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[MANQ AT1O 300.000.000 ATOMA
MATKOZMIQX ZOYN
ME MIA ZTTANIA TTAOHZH
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Yoppova pe tov opiopd g Evponaikng ‘Evoong (EE), éva véonua Bewpeital omdvio 6tov
npocPaier 5 ota 10.000 dropa oty Kowvotnra. Ot odvieg mabnoeic yapaktnpiloviot amd younAn
oLYVOTNTO EUPAVIONG KOl DYNATN ETEPOYEVELD KOl GTNV TAELOVOTNTA TOVG €IvVOl YEVETIKNG QUONG
(avTodvOoGa VOGTLOTA, GUYYEVEIS SUGTANGIES, K.AT.). ATtetAoVV T (o1 1] EmpEpovy pdvia avormpia,
10 80% etvan yevetikng artioAoyiog, to 0 50% avtav epgoavietar oty modikn nikio. [Hapd ™
onavioTNTd ToVug, 0 apBudg TV achevdv Tov VOGoUV glval GLVOMKA LYNAGS Yoo T0 Adyo OTL
Vdpyovv ToAlol drapopeTikol THTOL oavioV Tadncewv kot vtoloyileton 0Tt mepimov 37.000.000
Evpomnaiol €govv mpooPindel and pia omdavio achBivela. Xvvolkd &yxovv katoypagel moyKOGHImG
6.000 — 8.000 omdvia voorjpata. ‘Evag epumeplotatopévog KoTaA0YoS e TIG OTAVIEG TOONCELS KoTd
oApafntikn oepd  mepEyeTol  otov  emionuo  otoy®po G EE  yuo  T1i¢  ombvieg
nadnoeig(www.orpha.net).

10 mhaicto g Evponaikng cuvepyasiog yio Ty mpodOnomn e épevvag Kot TNV avIoAlaym
YVOCEMV KOl EUTELPIOG OTOV TOREN TOV omaviov Tadncemv, 11 EALGda coppetéyel oty Emttponn
Eunepoyvoudévev mg Evponaiknig Emtponng yio tic Xndvieg Nocovg (European Committee of
Experts on Rare Diseases — EUCERD) (www.eucerd.eu) pe €Bvikd ekmpdécomo tov Oudtipo
Kadnynm IHowdwrpikng, k. Xpnoto Karttdun. H Emipony emkevipovetor ot Ponbeia g
Kowomrag otnv mpoetoipacioo Kot €QpopUoyn OYETIKOV UE To Xmivioe Noonuato dpicemv o€
CLVEPYUOIN LE TOVG EEEIOKEVUEVOVG POPELS TV YOPDOV LEADV, TIG APUOIIEG EVPOTOIKES PYEG OTOV
TOULEN TNG EPELVAG KO TNG ONUOCIOC VYElaG Kot Tar AALa epumAekopeva uépn (stakeholders). To tpéyov
0éuo to omoio emefepydaleron n Emtpomn eivar o opiopdg kprmmpiov moldtntog yu o KEVIpQ
Aptoteiag yuo 1g Xavieg [abnoers.

Anpuovpyia EOvikod apyegiov sraviov vooov

H xotaypaen tov omaviov mabnoewv amotehel mpotepaidtta o Evpomaixd erimedo,
®GTOCO 01 TPOoTAOEIEG TOV EYOVV Yivel £Emg Tdpa yapaktnpilovtal o¢ amootacuatikés. H avdmtuén
evog eBvikov apyeiov onaviov Tadncewy ival Bactkn TpoTEPAIOTNTO KO Y10 TH Y OPa Lac. AOY® T™NG
SVGKOMOG TOV EYYEIPNUOATOG 1| ETIAOYY| TOV VOSTLATOV Kol 0 TPOTOG KATAYPOUPNG TOVS OMOTEAECE
avTikeipevo peEAETNG ™¢ Oepatikng ZvpPovAevtikng Opddag yo tig Xmavieg [Habnoeig. Xy
TapovoO (PACT Kol TPOKEWEVOL Vo amokTnOel 1 KatdAANAN eumepio amopacicOnke 1 TAOTIKY
KOTOypoen TE000pmV onavinv voonudtov: s Ivokvotikng Nocov(apyikd yio wodid), tne Notioiog
Muikng Atpogiag, Tng Nocov Gaucher kot tng Nosov Pompe.

IInyn: https://eody.gov.gr/disease/spania-nosimata/


http://ec.europa.eu/health/files/eudralex/vol-1/reg_2000_141/reg_2000_141_en.pdf
http://www.orpha.net/
http://www.eucerd.eu/

