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OWFRERAL, TNENOT—F X—Z T SN2 RO 9 HIREF & RIRICET 205885
& —33 5 CHkE LCIEPEEWeb 6, Web of Science 1414, #F201F% Hafxtg & L.

FEA PRI E RIRICE T A58, 20004E 4 5 20104F F THY6 4, 20114E 4 5 20204F £ T 144
DMEDD o 72, RO E, REELRKERT [REBino) 2 7] [EEda] [RRERE]
D3DHEATE, [IEHIA] BTETVRVWILICE S [REHRILOY 227] 28T 52 L5
LMo 7z [REFEMAE] 22 2 REFEERKRICEL T, 74 F74 YPEREN T LR L
MOV TTHMEI AR SN TB Y, MAEE 2T 5HiH CERRIKICZZT 5700, BFEAPLD
TBEELEENS . —FHT [BEBIoY) 22 OFEEZT) 720, EREBICET S [HH#dt
Al #REM T ) BEDBDH D05, 0T LIk L TRINE & RER CHREES 210w T EHEN
BIARN O LR, BARNZFIBICOWTEZIHL NIk o TR,

fiaw 0 AR, REREERKEOLEL LT, REEOTRREDO S 2 RNHE &L RIS RE AT 2
BEOSEERGEE D 72D DB LETH D EE R D.
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LA DG, 2000 4F 48 & 0 5@ W Rl e 9 T %
BETHI LI, MUARER OV Rars il
BEEDLLRWREEIZEML:. 20o—KT, RE
BOR D & BRI RSN Tz, 2ETILK
WEFIIH6200 B Y, MAHERRE (DLIF, ##
W) OBz 16~5LHEIns (FHH,
2013). ML ACH 13 X He R SH AR IR D 7280 [ H
ZHEEBET, KERREREE R E05, K
XN CERBHIIROM R TIE RN o72 LL,

1) KBS KF BRI, N - R s

PRI O 3 AT NITESE R MR & W A2 BE o H i
238 5 (SR AR, 2012). PR A3
PES HBICIE, FRRICEEZERNMNE & 729 RKE
oA FNZHIBER, 1/20ECILARER IR
BN, TOWE, FrAERIEK2~4% THEHZEN I
S 720, B BITHEER, B R R SGE
MWL 72 % (Chalmers, Williams, Brennand, et al.,
2011). F72, HEEHIBWTO R T HIMm, Sil
Ifil, EEGILIRIEARES % EDIERE 723720,
quality of life (QOL) DT A S5 (Gilbert,
Paroskie, Gailani, et al, 2015). PRI O HEME % Al
D, WY RERMERT T2 %52 8T, RICL



214 KW eI gE

KROB Rz WS 28, BEEHLOY 227 %
KFEEZ L TESL. T, RREEHZOMIEK
B R FIRBIZOWTHI>TBL LT, HHOR
W3 5 RIS EZ NS 2 &3 TE 5. I
KIRERIZMRETH Y, RIEH TEREIZOWTHE
HMELAL, EKECHEE) EPLETHS.
LA L, EBICMAHROREENRD BHETY,
HEDOEAPMRRE TH 5 L EAL TV S DIE50%H
EE (iR, 2016) THY, REETHS I L2
HHMTEFTICVDEREENS , REFEEEIZHT
BV RIERIE SN TV WD 5. RH
FHRAEICEL T, REB»SRRKZEKT 5
[RRm] &, RRBZHOMETH 2 [k
B, [EEFNRAE] A d 5. [ E s
W&, VIR - R0 45 IX PR 1~ o 5k IR - Pl 2 o
7014 ibsd. RRFETH->THLIEFHMETH
CENDY, ZBEVREETH L5 L) »2hEE
T5LOTIE RV, ZhEZZEO RO GRS
EFEXDECPE) DIET Z012H% D, REE
&, AME, B E OO SVEFFAR IS AT RS ] <
VRIS DHI0, ZELOBEPS, REZEOT
REPEA D AR, B R IGO0 E 2 HESE L T
. IR TERG ERBNT 5 ERPRE] 3,
RRFETH B0 L) DHEET 57207 L D5,
RRNOMKHEEHEORZEEHIVVETHY, &
MM % 2 B SRS N T D, F Wi
AR 2 BN X 2720, HEEZWICES %
W2 EbdHbH AL THRPICOWTIEER T
XL L, REFIC & 5 THWRMA T 2 1
WAH A, BIEEHRE, AEE LS, MmEEHT
—HEAINTBY, MHEHICHEELLH 2 51
WTH Y (HARESS TEHICBT 2 BIRFHA-
BT AHA FF4 ], 2011), JE& % EwAl
SRR TRELESED, WAMHEOT
ZROWREM A BT 7% EO AL EED S, BRI
BEZFEELO%0D5IRED VD (HEFIK
W, 2012). —HT, ko ki L ThEE
2T &, HAORKNE KRBT 2 k% Fo
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THETL2FED VL (HFRMAHEE, 2012).
CDEHIT, MEWHIE, REEROEETHL I LI
L0, REFHERBEZ, HEISEELE D Thetk)s
HbH, INOLOBRERT 2, RERHZTTERL,
TRIKIE DR b R LAWY 2 EHR IR 21T T &8
FETH 5.

ARIFFETIE, REE L ZORBEET 5 k% 55
HrL, WFeoBim e 5% ORRE & KIKICHET 5%
HAEWHSPICT A2 LT, RRE EREOZIRED S
Mz RETAZEZHE L.

. 7 &

1. FHREDRENER
1) fREHE
MLACH (& X Bt fRi g P B B T, IRIE I
RO XGAo ) LD 1R, MAHEOKRKNE %
IAFERoTwa ] LEREIND. RKNE
Lk, MEERRE SRR ICSEI NG, AW
JeTIE, RIERFEE LT [EERRE ] [HE R
DMEBEEEDLLDET 5.
[ e PRIK %
OSBAMA T db 5 2k
@2 NDL oo A U & e L 7220tk
@I ADMARERAZWEL, 2O HRRIHEE
R MR D B L
[ 52 PR
OB FFARCMATRREE AN 225, MR B O H
FESE D 7\ Itk
@RI BE A B Kk
@1 ADIMAHGEIE & HEE L7225, FKRWITIZAlIZ
LA A D e Itk
2) RIHE & Kk
RIFFEIC BV TORKHE L Rl L 1, RREBETH
DEVEF 73R E, MRA e iElE AT 5B
b)) EROREDOL=y b T 5.
2. NERERFHE
ek D FH
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B9 28R BRI L 72 2+ o TRE L
7z. 200041 H 225 202046 H £ TR FSCIZRR
% LT, “IML)¥,hemophilia” “$fK#H carrier”
X —TU—FELT, MEZEBLILLEIAH, KBS
HULiERE Web BT 3514, Web of Science T 48313
i S N7z il S 7o O sk R L, 1K
BT 2 LR CTRIFA IOV TERL T iAWY
O, PRNEZWIECEE T 5308, RTINS
DYXWERZRIL, FhENOT—F X=X THith
ENCHRD ) BARRH & RIEICE T 205 E &
—39 % 3CHkE L CEHEEWeb 618, Web of Science
141, FF20fFzMEsadge e Lz (K1),

3. pAE

SRR R 2017 HEFERT R, WFFR T EE Bl &
GHT L7z BRINE & RIENOEBRIAZOFE % X 5
TOHNEPFPL T B b DICHERL L7z, 5T
HizoTIE, BUEEZHRT 7D FEMFEHER T
R AV

s \
<[EHFEWeb>
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PRI & KRS 205813, 2000477 5 2010 4
FTH6M (30%), 20114E4H 5 20204F F TH 14144
(70%) TEF20M-OHEY D - 72, EHTIE 134D
D, EHNTRTHETH 72 BB e 13
7 (65%), =MAFZESH: (25%), GRS 214 (10%)
Tholz. BT, REERAEICHET 2 2%
RRERICBI T BF5E6 1 (46%) 3% <, MK IR
HEZOWTORKEHNTOII 2= —2 3 VIl
T A3 (23%), MATHDE & 9 72V DHR,
BBE LoV 2058310 (23%), Ik
TRINF O WERC BT 2028 11 (8%) TH - 72,
MR GE, MAREROARNGELE LTS DI
181F (90%) T, 2fF (10%) (X1 j s & FAE D X
HEMIRBRTH LT 2 v 2 Y XRIH YA b7 4 —
R FENAMEARAEIE 20 L OB ORNE S FA TV
2. REEEREICETIMERRT, EREL /-

boxE [ ] TRLUE.

ENA ORI E & RIECET 50F781%, [RRE
Al [BEBmoy 2 7] [E#REE] o315
HTHIENTE.
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PRI Kadir, R. A, et al. ERTEN, BL OB LK M4~60IMARRNE 1974 - PRINE O ERGRIRASRINE B & O LU o
(2000) X BIFIROR TN 72RO HRRFZE R, MR S O Ab -
W B L OCWHEVED B 5 RN EH D RE SFEIER A SR E REHEZT T
JEEREEEA L, NS OPEI
WEELGZ RN AT
PRI A Sorenson, J. R, et al.  BEMAEIZOWTHRED IR THRA MAHBE T4 & C BRTHRAEORENL, AL 228 AT
(2003) 35 ZDEFEDORZND HIZED BB BT TR, FHEN
MEFHRNEDOTREDSH S TIOHRELAETEOD, 20 L%
71024 TENHT BREOF R — b EUSIZD
Vg 3515 kAL 72
WE MM Y A2 Maclean, P. E, et al. MR RKETH 2 Z LG0T, 18RO MAEE & - EEAERIM AR ORKNE DL {1k, A
ThHRILAT (2004) BWIAEND Z & OREESRERIC ZOREET734 PREF TH 5 2 & 2R > TV
R 7 T o ) SR otz
R FREEZ H S 2 WIBIC BT,
K & H o TWREBL L b S 5ias X
0% {AThbN Tz i % 2B &
N2 AR B TIE & Y RO Hn A
Lol
FEMRIMO) 27 BEIHEETM (2006) MARARROBRA T > 2) ¥ MEHARRD AR IS BT 2RSSR Tw R
A FEBLT, RRWIZBT HI5E  MIORRNE 24 Mol Ik, AT % g
M OIS, HHI LB S RESIHE %, REEEBE OWn) 24z 7
SBRE R R THREOVTHE - ZORR, BEUL OB ME AR Z
25
g eie] Gregory, M., et al. MAIEORENT, MARRRZS  MARREERRZ 194 & - RN TS S 2 ik & IR 15 5
(2007) DNTHIIa=r—YaryBEn HEEiHE 134, N2 FRIE R BRI - RN TIEBLORRER
IIEHRENTVEHEMET S RIEKEOZVWLZM3H WD AR S e
/BT - Tl BRI DI E FEO RN & RN
DR FFORBEOHT, Fx 1) 7IREIC
B3 2 M OMSE IR0 ® WD H - 72
a3z —Yaroy Ay eER
DZFNEIEL DT DAEH & AR 70
EERET WD D 72
PRI H A Thomas, S. et al. AT T 2 MR T I 2= RO T, s BN HERRER, £ 3EFENO
T A (2007) TADEELEEEWMAL, #BET KHEORKNE, WA TSR L Tz
WAL BT v ) Y TORE, RikE &394 S RBOED Y &, R L s O
I3 2 =74 ST R RAEDOHSN RN WD o 72
B L OISR E AT 2 R B TR, JEHE, REL
W OHDE o A ER B X OSBRSS
o UC, il %2 OFEERIZ X > TR 5 72
e Dunn, N. F, et al. MAFRERE (A) &ZFo8—  MHRRE & - MERRE O RO B 57 & b &
(2008) F—DORREZWRORER L, kD Z0/83— 1 F—105% 9 B, FREMAOBOREZ b
MR ORERE ) Wb b RE  wINITZE B, TOTED B EHEAIREZ Y
PO TONE S ORI HET 5 WE S TH o7z
o) 27 WEET (2011  MARREE OER - SMAETROE MARO T &b O/RE24% - HEREE O B & g
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Myrin-Westesson, L.,
et al. (2013)
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PR R ORI AL, FHROBWE 2T

W2 ET, MAHzEEITHEL T

B\

S MAHRRETH Y, EEIZIIHED

MARDT-LEbEFOZ &1, NEEZE
Z5HbDTHo7z

- THRFIREIE ORELAD S 8 L AR OF]

fENERBATL T

CTRERETF R - PRI TRE W

9 DS, ZEORITOEBIIAKT
otz




RIEFEFNIE $26% H25 20214 217
=1, i &
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PRIRF A Gillham, A, et al. BEA Y v V7 EMKHRREE  MKFOREE &> BETHAEZZT22L0bBMBE4ER
T (2015) FoUMOBREIEBE 52 58N L1744 VE DOY S OVAL oY i AVASL Al i el
Sl X2 AT L /BT LTSz
s PREFERNZ D Z L ~DOBNDIKTE
RN TORBRDORERD B %
- BMFEDIT L A EHRINE OB 72 i1
MY A7 %515 %W
PRIFH A HEIEREAM (2015) MR EDOPFANOTIREDO ==X MIGTHOTEHOH178 - MINEBWOZZHEE, [IKFRE D
EHBE2IT 5 Vg 31515 DR T ) [ RERR [ 5T ]
[ZaRiE] TH 2D
S [EREER LT LR 253 5 H I,
EHTHo T2
<5 [ (BERZohitk) ofis -
LIRS O @ mAH% ] TH S
c ZOMENE, BEEICET 5 FEIIEEMR
B2 0B Th o7z
PrIFH A Naicker, T., et al. M7 7Y W OMKHRRELEORE MEKKOTELE LD RTS8, MO
(2016) B PRI AT IR 5 2 AR PRI REBL40 %4 FEBEHFTCAHI LT OED D72
HL ZORGOBERE R EZHAST S HWIIE - PRINE AT 2 B AL, &2Tozm
% BRI LAVEORFEIRHEREE Z T SN
HEHCLTELVE W) ZEDREITFS
ni
e Vears, D. F., et al. RFERAERF OB O, F&b  FElrEmHE, AR, - RNERENDRZR L3007 7 2D
(2016a) PRERBREZ ML Z LIZO0WTO Fayoy XAH I A bo Bk e ZoR, @BEHRH L) itz
O, BT ELITREBEHRARE 74 —0F b 0B334 Liis 7z, OMRRREORKRELZT
ABHME)PIZOVTHET S /BT Wotz, 23d-7z
PRI HF A Vears, D. F, et al. BEEEZSOT O, €0 FRVEMHMEE, MAmH, P EDORNFEOREZ Y 72 BiH &
(2016b) Er)Z2VoORREREZMY 72 F2v o Y ABFE IA b LTOHAH O, @FLbFiED2
RO BT EHAT S T4 —DTHOP324T, DDA T I =I5 NI
E 1) Z2VORKFIREE c b ISR S BN, iR
Y 7znE HoTna i FEBIRZT, T RERIZESNT
/A RIREZE GBS 2 IR E R T2 D L 912 T
57071257
BE oy A2 EHfM (2016) AR YR S ORI B0 2 E AERRCEZERBImD LI - MAROREEZ A LT THEREIC
BHORRZHS 2L, %O IEIREE T mE % 72 L7z B2 520K, WG fifr S h
Y2 AR E B OV TN E S RO T £ b 496l 72
2119 /I BIRGE < ZORER, M I SRR 1
T L 72
- PRIE T H BN & EERHEIIIME R T
WA THIREZEEETH Y, M
JIR OV FEME % R L 728 A3 R 22 o 72
PRIRE A Von der Lippe, C., ARG O LA ICS AR OF & 2 F> BRI E AR IR A it P B
et al. (2017) WCHRAZ RS, ZHCE ) REE 164 o
DEHFOE e L3¢5 /B RIREZE C T HRAOBRIIL, MKEOT % R
DN TH o 72
I Fujii, T, et al. (2019) Fx V7V A7 3Ia=F—Yar MEHREBOWHEENH S - BEICRC 242t L7, ML
(RC) OFEMLIZBIL T, MmN 2RO REH20 44 ATV W E RCICBT 403 72
HOWHENED D DR OB OE T HWITZE PRI % kb U 72 BB AE S 5
X & % R % cRCEIRME L Zd o 72, [z
REDPDLVRLLEV] R [AHEFEMEICL 2
AN L) BIBICH LA, RC Dk
BHER YA IV TR o7
s Tregidgo, C, et al. FIEMATED X k5 72V EHo72ME BREMAHADE £ H770vE - BOMKIFE & 9 P OADEZOHY .,
(2019) Hee & 1 9 72V O BNICHE —#ICE o711 A0 BN AL SIS, IR EIRE~OR
35 flEREZR & ¥ 5720114 BN o 72
(K104, BHE14)
/A NIREgE
T HEHEREAM (2020) PRIFEOWREEZ D OIS LT, MAREEE & x 972w S RRF AR, BUSK LT, RS- e
BB Y A 7 S0 e fFFolRoRE44 DHNARZ 5 LB AR L Tz
VBRI AW ST 5. /BT I E BN DGO R VERE L

7oANE, BIZICHT 2 MR L AR
%, SRIATRI & v o oA L AT

- HHDLETIED S HMER BRI

UREITE
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1) [fRIEFE#A]

TRIEBARA BT 2 RIEOH RO WTD
MRIZBVWT, RERERELZZTLSoNIFELT
BOBIPMAEZERT L, QERBAVWAELZE O
%, QOBRKITRREZEOM R Z 2T o7z, D358
DING — B o72 (Vears, Delany, Massie, et al,
2016a). MiAEZ 2T H2EHE, REFOEICE T
HEBULENZRIT 5 N7z (Vears, Delany, Massie,
et al, 2016b ; BEJ, THE, ANME, 2015). F 7z,
WA %22 5 d — WAL, BEGLTED
WHOFRED /=D TH Y, THIEBOEFHO—BRE
LTFELITTHoRERE G2, TRIEIWTAE
JHIC S 2 BEREZITR D L IICTH720TH S
(Vears, et al, 2016b). 7z, XLl - FHEHN L E
R KD S DIETIH, ARGERB X OIS
B iR REEE B R 52 B HREAIR E Ve v
i A3d - 72 (Kadir, Sabin, Goldman, et al., 2000).
2) [EEhimo) 2 27]

ENORKZ I 57 v — Mk, B4
KRNI AR EE DB RRIZE 02 0b O T 124
e, MARERZMET S THHPREE
b LIEZFDOEVYEDH LA EMENTH o
7o (R, /NEF, MEHE, 2011). F 7z, REH»OHR
HH DR % S SN h o 7R E DS IR
Woa Wk, WP X 0 BkEEE2E L,
A BT B IEWHII T 2 HE O QR ALK
BAfE, OHMMEERZ S (I 55, 2006).
ESOCHERIZ BT, FFERORKE A DS I,
H & 2R EIREZ NS 2w B VT, RRE
EHIo TWREB L) Ttk 0 % {AThbh
Tw/z (Maclean, Fijnvandraat Beijlevelt, et al, 2004).
T ELPIMKWHROZW % 2 TS £ T, REFIZD
WTREIZIZHARELTBLT, REABTHLI LR
FEIHREOMAROF LD EFHEOILITL D
SRR ST A (Myrin-Westesson, Baghaei,
Friberg, 2013).

3) [1EHdtA])
BOBLHMARDE & 9 720ICEP L, RNE
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ELTOBEMDODARDDH S (Tregidgo, Elander,
2019 ; JeAy, EH, Al 2012). PRI O W RENE
WZOoWTHEREZIRMET 2 2 L LT, BBl %
FTREDPDOMNOT, AHEFEMEIZ X A% L) Y
ZH LA, Rl ER YA I VT RAILRnT
R, Bt gEoSE LT, LHENRAHEZZ
TW5bHZ ENHS 2% 572 (Fujii, Fujii, Miya-
koshi, 2019 : B, EME, HEIE, 2020). KIENT
ZEBBER T S N 5 FIEK & R RIS, BloREER
CHEDWIZHREE SN L 2R, HEERIE O
ZROR EHE RN DIRZ FEORBEORM T, )
HEIRBIZB T 2 THROIZEICESH L L, R
TIa2=F—2ar0yAI v EEROZEICH
LC, &IOS & AR 70 BOAE 2 H T % U3
A& % (Gregory, Boddington, Dimond, et al, 2007).

V. & =&

1. HEOHE

PRINE & RIEICHE T 2058122005 - 7228, %
D HIT 2000 4E 2> 5 20104 £ TH6 M (30%), 2011
A2 5 20204F £ T4 (T0%) TH DI Ehb,
2020 4E 7> 5 M FE 104ERIIC BV TIRINE & KB
TAHMEI ML T D, Zhid, REEOEI L
TR BUROMA»ER SN, REF ERERICHET
DYBROUEWDSELTWEZDEEZOND,
2. REHEEREICETIMEAR

7 F ¥ AR T OV B 3 5 Al B T
ZRB%E - FA Y ANBEREFTA FF4 0 TiE, #EiR
OWFEMEZ T EHICHMLE5HEZBIREL TV 5.
Rk, B FTNERFEEZOTA FF4 2 TlE, R
TR TR IS U7z #ib) 2 )5 i CRZ O EEEIC D
WCE—T U REmEIT) T ERFEHL TS, #H
IR T H 2 Mebs XEBERE 2 05 & L72iE T,
BEICHLTHIOHRERL L 3RELME S
9 ETEETH S (McConkieRosell, Spiridigliozzi,
Iafolla, et al, 1997). L2*L—F4 T, Mo X#EeHMk:
WRBTHET 2y 2V XRORy =RV A +a



RIEH BTG
74—, BFBEERG ZE O B R o R0
ZY A7 2o TR dOERL, FREKE AREIH
{, AT 47 < LDBHEOHEDH S (James, Hadley,
Holtzman, et al, 2006). F7z, 19904EfCLIRE, B
DHM, TIANY —OBEE L o T fmHEER & A
HbET, [HLHEVTWLHERN] ORBEIHRE S,
BIEMEREZHT L0 —KRKNT [HMBHERN] &
(D BNTWLHER] AT TEI L UIDD 5.
PAEZ DOV TOWREDEHHARIZOVWTYS, #ix
ho k) v Tk EDOEBNITEENLETH L EE
Abhbd (FHIL, 2006).
EINALOREE E FIRICET 205 b, %
HWHABA] 2oV TIE, BAZZT 258 - fEER -
BRRESE > T, MEE 255D ik
EHE, BoRHoO—BRELTFEBITTHRN
Wmar Gz, TNCEDDOIAHICHET A ERIE L
1256591032720 CTHsH. —FT, REREDE
SR DM O R 2> & DOFE IR ALY - SF I ZE R
POREBFEELZIT TV RRBEREORIZ,
BAIROAE G, 1M OB, TEHAI3 2 P &
BLDLXVEDORHEZZEL, WIEMIZREEIZ
B9 21 2 AN D LOBEMAH R TV L E
I EMET 2L H A (R AR, 2012)
LLTWwA. i A FFMERERT L7 ¥—
e (AHCDC) ICXk s SNz Af K4 T
&, BRIEETH - TH, BIEMAN & FRBREORE
OS5 L2n, FHEELZIE»S720
WORFE OBEREIRE 2 W9 5 [ RS RA (%
M Z M2 HHNCFERT S I L 2R T 5.
FaR o> X5 1T EE Mo ¥ B E SRR R T H
ZI2H b ST, ENIORKNE & KR 50
ik [BEhio) 227] 2@ 53 200fE%
WMEL TV D0 hho7z RNETH SR
AMARY R 2 MAS 28, B o BRE MO Hii %
KLTWaD, MREEL, SENTHAZ E DR
BOMEAI L D EFITEVQOL 2 M52 &
NTEDHEHTk-72 (VWH, 2016). L2L, =
FERI AR AR Ve s, HZERRICTESE I &k 2 L,
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BEIEDFRS Z L I3 Tl WwW/2® (Chalmers, et
al, 2011), HIEERE, BT 2 BRI SCHR AL B 7
5. F7, BINEORIE, M s E N S s
—OLMEL VIV 0, HEERICBWTY, &
T, S, A REEZL R Lo I E s A S
M, HERECIMEREEC, MR AL R 5
s (WH, 2016). ZDXH1Z, HEEIH
FEY BB, JEASIAE T B e & BRINE H B o
HERA L% R L 728 8) R IR RSN ETH B.
s, PRIHEH SO HEAGICB 2 525 i 5
FTEHANNVAYN T T —ERRE L REH TR 572
DI, ERICHT S [HILA] &2 RKEH T,
TRINHE A & DRI E O WREMEIC O W TR 5 2 &
NEETH 5.

L L72ss, EWNILORKE & KRS 20
OB S [THHRIEA] 3B TE LW EH4E
BTEL HiE, TELIERALIREOERSA
IVITRAS RNV LR, BOZIT IO O RSB
FTAONREIRATEY, FEH TREDWEEMEIZDS
WT [IEHIEE] T ABICNEES 2 5. XHg M
PO KRR TIE, MUEIE O OB V3
EREE & R 5720, KBTI Z TV 203
MR EZWONITHIELEETHHEER D,
Sk, REICHT 2B THOBHRILE IR ET 2 E
W Ea WL, @Y R ERNEDORI% S
e TH 5.
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Aim: This study aimed to improve the support for hemophilia carriers (hereinafter “carriers”) and their families
by shedding light on the research trends and issues to be addressed in this area through an analysis of the rele-
vant literature.

Methods: Utilizing the online version of the Igaku Chuo Zasshi (Ichushi-Web) and the Web of Science, a search
was conducted of original articles published from January 2000 to June 2020, using the keywords “hemophilia” and
“carrier.” We reviewed the abstracts of the extracted articles and selected 20 articles (6 from the Igaku Chuo
Zasshi (Ichushi-Web) and 14 from the Web of Science) on carriers and their families that were consistent with the
purpose of the study.

Results: There were 6 reports from 2000 to 2010 and 14 from 2011 to 2020 on carriers and their families. A re-
view of the literature extracted three main categories: risk of abnormal hemorrhage, information sharing between
family members, and carrier testing. It was found that guidelines for carriers undergoing a “carrier testing” and
their families have been developed, and that related issues have been thoroughly investigated. As carriers visit
medical institutions before and after the test, they have plenty of opportunities to receive support from health pro-
fessionals. Meanwhile, in order to mitigate the “risk of abnormal hemorrhage,” “information sharing between family
members” needs to take place. However, even if a carrier and their family are facing difficulty in sharing informa-
tion, they do not have sufficient opportunities to receive medical support. No specific countermeasures have been
proposed in this regard.

Conclusion: The findings from this study suggest that further studies need to be conducted to develop ways to
help potential carriers and their families share information.



