ta veoyvd pe Betikd anoteAéopata yia
€PEUVNTIKOUC oKornoUg Mou otoxeUouv otnv KaAUTepn Katavénon, Bepaneia, npdAnyn Ttwv
aoBevelwv.

Avappi{BoAa, n npotewvopevn enéktaon tou MMMEN pnopel va Asttoupyhoetl kat wg €va Kivntpo
akoun peyaAltepng BeAtiwong, avaBaBuong kat eUNAOUTIOHOU TwV MAPEXOUEVWVY UMNPECLIV
nou ogpeiloupe oe T0UTa Ta GTopa nou €€ oplopoU avaKouv oToug acBeveiq pe andvio voonpa.

Yug 22.08.2022, 10 Ynoupylkdé ZupBoUAwo, petd and €xBeon tng Enuponng AEloAdynong tng
avaykadtntag enéktaong tou NeoyvikoU AvixveutikoU MNpoypdupatog (2016)? n onola aglohdéynaoe
T0 KOOTOG-O(PENOG NG E€l0AYWYNE ToU KABe enmAéov vooNnpatog otn Al0Ta TOU avIXVEUTIKOU
npoypdupatog, £€dwoe €ykplon yid T cupnepiAnyn 8 eninAéov KMN3. LuppwvnBnke onwg 1o

' H Kunpog Bpioketal otnv npoteAeutala B£on 010 BEUA TNG KPATIKAG EMIXOPAYNONG VEOYVIKOU EAEYXOU. LNV
EMA6a, pe kowvh unoupykn anégeaon twv Ynoupyeiwv Yyelag kat Oovopikay, €xel avakowvwBel n dueon
NAOTIKN €QAPHOYN BlEUPUPEVOU NPOYPAUKATOG VEOYVIKOU eNéyxou (2023-2025) yia tnv npdAnyn 30 onaviwy
voonudtwy. Xe autd nepthapBdvovtal 14 dlatapaxég otov PeTaBoAONS Twv apvogéwy Kal Tou KUKAOU NG
ouplag, 6 6laTapaxeg opyavikwy oEEwv Kat 9 dlatapaxég B-ofeidwaong twv Atnapwv ofEwv, kaBwg kat n KuoTikh
‘vwon (Y3I/T.®.11-2.4/T T.owk./107830). AMeG xwpeg dlaBétouv ato EBVIKG Toug Mpdypapua and 4-48 voonpata
(MnyA: CRA analysis, 2021, &aB¢atdo ato https://media.crai.com/wp-content/uploads/2021/11/19130322/CRA-
LS-Insights-NBS-Policy.pdf)
Aev undpxel kanola Eupwnaikh ouvaiveon yla tov apBud twv voonudtwy nou duvavial va eviaxBouv ota
EATMEN. Onotadhnote enéktaon o€ €va TETol0 NPOYpappa npEneL va nAnpol KAnola KPnpLa apxng YEVOUEVNG
Twv Kpunpiwv Wilson kat Jungner (WHO 1968) ta onola Aéve ot npénet va: (1) elvat yvwotn n acBévela, n
€EENEN NG PUOIKNG TNG Nopelag 6nwg Kat n naBoguaotohoyia g, (2) undpxel cwoth Kat anodexth avIXVEUTIKA
Sladikaoia, dlayvwotiko teat, (3) undpxel Bepaneia. And ekel kat Népa, n K&Be xwpa anogacidel nota voonyata
Ba oupnep\dBetl avdloya Pe Ta 6IKA TNG EMNWONUIOAOYIKA KAl OKOVOUIKE dedopéva, TNy uplotduevn unodoun,
Texvoyvwaola, tTexvoloyia, ouotnua uyeiag, enayyeApatieg uyelag kAm.
® Ta 10 voonhpata nou neplapBdvoviat oto Sleupupévo npdypappa eivat (1) Xuyyevag unoBupeoelbIopog
(napapével; (2) fahaktolawia; (3) Zuyyevng unepniacia twv enveppidiwy; (4) Kuaplopog; (5) ®awvulketovouplia
(napapével; (6) Ndoog OUpwv pe Oopn oav Zipdnt Zpevdapou (MSUD); (7) looBalepikin oguoupia; (8) MCADD;
(9) Moutapikn OEuoupia I; (10) Opokuotuvoupia. Ta npdta 4 voonyata Ba eAéyxovial and 1o KIMMAA evd ta
unoiowna and tn Bloxnpikn Tevetkn 1o INFK péow Sladoxikhg paopatopetpiag padwv.



https://media.crai.com/wp-content/uploads/2021/11/19130322/CRA-LS-Insights-NBS-Policy.pdf
https://media.crai.com/wp-content/uploads/2021/11/19130322/CRA-LS-Insights-NBS-Policy.pdf
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dleupupévo MMEN epappootel oe nnotikh Bdon yia 3 xpdvia kay, €netta and aloAdynaon, dAAa 2
XPOVLa Apa OUVOAIKG 5%

H enéktaon tou MMEN atnv Kinpo éxet kaBuatepnaet. Ot aMendAMNAEG KABUCTEPNTELG £XOUV WG
OUVEMELD TNV avAyKN yla GAEG KOGTOAOYNOELG TOU MPoypduuatog, KaBwg ta dedopéva aldlouv
SlapKWG.

LuykeKpLuéveg Spdoeig:

1. Na en\uBoUv dueoa ta Bépata nou ekkpepoUv Petagu tou YY kat twv KMAA/INTK oxetkd pe
ToUG 6poug avaBeang Kat va unoypagouy 1a TeEAd cupBoAata petagl twv 3 popgwv. Exel hdn
unoypagel Mvnuoévio Xuvavtianyng petagl tou KIMMAA kat tou INIK kat ot 6Uo opyaviopol
avapévouv avaBewpnon twv 6pwv Tou cupBoAaiou avdBeong and to YY.

2. Na BeopoBetnBoUlv ouddeg epyaciag n eNponég pe TN cuppeToxh appodiwy yia v thpnon
TWV apxwv nou npénel va SLEnouv Ta NPoypdapuata VeoyVIKoU eAéyxou OnA. evnuépwong,
unootptEng, aglohdynong (audit), napakohouBnaong, épeuvag (Baokég apxég Mpoypauudtwy
NeoyvikoU EAéyxou Eurordis, 2022, Mapdptua 1). H Unap€n Sopwv olotikhg dlaxelplong
/MOAUBEUATIKAG KAVIKAG QVTLUETONIONG AAAG KOl UMOOTNPLIKTIKWY SOV KAl UNNPECLIY ONwG
N WUXOAOYIKN UNooTNPIEN® Kal N YEVETIKN OUPBOUAEUTIKN Katd tnv wpa tng didyvwong slvat
npoanattoUpeva Wote va nAnpouvial 6Aa Ta Kpurhpla éviagng plag e€€taong oto AVIXVEUTIKO
Mpdypapua.

3. Na undp&el enapkng NPOBAEYN aToV KPATIKO MPOUNOAOYLGHO yla MANPN KAAUWN TWV avaykwy
Tou MMEN énw¢ auté Ba dlapoppwBel petd tn dleUpuvoh Tou.

4. Na evnuepwBoUv anoteAeopatik@ GAoL ol evdlagepduevol Pe TN ouvepyaaia OAwv Twv
eunAekopevwy gopéwv: Tou YY, NG atptkhg kowvotntag (M1Y), Emotnuovikég Etapeieg, INMK,
NAMIII, KMMAA), kat twv eknpoownwy acBevav (MaXill, 0LAK) wote va daopalotel n
entuxia Twv NPOoYPaPPATwWY autwv.

H e€owkovopnaon népwv yla 10 KPAToG Kal T0 YEVIKO OQEAOG Mou anoppéet anod Tetola npoypdupata
npoAnywng oe B&Bog xpobvou elval moAanAdola oe oxEon e T0 KOOTOG €Pappoyng toug. Mua
HeEAETN/ €peuva nediou NG wPEAUOTNTAC TETOLWY NOATIKWY NPAANYNCE TG avannpiag évavit Ing
QVTIHETWNIONG TNG avannpiag agou éxel ouPBel, and apuddieg apxég (Mx EBvikn Entrponh Enaviwy
Noonudtwy og ouvepyaoia pe akadnpaikoUg/epeuvntikoUg popeig), Ba anodeikvue ta apBUNTKAG
dedopéva pe akpiBela.

Qg MoAuela dpwg, gaivetal 6t dev éxoupe avilngBel akdua T onuacia g NPOANYNG WG
noAttkng uyelag. Eival mpaypatikd noAU otevéxwpo va BAEnoupe va nnyaivouv ano@Adcelg oto
Yrnoupyké LupBoUAlo o pa xwpa 6mnou ta £€0da yia tnv uyeia Bpiokovial kKAtw and Tov YEso
6po g Eupwnaikng Evwong kat va cudntoUpe ya v a&la kat tnv avaykn xpnpatoddtnong evog
npoypduuatog npdAnyYng A yia MNpoypduuata Anpdéolag Yyelag.

4 Ynv Kunpo, 1o MNpdypaupa MpoAnntikoU EAyxou Neoyvav dle€dyetat and 1o Kévipo MpoAnnukng Matblatpikig
Apepikog Apyuplou (KMMAA) ané 1o 1989. Mpog 10 napdv, eAéyxovtat 2 voonpata, n @avulketovoupia/
YneppavuAaAavivaluia kat o Xuyyeving YnepBupeoeldlopog ta onoia Sev napouctalouv KAWIKE cupntwpata
UG Npwteg Boopadeg Petd tn yévwnon aAd NpokaloUv pn avaotpéWidn veupoloyikn BAGBN kat coBapd
avantu€laka npoBAnpata edv dev evioniatolv vwpig kat av dev Eekvhoel n Bepaneia éykatpa.

° H anoboxn eival éva Baolkd ouotatikd otnv OPaAN PUXoouvaloBnpatikh Kal KOWWVIKA AETOUPYIKOTNTA ToU
atépou aMa Sev eival éva anotéAeopa nou opelletal o€ TexVIKEG. Aev undpxel owotd kat AdBog. H eniteugn tng
anodoxng elval Pla noAUnAeupn bladikacia pe npoownikd xapaktnpa. Eival éva npoownikd ta&idL tou kaBevdg
10 onoio dev NPoUNoBETel xpovika nAaiota h dopég. LtéAvoviag 1o phvupa otov aoBevin Ot éxel onpacia Kat
vonpa n Unapén tou, tote Baloupe Kt epeiq éva Pikpo ABapdkt ato Sikd toug tagibL npog v anodoxn.
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2. Alaopahion  npdoBaong o€  @Appaka  enelyoucag  Kat
e€elblkeupevng Bepaneiag kat €€onAlopoy unootnPL{OPEVNG
dlaBiwong

Yta ZN, n npwwn, éykaipn dldyvwon elval cuvu@acpévn Pe tnv KaAUTEPN NoldtNTa {WNG Twv
aoBevwv. Y€ MOANEG MEPIMTWOELG, N éykalpn napéuBaon péow TG Npwiung dlayvwaong pnopei va
anotpéWel 0oBapEG, PN avaoTpEWIPeg avannpieg akdua kat npdéwpo Bavarto. Mpv Alyoug Pnveg
dnpootedtnke n dldyvwon evog NoAU ondviou voohatog o€ €va VEOYVO PECa O€ €QTd WpPEC. Me
v €ykalpn dlayvwon €ywve éykalpa n Bepaneia.

AOYW TWV PIKPWY aplBPWY Twv acBevdv Kal ENOPEVWG TWV MEPLOPIOPEVIIV KIVATPWY YId TIG
(PAPPOKEUTIKEG eTalpeleg, ol Bepaneieg ondviwy acBevelwy ival neploplopéves. Ot Bepaneieg
auUTEQ elval YWWOTEC WG «oppaveéS» Bepaneleg M «oppavd» gdpuaka (Willmer, 2022). H éykalpn
dlayvwon Kal €yKalpn avIUETWNIoN €XEL Va KAVEL PE TN XOpAyNon oppavwy Gapudkwy ta onola
owdlouv (wéc (Mapdptnua ll).

YnoAoyiletal 6t Touhdxiatov pia eykekpluévn Bepaneia ivat dlaBéoun pévo yia 1o 5% twv ondaviwy
aoBevelv N Atydtepo. To KOOTOC autwy Twv Bepanelv eival €alpetikd uwnAd yia acBeveig nou
oUxv@ Bplokovtal Kdtw and aPOPNTEC OLKOVOULKEG MIETELG.

LuyKeKplpéveg Spdoeig:

ZntoUpe énwg n Bpuon g Ave€aptntng EBvikng Pappakeutikhg Apxng® nou Bploketal ota
okapLa, 6ev aphvel niow toug acBeveig pe IN. ZntoUpe 6nwc ot dladikaoieg BeAtlwBouv wote o/n
K@Be aoBevng va éxel npooBacn og kawvotdua pdppaka kat Bepaneieg v wpa nou ta xpeldletat.

1. H XupBouAeutikn Enttponn @apudkwy (ZED) wg n appddia apxh yia tnv agloAdynon evég véou
Qappdkou npo¢ niBavh cupnepiAnwn tou oto cuvtayoAdylo tou [eXY, va ave€aptntonotnBei
ané tov OAY (n Mpappatela va pnv undyetat otov OAY, aAAd otig Pappakeutikég Ynnpealeg Tou
YY] e 1pdno nou n éykplon evog KAVoTOPoU pAapHUAKoU va UnoKkeltal o€ KaBapd enotnuovikd
Kplthpla pe Baon ta 6teBvn npwtdkoMa Kat aflohoynaoelg. AkoAoUBwg, n €kBeon/elonynon
¢ 2ED yia évia€n tou Qapudkou oto cuviayoAdylo tou [eXY va anootéMetal oto AY Tou
OAY pe tov opyaviopo va dlatnpei 1o dikaiwpa va anodextel h va apvnBei n va kaBoploel 10
xpovodldypappa g éviagng oto BpaxunpdBeopo h pakponpoBeapo, petd anod dlaBoUAguon
NG XupBouleutikhg Enttponng Anolnuiddoewy twv Qappdkwy (ZEAD) pe tTh papPakeUTIkA
etalpela n tov katoxo adelag KUKAopopiag Tou papudkou otnv Kunpo.

2. Na e€eupeBolv, o€ ouvevvonon pe toug Bepdnovieg latpoUs Kal Ta LaTpké KEVTPA, oL TpomnoL
6106e0ng anoBePdTwY CUYKEKPILEVWY (PAPUAKOAOYIKWV Kal SlaltNTIKWY OKEUACHATWY Mou
XPNOLOMNoLoUVTal yla TNV aVILUETWMNION ENEYOUCWV KATAoTAoEWY, 0L 0MoleC BlaylyVioKovIal e
TO UPLOTAPEVO MPAYPAPKa aVIXVEUTIKOU eAéyxou h Ba dlaylyvwokovial JEow Tou BleupupEVOU
NPOYPAUHATOC AVIXVEUTIKOU EAEYXOU VEOYVV.

¢ BAéne https://www.nomoplatform.cy/bills/o-peri-idryshs-ethnikhs-farmakeytikhs-arxhs-nomos-2021/
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To oUotnpa twv Ovopactikwy Attnpdtwy nou epappodletal onpepa otnv Kunpo dev Asttoupyel
yla enefyouceq kataotdoelg evd napatnpolviat avaykeg nou eivat aduvatov va e€unnpetnBoly
0€ NEPUNTWOELS apyldy nx Xplotouyevva, ZaBBatokuplaka, adeteg kAn. Ze nepntwoel KMN,
yla napddetypa, n npdoBacn ota v Adyw pApPaKa Kat okeudopata, npénet va eivat dueon yia
va Pnv unet o aoBevhg og Kivbuvo eykePalondBelag, Un avactpEWung VEUPOAOYIKNG BAABNG
kAn. (Mapdptnpa ). Mpénel va e€eupeBolv TpdMOL WOTE Ta oKeUdopata autd va sivat dlabBéaiua
0AOXPOVa KAl va avavewvovtal avaidywge 6rnwg otnv NepinTtwon aviloPkwy opwv. a napddetypa,
prnopel va yivetat ayopd anod €l0IKEG ENTPONES VOOOKOUEIWY e MponyoUuevn €0IKA cUPPwvia

anolnpiwang and tov OAY).

3. Yndpxet avdykn yla loaywyn nepattépw Mn ZuviayoypapoUuevawy Qapudkwy (MH. LY. OA]
otn 6udBeon twv atdpwy pe ZN. O no kétw nivakag ocupnep\auBdveral otnv €MOTOAN TNG
MaZZl npog tov OAY nuep. 7 louliou 2021 n omola GUYKEVTPWVEL T ATAUATA TWV OUVOETHWY

MEALV TNG.

Mn ZuvtayoypagoUpeva @dppaka (MH.LYDA), Buitapiveg & ZupnAnpapata

Aitnpa’Evia§ng twv no katw MH.ZYOA,
Burtapwvav kat ZupnAnpwpdtwy oto LY

Opyaviopég AaBevv

Butapivn D3 Bepangutikng Loxuog
(2200 UI, 5000 UI, 10 000 Ul ka)

YUvbeopog AcBevayv  pe  Myasthenia  Gravis,
YUvbeopog MuonaBwv Kdnpou, ZUvéeapog Atdpwy
pe  Neupolvwpdtwon, XUvdeopog ya TMadd pe
nnatkég nabnoelg lMwpyog Wapdg Roundtable,
MaykUnplog Avtlavalptkog XUvoeapog

Atrostop YUvbeapog MuonaBv Kunpou
Spray Mycoryl YUvbeopog Muonabv Kunpou
Mayvhoto YUvbeopog Atopwy pe Neupolvwpdtwaon
Burapiveg MVW Maykunplog X0vdeopog Atdpwy e Kuotkn Tvaaon
Butapiveg Apitec YUvbeopog yla Madld pe nnatikég nabnoelg Mapyog
Wapdc Roundtable
YUvbeopog yia Madid pe nnatkég nabnoelg Mwpyog
Burapivn A Wapdc Roundtable

Butauivn K Konakion 2,5 mg & 10 mg

YUvbeopog yia Madid pe nnatkég nabnoelg Mwpyog
Wapdc Roundtable

Ykevuaopa Macrogol

YUvbeopog yia Madid pe nnatkég nabnoelg Mwpyog
Wapdc Roundtable

Weubddpyupog

Maykunplog Avtlavaluikég XUvoeopog

4. A&oAdynon noldtntag atpkoU e€onAlopoU Kat e€onAlopou unoatnplldpevng daBiwong nx
avanveuotnpwyv péow g Apxng Agohdynong Texvoloyiwv Yyeiag (Health Technology As-
sessment). Eivat avaykaio 6nwg n Apxn Baoi{letal 0Tn OUPPETOXA EUMNEPOYVWHOVWY LATPWY
o ouvepyaoia pe 1a EBvika Kévipa Avapopdg, (Apdon 5), kaBwg kat aoBeviv anod dlapopeg
ouadeg kat tunoug naBnoswy nx Neupouuikég naBhoelg, Muikn Auotpopia tunou Duchenne.
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3. Enavaouotaon kat enavadpactnplonoinon g EBVIKAC
Enwponng yia ta ndvia Noohuata yla tnv enkaiponoinon g
EBvIKNC Ztpatnytkng tou 2012

H uplotapevn otpatnykn yia ta ndvia Noonuata xpovoAoyeitat ané 2012! Yapwg, ta dedopéva
€XoUV aANGEEL NOIKINOTPONWC PETE Kal TNV epappoyn Tou evikou Xuothuatog Yyelag, tng olotaong
VEWV KPATKwV dopwy nx ugunoupyeiwv ald kat didpopwy Eupwnaikwy e€eAifewv. Me Bdon
10 onpepva dedopéva, n EBvikh Entponn Zndaviwyv Noonudtwy, Ing onoiag n Bnteia éAn€e otig 15
Anpwiou 2023, Ba npénet va anaptidetal h va cuvepyddetal he GAOUG TOUG EUNAEKOUEVOUC POPEIG:

(i)  Maykunptog latpikdg LUANOYOG

(i)  Mawdatpkn Etalpeia Kunpou

(i) Noookopelo Apxteniokonog Makdptog I
(iv)  Kévrpo MpoAnntikng Mawblatpikng «Apepikog Apyuplou»
(v]  IvoutoUto NeupoAoyiag kat levetikhg Kunpou
(vi)  Kunplakn Etaipeia OwoyevelakoU/MpoownikoU latpou
(vii)  Neupoloyikn Etaipela Kunpou,

(vii) Etaipela AvBpwnivng levetikng Kunpou
(ix) Exknpdownocg tou Ynoupyelou Yyeiag
(x)  EBvikog Eknpdownog ota Eupwnaikd Alktua Avapopdg

(xi) Exknpdownoc Ynoupyeiou Epyaciag

(xii) Exknpdéownocg Ypunoupyeiou Kolvwvikng MNMpoévolag

(xii)) Exknpdownog OappakeUTkwy YINPESIWY

(xiv) Exknpdéownog OKYnY

(xv] Exknpdéownog OAY

(xvi) Exknpdéownog Tunpatog HAektpovikng Yyelag Maveniotnpiou Kunpou
(xvii) Eknpdownocg AoBevaov

Ta anotehéopata g oUotaong Kat PEXPL Twpa Asttoupylag g katédel€av o6t n Enwrponn
unoAetoupyoUaoe PéxpL nou adpavonothBnke evieAws. OtAdyol evionidovial og dldpopa KwAUpata
and NAgUPAg Twv PJeAWY NG, Ta onola oxetidoviav Pe TNV UNOCTEAEXWGN, ToV POPTO £pyaciag Kat
TWV NPOTEPALOTATWY TOU XWPOU £pyaciag Toug.
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LuykeKpLuéveg Spdoeig:

1. H enavacUotaon kat n enavadpactnplonoinon ing EBvikng Entponng N pe EekdBapn evioAn
Vv enikatporoinon tng EBvikng Ltpatnykng yia ta IN’ atouq agoveg g npdAnyng/ éykaipng
avixveuong, g €ykalpng OlAyvwong, TNG ANOTEAECHATIKAG QVIUETNIONG KAl TNG €PEUVAC
KaBWG Kat enépoug dpdaelg dnwg dlapop@uvovial Ue Ta onpepva dedopéva nx diktiwan,
OUVEXN LATPIKN ENUOPPWON, EKNaideuon Kal CUMPETOXA TwV aoBevy.

2. Ooov agpopd ot epyacieg ing Emuponng, Ba npénetl va 608l npotepadtnta o Opdoelg
oxedlaopoU Kat uhonoinong Baotkwy Bepdtwy 6nwd:

() n Olepedvnon EONWY €VIOXUONG TWV MPOYPAUHATWY VEOYVIKOU Kal MPOyeEvVNTKoU
eAéyxou enxopnynuévawy and 1o kpdtod. MA€ov, ol eldkol pdag evnuepwvouy 6Tt undpxouv
eCEALYUEVEG YEVETIKEG EEETADELG PE XAUNAS KOOTOG, OKOMA Kal AUECWE PETE TN yévvnon Tou
nadlod wate va yivetal Eykapn dldyvwon Kal avIWETWNoN NG VOoOU Kal oL YOVE(G va
€€pouv and nv apxn L oupBaivel, T va npocé€ouv oto natdi Toug yla va unv avaAwBouv ato
WaEo, otnv dyvola Kal TG anopleg, o€ EMOKEWPELG O€ LaTPOUG Kal VOOOKOELa, va unopouv
va Npoypauuatotoly yia 1o PéNov, étav 1o nadi dev Ba toug éxel nAéov pad{ tou’.

(i) npetdBaon and v naldlatpikn otny evaiko ppoviida péoa and t Slepelivnan JOVIEAWY
Kal BEATLOTWV NPAKTIKWYV and 1o eEWTePIkd Mou PnopoUlv va epappootoly atnv KUnpo.

(i) n ekndévnon PEAETNG WPEAPOTNTAG EPAPHOYNG MOATIKWYV NMPAANYNG TG avannpiag évavt
NG QVILETWMLONG TNG WE EMBOPATIKA MOATIKA apoU éxel CUUBEL

(iv] n eniBAewn g npoddou otnv uAonoinon Kaiplwy dpdoewv NMx oAokAnpwon dtadikaoiag
avayvaplong Twv EBvikwv KA, dladpopég acBeviov npog autd, ae cuvepyacia Pe Toug
appédloug Popeig xApagng MOATIKAG Kal TIG PUBLOTIKEG apXEG.

(v] o oxedlaoudg Kat n eniBAEYN EVNUEPWTIKWY EKOTPATEIWV TNG LATPIKAG KOWOTNTAG, NG
KOWVOTNTAC TWV aoBevwv Kal TN Kolvwviag.

3. Na uoBetnBoUv dleukoAuvtikég Spdaelg yia Tn Asttoupyia Entponng édnwc:

() n oUotaon emolou nNpoypdupatog cuvavinoewv/ dpdoewv G Enmponng  evidg
KaBoplopEVoU XpovodlaypdupaTog WOTE va aviENEEEPXETAL OTIG OUOKOAIEG TWV KAVIKWV
YLOTPWV Kal AAWY EUNAEKOPEVWV

(i) o kaBoplopdg onpeiwy eNagng yla SleuKOAUVGN NG entkovwviag

(i) n BeopoBétnon tPéNWV yla ThPNoN XPovodlaypadudtwy CUVAVINGEWY M.X. N ENTPONN
va ouvedplddel kABe 60 pépeg pe oualaoTikh enomteia and appodloug Popelg pe dueco
OUMGEPOV Kal KVNTPO yLa TNV ThPNGh TOuG.

(iv)] n oUotaon opddwyv epyaciag ya va gépouv €l¢ Népag 1g SLPOPES UMOXPEWOELG TNG
ENTPONNG Pe auvepydteg 1600 aTov ONPGCLO 600 Kal 0ToV IOLWTIKG TopEQL.

(v] n afonoinon 6Awv Twv Popéwv Kat epyareiwv nou dUvavial va NPosPEPOUV ONUAVTIKA
YPAUMATELOKN KAl GAMN UMOOTAPIEN OTIG UMOXpewaoel G Enmponng (nx Mvnpudvio
YuvavtiAnyng 2019 petagu tou YY kat g MaZM).

7 AwBéoun oto https://www.eurordis.org/our-priorities/rare-disease-policy/national-policy/national-plan-for-
rare-diseases-cyprus/

& Me ta npoypdupata nou undpxouv ohpepa oty KUnpo, o npoyevwwntikog EAeyXog NPoopEpeTal Swpedv oe OAEG
UG €YKUEG YUVAIKEG OTO MPWTO TP{UNVO TNG KUNONG Yld TIG 3 XPWHOOWHIKEG avwpaAieg Trisomy 21-Down's
syndrome; Trisomy 18-Edwards syndrome; Trisomy 13-Patau syndrome ané to KIMAA, kat otoxeupéva otig
olKoYEveleg pe lotoptkd IN and 1o INTK. And ekel kat népa, undpxouv WBIWTIKA NPOYPAUHATA MOU avIXVEUOUV
pla NAEldda KANPOVOUIKWV YEVETIKWV aGBEVELWV, TO KOOTOG TwV oroiwv eNwi{ovIal avayKaoTk@ oL OLKOYEVELEG
nou 6laBETouv Ta 0lKOVOUIKA Péaa Kat OXL yla To 6UvoAo Tou NANBUGHOU Nou Ta xpelddetal.

7 Pitt-Hopkins syndrome: Otav Aeinet o tithog tng {wng pou. Mua wotopla yia tnv nopeia npog tnv ovopatodoaia
€vog ondviou auvdpdpou. AlaBéouo oto https://rarealliance.gr/istoria-pitt_hopkins/?fbclid=IwAR3f6YQ2Dy0G2
NO3srAgfNWSKUDZUT3YD3t_IxKBVOsp9gTsvYacpfrUNSM



https://www.eurordis.org/our-priorities/rare-disease-policy/national-policy/national-plan-for-rare-diseases-cyprus/
https://www.eurordis.org/our-priorities/rare-disease-policy/national-policy/national-plan-for-rare-diseases-cyprus/
https://rarealliance.gr/istoria-pitt_hopkins/?fbclid=IwAR3f6YQ2DyOG2N03srAgfNWSKUDZUT3YD3t_IxKBVOsp9gTsvYacpfrUN8M
https://rarealliance.gr/istoria-pitt_hopkins/?fbclid=IwAR3f6YQ2DyOG2N03srAgfNWSKUDZUT3YD3t_IxKBVOsp9gTsvYacpfrUN8M
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4. Anpoupyia Kunplakou PoviéAou Kat unodopwy yia TNy opaAn
HeTaBaon anod v nadlatpikh otnv eVAALKO ppovtida

Adyw Ttwv ouvexiouevwy Latpkwy e€eAifewy, unohoyiletal 6t, 85% twv naldlyv Pe Xpovio
voonua enBliovouy PEXpL TNV evnAKiwon evad yla NoAd and ta dropa autd 10 NPocdOKIHo
{wh¢ lval ouykpiolo pe autd tou yevikoU nAnBucpol. KaBwg to nooootd twv nadlwy pe N
nou evnNAIKLWvovTal au€dvetal ouvexwg, 0nwe eniong kat N hakpoxpovia enBiwaon, livat nAéov
napadekth n andéAutn a&la tng petdBaong yla acBevelg e xpovia / ondvia voohuata.

H opaAn petaBaon eivat pa dadikaoia nou anattel xpdvo, ouvepyacia kal ouviovioud Kat sivat
{wTtkNG onpaciag ya tnv KaAn uyela kat npdyvwon twv acBevwv. H dladikacia tng petdBaong
€voc/plag acBevoug and tnv naldlatpikh otnv evhAiko gpovtidba dev anoteAel anAn petagopd Tou
aoBevoucg and nawdiatpoug o€ ylatpoUug evnAlKwy aAAd TNV opaAn Kat opyavwpuévn PetdBacn tou
and v nadlatpikn nepBaAyn o€ auth TV EVNAIKWY.

Mwa pn opaAn A kakh petdBaon pnopel va obnynoel oe duodpeota cupBdvia 6nwg n pPn
OUPMOPPWaoN otn Bepaneia Nx acuvénela ota pavieBou tng petdBaong pPe anotéAecpa tnv augnon
TWV EMNNAOKWY and tn vooo Kat i peiwon tou entn€édou TG NotdtnTag tnG {whG TOUG PE KOWWVIKES
KL OLKOVOUIKEG ENUMTWOELG.

H unotipnon tng éktaong tou NpoBAnpatog, n acdeta otig dladikaoieg petdBaong, n avenapkng
avianoékplon oTig avaykeg Tou acBevin, n EMen peAetv aflohdynong tng noldtntag gppoviidag
Kal CUPPOPQWONG PETA TN PeTdBaon emdelvaovel TNy katdotaon. la napadelyua, PEAETEC o€
VEOUG e Zakxapwbdn AwaBntn, Kuotikn lvwon, Zuyyevh KapbdlondBela, Metapdoxeuon Neppou
kal ‘Hnatog beixvouv 6T pla kKakh h avenapkng petdBaon wooutal pe xelpdtepn npdyvwon. H
{6la perétn og aoBevei pe Takxapwdn AaBntn katédel€e 6Tl N ouvenela ota pavieBou npog
petdBaong, avépxetal o€ 94% v 2 xpovia petd v petdBaon pnopel va néogtl oto 57%.

LuyKeKplpéveg Spdoeig:

1. Na ouotaBel eldikh oudda epyaciag, unoé tnv EBvikn Enttponn N, yia i dlepedivnon PovIEAWY
Kal BEATIOTWV MPaKTKWy petdBaong nou xpnalyonowouvial oto e€wrteplkd. Bdoel twv
anoteAeopdtwy, n oudda epyaciag va Beonioel epappdoiueg KateuBuvtnpleg odnyleg'® yia n
peTdBaon and v naldlatpikh otnv evhAko povtida pe 1blaitepn npocoxn ota Bépata xpovou
Kat npoUnoBéoewv petdBaong yla v k&8s opdda naBnoswv. Ot nadiatpol, naBoAsdyol, eldikol
latpol ota EBvikd Kévipa Avapopdc (EKA)/Eupwnaikd Alktua Avagopdg (EAA) aAd Kat ot
aoBevelc/ PpovToTEG Toug Pe Bupata petdBaong and v Kunpo 1o e€wtepkd pnopouv va
NAapEXOUV XPNOLUEG OUCTAOELG.

2. Na npowBnBe{ n BeopoBEtnon tng opaAng evalayng and nawdiatpo o€ 1atpd evnAikwy 6rnou va
npoBAEnetal n yvwpia, N NAAPNG PeTapopd Tou LoToPIKOU, va Undpxel n duean enikowvawvia
METaEU TwV aTPWV KAl N €peuva yla v afloAdynon tNG anoteAEoHATIKOTNTAG TWV UOVIEAWY
METABaong Kat NG MOAUBEPATIKOTNTAG.

10 Xpeg nou 1dn laBétouv kateuBuvtnpleg odnyieg elval 1o Hvwpévo Baoihelo; Kavaddg; Auotpalia. Xpnotun
BiBAloypaoia: Department of Health, Western Australia. Paediatric Chronic Diseases Transition Framework.
Perth: Health Networks Branch, Department of Health, Western Australia; 2009; Association for Children’s Pal-
liative Care (2007) The Transition Care Pathway: a framework for the development of integrated multi-agency
care pathways for young people with life-threatening and life-limiting conditions. Bristol: ACT; Canadian As-
sociation of Paediatric Health Centres (2016). A Guideline for Transition from Paediatric to Adult Healthcare
for Youth with Special Health Care Needs: A National Approach, CAPHC National Transitions Community of
Practice). Ze kanoteg xwpeg evBappuvetal n kovh KAWVIKA Madidtpwy kat latpwv EvhAikwy.
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3. Na yepupwBoUv ta kevd nou napatnpouvial oTnv evO0VOCOKOUELOKA PPOVTOa e TNV EUNAOKA
Twv appodlwv popgwyv nx OAY, OKYRY. Na napddetyua, 1o NAM Il 6ev pnopel va voonAeUoel
acBeveic népav twv 16 etv evad 10 INTK bev pnopei va neplBdApel aoBeveic kdtw twv 18 €Tdv.

4. Na kaBoplotolv ol xwpol nou Ba oteyddouv TG KAWVIKEG PETEBaoNG eviog TOU XWPOU TOU
nadlatpikoU VOoNAEUTNPIOU WE TN CUMHPETOXA LATPWV eVNAIKWY €{TE OTOV XWPO KAWIKWY
evnAIKwv pe TN ouppetoxn tou nadidtpou. Mnopel va opyavwBoUv ae taktd dlacthuata 10Ka
yla Ta nawdid nou pnatvouv otnv nAkia petdBaong, £10L wate va yivel dueon cuvepyaacia petal
nponyoUpEevou Kat JeEAOVTIKOU napdxou uyeiag, kaBwg aglohoyolv Tov acBevh ag cuvepyacia
pe Toug eunAekdpevoug gopeic nx OAY, OKYTTY, YY, MEK, I, MaXXlM wote va avadeikviovial
Kat va kataypdgovial ta ¢nTthuata Kat va yiverat o anapaitntog Npoypaupatiopds/ kaBoplopdg
npounoAoytopou.

5. Na dlacpaAiotel n oteAéxwaon twv KAWVIKWYV PeTdBaong pe e€eldikeupévoug LatpoUs evnAkwy
nou Ba avaAdBouv nepotatkd XN kat oe meplBarov TeXY, ot omoiol mpog 10 mapdv yua
kanota voohuata anouctdlouv. MapdMnAa va endwxBel n e€eldikeuon tou avBpwivou
duvaukoU MX KOWVOTIKOL VOONAEUTEG Kal GANOL enayyeAUatieg uyelag mx WuUxoAdyol, Kat n
NPOUNBELa UNKOTEXVIKOU €E0MALOOU. XnuelveTal 6Tt undpxouv edikol mou Ba pnopouoav
VA CUMPHETEXOUV 0€ and kowoU KAWVIKEG petdBaong nplv Tn petdBacn. H anoucia yvdong kat
unodouwV PETaPEPEL TOUG aoBevelg oe éva aB€Balo kat avacPaAég HEAOV.

6. Na endiwxBel n emapkg evnPEPWON TwV ENayyEAUATIOV Uyelag mou epnAékovial atn Bepaneia
Tou nadlou yia Beuata petdBaong, KaBwg kat Twv (Blwv Twv aoBevwv JEow aepvapiwv KAM.

v Kunpo, énou o nAnBucpdg sival pikpdg, n kpukn pdda acBevaov pe N elval pikph dev
undpxet n duvatdtnta va ayvoeltat n dlaBéon eunelpoyvawpocUvn, noonola €ival Pikph Kat
dldonaptn PeTagu tou 1BLwTikoU Kat Tou dnpdaotou Topéa. Xpelddetat Aondy N eUnAoKn dAwV Twv
€OIKWV Kal KaAh opydvwon, Waote va aglonoleftal oto énakpov n dlaBéaiun epnelpoyvwpoolvn
pe tn oupnepAnyn dAwv Twv e8Ikwy otn dladikacia AMMyewg anopdoswy, 1o and tov dnpPooLlo
600 Kat and tov LWTIKO Topéa.

Eival onpavikd 6nwg ot acBeveilc pe Buopata petdBaong and v nadlatpikh otV eVAAKO
ppovtida oto e€wtepkd KANBoUv va dwaoouv TG eunelpieg Toug oto Bépa, yéoa and ta onoia
Ba mpokUyouv onuaviikéG NAnpogopieg mou npénet va AngBolv undyn oe KABs otpatnylkn
petdBaong. Yndpxouv aoBeveilc nou éxouv AdBel enionun eknaideuon oto Bépa and apuddloug
€UpPWNAkoUg PopEic.
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5. OAokANpwon g bladikaoiag avayvwplong twv EBvikwy
Kévipwv Aploteiag yia ta navia Noohuata dtaopaAidoviag in
OwWOTh OTEAEXWON, TN Agttoupyia Kat T Blwaoludntd toug

[vetal pla peydAn npoondBela and 1o YY yla tnv avayvwplon twv €Bvikwy SIKTUwy Kal Twv
€BVIKWV KEVIPWY apLoTelag ETA KAl TNV avayvwpLon Kal Ta 5 npwta xpovia Asttoupyiag twv EAAT.
Mapa@AnAa, npoxwpd Kat N avayvawpelon epyactnpiwyv avapopdc otny KUMPo yla OUYKEKPLUEVES
unnpecieq/epyaotnpLlakEG EETATELG TIC OMO(EG MAPEXOUV MPOC EVNEPWON TWV KAWVIKWY KEVIPWY
(OOTE Va avayvwpLotouv ot eMelYEeLS kKat va npowBnBoUv oL anattoUpeveS CUVEPYAGIeG yla Eykalpa
kal aféniota anoteAéopara.

Me tov 6po Kévtpa, evvooUpe autd nou Napéxouv Oxt ovo unnpeaieg yla ondvieg naBnaoelg aAAd
Kal yla NOAUMNAOKEC KATAOTACELG MOU MPOKUMTOUV WG €MMAOKEG O KOWVA VOONHATA, ol oroleg
xpetdovial e€eldbikeupéveg unnpeaieg. Elval unnpeaieg mou dev entpénouy Kat dev dikatohoyolv
onotodnnote cupBiBacud éoov aopd 10 eNinedo NG EPNELPOYVWHOCUVNG MX WETAPOOXEUOELS,
unnpeoieg uyelag og veoyva.

Ané t 6abikacia avayvwplong EBvikwv Kévipwv Aploteiag kat Avagopdg avapéveral ot Ba
npokUYeL N avaBaBuion Twy unnpeolwy akpBwg enetdh Ba yivouv aflohoynaoelg.

[a tov okond auto €xouv BeopoBetNBel 2 HLaPOPETIKES EMLTPONEG:

(1) n Texvikn Enutponh n onoia Ba unet o éAa ta éviuna, oc éva €va ta dikalohoyntiké nou Ba
dwaoel 0 kaBévag nou attetat aAA@ tautoxpova Ba ndel kat enténou va eAéyet 6t ta doa
ypd@ovial oTI¢ althoELG LoXUoUV.

(2) n LupBouAeutikn Enttponn, n onofa Ba enBeBalwael 61l 6oa katatéBnkav and v Texvikn
Enwponn eivat owotd, Ba en\é€ouv notot ta nAnpoUyv, notot nopoUlv va NPOXwPNOoUV yLla va
6008l n elonynon npog tov Ynoupyo Yyeiag.

[a va pnopéoouv autd ta kévipa va Eexwplioouy, 10 YY pe T BonBela Twv ouvadEApwV E0IKWV
NPOOAPUOCE Ta KPLTNPLA Nou ixav xpnaolponoinBel andé ta EAA™? ota Kunplakd dedopéva, Baoel
¢ andégaong Tou YnoupylkoU XupBouliou Ttov loUvio tou 2020 yia tn dladikacia avayvwplong
Twv EBvikwv Kévipwy Aplotelag kat EBvikwv Kévipwv Avagopdg. Ta kpunpla afloAdynong
neplAauBdvouv €BIKA Kpuhpla otny KaBepla and TG akodhouBeg katnyopieg: Ppoviiba tou
aoBevoug, Opyavwon, Alaxelpion kat Enwxelpnuatikn Luvéxela, Epeuva kat Exnaibeuon,
E€elbikeuon, MAnpopoplakd cucothpata kat epyaAeia HAektpovikng Yyeiag, MNMowdtnta kat acpdAela,

" Ta EAA eival 24 elkovikd S{ktua ota onola CUPPETEXOUV NMAPOXOL UYEIOVORIKNG NepBaAyng ae oAdkAnpn v
Eupwnn. Exouv wg otdxo va dleukoAUvouv Th auAtnon yla TG MOAUNAOKEG h ondvieg vOoouG Kal NaBhaoelg mou
xpNdouv Akpwg eEEBIKEUPEVNG BEPANEUTIKAG OYWYNG KAl OUYKEVTPWONG YVWOEWV Kal NOPwV.

2 H dlabikacia ewodoxng kat aflohdynong ota EAA xwpiletal oe 4 otédla kat elval Blaitepa anatntkn kat
xpovoBopa. Ta péAn opeilouv va divouv otnv Eupwnaikh Enttponh Sebopéva oe thola Bdon v n dladikaoia
enavagloAdynong Twv peAv yivetat avd Setia. levikd kpumpia agloAéynong: Evéuvapwon twv acBevddv Kat
aoBevokeviplkh @poviida; Opyavwaon; Awaxeiplon kat AlaopdAion cuvéxelag epyactddv; Epeuva (Bnpootedoelg,
npoypdupata) kat Exnaideuon-Epnepia, Xuothuata MAnpogopikng kat EpyoAela HAektpovikng Yyeiag;
Mowtnta kat AopdAcela. Edika kputhpla aflohdynong: Ae€otnteg, Epnelpia kat Agikteg ékBaong ya i vooo
(apBuog aoBevdv pe 0 ondvio voonpa nou avipetwnioval, SlayvwoTKEG ECETA0ELG MOU ekTEAOUVTAL, KAM.);
AvBpwnivo duvapikéd; Opydvwon g Opovtidag twv aoBevwyv; Eykataotdoelg kat EGonAwopdg. Xnpavika
anoteAéopata autng TG EUpwnalkng NpdokANoNG Atav N alvayn ouvepyactwV PETa&U VOOOKOUEIWY, KAVIKWY
Kat epyactnpiwv yla va nopgéoouv va attn8olv ouppeToxh o€ diktua og eupwnalko eninedo, kat n eukalpia nou
€X0Uv auTd Ta kévipa va pabaivouv Kal va npoxwpoUv oThvoviag KAMoLa 0pyavwpéva KEVIPa Kat evioxUoviag
TNV ENIOTNHOVIKA TOUG YVWON yia TNV kaAUtepn neplBaAyn twv aoBevadv.
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Ikavétnta-E€elbikeuan-AnoteAéapata, AvBpwnvol népol duvapikod, Opydvwan @povtidag uyelag
Tou aoBevoug, Eykataotdoelg kat e€onAopédc. H ouvolikh BaBuoAoyia mou Ba AdBel 1o KABE kévTpo
Ba ta katatéEel oe EBvikd Kévipa Avagopdc nh Aploteiag.

H andpaon ya avayvwplon Kévipou Aptateiag h Avagopdg exkbidetat and tov Ynoupyd Yyelag
Katony afloAdynong NG €lonynong g XupBouleutikhg Entponhg Bdoet tng afloAdynong tng
Texvikng Enupornng. H bwabikacia afloAdynong €xel, mAnpogopoluacts, nayornonBel Adyw
UnooTeAéXwaong Tng Texvikhg Entiponng.

LuykeKpLuéveg Spdoeig:

1.

Na kaBoptatolv Kat BeopoBetnBolv kaBhkovia kat euBuveg twv EBvikwv KA pe Bdon ta
Kpuhpla EUCERD (Mapdptnua lil)

Na oteAexwBolv owatd 1a uplotdueva TAEN pe dAeg ¢ anapalinteg eBIKOTNTEG Kal va
BeopoBetNBolv/ cupPwWVNBoUV MPWTOKOAGA HE TG KaTAMNAeG Sladikaaoieg yia tn dlaxeipion
ENEYOVIWV NEPLOTATIKWY Mou apopouv EN og cuvepyacia pe ta EBvikd KA. Ta napddetyua,
epnuepelwv Npoownikd ota EBvikd KA, obnyleg/ otowxela enikovwviag atov GpAkeAo Tou
aoBevh oto Aoylopiké Tou TeXY, tautdtnta, Bpaxtohdkl, kdpta acBevoug, Baoel MPWTOKOMwWY
Ka.

Na kaBoplotolv ol avaykeg ayopdg, avavewaong Kal cuvtnpNong Tou avaykaiou egonAopou
Twv EBvikwv KA yla okonoUg gppovtidag twv acBeviv Kat tng cuvexoUg LATPKNG ENUEPPLONG
pEow NG BLddoong e€eBIKEUPEVIV MANPOPOPLLDY MPOG TNV LATPIKA KovotnTa Tng Kunpou

Na yivel n anapaitntn oteAéxwon EBvikwv Kévipwy Aploteiag pe l8IKOTNTES yla MOAUBEUATIKA
dlaxelplon aM\a@ kat unootNPLKTIKG NPoownkoé nx Project manager.

Na kaBoplotei 1o 1 napandvw Ba dikatolvtal, wg NApoXeic UNNPECIY UPNAOU eMnédou atn
Bdon nolotikwv kptinpiwy, éoot Ba avayvwplatolv wg Kévipa Aptoteiag h Avagpopdg. Méxpt
ohpepa, n Buwaodtnta twv KA otnpidovial oe atopikég npwtoBoulieg kat xpnpatodotouviat
and eo0WTEPIKEG - akadnualkég mnyég. [Mpémetl va yivel o KatdMnAog oxedlaoudg ya
OTEAEXWON TOUG OTE Va AeltoupyoUv evidg NeXY ald eKTOG TOU OIKOVOULKOU aviaywviopou. O
OAY, og ouvepyaoia pe tov MMIZ kat 1o Maveniothpo Kunpou, Ba npénet va 0AoKANPWGEL MpwTa
n Sladikaacia dapoponoinong twv XN and 1a NpwtdkoMa nou ekdidel yla npootacia tou
OUCTANATOG, Kal TIG anapaitnteg TPOMOMOIACELG TOU GUOTAKATOG MANPOPOPIKAG OUTWGE OOTE OL
aoBevelg pe N va pnopoulv va TUxouv dlaPopETKAG AVILLETWNIONG and 10 oUCTNHA, OE OXEON
He Tov yeviké mAnBuopud. MOALG eivat €toleg ot kateuBuvtpleg 0dnyieg yia XN Kat 1o cUotnua
elval €Tolo Kat va tig epappdoel ald Kat va 1 afloloyel, o OAY Ba eival oe Béon va npoBei
oe dlagoponolhaelg g Ot apopd tov TPoMo anolnuiwong Twv EKA and toug undAotnoug
napdéxoug, otn BAon NOLOTIKWY Kpttnplwv.

Na kaBoplatolv ot 1pénot owaothg napanounng (Sladpopég twv aabevav) npog ta EBvika KA
yla €ykaipn dtdyvawaon Kat thpnon pntpwwy. Autd unopsl va yivel yéow cuvepyaoiag pe v
EBvikh Enutrponn ZN kat pe tnv aflonoinon twv anoteAeoudtwy nou Ba npokUyouv and v
Eupwnaikn Kowvn Apdon yua tnv Evowpdtwon twv EAA ota Zuothuata Yyeiag twv Kpatv
MeAwv (Apdon 6).

Na cup@wvnBel va undpxel pla Kevipikn enontela g epappoyng twv EBvikwv KA ané to
Yroupyeio Yyelag, TOUAGXIOTOV PEXPL TNV OAOKANPWGN TNG KAl TNV EUNPAKTN EQAPUOYA TNG O€
nep{odo TOUAGXLOTOV 2 XPOVWV.
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6. Atlonoinon TNC  €UpwWNAKNG MPOOMTKNG Ota  2ndvia
Noonuata/ Eupwnaikh Kowvn Apdon ya thv Evowpdtwon
wv Eupwnakwy Aktuwv Avapopdg ota EBvika 2uothuata
Yyelag twv Kpatwv-MeAwv

Ta N e€ivar ouxvd, no ouxvd and tov dlaBnNtn kat éco 1o AcBpa. Ou acBevelc pe onavia,
xpovia voonpata efval ot acBevelc nou enokéntoviat kaBnuepwvd ta Oédpopa Latpeia 100
yla €€elBIKEUPEVOUG 000 Kal yla un e€elBIKeEUPEVOUG oKomnoug. ApopoUv voonuata mnou €xouv
napapeAnBel otnv atpkh eknaideuon, otnv €peuva evw oL €EEIBIKEUPEVEG KAWVIKEG / KEVTPA
UMNoA&toupyoUv AGyw ToU PIKpoU aplBuoU €18IKWY aAAG Kal yla OLKOVOULKOUG AGYoUG.

To Eupwnalkd npdypappa EULHealth kat ouykekpiéva n Eupwnalkn Kowvn Apdon yua tnv
Evowpdtwon twv Eupwnaikwyv Aikttwy Avagopdg ota EBvika Xuothuata Yyeiag twv Kpatwv-
MeAwv (2024) dnptoupyel £va onpaviiké momentum yta v enfteugn npoddou otov Topéa Twv EN
ota Kpdtn-Méan.

H @woocopia tng ouotaong twv EAA éxel va Kdavel Pe 10 yeyovog OtL Kapld xwpa dev dlabetel
OUVOAIKA yvon yla OAeg Ti¢ ondvieg nabnoelg. H epneipoyvwpoolvn sival blackoprniopévn Kat
npénet va popddetal. Ta kpdtn PEAN npénel va eival oe BEon va NpoopEPOUY MOLOTIKEC UNMNPEGIES
Kal va npowBnBel n eknaibeuon NG endpevNg yevidg eBIkwy Kat n épeuva. Apa n diktdwaon
METAEU TwV KPATWV €XEL OKOMO VA OUYKEVIPWOEL TNV EUNEIPOYVWHOCUVN Kal va TNV BLaKIVACEL
va Npodyel Th ouvepyaaoia, va aflonolnoel Toug NOPoUG, va eVIoXUOEL TNV EQEUVNTIKA Kolvdtnta, va
aflononaoel tnv akadnpia kat va enkevipwBel atov acBevh Kat NV 0lKoYEVELD TOU.

To 2017 €ywe 10 Kick-off meeting pe 1a npwta 24 Aiktua oto Bikvioug tng AilBouaviag. Xhuepa
ouykevipwvovtat 1600+ kévipa ta onoia gpovtidouv 1 000 000+ acBeveic kGBe €10¢. H Aoyikh Tng
Aettoupylag twv EAA eival va undpxet 1 ouviovioTiko KEVTPO yla KEBs oudda voonpdtwy Kat va
undpXouV KEVIPA MOU VA CUPMETEXOUV w¢ NANPN PEAN Ta onola Ba AsttoupyoUv CUUNANPWHATIKE
Kal dA\a KEvIpa yla kpdm, 6nwe n Kunpog, nou dev €xouv TN duvatodtnta va Asitoupyolv
OUMNANPWHATIKE, Va CUPHETEXOUV WG ouvdebepéva / ouvepyaldueva JéEAN®.

To Eupwnaiké Xwpa EAeyktwov afloAdynaoe ta npwta 5 xpdvia Asttoupyiag twv EAA avapépoviag
OTL NPOKELTaL yla NOoAU onuaviikh npwtoBouAia NANv Ouwg bev éxel e€ao@aAlotel n Blwaoudtnta
TOU OUCTAPATOC Kal Ba npénel va enave€etdooupe TG oTpatnylkéG ya XN AauBdavoviag unoyw
Tov avadudpevo poho twv EAA Kkal 61l ta kpdtn péAn npénet va ouvoéoouv Ta EAA e ta eBvika
ouothpata uyelag yia opBn evowpdtwaon, Ty e€olikovopnon népwy, n dlacUvdeon twv apxeiwv
aoBevwv / aoBevelv Kal yla va netuxouv anatteftat xpnpatodotnon kat and ta Kpdtn MéAn.

3 Ané v Kunpo ouppetéxouv 9 atpikd tunpata oto Noookopeio Apxteniokonog Makdptog I, oto IvotitoUto
NeupoAoyiag kat levetikng Kunpou kat ato OykoAoyiko Kévipo tng Tpanedag Kunpou. Tpia watpikd tunparta sivat
nAnpn péAn kat €€ elval ouvepyaldpeva péAn. Ta tphpata/kévipa autd €xouv npdoBaon oe €8Ik epyaleio
TNAENIKolvav{ag nou entipénel, Je T ouykatdBeon tou agBevoug, Tnv aviaAhayh MANPOPOPLLY HETALU EWBIKWY
yla NoAUNAOKa NePLOTATIKA.
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AwnotBnke nwg ta EAA eival e€alpetikd onpavitkh Kawotopia aAd tautdxpova Undpxel
onatdAn yvaong, népwv kat avBpwnivou duvapikou ylatl akplBwg dev éxel entteuxBel n opBH
diktUwon petagl twv Kpatwv-MeAwy, nAnv e€alpéoswyv énwg n falia. Etot 1o dlayvwaotikd tagibt
Twv acBevwv napapével peydAo KaBwg eniong Kat n onatdAn xpdvou Kat Népwyv. ZUVENWG, N
0bUaoaoela Tou acBevoug pe ZN kat n 06U0oeLa Tou KAVIKOU LaTPoU akdua eival OUXVEG, akOpa Kat
0Ta Mo PeydAa Kal OlKOVOULIKA eUpwaTa KPATN PEAN.

To 2019 10 ZupBouUAlo Twv Exknpoownwy twv Kpatwv-MeAwv ano@daoioe va XpnoonotnaeL 10
npoéypapua dnudaolag uyeiag kat €10l NPotdBnke va kivnBoUpue o€ pia eviaia dpdon, n oroia Ba
HeAeTOUaE TNV UPLOTAUEVN KATAGTaon Kat Ba npoxwpoUaoe e MPOTACELS yia TNV KaAUTtepn duvath
evowpdtwon (Slacuvoplakn uyelovouikn nepiBaiyn). E€etdotnkav Béuata 6nwg (i) Beopobétnan;
(i) Nopwd nmAatotal (iii) Movondt twv agBevaov npog v eedikeupévn gpovtida (iv) Yrnoothplgn
EAA ané ta kpdtn péAn / ouothuata uyelag; (v) EuaoBntonoinon / evnuépwaon / eknaideuon; (vi)
HAektpovikn uyela / dlaclvbeon kal ouvepyaaia.

Ev katakAeiby, 6ev undpxel kapia afia ota diktua av dev BonBnBouv Aot ot acBeveic kat GAoL o

enayyeAuatieg uyelag oe 6Aa ta kpdtn péAn and tn Asttoupyia Toug. Me 1o npoéypappa Yyeiag EU

4 Health / EU Joint Action, avapévetat np6odog, péow avtaAAayng BEATLOTWY NPAKTIKWY, OTOUG

ako6houBoug Topeic:

AlakuBEpvnon Twv €BVIKWY Kal eupwnalkwy SIKTUwY Kat e€0kovounon Népwy

2ThptEn €Bvikwyv oxediwv yla ta N

Tponot evowpdtwong twv EAA ota €Bvikd cuothpata uyeiag

Xphon KAVIKV 0dnyLwv Kat BeAtiwaon nowdtntag gpoviidag

Evonoinon twv Bdoswyv dedopévav kal olvdeon apxelwy yla v evioxuon g £peuvag yia v

avantugn Kawvotduwy Bepaneldv kat 6nou UNdpxouv Keva

E€eUpeon tpdnwv owothg napanounig acBevdv ota eBVIKA Kal EUPWNAIKE KEVTPQ avapopag

AtUwaon Kkat dldxuon g eunepoyvwpoolvng and ta &iktua otnv TPk KowdtNTa Kat tnv

KowdTNTa Twv aoBevadv Tou KEBe KpdToug PEAOUG

8. Emoépoewon, euaoBntonoinon kat evbuvdpwon acBeviov kat avaBdBuion tou péAou Toug
otnv eknaibeuan Kat v €peuva

ak~wnd -

~N o

H evowpdtwon twv EAA avapévetal va BonBhoet ota Béuata didyvwong kat dlaxeipiong XN, aAAd
Kal yla tnv eknaideuon g laTPIKAG KowvotnTag waote va eCunnpetolvial ol acBevelg ato oUVoAd
TOUG Kat OxL pévo 6oot BLlaBEToUV Ta OIKOVOULIKA PETQ.

LuykeKpLuéveg Spdoelg:

1. Na a€onoinBel n dwadikacia kat ta anoteAéopata and T cuppetoxh g Kdnmpou otnv
Eupwnaikn Kown Apdaon ya tnv Evowpdtwoh twv EAA oto TelY wg pla povadikn sukaipia
yla TNV avtaAhayn yvawaong kat eniteugn eBvikhg npoddou ata ZN.

2. Na BeopoBetnBolv BlaKPATIKEG CUPPWVIEG PE eEEOIKEUPEVA KEVTPA TOU €EWTEPIKOU YA TG
avaykeg nou Ba napapeivouv Kat PETa v evowpdtwon twv EAA, o cuvepyaoia pe o Tuhpa
EndotoUpevav kat GANoug apuddioug Qpopeic.
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Enitou napdvtog, n Kunpog 6iabstet 1 kat yovadikn dlakpatikh cupgwvia pe 1o King's Hospital ya
TG avaykeg nadLv e NOAUNAOKA NNATIKE VOoHaTa 6Nwg, yla napddetyua, N atpnaia XoAnpopwy.
EnnAov, o Topéag Embdtnong AoBevaov tou Ynoupyeiou Yyelag, und tn levikh AleuBuvipla tou
Ynoupyeiou Yyelag, éxel ouvaAyel CUPWVIEG PE BLAPOPA LATPIKA KEVTPA TOoU €EWTEPIKOU yLa TNV
napanounh acBevwyv Pe voonpata nou dev gnopoulv va tuxouv dlaxeiplong otnv Kunpo.

And 10 2019, ekkpepel N OAOKANPWON 2 akOUa BLOKPATIKWY CUPPWVIADV yla T didyvwaon Kat
noAuBepatikh dlaxeipion KMN kat twv MpwtonaByv Avoooavenapkelwy, aviiotowxa. 210 PeTagy
€xel peoohaBnaoeL n kaBodog and v EAAda Ewdikng Madidtpou pe e€eidikeuon ota KMN n onoia
epydletal ato NAMIII, og ouvepyaaia pe n S1aTpo@oAdyo ToU VOOOKOUEOU. ZUVENWG, Ol AVAYKES
yla tnv nepiBaAwn twv KMN éxouv dlapopononBel kat npénet va yivel cuvevvonaon padl ing ya
TUXOV evanopeivaoeg avaykeg.

Ma v avipetwnon ng peydAng opddag twv MpwrtonaBwv Avocoavenapkely unoAsimoviat
BaolkEG UNodOPES KAWIKAG, NG00 PAAOV MOAUBEUATIKAG, QVIUETNIONG KABWG dev undpxel
oute MadoavoooAdyog oute Avoooldyog EvnAikwv otnv Kimpo aMd oUte katdAnAol xwpot
nepBaAyng twv aoBevadv. O¢ anotéAeopa, ol aoBeve(G PE YEVETIKA aVENAPKEG aVOCOMOLNTIKO
ouatnpa Kivduvelouv and dlagopeg AOLHWEELS Kal ouxvd va xavouv npoéwpa tn {wn Toug. YNdpxel
napadekth unodldyvwon autwy Twv acBevelv Adyw anouaciag LaTpkAG epnelpoyvwpoalvng. O
aoBevelg anootéAovtal oto e€wtepkd yia didyvwaon h/kat napakoAouBnon PEcw Tou KPAToug h
pe Okd toug €€oda.
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7. BeopoBENoN twv NOAUBEUATIKWY OUGdwY e TNV anapaitnn
OTEAEXWON yla TNV anoteAeopatikh and Kowou bdlaxeiplon
oUUPwVa Pe OLleEBvN NPwTOKOAa

Ta ZN eival noAuopyavikd kat anattodv noAuBepatikn dlaxeipon. MNa napddeyua, 1a NEPLOTATIKA
aoBevwv pe Neupolvwpdtwon au€avovial cuvexwe o€ aplBuoug agou unoloyietal ot yevviouviat
kaBnuepva 120 natbld pe tov tUno | ing acBévelag. Apopd natdid ta onola PEYaAWVOUV Kat EXouv
v avdaykn g noAuBepatikng ppoviidag anod tnv wpea 0 aA\d kat tnv avaykn tng petdBaong.

Tnv (6la otyun kat otnv Kunpo blaitepa, énou o nANBuopog eival Pikpdg Kal n kpukn péda
aoBevwv pe IN elval avaldywg pikpn, dev undpxel n duvatétnta va ayvoeitat n daBéoun
eunepoyvwpoolvn, N onola ivat eniong pikpn kat dlaonaptn Petall tou 1BlwTikoU Kal Tou
dnuodolou Topéa. Xpetddetal Aondv n ednAokn dAwv Twv €0IKWYV Kal KaAn opydvwaon, woTe va
aflonoleftal ato €nakpov n dlaBéatun epnelpoyvawpoolvn Pe T cupnepiAnyn dAwY TwV EBIKWY
otn dladikaoia Anyew anoPacswy, 1600 anod Tov dNPOCLo 660 Kat and Tov IBLWTIKO ToPEa.

[a napddetyua, ot Neupopuikeg naBhoelg Asttoupyei 1o Kévipo Neupopulkwy MNaBhoewy érnou o
aoBevng o onolog neptBaMetatand pla opdda eldikwy (NeupoAdyog, Mveupovoldyog, Kapdlohdyog,
KAwikog Tevetothg, Tevetukdg XupBouhog, NoonAeutég, WuxoAdyog, DuoloBepaneutng,
AoyoBepaneutng, AlattoAdyog, Kowwvikh Yrnnpeola). L€ apKeTéG MePINTWOELG, Ol aoBevelg
xpelalovtal napakoAoUBnon kat and atpikég ldikdtnteg nou dev 6labétet 1o INTK (OpBonedikd,
Evookpivohdyo kat faotpeviepoAdyo). H anouaia twv el8IKothTwy autwyv NpokaAsl kénola Bépata
o€ 0Tl apopd TNV NoAuBepatikh napakoAouBnon twv acBevav og neplBaMov TeXY. H pon twv
aoBevwv yivetat ano MNpoownikoUg latpoug, Madoveupoldyous kat NeupoAdyoug ektog tou INMK.

YXeUKd Pe tn olotaon MoAuBepatikwy Opddwy (M0) nou agpopolv o€ CUYKEKPLUEVA Zndavia
Noonparta (ZN), elvat xpnotdo va undpxouy M0 ot onoleg e€eldikeUiovtal o€ ouunTwuata ta onola
ep@avidouv aoBeveic oMWY onaviwy naBhoswy, 6nwg eivatn Bapnkolia. X QUTEC TIG NEPLITWOELS
Kal NaAL eivat xpholdo va undapxel e€eldIKeupévN opdda dlaxeliplong Kal UYKEVTPWONG YVWaoNg
Kal epnepoyvwpoouvng. Ma napddetyua, n MoAuBepatikh Oudda yia Madia pe AnwAsla Akong
péxpL 3 etwv. H opdda auth elval BeopoBetnuévn e andgpacn tou YnoupyikoU YupBouAiou (BA.
Ynoupylkh Anéeacn pe ap. 93.137). H oudda extelel e€alpetikd €pyo, watdoo 10 €pyo NG dev
eAéyxetal anod Kdnola apxn, oUte AoyodoTel (evidg M eKTOG El0AYWYLIKWY) Og KAMnold apxn.

Ol enePBAoEIC KOXALOKWY EUPUTEUCEWY € AToHa PE 0oBapn anwAELd aKONG - KWPWON APopouV
Kal o€ aoBevelc pe ondvieg nabnoelg (aAAG OxL pdvo). ZUyKekpléva, €K Twv nadlatplkwy
aoBevwv nou €AaBav KoxAlako ep@UTeupa and 1o Kévipo KoxAlakwv Epputeupdtwy tou levikoU
Noookopeiou Aeukwoiag and 1o 2017 péxpt onpepa, 10 31% apopd og Naldld e onavia cuvopopa
(Waardenburg, Usher, Noonan, Branchiootorenal (BOR), Barakat or Hypoparathyroism - Senso-
rineural Deafness - Renal disease (HDR), 3-Methyl Glutamate aciduria, Lacrimo-Auriculo-Dento-
Digital (LADD), CHARGE association). Metd ané yévido idhoyo, o OAY oe ouvepyaaia pe v QPA
Etaipeia KUnpou katéAn€av otig "EAdxioteg Mpodlaypapég Kévipou KoxAlakwy Epguteupdtwy’,
€10l (OOTE aUTEG oL e€eldlkeupéveg unnpeoieg va dlevepyouvtal eviog MeXY and napodxoug pe
yvaoon, eunelpla kat avéhoyn unodopn. XIn OUyKeKPLUEVN nepintwaon, Petd and €lohynon tou
QropvoAapuyyohoyikoU Tunuatog tou levikoU Noookopeiou Asukwaiag kat yla va dlao@aAoTel
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n gpovtida acBevav pe IN, Bewpeltal anapaitntn npolndBeon n Unapgn «Movadag Eviatkng
Bepanelag* evnAikwv Kat naidwv (o€ NepTwaoelg avaykng eppUTEUONG o€ aoBeveiq Pe coBapég
ouvvoonpdtNTEG M.x NawdLd pe ouvodd voonpata - ouvopoua)».

Y1a KMN xpetadetatva undpxet évag ennpdoBetog kKAVIKOG SlattoAdyog o/n onoiog/a va eknatdeutel
ota KMN yla va pnopei va napakoAouBel enapkwg toug acBevelg. To va undpxet JOVo Jla KAWVIKA
nawdlatpikn dattoAdyog yia 6Aa ta nawdid nou xpetaloviat voonAeia oto NAMIII dnpoupyel tepdotio
QopTo epyaciag oe autd 1o dropo Kat sivat e€alpetikd 6UoKoAo va napakoAouBel kat GAOUG Toug
nawdlatpikoug aoBeveic pe KMN nou xpelddovial va akoAouBoUv éva eviatkd, SUOKOAO Kat
€€ATOUIKEUPEVO MPOYPAUMa BLaTPOPNG Kal pUBULON TWV auVOEEWY TOUG,

To povtého tng and KowvoU ppovtidag

H ouykévipwaon twv unnpeotv ae évav ndpoxo uyeiag o onoiog Ba blaBEtel €elbikeuon ot
Sldyvwaon, otnv KAVIKA dlaxelplon Kat xphon NpwIokOAwY napakoAouBnong ta onoia Ba
UMOKEWVTAL O€ KEVIPIKO EAeyX0 anoTeAel ePIKTO 0Tdx0 yla tTnv KUnpo.

H Mawonveupovoloyikn KAwvikh tou NAMIII éxel uloBeThoel 1o oviéAo TG and KowvoUu @povtidag
(shared care) petafU tou €BVIKOU KEVIPOU KAl TWV €MNAPXIAKWY MVEUPOVOAOYIKWDV KAVIKWY
EVNAKWVY yla QVIUETWNION TV €€W-VOGOKOPELOKWY, AANG KUPIwG TwV €vO0-VOOOKOUEIOKWY
avaykwv twv acBevav. To Povieho autd neplauBdavel Tholeg avaokonnoelg ng nopelag tou
KAGBe aoBevolq. Xe evANKeG aoBevelg, MveUPovoAdYog evnAIKwY MPEMEL VO OUUMPETEXEL OTNV
noAuBepatikh opdda. Metd th cuvdavinan, avilypapo Twv NOPLOPATWY Kal TV €L0NYATEWY NPEMEL
va Kataxwpetat atov pAakeAo Tou acBevouc.

la v Mpwrtonadn Auokivnaia twv Kpoogowv (MAK], n Mawdonveupovoloyikh KAvikh tou NAM
Il oe ouvepyaaia pe nv latpikh oxohn tou lMaveniotnpiou Kunpou kat 1o INFK npooépet Tig
akéAouBeg unnpeaiec,

Mawdonveupovoloyikn latpikh oxoAn Ivouitouto Neupoloyiag
KAwvikh NAM I Mavenwotnpiou Kinpou Kat leveukng Kdnpou
E€e1bikeupévol KAwikol - Blohdyol - Aettoupyla Awdyvwaon - Moptakol
NoonAeuTég Kpooowyv [eveTlotéqg
AKTvoASyoL-MikpoBLloAdyol @uolohdyol - AvanveuoTtikh HAektpoviké Mikpookomio -
KAwikol levetioteg, QPA, Aetoupyla Mikpobopn Kpooowv
Xelpoupyol

Epeuvntkd lMNpoypdppata
DuoloBepaneuTég -
Atattohdyol Blotpdneda - Apxeio AoBevaov

WuxoAdyol - Kowvav.
Ynnpeoleg

Ynpewoverat ot yia tnv MAK, n kAwvikn gival nhnpeg pérog twv EAA and to 2021.

la v Kuotikn Tvaon, n kKAvikh o€ ouvepyaaia pe v latpikn 2xoAn MNaveniotnuiou Kunpou Kat
10 INI'K npoopépel 11 akdhouBeg unnpeoleg:
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Mawsonveupovoloyikh latpikh axoAn Ivotitouto Neupoloyiag
KAwvikh NAM 11 Maveniothpiou Konpou Kat leveukng Kdnpou
E€eldikeupévol KAwvikol — @uoloAdyol — AvanveuoTikn Awdyvwon - Moplakol
NoonAeutég Aetoupyla [evetlotég
Aktivoldyol-MikpoBLoAdyol Epeuvntikd lMNpoypdppata Aokipactia I6pwdta
KAwkofl Tevetiotég, QPA,

Xelpoupyol Blotpdneda - Apxeio AoBevaov Epeuvntikd Mpoypdpuata

QuoloBepaneutég —
Awattohdyol

WuxoAdyol — Kovwvikég
Ynnpeoleg

Ynpewvertat 6t yla tnv Kuotikh lvaon, n kAvikh eivat ouvoedepévo pérog twv EAA ané to 2022.

Eivat avdykn va oGlaopahotel and tnv MoAweia n dlaxpovikh cuvéxela twv SOPWY Mou
dnuoupyouvtat kat Ba dnutoupynBouly, KaBwg 1o Hikpd péyeBog Tou ténou pag bev kKaBlotd Katt
TETOLO QUTOVONTO.

LuyKeKpLuéveg Spdoeig:

1. Na BeopoBetnBel poviéAo moAuBepatikhg @poviidag otnv KUnpo Kat va kaBoplotolv ot
kavoviopol Kat ol npoUnoBéaelg nou Ba diénouv T xpnRon Twv NOAUBEUATIKWY opadwy: (i)
notot Ba givat ot dikatouxoy, (i) oot Ba 1ig anaptiouv oe kGO nepintwon pe Bdon eupwnaikd/
d1eBvn npwtdkoMa, (iii) ot otéxol, (iv) N ouxvoTNTa PETA KAl T Sla@opornolnan Twv Xpoviwy
aoBevav eviog Tou cuaTAPATOG (V) TPAMOL GUUKETOXNG EKMPOCWNNWY TwV aoBeviv o€ eI8IKEG
OUVAVTACELG TV MOAUBEUATIKWYV ouddwy nou apopouv yla napddetyua, tnv evBdppuvon tng
ave€aptnolag tou agBevh, TN MoWdTNTA TwV NAPEXSUEVWV UNNPECLWV UYElag Kal TNy acpdAela
Twv aoBevay, (vi) n enontela and apuddla apxn (vii) N Blwodtnta/ SLaxpovikn CUVEXELD TwWV
dopwv nou dnuoupyoulvtat.

2. ApoU An@Bouv undéyn oL hdn unAapxouaeg MOAUBEUATIKEG OAdEG Kal SOPEC PpovTidag aoBevdv
pe ZN nou undpxouv otn Kdnpo kat eivat undéyn tou Ynoupyelou Yyelag (kat ot onoleg npénet
va BeopoBetnBolv Kal va unootnpixtolv), ekel dnou undpxouv eANelyelg eite o PEAN pLag
ouadag eite o€ OAOKANPEG OUABEG Yl KAMOLEG MABNOELG, va yiVEL OTOXEUPEVN XAPTOYPAPNaON Kat
BeopoBEétnon vEwv cuvepyaaoty nou va unoatnpidoviatl and toug apuddloug Gopels.

3. Na aflohoynBel kat va uloBetnBel poviéAo and kowvou @poviidag N and opdda ldkwv pe
€161KO MPWTEKOANO.

4. Na avayvwplotolv tpénot aglonoinong tng texvoAoyiag ya v enkowvawvia petald twv
KEVIPWV Kal TNV opBn pon e€eldIkeUPEVwY MANPOPOPLIY GE LaTPOUC Kal aoBevelg, pe Tpomo
MOU VA €UVOE(TAL O CUVIOVIOKAE KAl N KOWA avTHETwnon/cuvevvonon PETatU e8IKWV LaTPwV
nadldy,e0IKWY [ATPWV eVNAKWY Kat AWV enayyeAuatiov uyelag n.x. puctoBepansia nou
epyddovial oe SLaPOPETIKA KEVTPQ.
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8. YIoBETNON NAEKTPOVIKWV €pYOAEiwV yla v TNAEouvepyaaoia
Kal tnv opBn pon eCeldlkeUPEVWY NANPOPOPLWV NPOG TNV
LATPLIKA KOWVOTNTA KAl TNV KOWOTNTA TwV aoBevwv

Aebdopévng tng onavidtntag Kat g MolkohopPiag twv ondviwy acBevelwy, N KAWIKA
Texvoyvwaia otn ddyvwon kat tn dlaxeipion N eivat cuxvd NEpLOPLOPEVN KAl BLACAAPTN OE XWPES
pe peydho NAnBuouod, oL onoleg KaAtaPePav va T cUCOWPEUCOUY e TNV Ndpodo Twv €TV BAoel
glag onpavtikg padag acBevaov. AKOPN Katl ota KaAUTepa KEVIPA, OpwG, N dlayvwotikh devétnta
bev Eenepva 10 40%-60%.

Ta 6edopéva €xouv wg eENG:

1. Ta oupntwpata pag ondviag vooou pnopel va polalouv PE autd TwV KOWWY KAWVIKWOV
KOTaoTAoEWY MEPINAEKOVTAG NepAtéPwW N kKaBuotepwvtag T dldyvwaon.

2. Yndpxouv Kat ol nepuntwoel AavBaopévwy dlayvwoewy nou odnyolv oe AavBaopeéveg
aywyég. Mwa AavBaopévn ddyvwon eival moAU xelpdtepn and pla un dldyvwaon KAt yla 1o
onofo bev undpxel eualcBntono{non g NpwtoBABuLIag NepiBaAWng N TOUAAXIGTOV eV UNAPXEL
evouvaioBnon.

3. Howoth dldyvwon enipénel Tov Npoypapuatiopd opBng napakoAouBnong, ano@uyn AoKonwy
ENOKEYEWY, anoPuyn dokonwy eEETA0EWY KAl Th ANWPN CUYKEKPLUEVNG YEVETIKNG OUUBOUANG
nou apopd 1600 Tov aoBevh 600 Kal TNV OLKOYEVELD TOU.

Me Bdon ¢ teAeutaieg e€eAi€elg oto eupwnaiko Kat eBviké eninedo, N eunelpoyvwpoolvn ota N
Bploketat:

* ota Eupwnaikd Aiktua Avagopdg, ta onoia anotehoUv TNy NPwIn Kat hovadikh npoondBela
avayvwplong e€eldikeuonc yia ta XN tng onolag nyeitat n Eupwnaikn Enwtponn.

* 070 laTPIKE KEVTIPA Mou NANPOoUV Ta KPLTNELA yla va avayvwplotouv we EBvika KA, avhkouv
ota Eupwnaika Aiktua Avagpopdc kal, pe th ouykatdBeon tou acBevoulg, £xouv Th duvatdtnta
oudnthong NOAUNAOKWY MEPLOTATIKWY HE €0IKOUC 0€ PEYAAa LATPIKA KEVTIpa atnv Eupaonn.

e 0gg 6lapopa dA\a TPAPATa Kat €181KoUg Tou Bnpbaolou Kal LwTKoU TopEa evidg Kal EKTOC
[eXY oe Bldpopeg enapxieg nou napakohouBouv acBeveic pe IN kal evoexopévwe KAnoloL
va dlatnpoUv Kat eNapEG Ue ouVadEAPOUG 0T eEWTEPIKO yLa TNV NepiBaAwh Touc.

Me ouyxpnuatoddtnon and 1o Eupwnaikd Tapeio Mepupepelakng Avdntuéng kat tnv Kunptlakn
Anpokpatia péow tou 16pUpatog Epeuvag kat Kawotop{ag, dnuoupynBnke otnv Kunpo n
Sladpactikn nAat@opua RARE-e-CONNECT™ yia th Snploupyia NAEKTPOVIKWV XWPWY avIaAayng
NAnpo@opLwY, TNAecuvepyaciag Petall latpwv Kat Petall aaBevay, kal tnAeknaideuonc.

% TlpooBdown oto https://rare-e-connect.eu Xtnv napolUoa popen, n nAatpdpua enupénet (i) Al0OIKTUAKES
KOWOTNTEC YIa SIKTUWON aoBeVWV Kal OKOYEVELWY; (i) AlaBIKTUaKEG KovdTNTEC yia §lddoon MANPOPOPLLV HETAEU
latpwy; (i) AladIKTUGKEG LaTPIKEG OUABEC yia MoAUBEUaTIKA cuvepyaaoia Kal Thpnon apXxelwv MANPOPOPLY KA. ;
(iv) Aladiktuako @dpoup NMatpwv-AcBeviv yla okonolg evnuépwang; (v) EUPETNPLO LanIoTEUPEVWV ATPIKWY
kévipwv pe e€eldikeuon yia ta XN (otnv Eupwnn kat SteBvg); (vi) AnoBethplo Stadiktuakwyv oepvapiwv (Webi-
nar repository); (vi] lotopieg aoBevav (vii) MnAoyk (apBpa + oxdAia) yia evnpépwon Kat Tou eupUTEPOU KovoU.



https://rare-e-connect.eu
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H xpnowdtnta kat ot napduetpol nou SLENoUV TV €papuoyn TG otny Kunplakh npayuatkdnta
aMNoTEAECE TO QVIIKE(UEVO WETAOIOAKTIOPIKAG €PEUVAC UE TN CUMKETOXN Twv edIKWY ota EKA/
EAA, aoBeviv Kal oloyevely e 78 HlapopeTKES OLaYVIITELS, Kal POPEWY XAPAENG MOALTIKAG.
H oudhtnon twv anoteheapdtwy nep\duBave v avaykn opyavwuévou nAalgiou Kat oxedlacuou
OTPATNYIKNG Yl TN 6tadoon e€eldlkeupévioy NANPOPOPLWY Mou napdyovial, yia napddetypa, and
1a EAA otv latpikn Kowvdtnta Kat tnv Kowvotnta twv aagBevav ata Kpdm-MéAn (Antoniadou and
Hadjipanayis, 2023; Antoniadou and Hadjipanayis, 2022). Autég ot avdykeg kataypdpovial Kat otny
Eupwnaikn Kown Apdon yua tnv Evowpdtwon twv EAA ota EBvika Xuothpuata Yyeiag twv Kpatwy
MeAdov.

LuykeKpLuéveg Spdoeig:

1.

Na 1€8o0v w¢ nmpotepaldtnta N evnuépwaon, n eualcBntonoinon Kat N guvexng LATPKA
ENPOPPWON WOTE VA UNAPXEL ENAPKAG YVON OTNV LATPIKA KOWOTNTA TNG MPWTNG Kat SUTEPNS
YPAUPAG OXETKA pe TG MoAUNAoKeG napap€tpoug twv IN. Ta napddelypa, n onpacia tou
NMAAPOUG OLKOYEVELOKOU (OTOPIKOU, Ta MAEOVEKTAUATA Kal Ol meploplopol Tou KéBe tUunou
NPOYEVVNTIKOU eAéyxou, n S1édBeon SLayvwoTIKWVY UNNPECLWV KAl UNNPECLIV €EEIOIKEUMEVNG
Bepaneiag oto €BvIkG eningdo M péow dlacuvoplakhg NepiBaAyng KA.

. Na avaAngBoUv ot anapaitnteg dpdoelg wote va aglonoinBei 0pB& 10 Aoylopiko tou €LY yia tnv

TAPNON PNTPWwV aoBevdv (0TNV anouaia NAEKTPOVIKOU GpaKENOU)

. Na avaBaBuiotolv ot unodopég twv voookoueiwy yia tnv aglonoinon NAATQopuY dIKTUwaong,

enwovwviag kat opBn poh MANPOPOPLV HE EEEIBIKEUPEVA KEVTPA €VIOG KAl EKTOC CUVOPWY,
NV NapakoAouBnon aguvapiwv KAM.

. Na a€lohoynBolv kat va uloBetnBolv epyaAeia thAsouvepyaciag kat tnAeknaidbeuong yia

TN 61Gdo0N CGNUAVIIKWY  EMOTNUOVIKWY  AMOTEAECHATWY, TNV aviaAAayn €EElOIKEUPEVWV
nANPoO@OPLY, TN OTAPEN OLEBVAOV ouveEPYaoLwy, TNV eVNPEPWON TwV E€BIKWY Kal v
g€olkovounon Népwyv PESW NG LATPIKNG UNOCTNPLENG €€ anootdcewg (telementoring and/or
teleconsultation).
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9. lNpowBnon anoteAeopatkwy Beopwy  Kal  KATGANAWY
ouvBnKwv £pyodOTNONG YLA TN CUCTNHATIKA KAl OAOKANPWUEVN
agloAdynon Twv avannplwv Kat oupnepiAnyn toug otnv
endopatikn NoAtttkn tou Kpdrtoug

B€toupe 010 €n{KevVIpo T0 ATopo, OxL Tov acBevn, AauBdavoviag undyly tnv aflonpEnela tou, v
€viagn Tou 010 KOWWVIKO 6UVOAO, TNV ayopd €pyaciag kat tnv avaykn yla evepyd €UNAOKN ToU
atOHoU OTa Kowda w¢ €vag evepyog NoAltng. OAa autd anattolv TN CUVEPYELD TOU YEVIKOTEPOU
nAatoiou uyelag Kat Twv UNOAOLNWY KPATIKWY UMNPEGLWV.

lootuia (Equity) yla Toug avBpwnoug e ondvia voohuata onpatvet:

* Eukalpleg nAnpoug €viaéng Kat anoTEAECHATIKAG CUPETOXNG OTO KOWVWVIKO 0UVOAO

e Anouaia dlakpioewv otnv eknaideuon kat otnv gpyacia

e |oétun npdoBacn atnv uyela, TNV KovwvIKh epovida, T didyvwon Kat h Bepanela. (Eurordis,
2019)

Mpaktikd, wotuia (Bikatoolvn) onualvel avianokpLon OTIG CUYKEKPLUEVES aVAYKES TwV avBpwnwy
Kat eEAAelwn/ andAewwn twv epnodiwy yla v NAAPN CUPHPETOXN TOUG OTO KOWVWVIKG GUVOAO.

Ynnpeoieg nou npoacnidouv 1a dIKalwPaTa Twv atduwy PE TG avannpleg 6nwc autég opidovial ot
Y UuBaon tou OHE yia ta Sikalwuata twv atdpwy he avannpleg'™.

e YUvbeapol AoBevaov nx Opydvwon MapanAnyikwy Kunpou (OMAK])

e [aykUnpla Opydvwon Anokatdotaong Avannpwy (NMOAA)

e [aykUnpla Zuppaxia Xndaviwy Madhoewy (MaXXll),

e Quoonovoia Xuvdéapwy AoBeviov Kunpou (OZAK),

e Kunplakh Xuvopoonovodia Opyavaoswy Avannpwy (KYZOA)

e Enitponog Aloiknhoewg Kkat Mpootaciag AvBpwnivewyv Akalwudtwy wg n EBvikA Ave€dptntn
Apxn AvBpwnivwy Aikatwpdtwy

Yndpxel AdBog atov tpdéno nou a&lohoyeital n avannpia.

1. Ano6 tnv NAeupd TV KAVIKWV ylatpwy, undpxel o Bpaxvag tng latplkng BeBalwong kaBe xpdvo
n €€dunvo yla évav aoBevin e BUOKOAEG 0To va avteneéABeL OTIC KaBNPEPIVEC avaykeg (to
onofo efvat ndAL avannpla)

2. And v nAsupd twv acBevwy, n afloAdynon otnpidetal otn uon g avannp{ag kat éxt
OTIC avAyKeg Kal Ta blaitepa npoBAnuata nou KaAe{tatl 10 dTopo va avilhetwniost Adyw Tou
npoBAAuaTog uyelag Kat NG adpatng MOAAEG PopEC avannplag Nou NPoKaAsitaL.

5 H Kunpog kUpwae tn LUuBaon tou OHE yia ta Aawwpata twv Atépwy pe Avannpia 1odtiua Pe tov Yeviko
nAnBuopod xwpiq kapld diakpion 1o 2011 pe tov pe Tov nepl Ing LUPBaong yia 1a Aikalwpata v Atdpwy Je
Avannpleg kat nepl uvapwv Bepdtwy (Kupwtikd) Népo tou 2011, N. 8(I11)/2011. LUupwva pe T LUPBaon,
avannpia eival KABe pakPOXPOVIa OWHATIKA, VONTKA, MVEUPATIKA h aoBntnplakn BAAGBn, n onoia ot
aMnAenidpaon pe Sldpopa eunodla duvatat va napeunodioel TNV NANPN Kal aMoTEAEOHATIKA CUPKETOXN TOU
atdpou otnv kovwvia oe {on Bdon pe toug dAouc. Enopévag, ol avannpieg pnopel va eivat opatég oto pdt h
adpateq. XTGNEPITTWOELG ATOPWY HE ONAvieg Mabnaelg, oL avannpieg eivat MoAU ouxva «adpateG» oto PAatt apou
apopolv eCWTEPIKA 6pyava, vonTtikéG avannpieg ka. Ot avBpwno autol avtipetwnidouv 1dlaitepeg NPOKANCELG
010 va yivouv avtiAnnto{ and toug yUpw Toug.
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Ynuewovoupe eniong 6t and épeuva nou npayuatonoinBnke npdéopata and tnv lMaykunpla
Yuppaxia Zndviwv [MaBhoswv otnv onola ouppeteixav 191 evblapepdpevol aoBevelc pe
duépopwy Tnwv avannpia- opath Kat adpatn, anod toug onoloug ot 95 (61.7%) népaoav eite and
10 latpooupBouAlo Tou Tuhuatog Kowvwvikng Evowpdtwong eite and 1o latpooupBoUlio Twv
Kowwvikwv Aopalicewy elte kKat and ta 2 yua agloAdynon tng avannpiag toug wg npounéBeon
yla v éykplon enddpatog avannpiag, ouviagng avikavétntag, kaptag otdBueuong, EAdxiotou
Eyyunpévou Eloodhpuatog, yla eyypagh otoug €ldkoUg Katahdyoug, yia v ékdoon Eupwnalkng
Kdéptag Avannpiag, yia tnv éykplon €0IKAG PAPUAKEUTIKAG aywyNG, yia MPOCAPHOYEG GTOV XWPO
epyaciag onuewBnkav 1a €AG anoteAéopata:

BaBuoég ikavonoinong pe v aglohéynon: To 37.2% dhAwaayv Ikavomnotnuevol.

BaBudg aviavakAaong tng KaBnpepvOTNTag Kal TwWV MPAYMATIKWV aVAYKWY Toug otnv
a&lohéynon/ anégaocn tou latpocupBouliou. To 37.2% dhAwae 6t n afloAdynon/andpacn tou
latpooupBouAiou dev avtavakAd v KaBnuepvatnTa ToUG Kal TG NPAYHATIKEG TOUG aVAYKEG
kaBohou A Alyo. To 21.3% d6nAwoe 61t n afloAdynan/andpacn tou latpocupBouliou dev
avtavakAd v KaBnpepLVOTNTa TOUG Kal TLG MPAYMATIKEG TOUG avaykeg oUte Alyo oUte nmoAd. To
41 4% dhAwaoe étLn aloAdynon/andgacn tou latpocupBouAiou aviavakAd tnv kaBnuepvotnta
TOUG KAL TIG MPAYHATIKES TOUG avAaykeg ndpa noAU A andAuta.

MNpayuatonoinon watpkng e€étaong. To 51.6 % dhAwaoe Ot bev €Tuxav LaTPIKAG eE€taong,

‘Eywav ot anapaltnteg epwTtNoELG yla Pla opalpikh €lkova Twv avaykwy g kaBnuepvotntag

(AettoupykoTNTa, Notdtnta {wng, KaBNUEepvEG SUOKOAEC, MaPANAEUPEC AVAYKES MX WUXOAOYIKN
othpi&n, epyaocia, akadnpaikn eknaideuon, €606a petapopdg). To 44.2% dhhwoe KaBohou h
Aiyo. To 23.2% 6hAhwoe Mepinou. To 32.6% 6hAwoe Mapa noAd h AndAuta.

LuykeKpLuéveg Spdoelg:

1.

Na avaBaBuioteio pdAogtou Enttpdnou Aoikhaswg katlpootaciag AvBpwnivwy Aikatwpdtwy/
Apxn lodtntag e ouykekpéva kaBhkovta nou anoppgouv and t XUuBacn twv Hvwpévawy
EBvv yia ta Akalbpata twv Atépwy pe Avannpia kat va evioxuBel o enontikog 1ou poAog wg
npog TV eQappoyn TG ZUPBaong ot unnpeaieg Tou KPdToug PHEow TG UNoBoANG ekBEaswv/
npotdoewv NpPog 1o Ynoupylkd ZUupBoUAlo Kat tn vouoBeTikh e€ouaia.

. Na yivel avanpooappoyn tng endopuatikhg NOATIKAG Tou KPdToug e BAon tn oUCTNHATIKNA,

noAuBepatikh a€loAdynon Twv avaykwy nou npokUntouy and v avannpia, tng ppoviidag nou
AapBdavel 0 aoBevhg, TOU OKOYEVELOKOU Kal TOU €pyactakoU Toug nepBAMOVTOG Kat Oxt PLag
a&loAéynong tou LatpocupBouAiou o€ pla bedopévn atiyuh.

. Na uloBetnBolv katdMnAa péoa agloAdynang (Mx €8IKWY epwTnUaToAoyiwy) yla Th opaplkn

agloAéynon Twv NPAYUATIKWY avayKwy Twv acBevidv o@alplkd kat in SLOXETEUCH TOUG OTIG
appodieg yla nepattépw BeAtiwan.

. Na BeapoBetnBel 10 endyyeAua ToU PPOVILOTA PE OUYKEKPIUEVA KABAKOVTA Kal 6pOUG EVIOANG

Kat va avaAn@BoUv oL anapaitnTeg eVEPYELEC yIa EKNA{BEUCH TWV PPOVIIOTWY O€ GUVEPYAoia Pe
10 appodLa eknadeutikd Wpuuata, Pe 1pdno nou va dlacPaiiletal 1o dpeA0g NPog TV Kovwvia
pEow vEwv BEoewy epyaaiag, Mapaywylkotntag Kat YEPUPWONG KEVWV.




XAPTA APALEQN MPOOAOY- MATKYMPIA tYMMAXIA ZNANION MAGHZEQN

5. Na npowBnBolv ouclaoTIKEG £PYACLAKEG BLEUKOAUVOELG OTOUG A0BEVE(G, TIG OIKOYEVELEG Kal
TOUG PPOVTLOTEG TouG dnwg (i) n duvatdtnta Aepyaociag yia avBpwnoug pe IN, ot onoiol, Adyw
TwV BLaTEPOTATWY TNG NABNONG Toug 6ev PNopoUlv va €pxovial ae enagn pe Peyaho aplBud
atépwyv oTov Xwpo epyaciag kat AAMoug Adyoug, (i) n BeopoBéton ennAéov nuepv adelag
pe anoAaBEg yia noAUnAoka NepLoTatiké nou Tekunplwvovtal otn Bdon ORPHANET' (BAéne
v. 4808/2021 Népog yia v Mpootaocia tng Epyaciag otnv EAAGSa).

6. Na e€eupeBoUv ot pdnol Kat ot anapaitnteg TPonononaelg NG vouoBeaiag wate n epyacia va
Aettoupyel napdMnAa pe v emMOopatikh NOALTKA, va napéxetat d5nAadn kivntpo npog ta dtoua
pe avannpieg va epyadoviat kat 6xt va Aettoupyel «TwpnTikd» anokontovidg toug 1o enidoua.

7. Na énpoupynBel unnpeaia napoxng Ynnpeowwv Opovtidag e droua pe avannpies. Ot Ynnpe-
oleq autég unopel va napéxovial oe Kpatkd eninedo A va yivetat ayopd unnpecldv anod
appo6dloug popeic, MapAANAQ e TNV eMNBOUATIKA MOALTIKA TOU KPATOUG.

8. Na tpononoinBolv ta npoypduuata €pyoddtnong yla TG avaykeg Twv atduwy Pe avannpieg
Je T1pdno nou va ta kabBotolv npooBdaocia otoug acBeveic. To uplotdpevo Npoypaupa/oxEdio
XPOVIWV NaoxOvIwv Qaivetal va unv netuxaivel yuatl o acBevng npénet va sival péhog kdnotag
opydvwaong evad npénet o 6log va Bpel tov gpyoddtn, mpdypa nou eival e€apxng PeyaAn
nNPOKANGCN yla ta atoua pe avannpieg.

9. Na yivouv ot katdAMnAeg dlaBouleuoelg pe tov MIZ npog e€elpeon TPONWV/KIVATPWY WCTE va
avaBaButotoly Kat va oteAexwBoUv Ta 1laTpocupBoUAa e TOUG KATAANAOUG €10IKoUG M Kal va
uloBetnBel n npdvola napouaiag (PUOIKAG N EIKOVIKAG) Tou/tnNG BepdnovTtog tatpoU Tou doBevin
npog TekPnpiwon TNg Katdotachg Tou/ng,

16 TMaveupwnalkn Bdon dedopévay yia ta Zndvia Noohuata kat ta Oppava @dpuaka énou kataypdgovrat 7000+
onavieg voool. AlaBéown ato https://www.orpha.net.



https://www.orpha.net.
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10. Tpaypatonoinon OUVTOVIOUEVWY EKOTPATELWV EVNUEPWONG
ano noAuBepatkég opadeg apuodiwv

Aev eival pévo n dlayvwon kat n Bepaneia, MA@ kat n dlaxpovikh gpovtidba kat n éviagn twv
aoBevwv. Yndpxel dyvola yia Ti¢ ondvieg nabnoelg ota oxoAela Kat otnv Kolvwvia yevikotepa e
TPono nou va anokAeietal 1o nadl - kat o evhAlkag- and tnv Kavovikh goftnon oto oxoAelo kat and
dlapopeg AMeC SpaotnpldtNTEG NG KaBNPEPWVOTNTAG, KAl va ennpeddetal N CUPPGP(WON Tou e
™ ANYN NG PAPHUAKEUTIKAG aywyng nou xpeladetat.

[la va bwopaAictel n anotedeopatikotnta g onotadnnote 6pdong, Xpelddetal KeVIPIKOG
OUVTOVIOHOG HE Th cuvepyacia 6Awv twv appuddlwy unoupyeiwy Yyeiag (EBvikn Enttponn yia ta
YNJ, Epyaoiag, Madeiag, popéwv Kal EKNPOcWNwWY aoBevwv.

LuyKeKplpéveg Spdoeig:

1. Na ocucotaBolv opddeg €Behovitov €BIKWY 1ATPWY, WUXOASYWVY Kal EKMPOCWNWY aoBevwv
yla CUPPETOXN o€ dpAoelg evnuépwang Kal eualcBntonoinong o€ ouvepyacia pe opgoonovoieg
aoBevwv. 210X0¢ N KaAEpyela evouvaioBnong péoa and tnv eknaibeuon Kat v epyacia ota
nAaiola enetelakwy nPEpwy nx Huépa tou EknaldeutikoU, oguvapla Pe €KNPOCWNOUC Tou
Ynoupyeiou MNadelag kat MNoAopoU.

2. Na yivel pua ouvtoviopévn npoondBela evnuépwaong Kat euaoBntonolnong yla g NTUxXEQ
TWV ONAVILWY VOoONHATWY/ 0patwv Kal adpatwy avannplwy, Iponous aviletwniong nadlwy,
evnAikwv Pe adpateg avannpieg 1000 ota oxoAsia 600 Kal 0 XWPEOUC €pyaciag. XTOXog
N KatanoAéunon tng Ayvolag Kal TNG NpokatdAnyng npog ta nadld kat evhAkeg pe XN,
navipevovtag 1o B€ua tng uyeiag pe 1o BEpa TG eknaideuong kat {whc.
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2uvoyn

Ytnv KUnpo onpepa upiotaviat ol akoAouBeg NapadoxEg:

1. Yndpxetl yikph Kpikn pdda aoBevaov Kat EUNEPOYVWUOVWY, cUPPWYa JE Ta UPLOTAPEVA KN
OAOKANPWEVA PUNTPWa acBevadv Kal aloAoyNoEwy.

2. Yndpxetl ukpog aplBudc kEvipwy aploteiag kKat avapopdc Adyw tng napouoag opydvwong, To
onofo pavepwvel In BUCKOALO Kal Toug ppaypous TNG LATPIKAG KovOTNTAG Yla eNkovwvia.

3. YNApxel JIKPA OUPHETOXA TWV VOGOKOMELOKWY Hovadwy ota EAA (kdtt nou tovidetat and ta
EAA kat tnv Eupwnaikn Enponnh) kat undpxouv acBeveic oppavol Siktiwyv (xwplc kapia
dlacuvoeon e Siktua).

4. H EBvikh Enutponn XN eival o abpdvela.

Yndpxel avaykn enwkaipono{nong ing BVIKNG otpatnytkng yia ta XN,

6. Anaueitatoapng BeAtiwon otov Topéa ng €ykalpng ddyvwong / aviletwniong, tIng npéoBaong
O€ MOLOTIKEG UNNPET(EC Kal UNOBOPEG, O€ PAPPAKEUTIKEG EMAOYEG, TNG e€atop{keuong NG KABE
nepintwong kat ing e€elbikeuonc.

7. Anatteltal ouvexng aglonoinon tng véag yvwong nou napéxel n entothun (levetikn, Moplakn

BloAoyia, ®appakoAoyia, Blotexvohoyla KAM.).
Yndpxel avaykn augnong twv dlaBeotpwy nodpwy ano tnv MNoAueia.
Xpeladetatl evioxuon tng kouAtoUpag BIKTUwang Kat cuvepyaoiag.
. Xpelaletal BeopoBetnon twv EAA oto e Y.
. Xpelaletat evioxuon tng eknaideuong 1000 NG LATPIKNG 600 Kal InG eknaibeuaong Twv acBevwv
KaL INg Kowvwviag,.

12. Xpeldletal enavaoxedlaopog TwV KOWWVIKWY NMApoXwy Kal dnuloupyla unnpectwv ya ta
atopa pe IN. Na undpxel enkévipwaon otg avaykeg Twv atdpwy AOyw tng NdBnong kat oxt
pepovwuévn agloAdynon tng avannpiag.

o

— = 0 ™
—~ o

YrnoAoyiCetal 61 0 péoog xpovog dlayvwaong eival nepinou 5 xpovia kat ot acBeveig pe pia ndpa
noAU ondvia vooo eivatl nepinou 7 xpovia. Xdptv otn yvwaon nou anoKtdtal ta teAeutaia xpovia,
TG VEEG Texvoloyleg kal xdpn otn BlacUvoeon eEEBIKEUPEVWV KEVTPWY, 0 XPOVOC Bldyvwaong
pewveral aAAG ouvexidel va pnv gival Ikavonowntikog yla toug ondavioug acBeveic. H lMoAuela
npénetva enevduoet ota EBvika KA kat otn lacUvbeoh toug pe b{ktua Kat kKévipa tou e€wTtepikoU
yla v en{teuén pakponpdBecpou oPEAOUG YLa TO GUVOAO TwV aoBevwV.

Ot onaviot aoBevelg elvat noAo{ evad dev npokettal yla pia povo acBévela kat povo €va enetcodlo.
Yuvenwg, n e€eUpean KAl EQAPHOYN TPOMWY yLa TNV AMOTEAECHATIKN TOUC AVILHETWNION Kat ppovtida
a@opd 1o cUoTtnua Uyelag, TNV OLKOYEVELD, TO KOWVWVIKO 0UVOAQ, TNV gpyacia, TNy eknaibeuon.

Banpénelva aMACoupe TAKTIKA KaLva PNV NpoXweoUWE 0 aN0CMACUATIKEG KALKATAKEPUATIOMEVEG
EVEPYELEC XWPIC ouVEXela. Ba npénelva yivel katavontd dtt ol ondviol acBevelc anoteAolv HEPOCTNG
KOWVWV{ag, TNG OIKOVOIAG KALTWV OLKOYEVELWV aAG 0ndTav oL onolecdNNOTE PUN NPOYPAUUATIOMEVEG,
MN-OTOXEUPEVEC, UN CUVTOVIOPEVEC BPAOELC €lval KAaTadlKaouEVEG va anotUxouy.

EnBaMetat dnwg n éviagn twv IN €viog Tou KpatikoU npoUnoAoylopoU Kat n KatdANAN katavoun
Tou 1€BoUV WG NPOTEPALOTNTEG Yla €va OAOKANpwEVO, Blwolpo oxedlo uyeiag 1o onoio Gev Ba
apnvel kavévay niow.
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[MAPAPTHMA |

YOuowva pe t Eurordis (2022), ta Mpoypdupata NeoyvikoU EAéyxou (MNE) npénet va Siénovrat
and TG akOAoUBEG apXEC Yla OAOKANPWHEVO, HaKPonpoBeauo 6peAOG:

Iv.

Vi.

Vii.

viil.

Xi.

0 éAeyxog Ba npénet va npoodlopi{lel buvatdtnteg yla va BonBAGCEL To VEOYVO Kal TNV OLKOYEVELD
000 10 duvatov eupltepa. Anhadn, Ba npénel va evionidel kKAVIKG dlaxelpioleg aoBéveleg
oupnep\apBavopévwy Twyv BepaneUoluwy acBevelwy.

To MNE Ba npénet va opyavwBel w¢ cUotnua Pe oapws KaBoplopévoug poAoug, euBUveg,
uneuBuvoTNTa Kat povondta enkovwviag nou Ba elval evowpatwpéva oto €Bviké cuaotnua
UYELOVOULIKNG NeplBaAyng kat Ba avayvwpidovial wg gnxaviopog ya v €ykalpn dldyvwaon
KAWVIKG Slaxelpiolpwy aoBevelwy wg PEPog NG euputepng 0dou nepiBaiywng.

2TV OlKOoyévela Tou veoyvoU mnou Ba €xel dlayvwotel péow MNE Ba npénel va napéxetat
WUXOAOYIKN, KOWWVIKA Kal OIKOVOUIKA unoothplEn and TG apuodleg €BVIKEG UYELOVOUIKEG
OpXEC.

‘O\a ta evblapepdpeva yépn Ba npénet va cupnepAn@Bouv ota dtagopa otddia ing dtadikaaciag

MNE.

Anauteitat dtapavng Kat oxuph dlakuBEépvnon yla T dleUpuvon twv npoypapudtwy MNE.
Kd&Be xwpa/neppépela Ba npénel va éxel pia capwg kaBoplopévn, dlapavh, aveEdptntn,
apepOANNTN Kal Tekpnplwuévn dladikaoia, yla va anogacioel noleg acBéveleg Ba kaAuntoviat
ané 1o npoypappa MNMNE nou Ba nephapBavel 6Aa ta evdlapepdueva Pepn.

H dlakuBépvnon twv npoypappdtwy MNNE Ba npénel va sivat oapng, katavont, Slagavng Kat
va AoyodoTel OTIG €BVIKEG apXEC.

H 6ladikacia afloAdynong yla T oupnepiAnyn/tov anokAelopd acBevelwy ota Npoypdupata
[INE Ba npénet va Baoiletal ota kaAUtepa dlaBéopa otowxela, nou Ba aviikatontpidouv ta
0lKOVOULKA oTowxela yia v uyela, aA\a bev Ba kaBopilovtat pévo and ta olkovoulka TNg uyelag.
H evnuépwon kat n eknaibeuon 6AwV Twv evOLAPEPOPEVWV HEPWV YIA TIG ONAVIEG A0BEVELEG
kal yta oAokAnpn tn dadikacia MNE €ival anapaitnteg yla pia eupeia kat dikain epappoyn
npoypappatwy MNMNE.

. Xpelaletal va undpxouv Eupwnailka npdtuna nou agopoUlv 1o xpovodidypaupa, g hebddoug

oUAMoyYNG Selypdtwy, TNV napakoAouBnon kal TG NANpo@opie¢ Mou Kolvornolouvial OToug
YOVE(Q yla va gyyunBoUv tnv notdtnta kab' 6An tn dladikaoia.

Ta 6elypata und t popeh KNABag aiuatog Ba npénet va anoBnkedovtatl o€ €BVIKES Blotpdnedeg
yla €peUVNTIKOUG okonoUg, Kal Tautéxpova va dlacpahidetal n Unap&n KatdAnNAwy BIKAEBwvY
aopaleiag ya v npoctacia twyv dedopévwy Kal tnv npodcBacn oe dedopéva.

Ta kévipa nou oxetiCovtal pe ta EAA Ba npénel va evowpatwBouv otg 0doug nepiBaiyng
Twv dla@dpwy oUCTNUATWY UYEOVOUIKNG NeplBaAyng Kat Ba npénel va Bewpouvial Katd
npPOoTEPALOTNTA OUVEPYATEG OTNV NAPOXN CUCTACEWY yia TIC MOATKEG MNNE.




XAPTA APALEQN MPOOAOY- MATKYMPIA tYMMAXIA ZNANION MAGHZEQN

NMAPAPTHMA I

BIOMATA AL8ENQON ME TON NEOI'NIKO'EAEIMXO XTHN KYTTPO

H wotopia tng A. (6inysitat n yuatpécg)

H A yevwnBnke otnv Kunpo nptv 11.5 xpoévia, povadiké nadi pn ouyyevav yovéwv. H eykupoolvn
ATaV QUOLOAOYIKN, O TOKETOG (PUOLOAOYIKOG, KAAG Bdpog, Bynke and 1o HAlEUTAPLO OAa KaAd.
[MapBnke dnwg oe 6Aa ta veoyvd nou yevviolvtatl otnv Kunpo n Guthrie card ané tov nadiatpo.
To anotéAeopa ntav uwnAd, KANBnke anod tov natdiatpo ya enavaAnntiké Eleyxo. EQapudotnke 10
NPWTOKOANO Nou eappoldtay Téte yla tn dlaxelplon Tou UYPNAOU anoTEAECPATOC, EYLVE MOOOTIKO
apwoypappa dnAadn petpnon apvotEwy oto INMK. H dldyvwaon htav kAaoikn Oavulketovoupia
Kal autd apyodtepa enBeBawwBnke kal yovidblakd. Ondte 10 nadl autd €otdAn otn povadikh
dlattoAdyo tou Makapeiou 6nw¢ 6Aa ta nadld nou yevviouvial otnv KUnpo, Tou xopnyhBnke 1o
€10IKO okevaoua apwvogéwy dnhadn npwrteivn and t onola, €va «ydAa» nou, Exoupe BydAel In
@avuAaAavivn kat €xoupe BAAeL p€aa tupoaivn, otnv apxn Povo Tou yia va épBouyv ta enineda exel
nou €NPENE Kal 0TN OUVEXELD 0€ oUVOUaOHO JE TO UNTPLKO YAAQ Kal apydtepa e TN pOPHOUAa. H
METPNON TNG GatvuAaAavivng yivotav o€ TaKTa Xpovikd dlacthuata kat avaloya avanpooappolétav
n 6lawta kat 6tav peydAwaoe Alyo Kal £yve Alywv Pnvav JNAKAvE Kal oL 0TEPEEC TPOPEG Ol OMOoleg
akoAouBoUvV €va CUYKEKPLUEVO Tpono. Kanola gpouta Kat Aaxavikd unopouv va KatavaAwvovtat
eAeUBepa kAnola AAa petplolvial kaBwg katta dnuntplakd. Kanoleg AAAEG TPoMEG elval anoAUTwG
anayopeUTIKES ONwC elval To YApL, 1o KPEAG Kal To auyo.

Xapn Aotndv o€ autd 10 aVIXVEUTIKO Npoypaupa, n A eixe pla e€alpetikn WUXoKLVNTIKN €EEAEN Kal
€Kave Ta Navia 6nwg ta nawdld g nAkiag ing akdua vwpltepa PEPIKA, eival aplotn pabnrpla,
MGl 3 yAwaooeg, aBAeital, €xel gpidoug Kat el Tn uaoloAoyikh {wh evog nawdlou g nAkiag
¢. Avkat puaololoyikn {wh yla v A onuaivel 6t npénel va akoAouBel €va MoAU oUYKEKPLUEVO
dlattntikd npodypappa. Mnopel va tpwel péxpl 9 ypaupdpla npwrtetvng v npépa (15 toing éxouve
2 ypaupdpla npwrtelvng yla va kataAdBete yia néon npwrtelvn phdpe). Mpénet va naipvel 1o 181kd
NG oKeUaoPa NPEMEL va eAEYXeL TN pavulaAavivn oUppwva Pe g 0dnyleg kKaBe 15 pépeg dvkatl
auto bev loxuel dbw. MapadAnAa napakoAouBoUpe T Bpéwn g yiatl ta nadid nou kévouv pla
1000 unonpwIelvikn dlatta Kivduveuouv va ndBouv ooteondpwan, va Aslnouve BpenTika cuoTatika
onote KlvbuveUel kal and ooteondpwaon Kat and unoBtapivwon kat and naxuoapkia eniong.
[MpéneLva epapudlel auth t dlatta 6ta Blou cUpPwva pe TG KateuBuvtnpleg 0dnyieg dvkal ta dpla
aMdlouv Kal kupiwg, av anogacioel va kavel 6ikd tng natdld, Ba npénet va eviatikonolnoel ndpa
noAU tn Slatta kat npwv ™ cUMNYN aA\d kat kKaB' 6An tn SLdpKeLa TG eykupooUvng yiati EEpoupe
0Tl auth n au€npévn pawvulaAavivn pnopel va Asltoupyhoel oav Tepatoyovo oto uBpuo nou Ba
KUOPOPNOEL.

AN €XEL ULa PUOLOAOYIKN CWHATIKA KAl MVEUPATIKA avantuén xdpn atnv €ykatpn dldyvwon JEow
tou MNMEN. Auté eivat nou kpatdue. Balovtag neploodtepa KMN péoa oto MNIMNEN Ba pnopoupe va
€xoupe OLdyvwaon Kat anotponh €NNAOKWY yla akdpa neploodtepous aoBeve(c. To dleupupévo
npoypaupa nou éxel eykplBel otnv Kunpo neplapBavel cuvolika 8 KMN.
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H wotopia tng @. (6inyeitat n yiatpdg)

H @ eival 1o npdto nawdi uylwv yovéwv ot onoiot eivat npdaguyeg otnv KUnpo Kat eivat cuyyeveig
petagl toug. H papd tng eixe pua puatohoylkh eykupoouvn. H @ yevwhBnKe pe Kaloapikh Topn PE
KaAS Bapog, Byhke anod To Paleuthplo Kat auth v 4n pépa (wng Kat OAa ntav pla xapd Yéxpl 1o
TEAOG TNG NPWNG BSopdadag ondte dpxiae va napouatdlel unvnAia kat dpvnon Bnhacpou. Otyoveig
oKEPTNKAV OTL AAAoV Sev Ba BEAEL TO UNTPIKG YAAQ, Eekivnoav UnoukdAL xwplg anotéheoua. Hrav
vaBpn, bev Etpwye ondte tv 11n pépa (wng nou htav Pa Kuplakh Ynhke otnv povada veoyvwy
¢ nNéANG nou €ueve. Ekel napouciaoe eneladdla onacpwy, NV enduevn PEPa €yVe eNKovwvia
pe 1o latpeio Evboyeviov MetaBoAkdv Noonudtwy. To culnthaape einape 6Tl 0apug NPOKeTal
yla éva noAU unonto petaBoAikd neplotatikd. Tn 13n pépa oTAABNKe yia HETABOAIKO EAgyxo Kal TNy
enodpevn pépa, 1o nadi npBe oto Makdpetlo kattn 15n pépa eixape didyvwon MSUD.

Hvdoogue ooun oUpwv wg alpontol opevddpou ival pia dlatapaxn tng Sldonacng Twv NPWIEV WY
(6ev nephapBdvetal oto napdv EAMMEN npdypauua, Ba nepthauBdvetal oto Sleupupévo).
E6w éxoupe 3 GMa apwvogéa nou dnpoupyolv 1o NpdBAnua. Eival n Acukivn, n looheukivn Kat
n BaAivn. Autd ndve padl nakéto aAAd 1o NpdBAnua pag 1o Kavel n Aeukivn. H upnAn Agukivn
Kavel eykepaiondBeta. Kal edwy n Bepaneia elvat o neploplopdg NG pUOIKNG npwteivng 16oo oo
pnopel 0 aoBevAg. Aev pnopoUpe va 10 kOWoupe TeAeiwg yati n npwrteivn eival anapaintn, n
Aeukivn n 6la eival anapaitntn €wg €va BaBud. Ondte divoupe kat £€pa Npwteivn pe T Hopeh
€161KoU oKeudopaTog apvo&éwy nou ae auth v nep{ntwon dev nepiéxel 1a BAANTKAG apvogea.
Avexduaaote Aondv n 1h g Asukivng va ivat 300 pmpl/L

TG NPWIEC WEPEG (wng Tg @, n T TN Aeukivng eixe ndet 2300 umpl/L kat yt'autd tov Adyo htav
EYKEPAAONABNTIKA, €(XE UNMOTOVIKG KOPUO Kal UNEPTOVIKA AKpa o Yahdlopd, dev Avolye ta pata,
bev avranokplvétav ota epeBiopata kat €kave OAEC AUTEG TIG KIVACELG Mou éuotadav Pe onacpoug.
‘Ekave payvntkh atnv onola eixe eykepalikd oldnpa kat loxawia kat €kave eykeparoypdpnpa 1o
onolo eixe euphpata eykepalondbelag.

Ané v wpa nou 1o pdBape, dpxloe AUESA N AVIWHETWNION. XTNV 0Uaia, N avilpetwnion ixe
Eekvhael and npv pe v unoyia tou PetaBoAikoU voonpatog. XTaudtnae n aiton, dgv pnopoloe
OMWG va yivel eldkA avTpetnon av 6ev €xelg 0Ikh didyvwaon. Eywve Aotnév n aviipetwnion
o6nw¢ npoBAendtav pe t xophynon opoU yAukddng 10% kat xopriynon AlMoug kat xophynaon
€161KoU OKeUAOPaTOG apvoEEwy Kal eNeldh NTav TG00 YnAN €ylve Kal neptovailkh kéBapon. Mua
bladikaaia 6nhadn otnv omoia unoBdAovtatl ot aoBevelg pe VEPPIKA aVENAPKELD MPOKELUEVOU
va Katagépoupe va pioupe yphyopa tnv WA TN Acukivng. Ta kata@épape, autd Eexivnoe pla
Mapaokeun kat n Asutépa eixe entteuxBel 0 otdxog pag. Extote v napakoAouBouUue ato latpeio
Evboyevaov MetaBoAkwv Noonudtwy. Zitidetal pe éva pelypa and yaAa kavovikd Kat 1o yaAa 1o
€l0Ik0, 10 okelaopa apwvo&éwyv dnAadn, Ye cupnAnpwpata twyv unoloinwy apwvotéwy. Kabe
€BOopdda Kavel e€etdoelg aluatog, kaBe eBooudda Cuyiletal kat avaloya e Ta anoTeEAéoUaTa Twv
TPV TwV apvogéwv Kat 1o Bdpog g unoloyiloupe padl pe n dlattoAdyo tou Makapeiou tn I
Towdnna (ta petaBoAkd eivat opdda) t B8a pdst nv enduevn eBSopdda.

E€awiag authg tg kaBuotépnong 6pwg otn ddyvwon Kat uneptovia €xel kat xpelaletal
pualoBepaneia kat NaBoAoyIKO eyKEPAAOYPAPNIA EXEL

Av eixe epappoatel 10 dleupupévo Screening, 1o naBoAoyiké anotéAeapa Ba htav yvwaotd nepinou
otG 10 nuépeg dwhg dnAadh nptv TNy eykatdataon g Bapldg eykepalondabelag, nptv 1a eneloddia
Twv onacpwy. Agv Ba eixape va aviuetwniooupe yia 1600 uPnAh Asukivn, 6ev Ba xpelaldtav
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va peivel 23 pépeg o Eviatkn Movada NoonAeiag Neoyvav, 6ev Ba xpeladdtav va Pnet 2 opEg
OTO XELPOUPYEID Kal va JMEL 0 NEPLTOVAIKOG KaBeThpag yia va Byel 0 neptovalkdg KaBetnpag Kat
va KAVEL OAEC QUTEC TIG ENNAOKEG Mou akopa dev E€poupe Nwg Ba eival ylati nwg Ba eivat. Ti Ba
anoylvel ge auth Tnv eykepalondbela 6ev 10 EEPOULE.

BéBala dev eival autd 1o véonua édnwg n OawvuAketovoupia 6rnou 10 va 10 EEPOUE OUCLAOTIKA
epnodilel TG mepatépw €nMNAOKEG av TnpoUpe tn blawta yiatl ot mBavétnteg anoppuBuiong
UNApXouv Kat oto PéAoV. AkSpa kat va 1o E€pape P€aw tou Screening, NAALBa énpene va PETpAUE
10 AUWVOEED TAKTIKA Kal va avanpooapuoloupe Tn &lad tng aAd av aviinapaBdAoupe pe auth
v AN otopia tng E nou eniong eivatl éva nadi, 1o npwto natdl uylv yovewy nou OUwe €6W
bev €xouv Kauld Kovh Kataywyh nou yevwwnBnke QUOLOAOYIKA WETG and KaAA eykupooUvn nou
OAa htav KaAd Kat n onola owoyévela enéAe€e va Kavel éva WOLwTkO Npdypapua Screening kat
ekel dlanotwBnkav kanowa naBoloyikd euphuata. Ekave kat auth éva apwvoypaupa oto INFK
Kal pAvnke 6Tl unnpxe Oviwg kanoto B€pa, To onoio emBeBalwbnke kat yovidlakd. ESW n eikoéva
Tou Nadlov Atav dplotn onodte WAGKE yla pia noAU no Anta ikéva tng MSUD kat n &udyvawon
elvat intermittent 6nAadh dlaAeinouoca MSUD. Autd 1o Koputodkt e€eAiooetal dplota Kat givat o€
eAeUBepn blawta. MapakolouBoUpe ta auvogéa aAAd OxtL 16oo Taktkd. Exel ynAdtepeg TWéG and
TG PUOLOAOYIKECG OAAG €VTOG Twv eNBuUNTV oplwv.

=Z€poupE Kal EEPeL Kal N olkoyévela OTL Jia {won A pla vnoteia A av kAt cupBel, autd anoteholv
kivbuvo anoppuBuong g voéoou Kat auth n yvwon sival duvapn yatt undpxet n duvatétnta NG
APEONC QVTUETANLONG.

H owoyévela éxel mpounBeutel kal ta amapaltinta okeudopata Kat SlaBEétel MPWTOKOAO
QVTUETAWNIONG TG VOOOU.

H wotopia tou I". (Sinyeital n pntépa)

v npo- dnpotikn, 6mou n @oltnon eival unoxpewTtikn, o MpPyog XPeLAoTnke va Aslnel ouxvd
AGYw NG aoB€velag Tou Mou anartoUoe OUXVEG VOONAeieg xwpig Opwg va dnutoupynBel Wbilaitepo
npoBANua pe Toug HaokAAouG.

210 SNPOTIKG GUWC, N OKOYEVELD QVIUETWNIOE MOAG Kat dlaitepa npoBAAPaTa agou n untépa
€npene va npookopilel ouvexwg (K&Be xpovo) xaptd anod toug ylatpoug nou va eEnyolv TL €XeL
10 nadi, yla v NédBnoh Tou Kal TG avAyKeg ToU e amMOTEAECHa oL YOVelg va TaAatnwpouvial
npoakopidovtag ouvexwg TG (bleg BeBalwaelg Kat xaptd yla tnv katdotaon Tou natdlol Toug.

Adyw tng Kuotikng lvawong, o Mwpyog €xel auxvd, duvatd kat £viovo Bhxa, o onoiog KAveL Toug
GMouG va notevouy Ot eival Appwatod. H untépa npénetl va npookopilel CUVEXELD XapTLA OTOUG
daokdhoug nou va e€nyolv tnv NéBnaon Kat 1o dtt 0 BAxag Tou nawdlov g dev eivat PeTadoTkaG,
yla va toug e€nyel 1L bev npénet va poBouvtal. Autd yivetat kdBe xpdvo. Eniong, 1o yeyovdg 6t ato
dnuotikd oL bdokahot cuvéxela aAddouy, Kat bev @aiveral 0Tl EVNUEPWIVOVTAL and Hld KEVIPIKA
dloiknon yla ta bedopéva Tou KABe pabnth/paBnTplag, embevavel TNV katdaotaon.,

Yndpxet dyvola yla tnv ndBnon auth ota oxoAeia (dnwg Kat yla AAEG) he Tp0Mo Nou va anokAe(etat
10 nawdl and v Kavovikh @oltnon ot0 OXO0Asio kat 6ld@opeg AMeG SpaotnpldTNTEG TNG
KaBnpepvdtnTag, Kat va ennpeddetal N GUPKOPPWON ToU Pe TN ANYN TNG PAPUAKEUTIKAG aywyNng
nou xpetddetat.
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Zexwploa 3 neplotatikd nou vou{lw BonBoUv yia va KataAdBETE TG MPOKANGELG MOU avTUeTwn{leL
€va Hwpd dnwg o Npyog Kat N 0lKOYEVELD TOU.

Meplotatiké 1: Aviikataotding SAoKaAog nou dev htav evnuepwuévog Kat ine otov Mwpyo va pnv
€avandel oto oxoAelo péxptva tou nepdaet o Bhxag! Meplotatikd oTo 6oUNEPPAPKET e avBpwnoug
va oxoAddouv tov Brxa Tou natdlod Kat va pou Aéve OTL bev €npene va Tov PEPVW ApPWOTo OT0
00UNEPHAPKET.

Meplotatikd 2: Mntépa dAMou natdlod pou TNAEPWVNOoE va pou net ot eide tov Mpyo va netd ta
@dpuaka tou otov kKdAaBo. Etol avakdAuwa étt o Mpyog dev €nwve 1a papuakd tou ylatl €vag
OUMMABNTAC Tou and Mo peyaAn TaEn tov eixe kKopoldeyel 6tav Tov €ide va nivel 1a pépPaka tou
oto SdAewpa. O lwpyog ya va 1o nai€el pdykag dev 1a €mve Kal ta NeToUoe 10 APUAKE Tou
Kat 6tav epxdtav ato onit napanovidtav 6t novouoe Tnv KoWld Tou, eixe dldppoleg KAM. Eixaue
NoAEG oulnTNaELG PE Tov [dpyo, pe Toug daokdAoug, o Mwpyog uéxpL nou eine «Aev Ba 1pdw 010
oxoAglo». AUon n ypappatéag tou 6xoAeiou nou elonynBnke o Mwpyog va nnyaivel oo ypapeio Ing
va nivel 1a pApuaKd Tou Kat autd €Yve yia €va xpovo.

To yeyovdg eival 61t ey bev Ba 1o pdBawva av dev pou TNAEPWVOUCE N UNTEPA TNG CUPHABATPLEC
Tou. MNpénel va undpxel eNtpnon oTa oxXoAela yt' autd 1a pwped. ..

Yuvexioape e T AUon nou pag €6wae N ypapuatéag yla éva xpovo, Twpa ApxLoe va nivel ta xana
TOU UNPOooTd ota dAAa Natdld al\a av NApe o eoTaTdPLo NX VIPENETAL yIaTi 0 KOOUOG Tov Kowtdel. Tu
NPENEL VA KAVW, OKEPTOPAL av XPELAZETAL YUXOAOYIKA UMOCTAPLEN.

Meplotatiké 3: Kahokalpvé oxoAeio mou £pepav HUGKOAEG otV eyypa®h Tou PwEoU yiati ot dAAoL
yove(g Ba diepwrolviav yia Tov Bhxa KAM., Ba dnpoupyoloe B€uata oto Blo 1o oxoAeio avdioya
Je 10 NW¢ Ba 10 KataAdBatvav ot dAAoL yovelg, Twpa £xoupe navonuia Kat o Mwpyog éxel BhAxa,
Ba eixav ouvéxela TNV kKouBévta av o Mwpyog €xel KOPwVold A KATL MO PETadoTké KAM., (0wg
va oto{xle 010 oxoAelo v nelateia tou, «E€pete elpaote atnv Kunpo kat..». Eydd ¢htnoa va
evnuepwBoUv ot Aot ddokalol yia Tov Bhxa Tou pyou yla va gnv nouv tinota Ynpootd Tou Kat
TOV KAVOUV va vIdaoel doxnua.

Ma tov Mwpyo, o aBAnTop6g petd 1o oxoAelo ta anoyeUpata sival kat yia Adyoug uyeiag yia
va avanAnpwooupe TG puoloBepansieg mou dev pag kaAuntel 1o leXY. Epelc xpewalduaote
neploootepeg and 12-16 puaoioBepaneieg Tov xpdvo nou KaAUMtel 10 MeXY - o Mpyog xpetaletal
TouAdxiotov 1 wpa tnv npépa puaotoBepaneia. Epeic ndue 1 popd tn Booudda Kat yia TG undAoneg
npoonaBolpe va kdvoupe and onitt ald dev eival 10 {Blo e TO va EXELG €va GUYKEKPLUEVO
€€eldlkeupévo Bepaneuth Nou va Tou KAvel aoKNOELG avaAoya pe TG avAaykeg Tou Mpyou Kat TG
aVTOX£G TOU €KElVN TN OTLyN HE ToV €E0MAIOMS TOU XWPOoU (UNAAES, unaAdvia kAM.). Mdsl undoket
(4 popéc) , noddopalpo (4 popég), puatoBepaneia (1 popd ™ Bdoudda X2 wpeg) kat dYAa autd yua
va Tpéxel, va pwvel yla va unopei va BydAet ta pAéypata tou yiati av dev €xel tn pucloBepaneia,
NV Yupvaotikh 6ev pnopel va ta BydAel, pévouv atoug nveUpoveg Tou Kat nviyetal, €xel moAU Bhxa
Kal unopel va xpelaotel voookopelo.
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To kahokaipt Mou KAelvouv Ta UNAoKET KAM., 0 Nwpyog BEAeL Kal xpeldletat va NdeL o€ KAAOKaPLVo

0X0Aglo, éxel PIAOUG eKEl KAM., TL va TOU Nw Mou 0 UNeUBuvog eKel PEPVEL AUTEG TIG OUGKOAIEG;

1. 'O\a autd éxouv va KAvouv [E TNV eVNPEPWON TG00 TOU NPOowWKoU Twv oXoAg(wy (6dokaloy,
KaBNyNTEG, MPOCWIKOG) yla ondvieg NaBhoeLlg, N Kovwvia oAdKANpN Npénet va evnuepwBel
Kat va euawoBntonoinBel yla Béuata ondviwy nabnoswy, SlapopeTkOTNTAG, VA KAALEPYNBET
0 oeBaopdg, n katavénaon, n anoguyn bullying and toug Bloug Toug daokdAoug, n npootacia
Twv eudAwtwyv nadlwv. Autég eival kdnoleg aAhBeleg nou cuvavinoaue ePeic otn {wnh uag
Kat duoTuxwG BAENw 6Tl 0 kdapog dev katahaBaivel kat bev npoonabel va kataAdBel, sipat
alyoupn étLae 5 xpdvia ndALBa Bpoupe ta (dla unpootd pag o kahokalpvd oxoAeia kat aAoy,
10 0Mo{o 0T0 KATW KATW NANPWVW yia va NdeL. i va NaAEYOUHE PE QUTEG TIG KATAOTACELG;

H wotopia tng M. (6inyeital n acBevig)
Evd eixa onouddoel, Apouv €toun yia 6ouAeld kat SoUAeua, n didyvwon pou AAaEe T wnh KAt g
NPOTEPALOTNTEG OU KAl POU GTEPNaE and TNy Ikavatnta tng va epyadetal.

Apxika gpyalduouv napdAnAa e tn Adyn olUvtagng avikavotntag, n onoia kKAuMte 10 75% twv
anoAaBwv pou aAd teAkd anoAlBnka and tov pyodotn pou Adyw npoBAnudtwy uyeslag nou
Hou enéBaAhav ouxVEG voonAeieg kal mapakoAoUBnaon and ylatpoUg, aAd kat Adywv uyelag Twv
NadLy Jou (KavovikEG WoELS) mou Jou enéBaiiav va pévw onitt yla va ta gpovtidw.

Ytékopatl oto BEpa TG eAINOUG VNPEPWONG YLa TA YPAPELOKPATIKE TWV KPATIKWY NMAPOXWY ToU
kpdtoug énwg 10 EEE mou ouxvé odnyoloe oe tautdxpovn anokonh GAwV Twv eMOOUATWY e
anotéAeopa tn SUOKOALD TNG olkoyévelag va avieneCEABeL ota €€06a Tou onttioU nx evolkia KA.

Avagpépopat otnv entBdpuvon otov auluyo éaov apopd T ePovIida Twv NadLwy, TN cUVINPNON TG
OLKOYEVELOKNG eMNxelpnong, Tnv npopnBela pLdAwy ofuydvou yia tnv (Bla Kat 1o Nwg avaykadetat
ouxvd va anouctdlel and T HoUAELd Tou.

ToviCw ta NoAAG eunddla mou undpxouv atNV KABNPEPLVOTNTA [ou We TNV NdBnon éoo Kat va
npoonaBw va ta avipetwnidw Betkd.

Ma péva, ta emdduata eival onPaviikd yla Th oUVTAPNON TNG OLKOYEVELAG Kal e SUOKOAEUEL
Blaitepa n ypagelokpatia kat N autépatn anokonh €ieodnudtwy xwpig nposdonoinon, xwpig
EVNUEPWON YL Ta XapTLd nou xpelddetal va NPOoKouiow.

Biyw 10 Bépa g avdykng otNpIENG ano 1o KPdtog o€ OTL apopd TLG avaykeg othplEng ato onitt (nx
BonB&¢).

Aev enéhe€a va €xw pia ondvia naBnon nou dev pou entpénet va SoUAEWwW aMd £xw dikaiwpa o
pa aglonpenn {wnh xwplg va npénet va eEnyw ouvexwg v adpatn pou avannpia kat va déxopat
enBéoelg yl' autd.

H wotopia tng L. (6inyeitat n acBevig)

Ta npwta cupmwpata dpxtoav v 3n Aukeiou. Xpeldotnke va enokePBw dLapopoug eldkoUg
npw pnopé€ow va AdBw teAkh didyvwaon. ApoU dpxioav Ta NPWTA CUPMTWHATA, JETd and akoun
€va peydho KUKAO and eniokéWelg o e8IkoUg 1atpouq Kal €Eetdoelg, KatéAnfa otov 60 Kal
TeAeutaio pou otaBud, 1o Ivotitouto Neupoloyiag Kat levetikhg kat tov Ap. KAedna, énou €yve n
teAkn Sldyvwon e MuaoBévela Gravis (MG).
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MpotoU Eexkwvhow to lMavenothulo, unhpgav kaBnyntég kat enayyeAdatieq uyelag mou pe
oupBoUAgucav va unv onouddow [MAnpogopikn, epdoov NiBavotata ta cupntwuata tng MG Ba
ylvovtav nto évtova. Agv toug dkouaa, apoU GNEPT EXW OAOKANPWCEL MTUXIO KAl PJETAMTUXLAKO,
Kat epyalopat otov topéa NG MAnpo@opikng. Ziyoupa unhpgav apketég BUOKOAIEG, aMd htav
duakoAieg mou dev TI¢ dpnaoa va otaBoulv eunddlo oto va KAvw 1o OVELPO UOoU MPAyUaTkdTNTa, Kat
dlanotwvw 6Tt ol SUCKOAEG pE €kavav Lo duvath.

Ynhp€av eunddla and nAeupdc MOAWY KaABNyNTWyV va Pou Napéxouv TG HLEUKOAUVOELG Mou
SikaloUtav Adyw Twv nabhogwv pou (nx entnpdaBeto xpovo, peyéBuvan Tou ypantou) napd tou 6t
Kat Toug anéoateMa n dla npoownikd phvupa wg unevBupion. MoAol kaBnyntég dev pou €dvav
onpacia étav pwrtodoa KAT, KAVOVTAg he va notelw Ot vopdav 6t éxavav tov xpdvo toug pad
pou.

Atepwtpat, yati evad JNGPE yla wootnta kat {oa dikawbpata oty eknaideuon, ta dtoua e
Kanoteg HUOKOAIEG, oav Kal TN BIKA Pou MPENEL va Napakalouv yla va €xouv owath Kat dikain
QVTIUETANION, Kal akdun Kat ToTe va pnv eivat atyoupo 6t Ba tnv €xouv.

YT ouvevieUEelq yia epyaoia avépepa Ot £xw MuaoBévela Gravis kat pdAota o pa nepintwaon
HOALC e€Aynoa TL akplBWG elval n ouykekpluévn aaBévela, Siékoyav tn cuvévteuEn Aéyovidag Hou:
«Euxaplotolpe, yela oagy.

Metd and autd 1o cupBdy, Kat yla apketd Kapd, bev unopouoa va KAvel kamnota attnon yia SoUAELd.
‘Oxt yiati 6ev "BeAa, aMa yatl éviwBa axpeiaotn, éviwBa nwg dev afilel va €xw kanola epyacia,
éviwBa nwg Ba pe anoppiyouy.

Me tov Kapo kat yvwpidoviag dropa nou pe BohBnaoav va kataAdBw ot bev £xw eyw 10 NPOBANLA
aM\@ autol nou anoppintouv 10 SLAPOPETIKG, MAPA TNV andPaAcn va avagépw yla tnv néddnon
pou o€ kd&Be ouvévieu€n yla epyaacia, ave€dptnta and 1o av autd Ba pou otoixile v eukalpia
gpyodoTnNong.

Tnv wpa g ouvévieugng dev afloloyeitat pévo o gpyalduevog and tov €pyoddtn, aAAd Kat o
€pyodOTNG and Tov unown@lo. Av ol «dlapopeTtikoi» dev Toug kdvouv Adyw g NdBnong Toug, T0TE
oute autol (ot epyoddteg) pag kdvouv Adyw tou Tt gidoug dvBpwnot eivall

Bewpw 6T elval apketd onpaviiké oL npolotduevol va yvwpidouv yla Tnv ndBnon tou epyalopévou
TOUG, OTE va kataAaBaivouv TG avaykeg Toug kat oL epyalduevol va unv xpetaletat va kpuBovtat A
va volwBouyv 6Tl elval og pelovekTikn Béon h ot eival epyalduevol deltepng katnyopiag.

Av ndAL eppaviotel kdnola ndBnon katd n dldpkela NG epyaaiag kanowou atdpou, eival e€oou
ONMAVTIKOG TO ATOHO va To avaPépeL. To yeyovog 6T KAnolog/kanota €xel Pla ndénon dev akupVeL
N yvaon, v eunelpia Tou/tng and ta nponyoUueva xpovia epyaci{ag toug, aAAd oUte Tnv 6peth
TOUG yla epyaoia.
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H wotopia tou A. (6inyeitat n pntépa)
4 OxktwBplou 2017. Tevviétat o NPwTOTOKOG YOG Hag, 0 Avtdovng. TEAEWOPNVOC, UYLEDTATOC, ETOLOG
v KOTAOKTAGEL TOV KOOLIO.

MOAG otov 4o pnhva. [Mapouctdlel nepiepya ocupmiwpata... aduvauia otiplEng KePAANG,
npoodeutikh aduvapia e xépta kat nédLa. .. H nadiatpog pag kabnouxddet Aéyoviag «ouvhBwg ta
ayopta tepneAtdlouv». ..

6 Maptiou 2018. MOAL 5 pnvav eladyetal oto Makdplo Noookopeio pe Aoluwén avanveuotikoU.
Mawdiatpol, NoonAeutég, €lbikeuduevoL, GONTEG Kal latpol kABe eldikétntag pnawvoByaivouv
kaBnpepwvd ya va egetdoouv 10 nmawdi. E€etdlouv, pag kowtdlouv Kal GeUyouv... pWIGUE T
oupBaivel... Adyla pod, aodplota... e€akolouBolpe va bdlepeuvolpe... AwBavopaote évav
avaBpaopd ato Tunpa. .. epeic oe nAApn dyvola...

E€thplo. Aéka pépeg apydtepa AapBdvoupe e€itnplo pe mBavn ddyvwon «Nwrtiaia Mulkh Atpogia
wnou 1». e gpwtnon tou oullyou pou Katd ndco n vooog eivat daxelpiown, dev naipvoupe
anavinon.

Blwpata névBoug kat aywviag... pag Slakatéxouv e TNV €NCTPOPN Pag oto onitt. KAEopévol
0€ 4 T0(X0UG. .. va NepUéEVOUE va KolnBel yla va «tov kAdyoupe». Mévol, aBonBntol, xauévol,
ogokaplopévol. MevBoupe yia 50 nuépeg. O Xpiatog apiyyel ta dévia kat avadntel diebveic Baoelg
dedopévav yla va ndpeL anavinoelg.

Ta eupnhpata tou: Mpoodeutikh napdAucn OGAWV Twv PUWV NepAaPBavopéviy Twv HUWY
TOU QVANVEUOTIKOU.. . KATAANEN pévIN unxavikh unoothplén avanvong kat Bdvatog. AleBveig
endnuoAoykd dedopéva: Méoo npoadokiuo enBiwaong 11 pnveg, H€oog PEYLOTOG Xpdvog (wh§
a2 émn.

Ol pEPEG KUAOUV ag KAEWUOPa Mou KABe KOKKOG Hag GEPVEL Mo Kovid ato Bdavato. Movadikh
61a8¢o1un Bepaneia 1o «Spinraza» pe evBappuviikg, aAAd 6xt andAuta anoteAéopata {aong.

Altnon yla €ykplon tou Gapudkou «Spinraza»... 0 Avidovng yivetal €pualo Twv VEVOULOUEVWY
61061kaalv yia €ykplon tou papudxkou. And tov Avva otov Katdga kat and ekel atov MNévtio Mindro.
H appddia enponh napanépnel ae enponn e8Ikwy, auth dev opiletal ev avapovh eNKUPwWang
NPAKTIKWY, NEPIUEVOUE KABE endpevn ouvedpia kat oL eBOopadeg KUAoUv.... To naldl nAéov xavel
KABe KvnukoTNTa, SUoKoAeUeTal va avanvelogl, nviyetal oe KABe altilon kat apyoneBaivel ota
X€PLa Jag yla va TnpnBouv ol vevopiopéveg dladikaoieg,

EAniba.
29 Maiou 2018. AUo phveg petd tnv unoBoAn Tng altnong yia Spinraza, 0 6UUYOG UOU AnOCTEMEL
OXETKN €MOTOAN Npog Tov [Npogdpo tng Kunplakhg Anpokpatiag, {ntoviag TOUAGXIaToV eNtaxuvan

61061kaalv Kat Pla andvinon... éva vat h éva oxL.

15 louviou 2018. H napéuBaon tou Mpogdpou dpeon kat o Avtdovng yivetal o npwtog acBevhg mou
AapBavel 10 oppavo pdppako Spinraza atny Kunpo. HAlaxtideg eAnidag kat awoodogiag.
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To épapa pag yua dacpdAon enBiwaong kat BEAtotn nowdtnta whe. KataBdAoupe npoondBeteg
EvIagng Tou Avtovn o€ 4 BLaPOPETIKEG KAWVIKEG HEAETEG TNG YovIBlaKNG Bepaneiag Zolgensma.
‘OAgg katahnyouv oTo kevd apou o Aviwvng o€ kaula dev eunintel ota kpnpLa el06oXNG.

4 OktwBplou 2018. Opdonpo. Ta npwta yevéBALA Tou, €xovtag enfyvawon OTL Ta Neplocdtepa nadld
pe tn véoo dev npoAaBaivouv va ta yoptdoouv. Ta yoptdoape pe tnv aBeBatdtnta katd néco Ba
yloptéooupe ta deltepa yeveBALa Tou.

21 lavouapiou 2019. Mataiwaon twv Naviwy Kat 1pduog.

0 Avtwovng pehaviddel petd and padikh elopd@non yaoTtpikou neptexopévou. Kopeopdg 02 33%
aocUpBatog pe tn dwh, opi€elg 180/Aemtd, anwAela auveldnong. O Avtwvng qelyel... O Xpiotog
enwxelpel kapdloavanveuotikh avalwoyévnon Kat 1o Nadl petagépetal eansucpéva otn Movada
Eviatukng Maidwv. H népta g Movddag kAeivel... okeptopacte o1t Ba evnuepwBoUpe yla 10
xelpdtepo. H népta avoiyel... Evnpépwon latpdv: O Avtcovng Oxt pévo Eenépaae tov Kivduvo ald
bev napouactdlel kapia EvoelEn eyke@aAKNG h vonTikhg BAABNG Adyw tng unotiag. Elchynon atpdov
yla enepuBdoelg tpaxelootop{ag Kat yaotpootopiag. Zava avipétwnol pe ayxog, poBo kat aywvia
yla 10 aupto. Eva alplo nou yla apketoug NTav «dUaTuxg TEAelwPEVN undBean», yla GAOUG T0
aviikeipevo uyapldg «kdatous / opéhous». O Avidovng mapapével 5 PAVEG 0TN EVIATKA. ..

Mdiog 2019. H eAniba Eavayevvi€tal. .. 1o nBikd avantepwvetal. H yovidlakn Bepaneia Zolgensma
eykpivetal and tov FDA Aueplkng yla nadld péxpt 2 1y Pe kéotog 2,1 ek. 6oAdpla. Qotdoo, n
npéaBacn yla Tov Avicovn Atav peaMoTKa akatdpBwtn.

AUyouctog 2019. Opyavvoupe exotpateia €pdvou kat aneuBUVOURE €KKANGN YlO OKOVOUIKA
unoothptEn. AkoAouBoUv 6Aa daoa gidav 10 pwg TG dnpoaotdtnTag ekeivn v Nepiodo. H andkplon
¢ Kunplakng kowvawviag paydaia kat KUPLOAEKTIKA cuykAovioTikh. H Kunplakh noAutela 7 pépeg
apyotepa avaiauBdvel v anootoAn tou Avicovn otnv APepikh yla XopAynon NG Yovidlakhg
Bepaneiag Zolgensma.

30 ZentepBpiou 2019. O Avtwvng yivetal 10 6eUtepo natdl nou AapBdvel n yovidlakn Bepaneia
Zolgensma oto MNawdlatpiké Noookopeio tng Bootwvng.

Ané 161€ péxpL onpepa. O Avtwovng yivetal oupBolo ehnidag, niotng kat aolodogiag yia xIadeg
aoBevelg pe ondvieg A/kat aviateg NaBACELG KAl TLG OIKOYEVELEG TOUC. KUPLOAEKTIKA OUYKAOVIOTIKG
Kat anioteuta ta unvupata nou AauBdvoupe kaBnuepvd eite bla {ong elte 0Ta PETA KOWWVIKAG
diktiwong. Evbektukd, tov Alyoucto tou 2020, veapn yuvaika pe autodvoon nddnon pag
npoaéyyloe Kat pag eine: <Eva xpdvo nptv hBeAa kat ano@Aactoa va autoktovhow. .. BAémovtag tnv
otopia tou Avicovn dMa€a andpaon. .. Aegv éxw dikaiwpa va BEow téppa otn {wh pou dtav autdg
0 MIKPOUANG aywvicetat 1doo oAU yla n SkA Tou...»

Anodoxn... XuvexiCoupe tn {wh Pag PJe NPOCAPHOYEC KOUMEVEG KAl PAPMEVEG OTa PETPA WAG. ..
KAvoupe 10 Ok pag taBepvdkt oto onitt, NPOoKaAWVIAg GIAouC Kal ayannuéva pag npdowna.
Enotpépoupe og dpaotnpldtnteg mou AAote pag euxaplotoloav. O Xpiotog otn gUon nou 1600
ayand. Eyw. .. ato epyacthpl You yia va dnpoupyhow.
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[Mot€ dev vipannka yia 1o nadi pou. MNa epéva o Avtwovng eivat Bavpa wng. Eivatto nawdi nou nap”’
OAEC TG avTLE0OTNTEG KalL Tov ndvo nou Biwoe, ouvexilel va bivel paBnuata {wng pe T Betkdtnta,
T0 XaudyeAd, TNV unopovh Kat tnv enwovn tou. O Avtdovng elvat mnyn €unveuong kat dUvaung.

Anodoxn. .. @avtaoteite KEBs popdnou o Avttovng ouvavid aptie i nadid. I'vwpidel, cuvaloBavetat
ot &ev nepnatdel, 6t dev Tpéxel. Eival pwg ouveldntonoinpévog Kat 1o anodeikvuel 6Tt €xel GAa
xapiopata. KaBnuepvd tov epnvéoupe, Tov unouctdpouple, Tov evduvapwvoupe. O Avicovng E€pet
OTL Sev TPWEL BPWC KBetal padl pag oto panédt kat ¢ntd 1o S1kd Tou MIdTo Kat 1o Sikd Tou NMothpt
yla va K&voupe €1¢ uyelav Kat va piunBel 6t tpwdel, nivel kat anoAauBavel k&Be yeuotikn epnelpia.
0 Avtwovng E€pel 61l ato oxoAeio Ba cuvavihoel dMa naddkia kat €101, epoviidoupe and twpa
va tov evid&oupe otyd atyd wate ta undAotna nadid va apopoloouy Kat eEavVIANCoUV TNV KABe
(QUOLOAOYIKA Kal anodekth neptépyeta toug. O Aviovng sival oxedov €T0U0G Yl va POLTNCOEL OTO
Anpéaoio Nnnuaywyeio ANGpnpag tov epxouevo LentéuBplo!
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MAPAPTHMA I

IYITAZEIZ NPOX THN EYPQMAIKH EMITPOMH KAI TA KPATH MEAH TIA THN NMPAMMATIKH
ENTA=H TQON AL6ENQN ME IN
(uetdppaon tou AyyAikouU'” ota EANAnvikd ané tnv MaykOnpia Zuppaxia Indviwv NMabhoswv)

1.

H evowpdtwaon twv 1dlattepothtwy twv LN oTIC CUPBATIKES KOWVWVIKEG UNNPECIEG KAl MOATIKEG

elvat anapaitnto otowxelo nou npénet va AapBdvetat undyn ota peMoviikd EBvika xEdla kat

Ytpatnykég (NP/NS) yia ta IN kat Ba npénel va evowpatwverat étav ta undpxovia NP/NS

aflohoyouvtal Kat avaBewpouvial. LUYKEKPLUEVQ:

* [1Tpénel va npowBeital N KAaTdPTLoN TwWV ENAYYEAUATIOV.

* Ba npénet va napéxovial NAnpo@opieg uPNANG notdtntac.

Ta Kévipa Avagpopdq (KA) dwadpapatidouv Baolkd pdho otn SleukdAuvon NG napoxng

ohokANpwévng nepiBaiyng oUpewva e tig cuotacel tIng EUCERD yia ta Kputhpua Motdtntag

nou npénet va nAnpoUv ta kévipa Avagopdg yia IN 22 (4, 9, 10):

* Ta KA ouykevipdvouv h ouvioviCouv MOAUENIOTNHOVIKEG KavOTNTEG/OeEdTNTEG OTOV
eCelbIKEUPEVO  TOPED NG UYELOVOPIKNG  nepiBaAyng, oupnephapBavopévay  twv
napalatpikwy BeELOTATWY KAl TWV KOWVWVIKWY UMNPECLWY;

e Ta KA napéxouv eknatdsuon kat katdption oe (...) enayyeAuatieg nou dev avhkouv otov
Topéa G uyelag (6nwg 6aokdAoug oxoAelwy, NPoownIkoUg/ KAt 0iKov PPOVIIOTEG;

e Ta KA cupBd&Mouv kat napéxouv npooBAactueg NANPOPoPIiEC NPOCAPUOCHEVES OTIG EIOIKES
avAyKEC Twv aoBevadv KAl TWV OLKOYEVELWWDV TOUG, TWV ENAYYEAUATIWV Uyelag Kat twv
KOWWVIKWVY AELTOUPYWV.

Ta Eupwnaikd Alktua Avagopdg yua ta 2N dadpapatiCouv Baolkd poAo otn dleukdAuvan NG

ohokANpwévng nepiBaiyng oUppwva pe g ouotdoelg tng EUCERD yia ta Eupwnaikd Aiktua

Avapopdc yla tig Xnavieg Mabnoelg (10)23 kat tnv 08nyia yia ta Sikalwuata twv acBevay ot

dlacuvoplakn uyelovoulkh nepiBaAwn (ApBpo 12, 4-ii)24:

e Ta Eupwnaikd Alktua Avagopdg yla Indvieg AoBeveleg npénel va ouvepyddovial petatu
TOUG, KaBWG Kat e opddeg aoBevadv, MapoXxoug Uyelag Kal KOWWVIKAG ppovtidag

e TaEupwnaikd Alktua Avapopdg akoAouBoUv pia SLentotnovik (MoAUBeUaTIkh) Npoaéyyion;

e Ta Eupwnaikd Aiktua Ava@opdg pnopoUv va AEITOUPYACOUV w¢ NAATPOPUA avialayng
EUMELPLOV Kal MpowBnaong NG ouvepyaoiag petafl twv Kpatwv-MeAwy, yla thv avantuén
akpWBWV MEPYPAPWY TwV anartoUPeVwyY  UMNPECLy  Kat v ene€epyacia Kowvwv
KATEUBUVTAPLWV YPAUMWV.

Ta kpdtn pEAN Npénel va npowBoUv PETPa Nou BLEUKOAUVOUV TNV MOAUEMIOTNHOVIKA, OALOTIKA,

ouVveEXN, aVBPWMOKEVIPIKA KAl CUPHPETOXIKA Napoxn @poviidag og dtopa nou (ouv JE ONAvIES

aoBéveleg, unootnpidovidg Toug otnv NANPN npayudatono{non twv Bepedlwdwv avBpwnivwv

OIKALWPATWY TOUG. LUYKEKPLUEVQ:

e Ta kpatn péEAN npénel va dlacpahidouv Ot Ta dropa nou fouv pe IN €xouv ta ibla npdtuna
ppovtibag kat unoothplEng pe autd nou eivat dlaBéotua oe AAAOUC MOALTEG e MAPOMOLEG
anatnoeLg;

* Ta kpdmn PEAN npénetl va avayvwpioouv Ti¢ 1Blaitepeg NPoKAACELG Mou dnuloupyolyv oL
onAvieg Kal MOAUNMAOKEG KATAOTACELC.

* Ta kKpdtn pEAN Npénel va npowBolv pétpa nou unootnpidouv acBeveic/okoyéveleg nou
ennpeddovtal and XN va CUPPETEXOUV OTIC anoPAcelg nou AauBdvovial kat ota oxEdla nou
akohouBouvtal oxeTKaA pe TNV nepBaAyn kat tn {wn ToUG:

17 AloBéowueg oto https://ec.europa.eu/health/system/files/2016-11/recommendations_socialservices_policies_

en_0.pdf


https://ec.europa.eu/health/system/files/2016-11/recommendations_socialservices_policies_en_0.pdf

https://ec.europa.eu/health/system/files/2016-11/recommendations_socialservices_policies_en_0.pdf
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e Ta kpdtn péAn npénet va avantu€ouv epyaieia NANpo@opNoNg Kat eknaidsuong yla acBeveig
Kal olkoyéveleg nou ennpeddovtat and ta XN, ta oroia va Toug evOUVAUWVOUV Kal va
au€dvouv v IKavoTNTd TOUG VA CUMPETEXOUV PAAO OTNV Napoxn epoviidag;

Ot ndpoxot ppovtidag Ba npénel va eival MPOETOHATHEVOL VA MNAPEXOUV PN KATEUBUVIIKA
BonBela kat va napéxouv unoatnPLEN 0ToUG aoBeve( Kal TIG OKOYEVELEG VA EKPPACOUV TG
enBupieg Toug, va BETouv NpotepaldTNTES, va AauBdvouv anoPAcelg Kat va KateuBUvouy Tig
BIkéG Toug unnpeoieg edv 1o enBupoly. (22 EUCERD recommendations on Quality Criteria
for Centres of Expertise on Rare Diseases,2011. 23 EUCERD recommendations on Euro-
pean Reference Networks for Rare Diseases,2013. 24 Directive on patients’ rights in cross-
border healthcare, 9 March 2011(2011/24/EU). Recommendations to Support the Integration
of Rare Diseases into Social Services and Social Policies 5)

H petapopd nAnpogoptddy PeTaUu napdxwv neplBaAyng, evidg Twv opiwv TwV VOPIKWV
nAatoiwv npootaciag dedopévay, Ba npénel va npowBnBel yia v unoatplEn NG Napoxng
OALOTIKNG ppovTidag.

Ta kpdtn péAN Mpénel va npowBolv Tov oUVTOVIoPO Kal TN SIKTUwon PETagy dAwv Twv
MepWV Mou epnAékovial otnv napoxh nepiBaAyng oe dropa mou ennpeddovial and XN,
oupnepAapBavouévwy Twy SNPOCLWY, IBIWTIKWY KAl KOWWVIKWY 0pyavioewy KaBwg Kat
peTaU napoxwy Katl opyavioswy acBevv/avannpiag.

Ou dlattepotnteg twv IN Ba npénet va evowpatwBolv ota €Bvikd cuothpata agloAdynong tou
eNNédoU Asttoupytkdtntag vog atépou, cUPPwva Pe T ZUpBaon twv Hvwpévwy EBvy yia
10 Aialpata twv Atdpwy pe Avannpiec,

Ba npénel va evBappuvBel n avantugn kat S1ddoon KAAWV MPAKIKWY Yld TNV KOWWVIKN
pEPva ota XN,

. H Kowwvikoolkovoulkh épeuva atov Topéa Ing napoxng/opydvwaong nepiBaiyng yua ZK Ba

npénetl va unootnpiletal 16oo o eninedo KM éoo kat oe eninedo Eupwnaikng Evwaong. Ba

nPENEL va Napéxetal unootnpLEn yla €peuva ota akéAouBa Bépara:

* KowwVIKoOWKOVOpIKN entBdpuvon nou npokuntel and €va IN;

e MpooBaciudtnta  Kat  KATAAMNAGTNTA  TWV  UMNPECIOV  UYELOVOUIKNG  nepiBaAyng,
OUMNEPAAPBAVOEVIV TWV KOWWVIKWV UMNPECLWV, yia dtopa nou ouv pe N Kat Tig
OLKOYEVELEG TOUG;

* AnoteAeopaTikdTNTa Kal 0x€0N KOGTOUG-AMOTEAEOUATIKOTNTAG TWV KOLWVWVIKWY UMNPECLV
Kal unooTtNPLENG, KABWG Kal TwV TEXVOAOYLWYV anokatdotacng kat unoBonBnong yua dtoua
pe IN;

e Kawvotdueg NpaktkéG gpoviidag otig unnpeaieg uyelag Kal KOWWVIKEG UNNPEGiEg Kal 0
avtiktunog Toug atnv notdtnta {wng twv atdpwy nou ouv e IN.
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MAPAPTHMA [V

YXEUKEC VooBealeg yla avaBewpnaon/ npoaBnkeg 6nou xpetddetat:

0 Mept Anpéotwv NoonAeutnpiwv Nopog

0 Mept I6iwtikav NoonAgutnpiwyv Noépog

0 Mept Anpdotag Yyeiag Népog

0 nepl tng KatoxUpwong kat ng MNMpootaciag twv Aikatwudtwy twv AcBeviov Néuog 1(1) Tou
2005

0 Mepl levikoU Xuothpatog Yyelag Nopog tou 2001 (89(1)/2001) - latpocupBoUAia

0 Mepl HAektpovikAhg Yyelag Nopog

0 Mepl ®apudkwv AvBpwdnivng Xphiong (EAsyxog MNotdtntag, MpopnBelag kat Tiuwov) Nopog tou
2001 (70(1)/2001)

0 nepl16puong EBvikhg @apuakeutikng Apxng Népog tou 2021

0 Mepl ing AteukoAuvong tng Aoknong Twv Aikalwpdtwy twv Epyalopévwy oto MAaiolo g
EAeUBepng KukAopoplag twv Epyalopévawv Népog tou 2017 (N.37(1)2017) kat cuvage(g vopol
0 nepl PUBuong tou MAataiou Opydvwoaong tng TnAepyaaiag Nopog tou 2022

0 nepl Eyypapng latpov Nopog

0 nepl Enttponou Aloikhoewc Nopog tou 1991 (3/1991)




nArKYn PIA ‘Eyypago ato onoio neptypdpovrat BEaelg Kat

OUYKEKPLUEVEC BpAaELG yla mpdodo atn ppovtida Kat
TNV AnoTeEAECUATIKA audnepiAnYN Twv avBpwnwy
pe Xndvia Noonpata otg unnpeaieg Yyelag,
Exknaideuang, Epyaaiag kat Kowvwvikng Mpdvolag

Z"AN InN tou Kpdrouc. Exel SlapopgpwBei and v Maykunpla

Yuppaxia Zndviwy MNaBhoswy pe tTh cupuBoAn

MAGHEEQN | oo

Enwkowvwvia
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