REEHFHE H165 £2 5 20104 81
(% &)

LDERBZHDFHEDQOLEERENR
—H CaHili B X BRI L S ERET

B ey

BRERTY BN BT &7 Ta?

= =

KO EE, LEREDOZEEDQLIIOWVWTREIEHFIC X 5 O E B2 X 2B X
HAHE, BUOHMES & OB IC X AQLICEET 2 FRERB X URADRA - ORI L DB
BEHOPICTHZETHS. 8EPLLZEDLEER L ZOBIMZ3IRIC, NEEREEality
of LifeRE HARFER (HAFEMPedsQL) ZHVCHELZERL, FHATRER1068EX TR E L7z,
ZORER, [HEmikie] [REORRE] [43H53 8] 2B, BRICL 2 5CHHEIIHIC L 2
FHI I R TQULAREAMELS, BT [HEIEE] OBREESRDKRI Do, T, [BIEOHKRE]
TERETHTOMBEERREONT, BIZBROFABREROMEL E/NHEL, BREmILT L OHEE
LTWaWI EHFHESN. HOFHMiE ERERL OBETIR, 77/ —YHLER, A - Fif
BB, FRAGSHERERS, WROEELRZ L, RBENEEENE, BEL ESHHRCHEE - 58
DLELBERIZDHOWHHEOQLAME S, oM IC L 2REFM BN CHRKOERTH
7z, WAORE - FHBH L BOHE - REFMEORETIE, BEMNRKLBAML, BAOHABPEZITT
WD EREFREL TV IHEIIERD [BREFEORE] OQLIEWZ L2 6, FEHITITHRDBAIR
WEHRL, XD TRRAANDHRADHHA LT ) LEBIRR I N

*—7J—FK: EﬁﬁgﬁQOL, ‘L\%.é‘%‘, ?‘ﬁ, Eaé\:lzmﬁ’ 'ft}j@ﬁ“?ﬁﬁ
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EEO/NBERENFHEROFE L WHER DM
Fi2dy, BERELCEBRROZ CHPRABEEZ,
B EBELIBBLEFEANE Lo TWBEY, b
R NEBOEBEROTLTH BNBHEBRD S 13H
AR - FLEH, SLORYRBICERBS Y, BR
IS OBHICBWTERB L URRHAERHRE
DO ABREERYET DL, AHELHO
EFCRBEZCORERZNEHY. ZFEHDRE LS L
BERFOAHIEF LY, BROBRIZETLHD
D, WERZTH o THEAPE - FRBIE - TBIE,

DT LK
RBFEYZ &bk
NHMEFRILZ &bk

BREMLOHNERLZ EVRET L TRESD VY,
MMBEFHREOENOWREIRESINTBYY,
YLMOARL LT, RECDZLZ—HLEEE
B b, BRLZORKED GO LEFEMIC
DB b =FNVTTHRLETHEN, RE+THER
B,

ZFEMICLDLE, TRNEFTOROTTORENL
REEGED?S, FREGEISECRY), BROBHEE
BLOEFEPOBEERIBA BT T ALEND
5. L2L, MAOFHIBR G417 T
Bo3Y, KESCHE, HEORREHICHETLE
HRHt, BEFEELBRLEOBTLEENRTVALI LN
£, BRIFELORABIC Lo TR LRV B
DO, MBELZETAFELTVE LI HED D
57 WMRAOBBRIPATS 2T TOEREAFIER
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DQuality of Life (QOL) DR T 2L BN KX
WeEzZbNL, EBRIERENRICBVT, BIE
EBORARBRDENZIF TR L, BEEFRRID
RRAFOMHEPSSBHOBL S AEKRLTE/.
BEHICH Z/NRBBATNNAN-TIZ, WROHH
DA R B IR DR R O B E B AMERE RS Q0L & B
THEVIHEDPH VY, LERBRICBWTD FE
DEEDHHDTE R VPEWEEINS, 22T,
R EERMEDD HEBREEQQLICOWT, FHE
P oLEBIRANIC X 257l & BT & 2 B0
HE»S, BROBABBSLERER L OFEICD
WTHLPIZTAZ LX), LREERLOEEL
ZORBANDXBEOFENP NP/ OLNEDTIE LW
heEz7.

AHEOHE, BREFICL2HTHME B
FAMREEFMLS, LEEEZDOEEDOQLOM
#, WEOBMRR, B X UTEOFEMIC X 5Q0L
EREROMHELHOL,ICT LI LTHS.

n. 5 &

1. MRE LRETHR
AFRBEERERIR ICER T OLERL b OFE
L BERIEE) LZOBIMENRE L.
ZHAMIE20084E 1 A5 3 ACTHo 7.

2. REFE

AEHER, ELLOBEREMERAETH Y,
BRALBHO 2BEOEMMKEHAE L. SRkx
THCRAERNIEEY, BOERBLLEREZD
BICHREKECEEME L FE L. OBETHER
DWTHHADRE, SROFLRBOMICER LB
ERCRATRD, BRALBEAOBEKERTIIL
THZL, ZERT I COMICENEICHEET 5 &
HRIEE L 72,

3. REAR

1) NEEOER

BHOEMMCIY, BREOMFE (REBOR),
BROBYE (EXAEM, EBCHETIEN <ow

THZE %KD 7.
2) QOL ZFAi

QUL FFAMfI I &, /NBREREEQuality of LifeR
EOHARERTH S, HAFEMPedsQL (Pediatric
Quality of Life Inventory 4.0 Generic Core Scales)
% F\v7z. PedsQLIZ20014F 12Varni i2 & ) BAFE & 12,
23N ETHREINERLBOTEREZRETSH Y,
BAFERIZ/AKRS LY, BB, ZUMEIHER
SNTWwa., ZORER, 2~18KO/MBICHEILT
BBThH), FMERNCL o TC21~23EEL SRS H
Tl 3 & OCE R % 6 2 72 LHER 2 QLR E T
H5Y. SAEZFOREDI LD SE~12IRHE % E
HL7Z.

HAGEMPedsQLIE, [H@AEBHERE] (HEAEE LT
) L TORBRRLAROME) 8HE, [BiFOH
el (BWRRY, BESLELREOLHEIRE) 5
HE, Mttamigl BRELoOBRPMELnER
ZEoHWAE) 5HE, [#FR] (FREFEOM
&) SHHE»4 FTMRE, §23HE [FHE8] C
BEEN, FEHICOWTOME “@RE2V" ~4 4
“BLAEVDD” OSEBEFECRZELZRDS.
£EE O 5 BEREFMICOWTO 21008, 1 %7554,
2%508, 3%254, 4% 0RHICHELT, 8T
REFRRZPFHRTEEL, B8/ AT EQLEHV
ZEERTY.

KOG RICBIT 5, HAFERPedsQL @
4 THZREEDCronbach o #2201, BIRIZL 2 BCEF
fili RBEETi30.73~0.83, BOMREEFMRE Ti%0.75
~0.89TH o 7z.

3) WRDBM - FBRI

BRAOEMMKICE, WELH->TWo0, 4o
TVWAEERRAE L ED LX) RWAH, %M ) HE,
BHOEMKIZIE, FEINDHEADOHALITo 72
NEI D, FTo72HAEEOROBIROER, HH
FORRBREROLZEHZMA 2. BROKRAZHND
HEIZBWTE, REDERZTLRADEEL “IEHE ,
WAL RELR EORBAREN»L, ZITEREZBME
FRNAGAITIE “IZITIERE & L7
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4. F-anhhk

AT R DL OB F 2 B A EIFE ICHKE L,
INOLOEEDH L, HAFEMPedsQLR BE 3 H 2
T3 & TRLEE OB R EE 0% 5ok 03613 /K18
LR BV70, BTVINhd b\ IETE S KIENR
ETho13lzRE, BFRTOTF—FDHioT
WH106ME AR mE L L (AR mEESI. 1%), 4
frEfro7z.

HAGEMPedsQL®D 4 TRREREIZOWT, BE
2k % HCEEE B X 2RBFMOBER LB D/
DITtREZ T o 72. BB & CUEEHE I &
% HAGERPedsQL & BRER % 5 IR DA -
FHIRG & OBE Z BET T 572012, B - R
HEMI L ICERER L S CIORKORH - FHBER
MOHFT) —IZHELETRET ZIE 1 ERS#
SHrB L USERE (9 E0REIC & YBonferroni
% F 7213 Dumnettih) 247072, T, HUFHMEE
fREREHE & OB D & % A5 720 ICHBERE (Pe
arsonDfR¥) ROz, ZEMEICBIT 5 HEKHE
130. 05k & L 7.

5. fRENER

BRBICBIHLT, BIREMEHEL L DI,
HEAOSMIBHERTH Y, FEOHEFEE,
TIANY —DRE, FREETO/BRDOAKIZD
WTHOBEEXETHHAL, AEEZHBL.

m. #&% %R

1. ¥REDE =R
AREEL068 0O HOMNRIE, BH6% (90.6%),
RB10% (9.4%) THholz. WREOFRIZOW
TIEL, R21RL.,

2. WRDEHA - FAEARER

REEH > Twh EEZZBIRIE, 474 (44.3%)
By, 20 bHEAEEHRICH > TS DD19%
(40.4%), |2IZIERAL (8.5%) T, LMD
LEEIEMEEICH > Tniz, —F, BRNOFRRDOHR
HE [fTo7z] L&X7-81392% (86.8%) T, *

DOHT, 6mEICITo72d DD%22% (23.9%) &
b%<, 3174 (18.5%), 4ml2% (13.0%),
TH7% (76%) L. WROHABEE ITHERD
AT# (41.1%) ®dE<, DWTHB2%4 (23.9
%), EERi 6% (6.5%) THol-.

3. DEBROBCHHE & 0L EFMIC £ 5000
BROLEE

BRI X 2 5O & BT & 5B OQLE
RORBETIE, [HEeE] [REOKE] &8
BE] KB THEESROOA, ZREFRAERIC
ERTHORBFMO S FE2» o7 (£3). BT
Al & REF OB RE BoRBFMMEEA,S5H
CMEBEZT Vb D) 245 L, [HiEMHE]
R2ETHEDE L, RT [BEEORKE] 65, [&
EHRE] b M TH o/, BHOFHEm & A EEFmE O
BfRTIE, [HKR#EREE] (r =0.572, p<0.001),
(&gl (r =0.344, p<0.001), [Z&]
(r=0.454, p<0.001), [&&H&A] (r=0.521,
p<0.001) WHEELRMBEI S, [BREOHKE]
BEEZHBIZASON P o7 (r=0.156, p=
0.111).

4. EEERELBEHMEIC KL 3/ 0FERBEQOLE DRESE
BREOTRLECHMIC L 2QLEROBEEL E
LIGRL7:. BIBOFER &% Tidv 31 o QLR
WCHEEERIRDONT, BAMEMICB W TERE
OfRE] [F#] [RFMBR] CAEEFRED LI,
£1F3E 2 FUEICERTERZNQLE E A
ol FT—BIlLBUERSESB L UCAKR
T34 THNREBLIV [4FHBH] 2aCICFEE
PROLN, FT7-EHLER, ARBEFSW
HICQLEFEME o 2. LRBUNDEEDOFE
TSRO ICAEREFROON, KEDOAE2
HICQLF R AME D o 72, FREEB L UHIRTIE
[BIEOREE] DAMCAEEZE; RO bN, FaEEKL»
3EEE, AP OHEICQLEZMEDr 272, FR
AEHEERREX ST (28] DAANCHEEESRED
Sh, [gkmtkee] REOREE] [AiHER] T’
EX5ICH~RTC - DX4ICQOLE RAMED - 7z.
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®1. BEo

Aps
B

2010 4

ER 5 & 720 B EQLD B TEHli DARE

8%
9
107
117%
125%

5
BR
ZR
H A ST
1T
H2FME
fd oS
A
0~15
2UE
s
F7 ) -LIZL A58
F7 -t
F7 I —Elk
LEEMSOEE
"
<)
ABEEI%
0
1~2[
3~9M
10m LAk
Fumias
T %
0
1~2[
3@ L
O
FRAEGEEREX 5
B
C-D
E
AR
LTwa
LTwnin

27
19
25
16
19

63
43

47
56

75
25

39
67

90
16

16
34
34
21

38
39
28

19
82

57
49

(25.5)
(17.9)
(23.6)
(15.1)
(17.9)

(59.4)
(40.6)

(44.3)
(52.8)
2.8)

(70.8)
(23.6)
(5.7

(36.8)
(63.2)

(84.9)
(15.1)

(15.1)
(32.1)
(32.1)
(19.8)

(0.9)

(35.8)
(36.8)
(26.4)

(0.9)

4.7
(17.9)
(77.4)

(53.8)
(46.2)

69.18+22. 89
69.71+18.63
81.73+19.08
69.14+17.75
75.00£22.70

73.55+21.30
72.87+£20.28

69.98+19.38
76.17+22.13

70.65+20.61
80.21%21.42

* ok ok

60.16+16.83
80.90+19.09

74.98+21.02
63.67+17.04 :]
82.23+22.41 X5°
87.29+15. 32
62.57+17.82
61.01+15.23

82.30+20.16 23"
74.50+20. 91 E?:]*
59.26+13.78

*

73.13%25.54
60.50+14. 68 :]
.
76.24+20. 82
63.48420.02 ***
84.67+15.25

76.30420. 46
68.68+22. 60
77.80£19. 26
76.88+17.59
71.31+20.47

76.11%19.70
72.09=20. 68

68.83%19. 15
80.08=+19. 60

72.67+19.54
80.00+21.31

68.59+17. 28
77.91+20.95

75.44+20. 26
69.06+18.90

70.94+23.11
85.59+17.31
68.38+18.20 ;]*
70.24+18.67

77.63+21.86
76.15+19.58
68.75+17.41

67.00+34.57 *
63.42+18.34 ]
77.50+18. 68

71.40+20.35
78.06+19. 41

82.96+16.89
84.47+19.57
91.90+14.05
91.25+10.72
88.36+14.22

87.12+16.83
88.20%+14.21

88.22+14.69
87.05+16.75

87.28+15.36
89.20+16.87

82.66+17.59
90.41413.83

88.44+15.23
82.58+17.82

89.84+12.73
94.12+13.34
84.71+16.69
80.65+16.17

89.80+15.56
90.51+14.09
81.03+16.48

80.0026. 69
80.86+16.64
89.57+14.30

83.28+17.42
92.55+11.73

73.70%18.58
68.29+21.73
83.40=%15.39
79.38+15.37
79.74+16.20

77.90+18.53
75.58+17.60

73.14%16.77
81.39+16.99

76.67+17.46
79.90+17.21

70.64+17.55
80.63+17.52

77.75%17.64
72.50+20. 58

85.94+14.86 =3
83.46:+15.47 ﬁ
70.88+15.05

72.38+19.34

83.95+15.03 =
7&niw26]*

70.71+£17.14

76.00+17.10
72.89+14.56
77.96+£18.93

72.46+£17.19 **
82.19+17.89

74.71%16.13
72.47+15.57
83.44%14.71
77.85+13.45
78.07£17.16

78.01£16. 46
76.61+14.69

74.38+14.03
80.51+16.68

75.99+15.16
82.13+17.12

69.14+13.39
82.28+15.00

78.63%+15.71
70.76+14.38

82.19+16.67
87.63+13.38
70.46+12.19
69.69+13.50

83.26+16.09
78.76+14.68
68.50+12.28

73.91+25.34
68.17+12.65
79.81+15.04

71.43+15.40
84.44+13.05

* kK

* %k

1) #EEZIERYL L CHHT.

tRE L 7213 1 BRSBOHT 21TV,

2) *p<0.05 **p<0.01, ***p<0.001
B! BRIETE 20588 3R, C BOEBOASNATE, D BVWEHE PEEOEHITWE, E BEVEHD

3) [ERAEFERREX D)

HE

1 ERGBOM CHBEESRO L NG A REERR R T o7z,
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®2. BROETRERD O H720RBIBQLOBIC & A CEEFHDOAE
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n =106

8%

9%

107

1%

12/
PRl

H A EAL
B1F
HE2FUL
O
TWER
0~15%
2k
fEmE
F7/)—-BILL A5
F7/—EH
k57 —EH
DREDA DEE
i3
A
NG
0[a
1~2H
3~9[
10m Bl E
EmE
FEE
()
1~2MH
3EE
fmE
FREFEEREX S
B
C:-D
E
[l
LTw3
LTwiwn

27
19
25
16
19

63
43

47
56

75
25

39
67

90
16

16
34
34
21

38
39
28

5
19
82

57
49

(25.5)
17.9)
(23.6)
(15.1)
(17.9)

(59.4)
(40.6)

(44.3)
(52.8)
(2.8)

(70.8)
(23.6)
(5.7

(36.8)
(63.2)

(84.9)
(15.1)

(15.1)
(32.1)
(32.1)
(19.8)

(0.9)

(35.8)
(36.8)
(26.4)

(0.9)

(4.7
(17.9)
(77.4)

(53.8)
(46.2)

82.41+17.85
86.02+18. 56
88.13+14.99
78.04+22.70
90.52+13.43

84.92+18.90
85.60+15.81

84.71+17.44
85.82+18.02

*

83.41+18.68
91.25+11.45

* kK

75.63+18. 87
90.76+14. 28
88.83+14.33 ***
64.76+20. 81

91.02+15.30
95.04+ 9.43
77.97+19.33 ]'
76.28+19.17

90.87+11.88 —**
87.21+19.07 ﬁ
74.51+18. 24

* kK

70.63+18. 30
73.83+17.30 :I
88.72+16.25
77.55+18.07 ***
94.09+12. 21

81.48+17.42
75.72+18.38
82.60£13.70
72.50%20. 58
88.68+11.04

81.09+17.64
80.00+15. 85

81.17+17.58
80.51+16.47

80.45+17.16
83.40%15.05

76.51+17.68
83.06+16.02

81.33%17.20
76.80+14.75

83.44%16.10
87.79+15.48
77.35+15.39
72.32%18.15

83.42+15.21
82.18+16.42
74.78+18.99

77.00£23.61
72.37£15.40
82.79+16.34

75.15+16.43
87.04%15.17

*

]

* %

83.89+17.39
74.47+22.29
89.20+%16. 87
83.44+17.58
87.37+15.76

84.84+18.07
82.79+18.91

83.40+18.88
84.55+17.72

* %

80.87+19.21
91.20+13.71

74.87+19.18
89.33+15.69
86.50+16.62 "
70.00+21.76

92.50+11.40
91.76+14. 82
79.41+19.38
71.67+17.91

90.53+14.83 ="
86.28+19.01 ﬁ
71.43+16.09

88.00+16.81
73.42+17.88 :‘
86.22+17.87
77.98+19.11 ***
91.02+14.75

* ¥

75.23+16.02
69.21+18.12
86.80+14.71 k
77.81+18.79
86.25+13.40

78.49+18.09
80.35+15.94

77.47+16.71
81.05+17.41

78.25+17.22
84.45+16.13

*%

72.28+16.90
83.30%16.15

81.89+16.04
64.38+16.32

86.56+ 9.08
87.24+15.45

© 73.20+19.19

71.19+14.05

84.90+14.47
80.90+18.95 E]
69.78%14.43

76.25+24.08
69.47+13.43
81.69+16.90

73.79%16.91
85.59+15.39

81.01+14.65
77.63+13.29
86.87+12.47
77.96+16.33
88.47+10.39

82.70+14.93
82.61%12.55

82.11+13.16
83.35+14.46

*%

81.09+14.67
88.09+ 9.43

74.92+14.63
87.17+11.42

85.19+12.65
68.47+12.59

88.72%10.13
91.08% 9.09
77.10+14.37
73.32+13.15

87.90%10.06 —°*
84.52+14. 74 ?:'
72.89-+13.01

77.18+16.54 **
72.44+12.66 j
85.37+13.01
76.33+13.89 ***
90.03+ 9.87

1) EEE IR L T

tIREE 213 1 BRSBOSATZT,

2) *p<0.05 **p<0.01, ***p<0.001
B B&IETE 205EBIEIART, C:BVEBOASMAEE, D . BvuEshs FEEOEH I EE, E | BVEED

3) I¥BARERREXS]

By

1 ERGHOT THEEEIRO NG EILERB 27072,
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5. EREREAEITMIC L 3 0FBIROLE DRE

BROTREREEFMICL 5QLENOMELE
21K L7z, BIROERTIE [RIEOMEE] %1
[&EHEE] CABENRO LN, [BEOKE] 1
IFRICHARTI2RICAER S, T2 Z9ICE~RT
10/% - 12/ \CQULIE M2 E 2 o 72. BWIERE Tt
(R BaE] THamssiE] TAeHEH] KBS
FROOLN, 2EUEICERTO~ 1REOZHO
DbOWE, o7z, F7/—X¥ICLBLERSHE, O

F16% H£2%5

2010 4
CEEEFRDON, FT7/—EBHOER, LEE
DAoBEERY, FREEDS 3 H P QLR & A
o7z, Akl%, #RAFESHREXS, Wk
TIHATHREBLY [AFMBH] &THEEED
Bobh, AEREHE»E\, ERFICHEXTC D
X4, PIIRE D b DIZQOLE S AME A - 72
6. HWANEBH - HEAKAR & B S FHE - CBFFME &
DREE

WD - FHHKN & B TFH C & 5 QLA A

REDSORE, FREHE T [RiEoRKE] Lt LORE (£4) TR, BEOHABMS L TERE

3. LRBIROHCRHE & BORBEFMEIC & 5 QLR D LE

n =106

BRREEE 73.27+20.8  (22-100) 85.20+17.6  (28-100) 4.50 0.000
EAE DOKERE 74.48+20.1  (15-100) 80.65+16.9  (40-100) 2.42 0.016
AR 87.56+15.7  (35-100) 84.01+18.4  (35-100) -1.51 0.132
4 76.96+18.1  (15-100) 79.25+17.2  (20-100) 0.94 0.347
R 77.44+15.7  (35-100) 82.66+13.9  (42-100) 2.56 0.011
t B

4. FEOBA - HHORRIZ L 2 LEBIRWOLO B E-REFMOAHE

n =106

BIROmERA
HoTn3 47 (44.3) 173.46%20.66 78.834+18.48 * 87.74+13.69 80.32+14.39 79.19+14.02
;5“;\ Hokwv 56 (52.8) 72.58+20.80 70.27+20.70 87.28+17.38 73.79+20.62 75.56£16.77
% A 3 (2.8)
0 [W&HM-oTwa| 4T AH
8 IERE - 12I3TERE 23 (48.9) 76.61+21.01 80.22+18.82 88.70+11.40 82.83+13.55 81.38+14.68
g EREIZIZES v 24 (51.1) 69.40+20.56 74.58+17.93 85.78+15.76 76.67+13.16 75.60+12.93
=
i B~ OmROBY
107z 92 (86.8) 74.07+21.33 75.98+19.63 * 87.62+16.21 77.47+17.36 78.17%16.04
ffoTwizwn 14 (13.2) 68.02%16.59 64.64+21.16 87.14%+12.40 73.57+22.91 72.67+12.80
BIRORL B
HoTwnhb 47 (44.3) 82.87+17.68 79.26+£16.45 82.34+17.32 77.34%15.74 80.73+13.56
# 5w 56 (52.8) 88.26+16.75 81.41%17.51 85.18+19.31 81.94+17.97 84.73+13.91
% Fidmpag 3 (2.8
Q [FamoTwa] 4TAH
8 IERE - IZIZERE 23 (48.9) 83.47+19.65 81.30+15.90 86.09+16.99 81.74+17.29 * 83.16+15.31
,;'é EREIIZES 2 24 (51.1) 79.69+18.25 77.92+16.41 76.25+19.18 72.71+11.98 77.05+13.13
i
i R~ ommony
fTo7z 92 (86.8) 85.30%17.55 81.20£16.91 84.62+17.82 79.73%£16.85 83.06+13.63
fToTwiwn 14 (13.2) 84.50+18.84 77.05+16.77 80.00+21.84 76.07+19.73 80.09+16.23

1) RIS LT
2) *p<0.05
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The purpose of this study is to clarify the differences between children’s self-reports and parent-proxy
reports on quality of life (QOL) for school-age children with heart disease, the background factors that
affect QOL, and the relationship between QOL and recognition/explanations of the disease. The subjects in
the study were 106 children aged 8 to 12 years old and their parents, and the study was conducted using
the Japanese version of a Quality of Life scale for pediatric health (the Pediatric Quality of Life Inventory
4.0 Generic Core Scales (PedsQL)). In the results of this study, QOL scores were lower in self-reports by
the children than in parent-proxy reports in the domains of “physical functioning” , “emotional functioning” ,
and “total scores” , and the difference between the two groups was greatest in “physical functioning” .
In “emotional functioning” , there was no correlation between the parents and the children, indicating
that there was not always a clear grasp of emotional states. Regarding the relationship between self-reports
and background factors, QOL was lower in all respects in children whose ailments were more severe, and
who currently had limited movement and required treatment or care management. Similar results were obtained
from parent-proxy reports. In terms of the relationship between QOL and recognition/explanations of the
disease, QOL scores for “emotional functioning” were high in cases where the children recognized the
disease and the parents were aware that the children had received explanations. This indicates a need to
explain diseases to the patients, when they are school age once again.





