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v aplOp. 130/28-03-2022 Sratayr) tov Etpnvodikeiov AOnvwv,pe avovta aplOpod eyypa@ng
841 oto BBAio opoomovdLwv tov MpwTodikeiov AONVwV

U/l

ANAKOINQXH

'Exéoon EAAnvikov KataAoyov Xraviwv Noonudtwv

26 Iavovapiov 2024

Me Slaitepn xapd, ouykivinon kot moAU evBouvolaopd 11 EAAnvikny Opoomovdia ZuAAdywv - Zmaviwv
Noonudtwv Mabhoewv (E.0.X. - ZIA.NO.ITA)) vmodéxetal v €kdoorn touv EAAnvikoU Kataddyou EZmaviwv

Noonuatwy, mov ekd6Onke e v v ap.I'26/67445 amdépacn tov YmovpyoU Yyeiag (PEK 248 1.B./17-01-
2024).

Te ouvéxelan tov ap.mpwt. 05/0168/14-04-2021 pe 0¢épa «Katabeon mpotaong s EAAnvikng Opoomovdiag
TuAAOYwY - Zmtaviwv Noonpdtwv [Mabnoewv (E.0.Z. - ZITA.NO.ITA.) oto Ymoupyeio Yyelag, ava@opika pe tnv
€ykplom evog eviaiov EBvikoV Mntpwou AcBevav Emaviwv Noonpatwyv - labnoewv (E.M.A.ZITA.NO.ITA.) (¢pyou
yneuwkns  Swapdpewong), pe v ouvvépyela Kévipwv Eumelpoyvwpooivng, Emotnpovikov Etaplov kot
TuAAOYwVY AcBevwyv  Imaviwv [Mabnoewv» eyypa@ouv mouv améotelle 1 E.0.Z. - ZIIANO.ITIA. otnv IloAitikn
Hyeola kat otig appddieg vmnpeocieg Tov Ymovpyeiov Yyeiag, ava@opikd (e TN KV TOTOMON TwV SLadkaoLmv
vy ™ Stapdpewon tTwv Mntpwwv Twv AcBevwov pe Zmavia Noonpata kol Kat emékTaoTn TNV €k600m oty
EAMANVIKY] YAW OGO TOV KATAAOYOU TwV Imavinv NoonUATwVY TTov ava@EépovTal 0TV VpwTaiky TUAN Orphanet,
oAokAnpwOnke Tov Iavoudpilo tou 2024 1 dnpoacievon tov ev Adyw kataAdyou ae PEK.

0 EAAnvikés Katdroyog Zmaviwv Noonpudatwyv eumepiéxel epimov 7.000 voonuata(oe mAéov twv 600 ceAibwv)
UE ava@OPA 0TOV ayYALKO Kol EAANVIKO 0po ™G K&Be oaviag vooov, Tov povadiko apldpo Orphacode mou gyet
KoL TNV avtiotoiylon tov oto ICD-10 (8tebvrig tafvounon vocwv tov WHO). Me v alomoinon tov gpyaieiov
avtov, kabwe kat Tov Eviaiov Iivaka IIpoodiopiopuot MMocootov Avammpiag (EIIA - Askéufplog 2021) Ba
elval Suvatn kol EVKOAGTEPT 1] TILOTOTIOMON TWV omaviwy TaBnoewv oe kabe eminedo, SLaitepa otn cVvTAL
Twv Elonyntikov Pakédwv yia tn [Miotomoinon Avammpiog amd ta KEIA kat pe tv €k600n TwV GYETIKWV
ATOPACEWY TOUG, OTNV APXLKN KOTOypoa@n TwV acBeviv oTig NAEKTPOoVIKEG TAaT@Oopues tov EOIYY (e-
prescription kaL GUVOTITIKO LOTOPIKO aoBeVT], EQPOCOV ETOLLAOTOVV Ol OXETIKEG NAEKTPOVIKES EQAPOYEG), OTNV

EVNUEPWOT TWV NAEKTPOVIK®OV apXeiwv kal pntpwwv g HAIKA, kabws kol oTa cUGTYUATA TAPOYXWV TOU
OIIEKA.
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H Awoixnon g E.O0.Z. - ZITA.NO.ITA. a€loTolwvTag To §{KTU0 TWV GUVEPYAC LMV KAL ETOPOV TIOU EXEL LE OAES TIG
apuodieg vmmpeoies kol @opeis Tov Ymoupyeiov Yyeiag, cuvéBade otnv mMpowONon Twv SlEPYACIOV Y TN
OLUYKPOTNON TWV KATAAANAwY Ouddwv Epyaciag, TNV €MGTNUOVIKY] UTTOOTNPLEN TOV £pYyovu, TNV ETioTELON
SLOKNTIKWV SLHSIKACL®OV YLK TNV 0AOKATIpwOoT] KAl €kE00T) TOU OXETIKOU BETUIKOV TAALGIOV.

[8waitepa evyaplotieg exkppalovtat:

e o1 kupla MNtpov Mavaywta - MabBoAdyo, Mpoictapévn tou Autotedols TUUATOG OEPATEVTIKWV
[MpwTtokdéAAWV Kot MNTpwwV AcBeV®V Kal Ta 0TEAEXT AUTOV

o otn kupla Tlwptln Xplotiva, Ipoiotauévn g A/vong Opyavwong NoonAeutikwv Movadwyv kot
Ymomtevdpuevwy Popéwv Kol TA OTEAEXT AUTNG

e 0TO0 KUplo Meooapomovio IlavteAn, [Ipoedpo tov A.X. xat otov kUpLo MMAath XapdAaumo, AlevBivwy
Yoppovio touv Kévtpou Tekunpiwong kat KootoAdynong Nocoxkopelakwv Ynnpeowv - KETEKNY kot
bLaitepa otnv Emotnuovikny Opdda mov emefepydotnke ToV KATGAOY0 TwVv IZmaviwv [Tabnoewyv ota
eAANVIKQ, n omrola amaptiletal anod tov k. XaAkid Kwvotavtivo- [TaBoAdyo, Ektedleotikdo Médog tou AX,,
Tov k. MmoUta lwavvn, Matevtipa- TuvakoAdyo, AcvBuvt) KAwvwknig Texunpilwong kot latpikng
[MAnpo@opiag kat v ka. TovpTtlovkAn Elpnivn, Eldikr) Emotiipuova ZtéAexog ¢ (Slag Alevbuvon

0 EAAnvikog Katdaroyog Zmaviwv Noonpatwy 0a avaptndel otov totdtomo tov KETEKNY - https: //instdrg.gr/
(mapéxovtag ™ Suvatotnta avadntnong touv Orphacode pe v avaypa@n ™G vooou), KaBws Kol GTOoV
totototmo tng E.O.Z. - Z[TIA.NO.ITTA. https://www.federationrarediseases.gr/ (otnv evotnta - vopobeoia).

Ex@palovtag tnv oyxupn memoibnomn 4tL 1o £pyo autd Ba amoteAéoel T OepeAdlwdn Baon yia T Kataypaen
TwWV aofevwv pe omavia voonpata ota EOvikd Mntpwa, kabws kat otn SIapop@won g eAANVIKNG TUANG Tov
Orphanet, evxopaote va aflomomBei pe To BEATIOTO TPOTIO TO EPYAAEID AUTO ATTO OAOUG TOUG ETIOTLOVES KAl
ToUG aoBeveis tpoaPfAémovtag ot BEATIWOT TNG OO TNTAS TWV TTAPEXOUEVWY VTINPECLWV VYELOG.

To AwoknTtiké ZupBovio tng E.0.X. - ZITA.NO.IIA.
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