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MEPINHWH

2KOTIOC TNG TIOPOoLOAG AVaoKOTNONG €ival N oklaypaddnon Tou TAdIATPIKOL 2UOTNUATIKOV
EpuBnuatwdn Avkou (M2EA, childhood-onset SLE) kal ot oxeTICOUEVEC TIPOKANOEIC TIOU TIPETIEL
VA QVTIHETWTTIIOTOLV, WOTE VA ETUTELXOEl AvEPENA N TIPOYPAUUATIOPEVN PETABAON Kal €vtagn
(transition) Tov aoBevr] AMO TO «OIKOYEVEIOKEVTPIKO» TTAIOOPEVPATOAOYIKO IOTPEID, OTO AVTIOTOIXO
«Q0BEVOKEVTPIKO» TWV evnAikwyv. H petdBaon eival pia Suvapikr), ouvexnc, Kat audidpopn
dladikaoia, otnNV Oroia CLUPUETEXEL N TPIAOA LYEIOVOUIKOI-A0BEVNG-0IKoyEvEld. H ouvepyaoia Kat
aAMnAemidpaon TN TPIAdAC Eexkva amod TN oTiypr TS didyvwonc Tou T2EA kal vrmootnpideTat
artd TN ouvexIopuevn MOALOIACTATN eKMAIdeELON A0BEVA-OIKOYEVEIAC. ATTIOPAITNTN TIPOoLNOBEoN
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pIag erutuxoLg petdBaoncg eival n otadlakn ermpdpdwon oTo voonua
Kal N avarmtuén OefloTATWY yia TNV QVTIUETWIION TWV OTPIKWY,
(PUXOKOIVWVIKWY KAl EKTTAIOEVTIKWV/ETIAYYEAUATIKWY ETUMTWOEWY TIOU
TIPOKUTITOLV OTNV TIOPEIA TOL VOONUATOC. H BEATIOTN XPOVIKI OTIyUN
NG TEAKNG PETOKIVNONG OTO PELPATOAOYIKO 1ATPEI0 evNAIKWY eival
Otav 0 aoBevrc Bpioketal oe KAIVIKY LDECN Kal ExeEl ATTOOESEIYUEVN
IKavoTNTA autodlaxeiplone TnG CwNg Kal cupBiwong pe To SVOKOAO Kal
ATPORBAETITO XPOVIO VOO A TOU.

Aetelc-kAeldla: MablaTpikOg 2VoTNUATIKOC EpuBnuatwdne AUKOC, VEQVIKOC AUKOG, peTaBaon kal evtagn,

transition, veapol ye AOKo
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H METABAZH (TRANSITION) AXQENH ME MAIAIATPIKO 2Y2ZTHMATIKO EPYOHMATOAH AYKO

1.To nmopTtpaito Tov naidiatpikod ZEA

Q¢ MadlaTpKOG CLOTNUATIKOS £PLBNUATWANS AVKOC
(ZEN) i ZEA pe évapén otnv mtaidikr nAkia (Childhood-
onset SLE, m2EA) 1 katd pia moAaidtepn opoioyia,
veavikog 2EA (juvenile SLE), opiCetai o ZEA 1ou Eexkiva
TPV TNV NAKIA Twv 18 €TWV.'

2 olyKpIoN Pe TOUG EVANIKEG, TOCO TNV EICR0AN 60O
KAl OTNnV TIOPEia Tou, €xel PeyallTePO GopTio VOCOUL.
2UYKEKPIUEVA, O TIZEA €xel TIO ETUBETIKA HoPdr Kal
SlAPOPETIKN TNV TIPOEXOLCA APXIKI CUMETOX OLOTN-
pATWV/opyavwy Kat Sladpdapel oTn CLVEXEIQ PE UeYa-
AOTEQPN €veEPYOTNTA VOOOU, EXOVIAC PEYOAUTEPN TIl-
BavdTNTA TIPOCBOANC OTIOIOLAATIOTE OPYAVOL Kal OXl
povo Tou vedpouL 1 touv KNZ. ‘ETol, anarteital ueon
SlAyvwaon TIoL ArOCKOTIEl OTNV TIPWIKN KAl ETIBETIKN
QvaxaiTior) Tou, WoTe va anotparel N eykaraotaon
BAABwv og évav akoun avarntuooOPEVO Opyaviouo.2t

2. NMPOKANROEIG TIOL KAAEiTAlL VA AVTIPMETWTIIOEL O
€Ppnpog amnd tnv avakoivwon tng didyvwong Tou
NZEA w¢ tnv petapacn oe latpeio evnAikwv

Ot EMMTWOoELG TOL VOOHUATOG OE ATOUIKO KAl OIKOYE-
velako ertinedo ouvoyiCovral otov Mivaka 1.7 Autég
bev TIpogpyovTal pévo and Tn GuoN TOU VOOHUATOG
AAAG Kal and TIC ETIMTWOEIC TwV BEPATIEVTIKWY ETII-
Aoywv. ETol, 0 aoBevng KAAETal va CLVAIVETEL YId TIC
BEPATIEUTIKEC ETIIAOYEC I AAAAYEC TIOU TOU TIPOTEVO-
VTAl WG TIPOC TN ARPN oTEPOEIdWY, AVOCOKOTACTOA-
TIKWV - OKOUN Kal EKTOC €vOelEne yia TaidlaTpIikong
aoBeveic mapaydvtwy - adpoL evnuePwOEL yla TIC ev-
dexouevec avetilBOUNTEG EVEPYEIEC KAI TIC ETITTTWOELG
Touc.8 Emeldn pdhiota otov m2EA n Sidyvwon umaivel
KaTA Kavova otnv epnBiKn Tepiodo, To dldoTnua yia
TV anodoyn, ekmaideuon Kal TpoeTolacia avtodlia-
XEIPIoNC Tou voonuatog eival BpaxiTepo art’ 6,TL oTN
Neavikn 16lomaBr) ApBpitida.” Etol n dladkacia e
peTABaoNC amartel Mo evraTika Brpata.

3. Xapaktnplotika tov epnpou pe mZEA nov npé-
TIEL VA YVWPICOUV Ol LYEIOVOMILKOI TIOU EUTIAEKOVTAL
otn dtadikacia peTtdfaong oc 1IATPEio EVNAIKWY
Q¢ TNV NUEPOAOYIAKN €VNAIKIWG! Tov, O acBevnC ue
M2EA propel va meplBdATieTal and tov naldopeupa-
TOAOYO, epdoov To emmbupel.’® Kata tn didpkela tng
apaKoAoUBNoNC Tou, 0 acBevhC KOAEITAL va eKTIAI-
beutel oTov oTAdIOKO «ATTIOYAAAKTIOHG» TOU ATO TNV
OUTIPEAQ «lATPOG-0IKOYEVELQ», VA aveEapTomoinBel Kal
va avamnTtOEEL OXECEIG EPTIIOTOOUVNG PE TOUG LYELOVO-
HIKoOOC Twv 6LO laTPEiWV.

QoT600, O6MWC O TOAOUC ACcBeVEIG PE XPOVIO VO-
onua, €10l kat otov TIZEA N PUXOKOWVWVIKY wpiuavon
propel va un oupPBadiCel pe tnv NAIKIaKA. %13 Erumie-
ov, ampoBAeTTeC aAAQYEC OTN dlapovr) AOyw EKTIAl-
OEUTIKWY I EPYACIAKWY CLVONKWY, EVOEXETAL VA ETII-
BAAMoOLY ATIPOYPAUUATIOTA TNV AA\ayn TNG IATPIKAC
opadag 1 Kal TOL OIKOYEVEIAKOU IATPOUV TIOU LTTOCTHPI-
Ce Tov avhAiko acBevr) pe 2EA.'3 Téhog, n cbvapn
TIPOCWITIKWY OXECEWV PE TO GANO GUAO, Ol TIEPIOPI-
ouol oTIC peBddoug avTiocLAANYNG acBbevwy pe TIZEA
Kal TBavee eykupooLveg, SUOKOAEDOLY TNV ETITELEN
[COpPPOTTAC TOL VeQPOL acBevn LE TIG ATIAITACEIC TOU
SUOKOAOL Kal XPOVIOL AUTOD VOCONUATOC, TWPA TIOU
KOAEITAL VO ATTOKTACEL GANO 1[ATPO TNC EPMICTOCLVNG
Tou (Mivakag 2).815.16

4. Aladikacia petapaong anoé Tov natdopevpato-
AOYO 0TO PEVHATOAOYO EVNAIKWV

AveEapTnTa amnod Tolo PovTENO PeTABAoNG Ba eTtAeyel
arod TNV IATPIKM OPAda TIOL EUTIAEKETAL OTN YETARBAON,
UTIAPXOLV TIPOKABOPICUEVOL OTOXOL TIOU €POCOV ETII-
TELXBOULV, ELVOOLV TNV ETUTUXN EVTAEN OTO VEO IATPIKO
nepIBAM\ov 1ou dppovTiCel eviAikeg. 0111718

Mivakag 1. Erumtwoelc tou naidlatpikol ZEA oTov acBevr) Kal oTnV OIKOYEVEIA TOU

1. Emntwoelg otov acgbevin

2WHATIKA KAl PUXIKA CLUTTTWHATA ATTO TO XPOVIO vOonua, Tn Bepaneia kat TNV avartuén BAaBwv:

+ AvoBupia ewe katl andppiPn TS EKOGVAC TOL CWUATOC

* 2UXVEG aroucieg amnod Ta pabiuata Adyw evepyoTNTAC VOOOU I ETIAVEAEYXWY, LE ATTIOTEAECUA TN PEWPIEVN OXOAIK)
eridoon

« Aroucieq AOyw evepyoTNTAC 1 HEWPEVNC OCWHATIKAG AEITOUPYIKOTNTAC aAmMoO ABAAUATA KAl €EWOXOAKEQ
5paoTNPIOTNTEC ) CLUVAVTNCEIC PE TIOPEQ, UE ATIOTEAECHA TN HEIWHEVN /KAl SIATAPAYHEVN KOIVWVIKOTNTA

2. Emntwoelg ota PEAN TNG OIKOYEVELAG

* MeTABOAEC OTOV TIPOCWTTIKG XPOVO, OTIG CUVBNKEC TNC OIKOYEVEIAKNG CWNC KAt TNG epyaciag, Adyw:
a. EmaveAeyxwv-voonAeiwy (MPOoypauUaTICUEVWY I EKTAKTWY)
B. Tng GueonG A EPPECNC EUTTAOKNAG TOUC OTNV TIROoRacn Kal xopriynon e Bepaneiag Tou m2EA
Y. Xpovio stress, amodlopyavwpévn SLUVALIKA TNG OIKOYEVEIQS, OIKOVOUIKEG ETIITTWOEICQ
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Mivakag 2. <AAGaBnTapl Tpog oulrTnon/emiluon katda tnyv dladikacia TNG peTaRaonc

Zntriipata npog dievkpivnon

AcKNoN-cWUATIKA 6pacTnEIOTNTA

Media culnTnong
ABANoN Pe NAloTipooTacia Kal Xwpic Ayxog

N'vwon—-arodoxn Tne dlyvwonc/m2EA

Evnuépwon-Angn ouvaiveong ylia kGBe 1ipdaén oe KGBe
ertiokepn

Alapovn-OUVAUIKY TNG OIKOYEVEIAG

Tomocg kat Tpomog dlapiwong (e Tola atouaq)

AIAMPOCWTIIKEC OXETEIC-2EE0VLAAIKT (W)

2OVTPOGIKOTNTA, AVTICOAANYN, LTTO TTAPAKOAOLBNGCN
KONON/YoVveikOTNTA, petadidbdoueva adpodiola
VOONUATA, EVNUEQWON YIO OXETIKEC AEIOTIOTEC TINYEC
TANPOPOPNCNG

Eikéva Tou cwpatoc-edikr Slatpodn

WAtk SlarmAacn, SlaItNTIKEG cuvNBeleg, emidpacn Tou
2EA otn 6lop6pdwon TOL CWHATOG KAl TWV AEITOLPYIWY
TOU

Exmaibevon akadnudikn - emayyeAUATIKOG
TIPOCAVATOANCUOC epyacia

KaBnuepvd eknmaideuTikO TPOYQAUUA, HEANOVTIKA
oxedla, EPYACIAKN KATAOTAON

E€woxoAikeg dpaoTtnpiotnTes/Wuxaywyia

Mapéa- dladikTuo

2udNTNoN YIa TO PYEAAOV

Kapiepa, prrodoiec yia tnv SIampocwITKA KAt
Olkoyevelakr) (wn

YTIVOC KAl CWHATIKI KOTIWON

2uvnBelec LTVou, TV ] NAEKTPOVIKEC CUOKEVEC OTO
UTIVOSWHATIO

dappaka-oucieq

ATOOEKTEG PAPUIOKEUTIKEG CLYXOPNYNOEIC UE TN
Bepaneia Tou 2EA, KATVIoUa, AAKOOA, eEQPTACEIC

Wuxikn vyeia

2LVAIOBNUATA, HETATTTWOELS, EE0IKEIWON-ATTOO0X! TNG
rnopeiag Tou 2EA

Mivakag 3. 2uvodeUTIKN IATPIKA avadopd yia TO TIPOPIA Tou TIZEA

+ AlQyVWOTIKA KPITNPIA KATATAENG oToV I2EA (MOTE eKMANPWONKAV)

+ ApXIKn €loBoAn (score SLEDAI/ECLAM) - QvTIUeTWITION

* [Mopeia (score SLEDAI/ECLAM) - BepaneuTik@ oxruata — cuppdpdwaon oTny aywyn

» Avoxr| Beparmelwv/PpapuUakoTOEKOTNTA

« Xpovog avantuéne BAaBwy katd SDI katd SLICC (cupmepapBavopevou Kal Tou Tediou TNG aveTtapKelas Twy

yovaduwv)

* 2TNv TeAeLTaAia agloAdynon-MNocoTikr ekTiunon evepyotnTag/PAARNC (16Iwe yia vedpo, kapdid, KNZ)

* 2UWOoOoNPOTNTES (ABNPOCKANPWON, TIAXLOAPKIA, OOTEOCTIOPWON)

+ EpBoAiacpoi- opBaAUOAOYIKH €€£TAON, OOTIKN LYEIQ, QVTICUAANUN

*+ 2XOAKN eTtidoon
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Ekniaidevon ornv avtodiaxeipion Tov nZEN

H otadlokn, mpoypaupaTIopéVn TIOALSIACTATN EKTIAI-
beuon aocBevn Kal OIKOYEVEIQG, avadopIKA LE TIC 101al-
TEPOTNTEC TOL VOOHUATOC KAl TNV QVTIUETWIIOH TOUG
elval e€ATOUIKELPEVN KAl TIPAYUATOTIOETAL YE TOUG
puBpoLC ToL eTIBANAEL N OIKOYEVELQ. ATTOCKOTIEl TNV
avartuén SeCloTATWY amnod Tov acBevr) yid TNV AVTIE-
TWTTIION TWV LOTPIKWY, PUXOKOWWVIKWY KAl EKTTALOEUTL-
KWV M EMAYYEALATIKWY ETIMTTWOEWY TIOL TIPOKOTTTOLV
oTnV Topeia Tou voonuatoc. MNapdAAnia ekraildbeveTal
OTNV AyaoTh cuvepyacia pe TNV opdada mepIBaAPnc
TOU (MAdOPELPATONOYO, TTAIOOVEDPOAOYO Kal I[ATPOI
/ LYEIOVOUIKOL GAAWY EIOIKOTNATWY, TLY. TIAOOPUXOAO-
YO), WOTE N OIKOYEVEIQ KAl O ACBEVNC va XOpNnyouv TN
ouvaiveor Toug Kal va cuvarnodaciCouv yia Kabe 1a-
TPKNA anodaon.® 2 Enedr) paioTta o ZEA pmopei va
ETINPEACEL OTNV TIOPEIa TOL OxI YOVO TA cuvaIcOua-
TA OANA KAl TIGC QVWTEPEC VONTIKES AEITOLPYIES (OTIWC
obvBeon 1bewyv, BEoN amévavTl OTIC TIPOKANCEIC TNG
Cwng avadopika e TNV ETIAYYEALATIKI KAl KOWVWVIK
aArokKaTAoTAcn, K.ATL), AnAITeiTal LTTOCTAPIEN Ao ETTI-
OTAPOVEC TOL XWPEOUL PUXIKAG LYEIAC, EVNUEPWUEVOLG
Yla TA XOPAKTNPIOTIKA TOU TIZEA.* 791516

Ol meplocodTEPOL £PnBol avalnTtoly erunpodobeTa Oi-
adIKTuakr TAnpodoENoN ya TNV uvyeia Toucg.' Na
Touc EANvec aoBeveic, umapyouv afloTIoTEC TINYEC
OTNV EANVIKN YAWOOQ, OTIWG ol www.printo.it, www.
tosomasoumilaei.gr mou cupBANOLY OTNV AVATTTLEN
TOU KpITNEioL a&loAGYNoNG ICTOTOTIWY WE TIANPODOPI-
€C YIQ TO vOonua.

Metapfaon oTo PEVHATOAOYIKO LATPEIO EVNAIKWYV
H BEATIOTN XPOVIKN OTyUn TNG TEAKKAG PETAKivNong
OTO PEVLUATOAOYIKO 1aTPEI0 evnAikwy elval OTav 0
aoBevrc BplokeTal oe KAWVIKI DHECN Kal ExEl amode-
Selypévn IkavoTtnta autodlaxeipione T (wng Kat CLP-
Biwong e To SUCKOAO Kal ATPORAETTTO XPOVIO vOoNUA
ToL. 1819 Tov cuvodeleEl, &va evNUEPWTIKO ohueiwpa
ye TN okiaypdadnon Tou ¢avoTuTou Tou, TOU ArteL-
BoveTal oTov 1ATPO eVNAKWY, EPOCOV OEV EXEL TIPON-
ynBet pia kowvr) afloAdynon tou veapoL acBevr (Miva-
kag 3).411819Tehog, oe mepinmTwon Tov 0 acBevnc To
ETUTPETIEL, TIAPELPIOCKOVTAL Ol YOVEIC TOL OTN vEa dopn
MepiBaAPNC WoTe va SIATICTWOOULY KAl EKEVOL TN OXe-
dlaopévn cuvexion TNG TIapakoAoBnong.'o°

ZYITKPOYZH ZYM®EPONTQN
H ouyypadéac dev avadepel cOyKpoLon CLUDEPO-
VTWV YIQ TN CLUYKEKPEVN dnuooieuon.
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