MARHE IR 579

it B 3 904 T 10 M Rt 2 1

FEA L¥E

i

BRA M

=

AFRBERLELARE BFABEH G BHELEAFREOERRST HEXANS 1 HR
WRARTH R ETFREE AR IRENRERERTERRE ) AL THOERETREE

BRETREFH » RETHBINER EERRALRER ETHOEREL

FIFHET LA

TEHA AT HG AT AT BRFFHTHBRAIARL » R Gilogi R L £ Kk
BATEHG I - MALRER > aARREFTROVBERTHARLARE LA ()BK

A &R QRBRYRZ

P QR RE  (DERFRBROET  OETF T RAL o K

HAREAHEFRRELAFRARENETERBALACES > THHHEEANBRREH HoyHEE
B ARER LGB R T > DR KRR o AR R M4 R R 2R o

Mot : &~ FW -~ RRER - REE -

Il

Al

IR 958 55 B s SRR ST R M T v g [ 2
iE - EXERTYE—BEBEBELEH - BiF
— N » f5EHE 15000 2 25000 A 5 11 &R
B & ( Bush & Roy, 1995 ) ° TR AEAMK
973 6 5% A 25 R B 7Y 77 B SR AH 72 A 4% ( Shen,
1982 ) » PRILHEG &R R R R E 2
A—T&LUEL-

IR R R — A B P Rs » EEM
R MKEEE R FHIRY » ERGEESHE
BATRE I o OB MERYH MER T RIRE R
FEHE ~ BENEE IR - RREEESL  RE
o] A THD 8 IR R JoR v AR P e 2R T 8 ~ B0
R EBIE &% ( Mason, Olson, Myers, Huszti,
& Kenning, 1989 ) » Green ( 1999 ) ENfgHH
& BRI H P S B 5 AR S B A iU LR IR

WG FRE R A0 G BHAE B I A R R KR 3B
B 5 WA o TER At € E E B TR K
o 7R T R 2 R TR P R SR Y T e RE SR
EMAZERE AMSEREROHERE ( Molle-
man & Knippenberg, 1987 ) ° 4K » K §E
IMEFRIFEFE » B BOES] TR i s
EREL » MR E IS R — » &
SR TH 4 955 T 7 2R Y B 8 1S 381 B 18 1 7 3
MRS > CEHRERFEENAAELE
EIRE R EREREE 5 Saviolo-Negrin %
(1999 ) $RE! M AR EARIF BN R A%
il {HE AR B R R A SR BRI P i SR O
M it g MENREEN - ERPHEAE
MRRER - BREEREENREE
H— T HEREERBIEEIR - B HImE

BIS AU B R EAT WA R AR Y B AR R T B A EAS
BB - NRIBIR R AR MR B ER B R

ZXHH : 88FE 9H23H
BIEE RN - BE
B EE: (02)29031111 —3429

#IRE SAESHFERE G F 10 A

B EHA - 884 12 H20H
AR P IERS 5105%

B2 : 89 5H5H



580 Mothers' Experiences of Hemophiliac Children

12 BT R BEAIR IR At o SR JE AR SRR
DI ST o RZ BT SR RE R R TE R I
RIFREFERZPHERR - EEFHERN
%8 ( Markova, Macdonald, & Forbes, 1980;
Mattsson & Gross, 1966; Meijer, 1981; Saviolo-
Negrin et al., 1999 ) ° HHIHLRIAIM K RERE
K E ~ BHHRREAEREREGE -

AT o 11T A 7% BRUBETY) SRR R P 4 ik
Z o R RERELBE AR TEE S E S
B R FERZ R E 2 RERER
REREA » LHRHAMAREECERE
WIS - f5F MR RR E—(EE AL RGE
BRITERE ( Agle, 1984; Markova, 1997 ) °
7 EFERLIFZE » EEUPIE RRZEEREZ K
FEPRTE R ERAVEEA - MR AR R RS
BT R IR 2 K -

XEiEE

ORI

I /& & 7 — 8 B & SR IY J8 {8 H i 14k %

W EEEE o FERLEBHUIEET K
{#5%& ( sex-linked recessive transmission ) * i
ZFrZz gmE -6 7/A > BT
K%H ( Buchanan, 1980 ) °~ ABIMRIK » £&E
RHENRFHZ » B R MmHEERs s B
Bl R » BlRERZ E AT  IHHBIERR
FEEmEhgEmR-FEESEEM - K+
EHEEES—30%BEE MM (mild hemo-
philia) ;s KFEHEE1-5% B E MR
( moderate hemophilia )  W-FEEEEER
1% 5 BB M /K% ( severe hemophilia ) * &
HARET &8 BRI ( spontaneous
bleeding ) » LLARREIAH MK BEE » &
HAVEAI B RRNE ~ FRAST - % B
BISE| RiF#ed - FEZBAATIMNNE ( hemarth-
rosis ) BT RAVESTE ~ #LAE - & RR&IRRAN
BN » BB EEIIEE (Bush & Roy,
1995; Dietrich, 1996 )" T IflL X % K 16 B TE

1970 F R EZF g KRRt » ERBEIR
SRR » R IR R E R K MR
FEEm R > HIMERGIHI KL R » HE
POk B B [E] & A B RSP R ST H 1 1
195 E By ( Mannucci & Tuddenbam, 1999 ) ©
O RFEAY A B B IR R R

EEZE - RERERR TR AE -
A RHREA RS L FRe i E MR » B
HREN N  REERIIENRAR
HEERE : EEFEREMER > g
BHCESRENEETRBMESE » BT
BT HER B ER A AN » ERER
BN EthEHEENEERFE (context )
( Anderson & Elfert, 1989; Bukhart, 1993 ) °
REMWMRERET  RENSHRTE R
BE - EER ZERECEZTFFEER
MR WEEEXRRERE - TARECRE
RERME—REEE  EEIRE > Hfth AR
B R R R 1R R R ENYE I ( Ander-
son & Elfert, 1989; Mattsson, 1972 ) ° RERK
HE R ZREEIT ST - g TREEAR
P EEHERTR + (EMEHIth R > B Z 05 - M
HRBER AR E - (ERERRREIPTK ( Willi-
ams, Lorenzo, & Borja, 1993 ) ° WfZE i #3R1E
PERE R R A G E R E R S RER
W B M REZRE R ( Silver, Bauman, &
Weiss, 1999 ) : Roach, Orsmond 5 Barratt
(1999 ) thig AR IEE J) F Bl 2 iR BT

PRI R R E S LRV IR R -

MacDonald ( 1995 ) LI R & 36 7ff 58 1%
( enthrography ) FHak P18 14 B BEAR E 1Y
BHER o TR S R AR R AR B o L N e E ok
(uncertainty ) > & £} HE G — {8 2 AR
SR > BRS¢ AR B )
BRIBERR NS - B — 7T AR 5
BB - — HHNAEREGREERD
Wegr » BRI o

HEHME 8HESM-PEREGF10A



ErE BRI AR E RER T 5T

RERTE I M KRR ER > &R BER
ERREREE  MARSE - BREM
TR » LR AE S E#E » HBEERE
( overprotective ) FITFE (Meijer, 1981; Orem-
land, 1988 ) ° Mattsson 2 Gross ( 1966 ) #¥t
22{B M KRR E MR - FIEREEEE
HIRHHE TR R ~ B R E RV TEH R BRI
B RIREE 50 EHEE > B TeAL T HER
R E AU M BERR E RHRRT R » BRI
BB BUSRE R E B REPEE -~ £RE
15U © Markova ( 1997 ) HIE EI & & #U Il
TR IR B Y AL B AR 3 7% BB IS ) I A B
B R R REE AT RHB T » R
RIS REERIRDC » — 77 T BB B B S
By MEEHAERNELORE : B—HH
N EHREESH SR MER » EEERAA]
HY B HBTERE o Saviolo-negrin®E A (1999 )
AR SRENTE R R ERRTE » MRRRE
HYRERER AU B8 e R BHO A -

GRS R R B R B
RO LLE R S h s 3R IR A BER TR R
FE& LR AR B HE S B LR » it
AZATREAE TR UK EH REFEHNEX
JB2 77 (Markova, Macdonald, & Forbes, 1980 ) ©
Tedgard, Ljung & McNeil ( 1999 ) thfgHIKE
HIR B RN & OHE < 7[R BRI A 1
RREHHEEBNERX » R EHEER
BT IR R AR RS2 -

fr e LSRR - IR S B TR 3 g i R
TR BEHEA HIMAEE » xR
RIRER > BHERFENREE » LHERE
5 EHnERENRHEMASZNENEK : B
Aij IS 2/ /DB MEBRTRF ST ( Madden, Terrizi,
& Friednan, 1982; Saviolo-Negrinetal., 1999) »
SR #3031 B It Ao 7 B 3 MR B B o
e RRAN o R SL AT FERy £ 2 B 1Y 2 B
fie 3R B i 2 R B R R R BEAC R > DURAPE
RS RO ER RS AR '

#HawmE gASHMPEREG 410 A

MR FRREEHRNRBEEER 581

3K

AR FEIRILR 2 ( phenomenology ) T
Feik o Giorgi (1985 ) BB REMIATLIA
AT FEET RIS BRI — BE BRI ( native
description ) » ARG REFAEF LR » EE
S E RO AT 38 B S R A2 15 A
B o Rt E R EAREE TR HERE Y
H e MR AR 2 RERHY IR AT B

— RS

HRUBRURRY TN » BATHEBED.O
Z I AREE R L 0 AL S TS R AR
HAHE - WENFERLET/RUT - Bl
ERARE  (ORERERE - }IKEEEZ
Al R AR R IR E ¢ (ORR T RIRE
o MEREREED—FLL  ORER
VIR ARBEIM R PR E ¢ (R B BRI R
BE  OMRRERS T REWRTIRE
6V EIRERE > WEAE - 5EREEER

— - BRIREREE

ffF 5% & 2 B2 1 0 B R R O Y IR I
g EBRMRERRESE - EREER
ETRKZH » HREFEEDH1—2KE
AR BEGCRIREERIEE - fhE
3 RIFIIBRR BB TR - TEVERREAASEH
Wy~ TR - BERRERRB AR
7o HIRIFRIZHLMAER L - 7R T
ST HBIGH T IREEIKIGS ETHK K
AR PR ERES - MEEMER R  BIF
FIRREITR - BEFIAIRONEN R > AL
FNECEREHRRIGIR » M/ VDR - SRR E A
A AEEREERRITR ARG # - B
RERXETE  BRGRUFTHE AR
PR » BARKIF IR — 2 2/ 5 TRk KB A



582 Mothers' Experiences of Hemophiliac Children

BB Z AT AR R R T C T it i € o
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Table 1
Demographic Data of Informants
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o (HEE M ( transferability ) : WF5EE
WEERIR » S ERER » GBS
E ~ FFEES AR RGBS - MFEHEE
PRI ( thick description ) » {FFTSHYE
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REAFRE R —BE - 2 LIFZEERE R
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PIEFIaT3EME © (4)R]HEFR M (confirmability)
RER SR ERERZLEAREITS
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Informants 1 2 3 4 5 6 7 8
Age (yr) 37 34 39 39 37 32 35 38
Occupation Business Housewife =~ Housewife Housewife Business Housewife  Business Housewife
Education Senior high Senior high  Junior high University Junior high  University College Senior high
Religion Protestant Taoist Buddhist Taoist Taoist Buddhist Taoist Taoist
Marital status Married Married Married Married Separated Married Married Married
Age of the hemophiliac 9 5 14 11 17 6 2 12
child (yr)
Sex M M M M M M M M
Education Primary school None Junior high Primary school Drop out Kindergarten None Primary school
Type of disease B A A A B B A A
Location of bleeding Elbow Knee Elbow Toe Knee Elbow Knee Ankle

Injection of coagulation
factor

<2times/wk  2-3 times/wk <2times/mon < 2times/mon <2 times/wk < 2times/mon 2-3 times/wk <2 times/wk
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The Experiences of Mothers Caring for
Their Children With Hemophilia

Hui-Chen Lee o Hsin-Chun Mao" e Yueh-Chih Chen™ o Ming-Ching Shen™™

ABSTRACT

The purpose of the phenomenological study is to explore the experiences of mothers who were taking
care of their hemophiliac children. The informants were contacted at the outpatient department. After obtain-
ing informants' trust and consent, in-depth interviews were conducted to collect data with tape-recording in an
interruption-free environment. A total of eight informants were interviewed. The content of the interviews was
transcribed into the narrative form and analyzed using Giorgi phenomenological method. The findings of this
study showed that the mothers' experiences in taking care of their hemophiliac children were integrated into
five phenomenological themes: (1) being hurtful to the maternal role; (2) being a solitary sufferer; (3) having
anxiety due to uncertainty; (4) learning to maintain an intact ego; (5) expecting for children’s growing-up. The
findings of this study could provide nursing guidance for individual care, which may facilitate the develop-
ment of culture-sensitive nursing interventions, and contribute to the development of comprehensive medical

care for children with hemophilia.

Key words: children with hemophilia, mother, illness experience, phenomenology.
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