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1. TI EINAI TO MAJEED

1.1 T eivay;
To oOvdpouo Majeed eival €va omdvio YeEVETIKO voonua. Ta
npooBeBANuéva taldld ndoyouvv amnd xpovia vrotpomidlovaoa
noAveoTiak ooteopveAiTda (Chronic Recurrent Multifocal
Osteomyelitis, CRMO), cuyyevr} ducepuvBponointikr avaluia (Congenital
Dyserythropoietic Anaemia, CDA) kKat Ageypovwdn depuatondbela.

1.2 Néoo ouyVvo sivay;

H véoocg elvat moAD ondvia. Meprypdeovtal POvo OLKOYEVELEC TIOU
npoépyovtal and tn MEon AvatoAn (lopdavia, Tovpkia). O MPAYUATIKOC
ETULMOANOMOC eKTIHATOL 0 ALtydTEPO amd 1/1.000.000 natdid.

1.3 MNowa €ival Ta aitia TnG véoov;

H véooc npokaAsital and petaAAdEelc oto yovidlo LPIN2 mov BplokeTat
0TO YPWHOoWH 18p Kal kwdikomotel Pl mpwTetvn Mov ovoudleTat
Aunt{vn-2. OL epeLVNTEC MLOTEVOLY GTL ALTH N MPWTELVN propel va nalCet
K&mowo pOAo 0To HETABOALONS TwY AWy (Audiwv). Qotdoo, oTo
oLbvdpouo Majeed dev €xouv Bpebel dlatapayxEC Twv Amdiwv.

H Autivn-2 evdéxetal va eunAEKeToL EMiONC 0TOV €AEYXO0 TNG PAEYUOVAG
Kal oTnv KuTtTaplk dlaipeon.

MeTaAAGEELC oTO YOViOLo LPIN2 petaBdAAovv tn dour Kot T
Aettovpyla TNG Auivng-2. Agv €lval OOQPEC TTWEG AUTEG Ol YEVETIKEC
aAAQYEC 0O6nyoDv o€ vOOO TWVY 00TWY, avoluia Kot gAEYHOVH Tou
dépuaTocg, ota dtoua pe cbvdpouo Majeed.
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1.4 Eival KANPOVOMLKO;

KANnpovoue(Tal WG CWHATIKA UTTOAELTIOMEVN VOOOC (TIPAYHA IOV onUatlvel
OTL 8ev ouvdéeTal UE TO POAO KoL OTL Kavévag amnd Toug yoveilc dev elval
LTIOXPEWTLKS Vo £XEL CUUMTWHATA TNG vOoov). AvTAC 0 TOTOC
neTaB{Baonc onuaivel 6Ty, yia va £xeL €va dtouo cbvdpopo Majeed,
XPEeLAleTal HV0 HETAAAQYUEVA YovidLa, TO €va amd Tn MNTEPA KoL TO
aAAo amd Tov natépa. Q¢ ek TOUTOUL, Kal oL HVo yovelg elval opelc
(€vac popéac €xeL HOVO £va HETAAAAYHEVO avTiypapo aAAd OxL Ttn voco)
oAAG 6ev elval agBevelc. Mapd tTo yeyovdc 6TL oL popeilc TuTKA OEV
noapouvctdlouy Ta onuela KAl T CUMMTWHATA TNG VOOOUL, HEPLKO( YOVELG
nodLWY Ye obvdpopo Majeed €xouv pia AEYHOVWEN dlatapayr Tou
d€puaTtoc nmov ovopdletal ywplaon. Ou yovelc mov €xouv €va notdl e
oLbvdpopo Majeed €xouv Kivouvo 25% €va dAA0 maldl Toug va €xeL TNV
(dla véoo. H mpoyevvnTikr ditadyvwaon glvatl duvath.

1.5 MNati To madi pov €xeL avtH TN vVO0O0; MMopEl va
MPOANPOE(;
To nmadi €xeL Tn vOoo, EMELdN YeEVWAONKE PE Ta HETAAAQYHEVA Yovidla
TIoL TIPOKAA0UV To oOvdpouo Majeed.

1.6 Eival peTadOTIKG;
Oxy, dev eilvat.

1.7 Mowa €ival Ta KLPLOTEPA CLUTMTWHATA;
To oOvdpouo Majeed yapaktnpiCetal and xpdévia vnotpomdlovoa
nMoAveoTIoKA ooTeopveA(TOa (CRMO), ovyyevr duogpuBpomolnTiki
avatpio (CDA) kat pAeyuovwdn deppatomnddsia. To CRMO nov
oxetiCeTal pe avtd TO CLVOpPOPO umopel va dlagopotmoteital and To
HEMOVWHEVO CRMO w¢ mpo¢ tnv mpwipndtePpn NAKia €vapEng (o€
Bpeplkrl NAkia), Ta ouxvdTEPA £MELTOBLA, TIC BpaxDTEPEC KaLl AtydTEPO
OLXVEC LPEDELG KOL TO YEYOVOC OTL elvat pdAAov LabéBLa véoog, ov
odnyel og kKaBuoTepnNuUEVN AVATTLEN | KOL CLOTIACELC TWVY APOPWTEWV.
H CDA xapaktnpiCetal and UKPOKLTTAPWON 0TO a{la KoL OTO HUEAD
TWVY 00TWV. Mnopel va elval molkiAng BapdTNTAC KL va KualveTal amnd

2/3



ATILA, UN aVLXVELOLUN avatpio péxpL avatuia mov xpeltdletal peTayyloELg
a{patoG. H pAsypovwdng deppatondbela cuvioTatal cuvABWC o€
obvdpopo Sweet, aAAG umnopel eniong va elvatl kKot pALKTAlvWON.

1.8 Molec eival ol MIOaVEG ETILITAOKEG;

To CRMO pmnopel va 06nyrioeL o€ EMMAOKEC, OTIWC N KaBuvoTeEPNUEVN
QVATTUEN KoL N dnulovpyla MAPANOPPUWTEWY OTLC APOPWOELC TIOV
ovopdlovtal ovomdoel Kot oL onoiec meptopifovv TNV Kivnon
OPLOMEVWY 0PBpWoEWY. H avatuia prmopel va 00NyrioEL 0€ CUPUMTWHATA,
Onw¢ KOnwon (kovpaan), advvauia, wxpdTnTa KoL BUCOKOAlX oTNV
avarmnvor]. Ot eMMAOKEG TNG OLYYEVOUC duaepuBpomoLNTIKAC avatpliag
hropel va KupailvovTal and AMEG €wC coBapéc.

1.9 EivalL n voooc n idwa o 6Aa Ta maidiaq;

AOYWw TNC MOAD peYAANG onavidTNTOC TNG Katdotaong, Alya elvat
YVWOTA Yl TN TIOLKIAOHOPPIA TWY KAWIKWY EKONAWCEWV. 2 KABE
neplntwon, N BapLTNTA TWY CUPMTWHATWY PMOPE( VA TTIOLKIAEL HETOED
TWVY SLOAPOPETIKWVY TIALOLWY, HE ATMOTEAECHA PO NTILOTEPN N HLA TILO
goBapn KALLKNA €LKOvO.

1.10 EivalL n v6oo¢ dLa@opeTIikA oTa maidia amn’ 6,TL 0TOLG
EVAALKEG;

Alya npdypoata eival yvwoTd oXeTKA pe TN Quaotkr lotopla TnG véoou.
2€ KABe mepinTwaon, ol eVAALKEC acBeveic apovaldlovy MEPLOCOTEPEC
avarnnpieg mov elval AMOTEAECUA TNG AVATITUENC TWV EMUTAOKWV.
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