1(: 6/(77(5

TIF International Conference on
Thalassaemia and Other
Haemoglobinopathies for
Healthcare Professionals
and Patients/Parents

En Grand Hyatt Hotel, Kuala Lumpur, Malaysia
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SXEGDIRD WH TXWMMRD* XIGH IRJ  DQQXOOHYHRN 1Q 7KDDWDHP ID
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3LRYVIGIQ) H SHH DQG VXSSRUNR SDAHOWDWRADWRQY DARYHU
WHZ RUG

20Q -XO VKH 7KD@WDHP LD ”QWHUQDWRQDO
)HGHWDWRQ 7") MRLQHG IRWFHV ZLVWK VKH 9%D] LADQ
7KD@WDHP LD 6RFLHW VR KRW/ D KLIKQ LQIRWP DWYH
ZHELQDU HOW®G 0 DQDIJHP HQW DQG &RQWRO R
7KD@WDHP LD

7KLV Z HELQDU Z DV VSHFU LFD@® VIDLARUHG
VRRZ DUGV KHDOKFDUH SLRIHWIRQDQY EDVHG
LQ VKH $P HUFDV DLP LQJ VR HQKDQFH

VIKHLU NQRZ BIGJ H DQG XQGHUAMDQGLQJ RI
VKLV JHOHVIF EGRRG GLVRUGHU

3WRIHVWRU/ 0 DUD' &DSSH@QL -RKQ
3RUMU DQG 6VHI DQR 5LYHAD DRQIVIGH
' W $ BIWID 3HSH DQG 0 LFKDHO

$ QJDWIQIRVIV SUHVHQWAG D

FRP SUHKHQWLYH RYHUYLHZ RI YDURXV
VRSLFV LHDWG VR VIKD@WDHP LD

7 KHLW GLVFXWIRQV HQFRP SDWHG QHZ
WHDVP HQW DQG DGYDQFHV LQ P DQDJ LQJ
VKKD@WDHP D DV Z H@DV VKH P SRUDQFH
Rl P XQWGLV/FLS@ODU FDUH DQG HYROYLQJ
HSLGHP LRARJLFDOWHQGV RI ViKH GLVRUGHU

7") KDV HWDEQVKHG D \LJ QU LFDQWFRADERWWRQ Z LVK VKH

(J\ SWDQ 0 LQMMW. RI +HDAOK VR HQKDQFH VKH WIDQGDUG Rl FDUH
DGGUHW FXUHQWFKDAHQIHV DQG P HHWMKH SUHWLQJ KHDOYK
DQG VRFLHVDOQHHGV RI VKDAWDHP LD SDWHQW LQ ( J\ SW

7KLV P LBIWRQH P DUINHG E\ VIKH LOIMDVIRQ RI RUP DOELIVIALDO
_ / ) | UHDVRQV EHVZ HHQ VIKH VE R RUW DQL DMIRQV Z DV FHGHELDWAG LQ

DQ RQA@OH P HHVRJ RQ -XO

5 HSUHVHOWDYHV | LRP 75 DQG VKH ( J\ SVIDQ 0 LOMA. RI + HDOK FRQYHQHG VR GLVFXW D
WDQIH Rl VRSIFV LQFXGIQ) VKH WHFHOQW® @MXQFKHG 3WHVIGHOWDO LQIMDWYH |RU
SUHP DUMDO VFLHHQLQJ  LQ, (J\ SW LHFRP P HQGDVIRQV IRU LP SLRYIQJ DQG H[ SDQGLQJ
DFFHW VR VIKD@WDHP LD VHUYLFHV DQG SXEQ@F SUYDVW FRADERWMWRQV DIP HG DWP HGLFDO#
FDSDFIW EXLGELQJ DQG HGXFDARQ ~
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8 SKRTHQJ WH\WDDMDHP LD SDWHONRP P XQW VWKW DQG
| DAQAWMY] ARW ERWGHMKDUQ) RN H SHINH
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79 LV FXUHQV® KR@LQJ P HHVQJIV Z WK P HGLFDOS LRI HWIRQDO
RW DQL DMRQV DQG VRFLHVIHV VR HOKDQFH SDVIHQWFDWH Z WKLQ
W FRP P XQW 7KHVH GLVFXWIRQV DIP VR HP SKDV] H WKH

FUMFDO LR® Rl P HGLFDO VSHFIDAVW [LRP  YDURXV [HGV LQ
WHGXFIQJ P RWEIGIW DQG SWHP DWXWH GHDVWK WDVAV DP RQJ

SDVIHQW Z WK VADADWDHP ID 6&' DQG RVKHU DQDHP LDV

~QWHUQDWRQDOBRFLHW RI 5DGLRQRI\ 65

2 Q $XIXWV D P HHWQJ VRRN S@FH EHVEZ HHQ 7-) DQG

' U %EE $@IQ 3 UHVIGHQWRI ViKH -QUAUQDMRQDOG RFLHW R
5DGLRARI\ 65 DQG D GHO®UDWA ILRP VIKH ( XULRSHDQ 6 RFLHW
Rl 5DGIR®RJI\ (65 7KH FHQWDOVRSLF Rl GLVFXWIRQ UHYROYHG
DURXQG ViKH P SHUDVIYH LOWAJ LDVIRQ Rl SUHFLVH T X DQUWIDVIYH
LP DILQJ LQ SRIQWRI FDUH 0 5—GHYLFHV SDUAFXMUD Z LWKLQ
@Z DQG P LGGM LQFRP H QDMRQV D VUFKQRARJ\ VKDW

HP SRZ HW P HGLFDOSLRI HWIRQDY VR HI I HFYH® FLLFXP YHQW
LLRQ RYHURDG DQG LW DWRFLDVAG FRP SQFDVIRQV

( XURSHDQ 6RFLHW | RU* HQH DQG &HAD7KHWDS\ ( 6* &7

2 Q-XO 79 UHSWHVHQVDVIYHV FRQYHQHG Z VK

3 RIHWRU -XDQ 9%XHWHQ 3 UHVIGHQWRI VIKH ( XLRSHDQ 6 RFLHW
IRU* HQH DQG &H@7KHWDS\ ( 6* &7 8 QWMG E\ D VKDUHG
HQWXVIDVP  ERVIK HQVIMHY GLVFXWHG VKH SRWIELAOW RI
IRWLQJ D P HDQLQJ | XOSDUMHUKLS VR JHQHLDVIA VX WIDLQDE O
VROMRQV VR HQDE ®1 DFFHW VR JHQH VIKHLDS\ | RUVKKRVH

DI | QFWAG Z VK UDUH GLVHDVHV 75 V XQZ DYHUQJ FRP P V@ HQW
@HV LQ FKDP SIRQLQJ WKH WKW Rl DASDVIHQW VXITHUQJ | LRP
VKD@WDHP D VIFNGH FH@GLVHDVH DQG RViKKHU UDUH DQDP LDV
Z KR QHFHWLVDW RURSWRU FH@DQG JHQH WHWDSLHV LQ
VIKHLU SXUUXIWRI D FXUH

+ DHP DVRARJ\ 1 XWHV DQG + HDA¥ FDUH 3 URI HWIRQDWY

* URXS +1+8&3

2 Q $XIXWV DQ LOWRGXFVRU, P HHVIQJ VRRN SAFH

EHVEZ HHQ 75 DQG WKH 9LFH 3UHVIGHQWO V 0 DUKDG 1~
&KRQIKDL® DQG 6HFUHVDU 0 V 6DWDK / LSWRWRI ViKH

+ DHP DVR®RJ\ 1 XU/HV DQG + HDAOKFDUH 3 LRI HWLIRQDQY * LRXS
+1+&3 %RDUG 7KH SXUSRVH RI VKLV P HHVIQJ Z DV VR | RWIHU D
FQRVHU FRADERWDVRQ Z WK + 1 + &3 DQG GLVFXW SRAQUDONRLOW
HGX FDURQDOLQMDVIYHY $ GGIMIRQD@  VKH SDUQHUVKLS DLP V VR
XSGDWA 7 V SXEQFDWRQ $ * XIGH |RUVKH + DHP RJQRELQRSDVK\
1 XWH ZKLFK Z DV LQMDG UHBIDVHG LQ
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20Q -XO VKH 75$16)250 $@DQFH KRWWG D QDWRQDO
URXQGWDE® LQ 3DUV VR GLVFXW VKH $70 3 @MQGVFDSH LQ ) LDQFH DQG VKDWH
75$16)250 V SRVUMRQV DWWKH (8 GIYHORQ HQVXUQJ VDIH DQG WP HQ

DFFHW VR DGYDQFHG VWHUDSLHV |RUDGD( 8 SDWHQW 7-) D P HP EHURI WKH
$@DOQFH MRLOHG VKH GLVFXWIRQ YLUMXDA Z LMK 0 U/ ( ®IQL $QVRQLRX 6HQLRU
3RQA 2 IIIFHU VR KLIKQKWWKH DGGHG YDXH RI SDWHQW SDUAFLSDVIRQ
VIKLRXJ KRXWIKH YDOXH FKDLQ

3DQHEW DJWHHG VKDWWKH (8 KDV D Z LlQGRZ RI RSSRUMXQIW VR DFWDQG
GH@YHU VDIH DQG WP H® DFFHW VR DGYDQFHG VKHWDSIHV 3R@F P DNHUW/
VKRX@ WULYH VR DFKLHYH D KLJK GHJUHH RI KDUP RQLVDVMRQ DFLRW VKH 8 QLRQ
DQG HQJDJH Z WK DADWBNHKRGEHW LQYROYHG BIDYLQJ QR RQH EHKLQG

. H\ SRLQW DQG WHFRP P HQGDWRQV WDLVHG GXUQJ KH LRXQGVDE® LOFOXGHG

$FFHW VR $GYDQFHG 7KHWSIHV 7KHWH Z DV FRQVHQVXV DP RQJ
SDQH@MW WKDW VKH (8 VKRX@ DWXPH OIDGHUWKLS RQ P HGLFLQHV
HYDXDMWRQ GXH VR VHYHWH GH®\V IRU SDWHQW DFFHW VR DGYDQFHG
VIKHLWDSLHY  7KH (8 +HDOK 7HFKQRARI\ $WHWP HQW 5HIXDWRQ LV
SDYLQJ VKH Z D\ | RUEHWIHUKDUP RQLVDVIRQ

7KH (8 LV @JJLQJ EHKIQG VKH 86 DQG &KIQD RQ 5 ' VIKHWDSHXWF
LOQRYDVMRQ DQG FAQLFDOWIDY 7R FRP SHOVDW SXEQF DQG SUYDWA DFVRW
P XWW FRGDERWDW DQG LQYHW QRW RQO LQ LOQIWDWUXFWUWH EXW DOR LQ
GLD®RIXH Z VK SDHQW

7KH (8 VKRX@ KDYH D F®IDUDGGHG YDOXH RQFH WP DQDJHV VR FRAHIFW
SDVHQWGDVD LQ D KDWP RQLVHG P DQQHU 6XFK GDVID P XMWEH | XUMHU VIDNHQ
LOVR FROVLGHUDVIRQ LQ VFLHOWU LF HYDOXDVIRQV VR XQGHUADQG VIKH HITHFW R
LOQRYDVYH KHLDSLHV RQ VKH GDLO @YHV RI SDUHQW' DV Z H@DV VR LHIGIFWRQ
KRZ 1 XWUH WHDVP HOW FRX@ EHWWUDFFRP P RGDVW VIKHLU QHHGV
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7KLY LQMDWYH VHH\V VR FRBPWDOXDE®
LOVLI KW LOVR VIKH H SHUHQFHV DQG
FKD@QIHV I DFHG E\ LQGLYLGXDM @YLQJ

Z VK VIKD@WDHP LD 1Q YDURXV FRXQWIHV DV
Z HQDV WHUDAAHW VIR KHDOKFDUH VHUYLEHV
7KURXIK WLV VXUH 7 DOR KRSHV VR IGHQAN
FDUH JDSV VKRZ FDVH EMVASLDPWEHY DQG
DGYRFDWM | RUHQKDQPHG VXSSRUNRU
WDOWDHP LD SDWHQW

7KHVXUH HOFRP SDWHV QXP HIRXV DVSHRWR
WDOWDHP LD FDLH GHIYHY VXK DVP HGLFDO
WHDVP HOWRSVIRQV KHD@KFDUH VHUYLFH
DFFHWLELOW VKH DYDLDELAW RI VSHFLDA HG
SLRI HWIRQDY WHDVP HQWDI | RUGDELOW DQG
SDVIHQW RYHUD@TXDAW Rl @H 7KHGDD
JDWHUHG Z L@FROMEXW VR |RUP XOWQJ

HYLGHQPH EDVHG UHFRP P HQGDWRQVIRU
SRIR P DNHU/ DQG KHDOMFDUH SLRYIGHWY/

%4 GILHAD LQYROIQU SDAHQW LQ WL SLRMPW7-)
VALYHV VR HQVXUH WDWKHLU YRLEHV DUH KHDUG
DQG VIKHLUSHU/SHPVIYHV GUYH | XVXUH

P SLIRYHP HOW LQ VKDMWDHP LD FDUH X
g<E£ 6UE _ue £
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$ GYDQFLQJ . ORZ BIGIHLQ 7KDMWDHP LD DQG
+ DHP RJ RELQRSDVIKLHV

0 DUN \ RXUFD®QGDWY | RU1 RYHP EHU DV. XD@ / XP SXUWDQVIRLP V
LOVR D KXE | RUGLVFXWLRQV RQ VKD@WDHP LD DQG KDHP RJ GRELORSDVKLHV DVWVKH
VK 7”) " QVHUQDVIRQDO&RQI HUHQFH

7KH WK 79 -QWHUQDWRQDO&RQIHUHQFH 79 D KLJKO® DQWFLSDWG HYHQWLO
VIKD@WDHP LD DQG KDHP RIJGRELQRSDVKIHV RITHW D IRUKP |RU SDMHQW SDUHQW
UHVHDUFKHW H[ SHUN KHDOWFDWH SWRIHWIRQDY DQG LQGXWM  LHSUHVHQUDVYHY VR
HQKDQFH J@REDO XQGHUAMDQGLOJ RI VKHVH FRQGIMRQV 9. |RWHU.QJ FRGIDERUDWRQ
DQG LGHD H[ FKDQJH DV ZH@ DV SWHVHQWQJ FXW¥QJ HGJH UWHVHDUFK \KH
FRQI HUHQFH DGYDQFHV NQRZ BiGJ H LQ VKLV FUMFDOI LHGS

$WHIQGHHV Z L@ KDYH WKH RSSRUXQIW VR SDUAFLSDW LQ LQIRWP DVYH VHWIRQV
Z RUIN\VKRSV DQG SUHVHQVDMRQV FRYHUQJ YDURXV DVSHFW RI VIKD@OWDHP D VIFNGH
FH® GLVHDVH DQG WDWH DQHP LDV . H\  VRSLFV Z LG HQFRP SDW DGYDQFHP HQW LQ
WHDVP HOWRSVRQV KHD@K VHUYLFHV |RUKHP RJ@RELQ GLVRUWGHW VFUHHQLQJ SLRJWDP V
SDVIHQWDGYRFDF\ HIIRUN LQQRYDVYH UHVHDUFK 1LQGLQIV DQG P XFK P RUH

%8 XQMQJ H[ SHUNV [LRP DWRXQG WH Z RUTE VKH 7-) -QUWAUQDVRQDO&RQI HUHQFH SM@\ V
D SLYRWO LRM LQ HOQKDQFLQJ FDWIH WDQGDUGV ZKL®I IRWHUQJ D FRGEDERWWYH
HQYLLRQP HQWWKDWFDQ ®IDG VR EUHDNVKLRXJKV LQ WHVHDUFK DQG P SLRYHP HOW LQ
SDWHQWFDUH

. H DWHQGLQJ RIILFIDY LQFXXGH ' U 7HGLRV $ GKDQRP * KHEUH\ HVXV : +2 ' LLHFVRU
* HQHWDO 0 W 6WH@D . \ UDNLGHV (8 &RP P IMRQHU IRU + HDAK DQG ) RRG 6DIHW
DQG 3Rl =LODQOELQ $Q@ L 81(6&2 &KDW LQ + XP DQ * HQHWFV RQ 7KD@WDHP LD
8 QLYHUIMZ6DLQV 0 DA\ VID DV ViKH &RQI HUHQFH . H\ QRVIA 6 SHDNHU
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SDWHOW DQG KHDAMFDUH SUR HMRQDY
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1 XVUMRQ LV FUMFDOLQ VKH @QYHV RI SDVIHQW DIIHFRWG E\
VIKDADWDHP LD DQG RVKHU KHUHGLVDU DQDHP LDV

79 LV SIRXG VR SWIHVHOWIW P RWMUHFHQWSXEQFDWRQ VKH
1 XWLWRQ * XLGH 1 RU 3DWHQW Z VK 7KD@MWDHP LD DQG
3. ' HILFLHQR\ ZKLFK KDV EHHQ SWHSDWHG H[ SIHWO VR
P HHW WKH GIHDU QHHGV RI SHRS® QVIQJ Z WK VKHVH
FRQGLRQV

7KLV DP D] LQJ SDJH ERRN EUQIV VRIHWHU WKH
H SHUHQFH RI SWRP LQHQW JGREDO VSHFIDOW LQ VKH
IOGXWW  (YHURQH P D\ EHQHIIW ILRP VKH FUWFDO
H[ DP LQDMRQ RI FXUMHQW LQIRWP DMRQ DYDIDMEM Z LVKLQ
WHVH SDJHV IWRP KDHP DR®RIIMW VR GLHIFIDQV LQ
KHGLQJ SDMHQW FUHDVIA EHWIU HDMQJ KDEIW DQG DFKLHYH
D KHD®KLHU @ HVW G
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$UH \ RX HQKXVIDWAE DERXWGLVFRYHUQJ QHZ
GHWIQDVIRQV \ HAWDS SUHKHQWLYH VKDWA RXU P HGLFDO
FRQGIMRQ P D\ KLQGHU\ RXU DVSLLDARQV"

79 V 7WDYHO* XLGDQFH | RU 3 DWHQW DQG ) DP LQHV
GHVLI QHG | RULQGLYLGX DY GHD@QJ Z WK VK D@WDHP D

6&' DQG UDWH DQDHP LDV SLRYLGHV LQYDOXXDE® DGYLFH | RU
WMRVH LOWQGLQJ VR HP EDUN RQ HGXFDVRQDOH] FXU/ARQV
UH@GRFDRQ HQGHDYRW RUGILVXUH® YDFDVIRQV LQ | RUHLIQ

@QGV

7KLV H[ FHSVIRQDOP DQXDOSURUM] HV \ RXUZ H@EHLQJ
VIKLRXJ KRXWL RXUWDYHY E\ RITHUQJ DWXWM

WHFRP P HQGDVIRQV RQ P HGLFDVIRQ P DQDJIHP HQWDQG
LOVLI KVWWXOLQI RUP DVRQ RQ DFFHWLQJ P HGLFDODWIWWIDQFH

1Q LOWAUQDMRQDOMRFDVIRQV
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" KIV WHDSIHY DQG RMHUKDHP RIGELQRSDWLHY UIHIWS FIQFDO
DQG SRIE. QHZ VWDWP DGHWH KHDGIRHY
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7KH : RUG +HDOX 2 WDQLDWRQ : +2 SXEQVKHG VKH
XSGDWAG 0 RGHO/ LWW RI ( WHQWDO 0 HGLFLQHV (0 / DQG
( WHOQVDO 0 HGLFIQHV IRU &KLBUHQ (0/F RQ -XO
LOWRGXFLQJ D@VKUHH LLRQ FKHMWLQJ GUXJV | RU VKD@WDHP LD
WHDVP HQW GHIHWR[ DP LOH GHIHUSWRQH DQG GHI HLDVILR]

3WHYIRXV® RQ® GHIHWR[ DP LQH Z DV WHFRP P HQGHG |RU LLRQ
FKHOWRQ 79 KDV EHHQ @®EE\LQ] IRU LOFXVIRQ R
GHI HUSWRQH DQG GHIHUDVLLR[ LQ VKH (0 / VIQFH VWULYLQJ
VR HQVXUH J (REDODFFHW VR D@YLDE® RSVIRQV 7KH ) HGHUDRQ
1V JUDWAIXO IRU VIKH GHFIMIRQ DQG EH@HYHV LWZ L@ SRVIVYHO
LP SDPWSDWHQWFDUH

YRURYHU  \HDW/ FRXQWIHV DARYHUVKH Z RUTE KDYH WHQHG
RQ VKH : +2 (0/ DQG (0/F IRU VKH GHYHGRSP HQW DQG
XSGDWQJ Rl QDVIRQDOHWHQWDOP HGLFLOHV @AWV
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1 RYDWV DQQRXQFHG WKH ZILWGWZDO RI  $GDNYHR

FU] DQQ@] XP DE D 6&' P HGIFDMRQ IWRP VKH ( XURSHDQ
P DINHW |R@RZ1QJ WH IRWP DO WYRFDMRQ RI W
DXVKRU] DMRQ E\ (8 RIILFIDY RQ $XJXWV

7KH ( XURSHDQ &RP P IMIRQ P DGH VKLV GHFIVIRQ DIVIAU VIKH
&RP P WWIHH IRU O HGLFLQDO3 LRGXFW IRU + XP DQ 8 VH &+0 3

WHFRP P HQGHG LQ 0 D\ VMDWMKH ( XLRSHDQ 0 HGLFLOHV $JHQR
(0 $ WHYRNH $GDNYHR V FRQGLMRQDOFMDLDQFH

7KLV LHIX@VRU FKDQJH UHVXQOWG |LRP D @MW WRJH FQQLFDO
WLDOVKDWFRP SDUHG VKH P HGLFDWRQ VR D S@FHER DQG | RXQG
QR WLJ QU LFDQWGL | HLHQFH LQ WHGXFLQJ WDWAV Rl SDLQ FUVHV
92 &V H[ SHUHQFHG E\ P DQ\ 6&' SDWHQW +RZHYHU VKH
WHDVP HQWUHP DLQV DYDLDE®! IRU6&' SDVIHQW LQ VKH 8 6
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