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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.

1/7



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
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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.

2. AIATNQZzZH KAl OEPAIEIA

2.1 Nwg dLaylyvwokeTal;

H vnoyla tTng véoov npEnel va dnulovpyeltal pe B&on TNy KALVLKA
glkova. H oplotikr dtdyvwon npémnel va eMPBEBALWVETAL UE YEVETLKNA
avaAvon. H dladyvwon emPBeBatwveTal av 0 acBeVAC pEPeL dVO
METAAAAEELC, pla amd KABe yovéa. H yeveTik avdAvon pnopel va pnv
elval dlabéoun os 6Aa ta kKEvTpa TPLTORAGOULaC MEp(BaAYnc.

2.2 NMowa £ival N oNMHACIia TWVY SLAYVWOTIKWVY EETACEWVY;
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Ol e€etdoelg alpaTtog, 0nwe n TaxdTnTa KABICNoNG Twv
gpuBpokLTTApPWY (TKE), n CRP, n yevikA al{uatog Kot To wwdoydvo,
elval oNUAVTIKEC KATA TN dldpKela TNG evepydTNTAC TNG vOCOUL, YL VA
EKTLUNOEL N €KTAON TNG PAEYUOVAG KAl N avatuia.

Ol e€eTdoelC avTéC emavaAauBavovTal MEPLOOKAE, yia va aEloAoynBel
oV T ATMOTEAEOUOTA MAVAABAY N e(val KovTd oTta PuaLoAoyLkd. Mia
HLKPN moodTNTa alpatog Xpeldletal emiong yla TN YEVETIKA avAAvan.

2.3 Mmtopei va OgpamevBei | va 1aOE(;
To oOvdpouo Majeed avtipetwniCetal (BAENE MAPAKATW), AAA& dev
Ldtot dedopévou OTL elval yeveTikn voooc.

2.4 MNoleg eival oL Oepaneieg;

Agv vTIApYEL Kapla PO TLMIWHEVN BEPATIELTLKA YWY Yl TO GOVOPOUO
Majeed. Q¢ mMPWTN YPOMMUA avTIHETWTILONG Tou CRMO Ypnotuomotobv ol
OLVNBWC TA YN OTEPOELDN AVTLPAEYHOVWEN p&ppaka ((MZAD). H
puaoloBepareia elval onuavTikA, WOTE va anmoPeLyOel n €€ avevepynaoiag
atpo@ia Twv puWv Kat ot cuotidoelc. Av To CRMO dev avtamnokpiveTal
ota MZA®, Ta KOPTIKOOTEPOELOH MMOPOUV va Xpnotpomotndoiv yLa tov
EAeyxo Touv CRMO Kal TWv OEPUATIKWY EKONAWOEWY. QoTOCO0, Ol
ETILMAOKEC TNG MAKPOXPOVIOC XPrioNC KOPTLKOOTEPOELOWY TEPLopiCouvv
TN XPNon tToug ota nodd. Mpdopata, KaAn andékplon ota avti-IL1
Qapuaka £xeL meptypagel oe 2 tétowa nawdld. H CDA avtipetwnileTal pe
METAYYLON £pLBPWVY atpoaPatpiwy, av evdeikvuTadl.

2.5 Moleg eival oL AaVETTIOVOUNTEG EVEPYELEGC TNG QAPHAKEVTIKAG
Oepameiac;

To KOPTIKOOTEPOELOH oxeT{CovTal PE TILOAVEC AVETILOOUNTEC EVEPYELEC,
OMwWC N abENGCN TOL CWHATLKOD BAPOLE, TO OldNUA TOL MPOCWTIOL KAl OL
EVOAAQYEC TNG BldBeoNC. Av Ta KOPTLKOOTEPOELDN YopnyoLvTaL YL
TMAPATETAMEVO XPOVLIKO dlAo TN, MTTOPEL va TIPOKAAECOOLY KaBuoTEPNaoN
NG avdmntuEng, ooteondpwan, avEnueévn apTnELakn nieon alpaTtog Kat
daBNTn.

H o evoxAnTikn avemBountn evépyela Tov anakinra eivat n enwduvn
avtidpaon ato onuelo tnG éveong, oav Tolpnnua evtéuov. EWdKE Katd
TIC IPWTEC €BOoOUAdEC TNG Bepamnelag, avtr pnopel va elval apKeETA




eninovn. AolHWEELG €xouv tapatnpenOsel oe acbeveic mov EAaBav
Bepaneia ue anakinra 4 canakinumab ylwa voorjuata dAAQ, EKTOC and TO
obvdpopo Majeed.

2.6 NMNooo mpénel va Slapkéogel n Ospansia;
Awa Blov.

2.7 TLLOXOEL OXETIKA ME TIG N OVMPBATIKEG R HE TIG
CUMUTIANPWHATLKEG Oepameiec;
Agv LTIAPYXOLY YVWOTEC CUUMANPWHATIKEC Beparmelec yU avth TN vdoo.

2.8 T €idouc mepLOdIKOL éAey)XOL €ival antapaiTnToL;

Ta MaldLA MPEMEL VAL ETILOKETMTOVTAL TAKTLKA (TOLVAAXLOTOV 3 POPEC TO
XPOV0) MoLdoPELUATOAOYO, YL VA TIOPAKOAOLOEL av eAEYyYETAL N VOOOC
Kat va puBuilel tn watplkn Bepamneia. Meplodikd, mpeEneL va yiveTat
YeVLKH alpaTtoc Kat 6elkTeC oEelac p&ong, yla va eAEyXETOL av £lval
anopalTnTn N HETAYYLON EPLOPWV ALPOTPALPIWY KL YL VA
agloAoyeltal N evepydTNTA TNG QAEYHOVAC.

2.9 Noéoco Ba dlapkéoel n vOOoOG;
H véoocg slvat 1o6BLa. Qotdoo, n evepydtnTa TG vOoou pnopel va
Kuopo{veTal ue to xpovo.

2.10 Mowa gival n pakpoxpovia nMpoyvwon (TTPORAETIOMEVN
éKBaon KalL MopEeia) TnG vooouv;

H pokpomnpdbeoun npdyvwaon eEaptdtal and tn BapldTNTA TWY KAWVIKWY
EKONAWOEWY Kot LBlwg TNC duoEPLOBPOTOLNTIKAC AVOLUiC KOl TWV
ETLMAOKWVY TNG vooov. Av n vdooc apebel xwplc Bepaneia, n modtTnTA
CWNC elval KaKA, W¢ anmoTéAeopa Tov boTpontdlovTtoc nMdVov, TNG
XPOVLOG aval{aG KoL TWY MBAVWY EMMTAOKWY, CUUTEPLAAUBAVOUEVWY
TWVY CLOTMACEWVY Kal TNG €€ avevepynaolag atpopiag TWv HLWV.

2.11 Yniapxer mAARPNG DPECN TG VOO OUL;
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Oy, eneldn elval yeveTtikd véonua.

3. KAOGHMEPINH ZQH

3.1 NWG UIOoPEL Va emMNPEACTEL N VOOOC TNV KaOnueptvh wnR ToL
MaLd100 KAl TNG OLKOYEVELAG;

To matdl Kat N olKoyEveLla aVTIMETWTIICOLY ONUOVTIKE TIPORAAMATO HEXPL
va dlayvwaoTtel n voooc.

MepLkd matdLd mMPEMEL VA AVTLUETWTI{OOLY TLC TIAPAPOPPUWTELC TWV
00TWV, oL omolec unopel va emnpedcovv cofapd TG ouvrBeLg
dpaoctnplotnTEC. Eva dAA0 pOBANUa unopel va lval N YoxoAoyLKn
empBdpovvon nov dnuiovpyei n 6ud Biov Bepameia. O agBevrig Kat oL
yove(c pmnopel va avtipetwnioovy avtd to {ATNUA HE KATAAANAQ
EKMOALOEVTIKG TIPOYPAUATA.

3.2 TL LOYVEL OXETIKA HE TO OXOAELO;

Ta modld pe xpovia vooruata eivat onuavtiké va cuveyxiCouv Tnv
eknaidevon. YApYouv HEPLKO( TPAYOVTEC TIOV UTTOPE( VO TIPOKAAETOULV
MPOPBAAMATA GTN POi{TNON O0TO OXOAE(O KO, EMOMEVWC, E(vOL ONUOVTLKS
va eEnyolvTal ol TBaVEC avAyKEC TOL TALdLOD OTOLC EKTIALOELTIKOUC.
Ot yoveic kot ol dadokaAoL TPETEL val KAVOULVY O, TL UTTIOPOULY, WOTE va
emtpanel oto matdl va CUMPETEXEL OTLC OXOALKEC HpaOaTNPLOTNTEG UE
QLOLOAOYLKO TPOMO, WOTE, OXL LOVO VO EMLTUOXEL aKAdNUATKA, aAAG Kal
va yivel amodeKTO Kal va EKTIHATAL, TOGO amnd TOuG CLVOUNAIKOLG TOv,
000 Kot and TouG EVAALKEG. H HEAAOVTIKA €vTaEN OTOV EMAYYEAUATLKO
XWPo elvatl anapaltnTn ywa €vav veapd acbevr Kat elvat €vag amnd Toug
0TOYOLC TNC MAYKOOULAC PPOVTIdAC TWV XPoviwe MaoXovTwy aabeEVWV.

3.2 TL LOYXVEL OXETIKA ME TV AOANON;

H d6Anon eivat Baolkd otowxeio tnG KaOnuepvric CwNC touv KABE
natdLo0. Evac and toug otdyouvc TNG Bepameiac elval va MTPEYEL OTA
nodLd va dlayouv pia 600 to duvatédv o guatoAoyik Cwn Kot va
Bewpolv 6TL 6ev dLagépouv amnd TouG ouvopnAikoug Toug. OL acBevelg
MTIOPOUV EMOUEVWG VO CLUPUETEYXOVY OE OAEC OL BpaoTNPLOTNTEC, OTO
BaBud mov pnopovv. QoTtdo0o, 0 MEPLOPLOUOS TNG PUOLKAG
dpaotnpldTnTOC N N avdnavon pnopel va eivat anapaitnTn KATA TN
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dlapkela TnG o€elac paonc.

3.4 TL 1OXVEL OXETIKA pE TN Siatta;
Agv vidpyel 16k olaLta.

3.5 Mmopei TO KAIMO VO EMNPEACTEL TNV TTOPELA TNG VOO OUL;
Oxt, dev unopel.

3.6 Mmopei To Maldi va epBoAlaoTEl;

Nat, to modl pnopel va epBoAitactel. Qotdo0, oL yovelg mpEMEL va
oLUBoLAgDOVTAL TO BepdmovTa yLaTPO, dTAV MPOKELTAL va Xopnynbolv
EMBOALA pe CWVTEC EEQOOEVNUEVOLC HLKPOOPYAVIOUODG.

3.7 T 1oOXVEL OXETIKA pHE TN 0eE0VAALKA (WK, TNV EYKLHOODVN
KOl TOV £AEYXO TWV YEVVAOEWV;

MéxpL oTLyuriG, v vmdpyoLY OXETIKEC TTANPopoplec atn BLBALoypagpia
aVaQOPLKE pE eVAALKEG aaBevelc. KaTtd yevikd kavova, Onwe Kal ota
QAN AVTOPAEYHOVWON Voo UaTA, Elval KAADTEPQ va POy papuaTiCeTaL
N €yKuoolvN Kot va TPooaPUOCETOL EK TWVY TIPOTEPWY N Bepaneia,
AOYW TWVY MBOVWY AVEMBLUATWY EVEPYELWY TWVY BLOAOYLKWVY
nopayévtwy oto Euppvo.
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