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TIEINAIHAPEMANOKYTTAPIKHNOZzOZ, H YSpOEuoupi.a otn

Ogparmnevtiki) Aywyn tng
ApemtavokuttapLlkngNocou

H dpemmavoKuTTapIKr) vocog (SCD) avagEpeTal oE Hia
OMAdN YEVETIKWV GUVONKWYV, OTIC OTIOIEC TO
OPETIOVOKUTTOPIKO XOPOKTNPIGTIKO KANPOVOEITal KOl
OTI0 TOUC OUO YOVEIC.

Baagiko XapoKInpIoTIKO Tou SCD gival N SuoTIAAGIa TwV
EPLBPWV QILOTPAIPIWV O «OPETIAVOTXNUO» KUTTOPA
Kol 0X1 (UCIOAOYIKG KUKAIKG puBpa aipoc@aipla. Autd
£XEl ETPAAPN €MIdPOCN GTNV IKAVOTNTO TOU CWUATOG
VO PETAQEPEI 0ELYOVO 0€ (WTIKA Opyava, KaBWC Kal , ,
OTNV KUKAOQOPIa TOU aipatog AGyw NG «KOANDSOUG Mua Ko votnta aoBsvwy,
KOl OKANPNG» @UONC aUTWY TwV KUTTApWVY. Kotd (PpOV‘ELO"E(bV KQL
OULVETTEIA, Ol ETUTTAOKEG TOu SCD TtepIAauBAvVouV ,
avalpia, Kpioeglg TTévou, 0&L BWPOKIKO GLVAPOUO Kal ET[GYVE)\}JGTL(UV
TIOIKIAEG BAGBEG 0pYAVGV. UYELOVOMLKNG TIEPLBAAYNG
Tou TtpoaoTtii{ouv ta
SIKALWPATA TWV ATOHWVY TIOU
COUV PJE APETIAVOKUTTAPLKN)
TIEINAIH YAPOZ=YOYPIA, Nooo (S00) otnv AuctpaAia

H vdpo&uoupia, TTOU AVO@EPETaL ETTIONG WG

VOPOELKapPPAUIdIO, XPNOIUOTIOIEITAI 0T BepaTieia TOU )

SCD a6 1 dekastia Tou 1980. ‘Exel eykpIBei arto v Xopnyoc:

YTinpeaoia ‘Eykpiong Oepatteutikwv Ayadwv (TGA) yia Fpageio Tou MpwBuTIOLPYOL Kol TOL YTTOUPYIKOD .
XPNon o€ TadId Kal evnAikoug otnv AvaTpahia. H ZupBouhiou tng MoArtelakrg KuBépvnang tng Biktapiag .

vdpo&uoupia gival onNUAVTIKI aTn CUVOAIKN dloXEiplon

TOU SCD, ETEIBN PEIWVEL TN CUXVOTNTA ETUTTAOKMV, OAa ot QUAAGSIO TIOL Bnptoupyei n ASCA "
TIOPOTEIVOVTOC £T01 TV ETTRIWON. EAEYXOVTOI OTIO NIMOTOAGYO EVNAIKWV KAl TIOISIWV.
B . ) P.O Box 62 Craigieburn VIC 3064 Australia
IBAIOYPOQIKEG AVOPOPEG:
Avotpoliavi Anpooia ‘EkBean AZloAdynong yia to Crizanlizumab, TGA (€. 6-7), lovAlog 2021. Tr])\_ - 1300 148 824
Mnyn: Avotpahiavii dnpdcia €kBeon a&loAdynaong yia to Crizanlizumab (tga.gov.au) . .
Y3poZuoupia yia Tn ApeTtavokuttapikil Noco, MAnpo@opicg OPaTIEVTIKIG AYWYNG OTIO TNV Email; info @ aUSSICk|ece||advocacy. org

Au:leu\nKn E'[(XIPEI(X AtparoAoyiag. Mnyn: , o
https:/iwww. gylFilesIPatients/Hydroxyurea- Aladiktuo: https://aussicklecelladvocacy.org/
Booklet. pdf"la'en&hash F344E69BF97552F7CB58EFF61C9D8DFD




NQzAEITOYPIEITO ®PAPMAKO;

H uvdpoguoupia €xel TTOANATIAOVC UNXaVIGHOUG
O0pAaCNG 0T OPETIOVOKUTIAPIKA VOOO:

o To QAPUOKO EICAYEI EUBPUIKN alOTPaIpivV. N
oTtoia av&avel To pEyeBoC Twv EPLBPWV
QIIOC@AIPIWV Kol To SIOTNPEL TIIO GTPOYYLAd Kal
TT0 EVEAIKTA. MEIWVEL ETTIONG TNV TTAPAYWYT)
GUYKEKPIUEVWVY OVOTOKUTTAPWY OTIWE TWV
OULAETEPOPIAWY, KABWE Kal aVWPIUWY EPUBPWV
QIHOC@AIPIWV (BIKTUOEPLOPOKUTTAPWV) Kal
OIOTTETOAIWV. AUTO €ival ONUOVTIKO, ETIEION
LVPNAOTEPOIL OPIBUOI AEUKMV QIIOCGQAIPIWV
oXETiCovTal Pe LYNAOTEPN VOGNPOTNTA KAl
BvnaIuoTNTa 0T OPETIAVOKUTIAPIKY avalyia.

e To OLOETEPOPIAD KOl TO OIKTUOEPUOPOKUTTOPA
gviox0ouv TNV aroEPaAgn Twv AIOPOPWV OYYEiwV
ETIEION TIPOOKOAAWVTAI OTO TOIXWUATA TOuG. H
MEIWaN NG CUYKEVTPWONG OUTWVY TWV KLTTAPWVY
€ival oNUAVTIKA yla TN PEIWON TOL TXNUATICUOU
BpOUPBwWY TIOL GXETICETAL E UIO OEIPG ETUTIAOKWV
otnv SCD, o1 oTtoieg TEPINAUBAVOUY EYKEPAAIKO
ETIEICOO10, BAABEC OpYAVWVY Kal KPIOEIC TTOVOU.

e TO QAPUOKO ALEAVEL TOV UEGO OPO OYKOUL TWV
QIHOG@AIPIWV GTNV KUKAOQOPIO TOU aiatog Yag.
AuTO Bonba atnv EVUOATWAN KOl PEIWVEL TNV
QIOALOT KOBWE Kal TN OPETIAVWAN TwV EPLOPWV
QIHOC@AIPIWVY BEATIOVOVTAC T POI TOU AiJoTOC
g€ CNUAVTIKA Opyava.

OWeANyLa acBeveig pe
SPETAVOKUTTAPLKI VOGO

H vdpo&uoupia PEIWVEI TIC ETUTIAOKEC TIOL
TIpoKaAei N SCD kal av&avel To TIPOTdOKIPO
{wnc yia dtoua pe SCD.

To @APPOKO PEIWVEL TN CUXVOTNTO TWV:

Kpiogwv 1tévou

Emeicodiwv 0&€o¢ Bwpakikod auvdpouoL
MeTayyiogwv aipatog

NOGNAEIWV GE VOOOKOUEIO

BAaBwv g 6pyava

EYKEQOAIKWV ETIEICODIWV

Kivéuvol kal TTapevepPYELEG

H vdpo&uoupia gival pia ac@aAr] BEPATIEVTIK
aywyn, TIoU €xel YKPIBEi yia Xprjon o€ evnAikoug
Kot Ttandid amo tnv Yrnpeaia ‘Eykpiong
OepaTtevTikwy Ayabwv (TGA) atnv AucTpaAia,
KOBWC Kal aTto v OpoaoTiovdlakn YTinpeaia
'Eykpiong ®appakwv otic HIMA.

O1 TIEPIo0OTEPOI AVOPWTTIOI TTIOL TIAIPVOLV
LAPOELOLPIO EXOLV AIYEC TIAPEVEPYEIEC, WOTOCO
EVOEXETAI VO EPPOVIOTOUV ATIIEC TIOPEVEPYEIEC,
OTIWC;

e 1TTA ATIQWAELN 1) APAIWOT) TWV POAAIWV

e PODPICHO TWV VUXIWV OTA OAXTUAN TWV XEPIWV

e 1TTIO VOUTIQ

Mo coPapég TTapeVEPYEIEC gival TIOAD OTIAVIEC.

Av EPQAVICETE OTIOIOOATIOTE VEQ CUUTITWHOTO PETA
™ ANy vdpo&uoupiag r avVNOLXEITE yia To TIWG Ba
ETINPEATEL TN YOVIUOTNTA 00C, GUUPBOUAEVTEITE TOV
ylotpo oac.

Mool tpEmeL va tapouv uspoguoupic;

H vdpo&uoupia popei va BeAtiwael T dlaxeipion
NG OPETIOVOKUTTAPIKIC VOGOU G€ ATOUC TIOU
TIAOXOULV OTIO OTIOIAONTIOTE HOPYI) TNG. AUTO
TiEPIAaPBAVEL Kol ATtopa TTov dev £X0uV coBapd
GUUTITWUOTO.

Ala@opeTikoi T0TTo1 SCD avtidpolV dI0POPETIKA OTO
QAPMOKO. Mo GUPPBOUVAEC OXETIKA UE TNV KAAUTEPN
BepaTIELTIKN aywyr) yia Tov dIKO gag TuTto SCD,
OUUBOUVAEUTEITE TOV YIATPO COC.

O1 €181K0i GLVIOTOUV AVETTIPUAOKTO TNV LAPOELOLPIT
g€ ATOUO LE:
o Apemavokuttapikil Nooo Tutou SS
* Bnta Mndev Mecoyelakr) Avaiyia (QaAacoaiyia)
OPETIAVOKUTTOPIKNA

EkTeTapEVN €pELVa €XEI OTTODEIEEI OTI TO PAPPOKO
€ival EEQIPETIKA OTIOTEAECUATIKO GE OTOUO TIOU
€Xouv auTolC ToUG dU0 TUTTOUCAPETIAVOKUTIOPIKIG
vOOoOoU.

APnudpoguoupiag

BeBaiwOeite 0TI aKOAOULOEITE TN CUVICTWUEVN
GuVTaYr) TIOU EXEl OPICEL 0 YIOTPOC COC Kal OTI
TIOHPVETE TO QAPHAKO KABE pEpa. KaAdg TpOTIOC yia
Va TNPEITE To TIPOYPAPPO APNG TWV PAPUAKWY 00G
€ival Jio GLOKELN €100TT0INONG | N OPYAVWAOT) EVOG
KOUTIOU XOTTIGV.

PwTr)oTe TOV YIOTPO 1) TOV QAPHIOKOTIOI0 GAC TIPIV
TIOPETE AN QAPHAKA TIAPAAANAA UE TNV
vdpoéuoupia.

Kdvete TaKTIKA €EETATEIG aipaTOC, Yio va
TIOPOTNPNOETE TIC AANYEC Kal TIG ETIIOPACEIC TOU
QOPPOAKOU. AUTEG Ol EEETATEIG Ba EAEyXOLVY Ta
ETITEd N QIOTPAIPIVNG, TO PEYEDOC TV EPLBPLV
aIoo@alpiwV oOg Kal ToV aplOuo Twv
OULOETEPOPIAWY COC.




