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T4y FHENE (Spina Bifida: SB) i, RN TASKAS T 2R E MO OJRE THE AR 2E R R IERETHY,
%< OSBWIT/KEE, TROGESKERESE ., JhltEEL 292, RO EETIRZT T X TOSBRENBFHIEL ., MRXBITHERA
CUE SR (CIC) I %, WEeHEE B AR DO OND, D HOEEAFEICB O TCE, TRGEIR T EESICKIVSBIRAETT
PR B2 5E i T D2 LT L WD B F H ML T0D, LN URE B ZICHED, BEEE DT A7 AU ML #
D HSLANGBELR DRI B ETNDDY, BATHIC 6 L TR P05 L0 AFEINCRET Lo SR IE A & RZ T BRI,

AWFFEL, 8-17mE DOSBIEOHEIICAF L L7 B FR 2R B # Quality of Life (HRQOL) REDBRFE 21T\ (FF5E1) | HEI
HUZBEH U728 T O AER IR A FRIRICIVRET I 522) L. BITHI SR O RIe &2 522 BE LT,

[#FgE1]

SB YR @ HEik l2 85 b L7~ HRQOL R £ T & % QUAIity of Life Assessment in Spina bifida (QUALAS) 1%, 8-125% H
(QUALAS-C) (Szymanski et al., 2015) % U'13-175% H (QUALAS-T) (Szymanski et al., 2017) 23BAF X4, TH S| ETRERRE
% 1 D2 T 2R 1018 B OB I CH D, A4 TILQUALAS-C/TOD A ARFEM (QUALAS-C/T-)) ZBAF L, {5 #E 1 %
YR ALZAT 272, SBDERRRIRDN B BT /024 OWREFHE, 24 OFHA . BRE THLKENOWIREFE,
F,BEROREOT — LI RERFEZ L LT, AR T, 8-125%654 | 13-175% 734 OSBRIV EIE % 17- (%)
[ 5£94%, 89.6%) , 4 SBYE O H4E hi1310.547% = 1.83, 15.355% +£2.03THY, £ 46.0%, 50.7% N LR Th o7z, CICEE
FEL TV b Oid, 45+77.8%. 84.1% THY| i 62D HE(E E #R114-82.5%. 85.6%7431T > TV 7z, QUALAS-C/T-JHEIZ#& PN AH BE
R OHiBA %4 0.51-0.93, 0.41-0.92, Cronbach’ o =0.72-0.83&+ 43 72 (FHEME A FERR L 7=, HRMA T8 Tl o E 4
B 1ZABZ BT O R % 5-5:61.89%, 68.5%, FKMO=0.77, 0.70% R L. WFIbLFERQUALASOH A 37 | &g
LG I D2 Ttk E 2 DT L2 fERR U712, QUALAS-C/T-) & A ARFERUKIDSCREEN-27 D4 T AL & OB BIfR 41T, e K
r=0.50L FFRE DA R L, /NEOBIEAHRQOLN FEE DU H « 77 Bl 2 H P AR FES 1172, QUALAS-C-IIZ I HRE 4
24 ORMFETIE, SBREBITHEF BB LA BICIKREE R L7 (2=-2.88, -6.68. p= 0.004, < 0.001) Z&7h:6,
QUALAS-C-JIZFEM OSBRI L LIZ R E CHAZENRIES LT,

QUALAS-C/T-J% FiV /=SB OHRQOL I, &L i U & 4FFi P I Tl PRI R EHICH BIREE R LT (2=-2.87,
-2.05. p=0.04, 0.47), HElltFEE CIL, FEMICBWURREN DS - JHEE LT o TCVHSBIRIL, TB X OB ANEEIC
K% R LTz (z=-2.04, -2.47.p=0.041, 0.01), —F HFERTTH TIL, REED DD - HEEH LT > TOHSBIRITTEE M- B
151 OSSN E BIEEE R LT (2=-2.06, -1.95. p=0.04, 0.05),

[#F7E2]

EMERRA I 128 OSB3 H A (SBYL  EH4EHR 15755 £2.30, #ilH 11~185%. B 64 BEH Hith LFE 4
HR#iPH 42-547%) (ZDyadic interview (CE-H4RERT 1 1064y +19.44) % F i L7z, PR E B ORMELBITHI OB FOMAE/ERIC
DU TGrounded Theory ApproachiZ Cor#ra L, BATBARRTLY B YL NE T THETOTaERIZENT, LTFTONL®DH
T AV — R U287 AT Y 2 12 i B EL i O A A & 2SR ST, TR K ke SBIE o BT, (OB B BE A SB
ROPRERMINZ L THIME B A R LSBROMSAETEOLZELIINLHID BT IFEEO—FEIHETDLOIFELH




ST, ZIEY . Bl OEIEZ DL DO FATTHHRQOLIZDWT, H XL ~DOBATOMH IV TSBILOHRQOLIH KL, Bt
FIOBATIIE T IC&> TR L7257 Bl MOHRQOLDAHBA & W LW A T2 Tz,

E BT EOHRIL, SBYEOHRQOLZQUALAS-C/T-J, # B & ®DHRQOL%SF-8, SBIE O HER - BEEZEFLD B SLOREE
1% Visual Analog Scale (VAS) Z# Fi L7-, #4387 2V SL L CHEIZ L, VASIZE 7 BU7 KA1 245 R lic X B iR
REIZ A BIUMREE LTz, 8-1T% D SBYL L38 F 3 8441 (2N B2 2£95.45%) (23 T, SBIRO B IHEIL 5 L A350%, -4 i 1%
12,9877 +2.73, 76.2%3 3@ il F 1L B SBMRICTEFE L . B EH OFYFEMIT44.257% +5.04THY, FH & DILT%IE
B LEVSE Th o7z, SBILOPEHEE B B 32 (VAS) 1, HEFR A& Bt Jufi739.10 (B . 8.80 (F-) . HEE & B> el
134,50 (8) . 4.90 () THolz, FFICHHEEH O B LI OV TIE, QUALASD % TALE M EHICIK E SLREE L Ui B S RE
TRADPEVVMER ZFB 72, Bl OHRQOLIL, HEFRE BESSH (I B ST HE: 2740, ) B ST HE: 314 . PE(EZEE7440 (K B °7
RE:36KE., B ALRE: 38M) IS DWW TH T AAT W, BEIR - HEE O K B S B TIXSBYE O QUALAST TR LT H & D
HRQOLIZ H14 i D FE BE 23 2511 7= (r=0.37-0.59, p<0.05) — 75, & B SEEETIIA B A 3RO~ 7=,

BITWOBRTOMBEERELT, (QBMICHT 2R @mMEIA) L, BEEIUKFEETIT(OSBIE A — A TR
ERETHHP T, SBIIE— ATITOHRME BIZ B (@M I E ARV T LA RB) L. REEBSC B SL~O R L OB
IR T ORRERE T2, LA EDOIHIZ, SBIEASHLIM CHEME BRA FE M DRI OFE A4 B TRRER T DKM iU EBRZ BT T
AL, SBROITVRT W EEZ — > T2 [@BL 7 TRLUTHE LT D] LWV 04 00k 228l T O EAERA A RS
oo TOIRBTOMBEAEM ZEIRLERTLH T, SBEN (OB o CHlt A RELT5) Z & &HA L, EENICH
CRME LMD Z &L THM 2 B TE DB EDIBBROBENH -7,

ABFFEDRE TG, SBIITHEIE FL OB ATICE  HRQOLAME T L, BATOM HIZHB W TH T OHRQOLOH A E W2
EDRABINEIR ST, RN BIE SN2 4> OPERBI 2B F O BEAER B E0T 2 FHEEEICLY, PRt E RO BT
HE~OHBEH RPN, OWTUIBTORE LR AETEOILTE ~E DN B AR RIB ST,
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Ty FHEE (Spina Bifida: SB) W0 £ <1k, AKEE, FHGEBNRRRE ., JeiltiEEs £ 2, B ICHMRE L, B XR0E
HHECER (CIC) I, WU APHEEHEI RO, hDINIBEENNE T, MEREZIHEWV EEDOTAT AR
UMTEO PR AE B O B SEAN L EELZR2 20N, BATHNCB L TR G LV BB LI RRIRIE L AL R T bz,

FZCARMESGEIL, 8-17mk DSBYE OPENMIZ Rk L 7= B fe 2L i@ 5 B Quality of Life (HRQOL) RE OB FZ4TV N (WF5E1) |
PRt PRI BEE L7 87 O EEF AR G IR F0IEIC RO (B 982) L. BATHI SR ORmM 2552 L2 B L LT,

FFge1. SBYE o Pkt B # HRQOL R £ T4 5 QUAIity of Life Assessment in Spina bifida (QUALAS) X, 8-127% A
(QUALAS-C) X U'13-17i% H (QUALAS-T) 30, TE L) ETEEMERS | 02 TG, 10T B 2 D7e s, SBIE OERFR AR5
B R4 OWRBFHE, 24 OFHEM, HEE THOKEAOWRBFE, HFE, YEEROCFROF —LIZLVA R

FEIR (QUALAS-C/T-)) Z#BA %8 L7-, 8-127%654 | 13-17m% 734 VA %157, W b8EITEENCICEEM L, (5D HE
fEE FAIT > T, QUALAS-CIT-03EC 437 (B EME A R L ERMA 700 Tl JRARQUALASE [RIER D2 (i 1
ZLHZE, F/NROEFEFHRQOLR E (A ARFEMRKIDSCREEN-27) & DU - 75l 3 4 M AR FES LTz,

WF5E2. 12fHDOSBYL &2 F H (ZDyadic interview CEEJIRER 1 10647 +219.44) 24T o7, HEE O R EBATHI OB 7O
HAAEHIZ-DVTGrounded Theory ApproachiZ Ttz L, BATRAARTIEY H LA T T 2L TOMBRIL, 6073V — K
287 BT AV — T LD P EEPA R O AL SN RE NI, 2O EMERIFIAE LY, SBIURFICZE > TOHRM E B O B L%
[SBIR S TRt 215 3 52 & THRIEA S8k TEDIRME L EE LT, B mIIFHA TiE, SBILITIZQUALAS-C/T-),
B HITILSF-8ICZWHRQOLAHIEL . HEilt 4 # o> B ST DOFREE X Visual Analog Scale (VAS) 12T, Bl FI3MIZ L ClEIZE LT,
8-17iK DSBYE L3 B H BAANBEIE D o7z, 76.2%03 8 18 7t/ Bl SRR FE L . HEIRE BRITMEZ2 B SZL Ty, BE
{EEHF O YfE124.50 (Bl) . 4.90 (1) T, BITO@HPIZH o7z, PHEFEOM A SLHEIL, & B SLHEE L T, QUALASE
THAREBIC ARNMEA A BT, SHIZHSIOREDORMATEEL CODBLTEBRA U7, PEIR B ES8HA (K B SLHE: 27
REL B ST 3L | HE(E A ERTAMR ([ B ST 3640, i B STEE :384R) T, HER - BEE K B SZEE T, SBIZOQUALAS
i TS S L2 EFH OHRQOLIZH & BE DFH A AN A 547,

ARIFFENG e E B OBATH, T BLEMEW, BATOMP I, SBIROHRQOLAME T 2 REMAHY | BT
DHRQOLIFE\MIFEL T, F- AR V(OB RSB 0P 2 I VIR I TH o775, PEltE B OBITHIIC
13 (@B LIkt T AR E LA, (@SBREA— A TITHIRMNER E T 59 C. SBYE H HMITHIEO(@MEIZEHHEY
TEERBBIL, KL DR E — DT (@B TRHLUTHEALTIIHHIC, (@ H 43 CHEM A RELT2) B MLICEDETO

BT O EARA S RENIZ, AFFZE LI SIVZB T O BAERIC@ /T 2B #ERICLY., SHE R OBITRE~D
HRDEDPHHFSN., OV TIB T ORELAEFEDOE DOIET~E DN D ATREM IS RIBE N,

LU EROARGH I L Bl 0P R 5B T 200 ThEEE XD,




