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1. /NEBREROREE L EHAREOFEE

BV K OFERERE, BRI BT ORI AT R — R
BAERFET R LT R A L TV D, — AL ORI CHTAE R SE T #1380 A Hi4E 1000
A (1990 4F) 75 1.0 A (2013 4F) (2, FLWSELHE S 153.8 A (1990 45) » 5 2.1 A (2013
) ETHELE Y BURIMEHARERICEWTHEREE LS<&KELTEY, Hl2E,
1980 4F CTIIME H AR E I (HERE 2 1000g DL E 1500g Kiif) 0 20.7%(3874E 25
T LTUeAy, 2000 FFICIZZ DT HRIL38% F TR N L, @ERHAREE (HAEKREN
1000g Afifi) (ZFBWNTHFEICEGE L T 5 (5009 LA | 10009 Aifii € 55.3%—15.2%. 5009
Rl T 91.2%—62.7%").,

PR AN O R & IR R Tk L2, RIRFICHT A= (Neonatal
Intensive Care Unit: NICU) {2 1 4ELL_EARE L TV D BB OFEENEEHNCER 2480
b X 9IS, AETHERK 210 FlIL NICU ICEBIABE L TV 5 * L@t SnTsY ., /b

VBRI T b Rean BRI B L E L Ie S RIS o7z o TEMEHIRBRIZ ARE LIRBE T
EIRWRDOFEN EENTIE 204 20T, KR AN LIPS 2 355 LTV 2 T TIEREE O /A
BHIMENZ BRSNS LD X, BRMABRITHERERCKAERD [0

] & LT, ZTD%EZITERET 20N RE M E 0D X o2k oT,



2. WN§ 2EEERA~D=—X

NICU ~DEHIAFZIZLT L HIRIC E > TOEE LT VWERE LTS 2T, BJEL

FEMABEL TWAIRITE IR IZ L VWoiZs 502

O & EE R TR e D — D> DR TH 5, Lo LEBIE, RHIARBEE N
BATLRT VIR E IEZE WUV OB TH D, ERNICIE, AL - IEALOEERET
MRk & ESL Ot - bt o 2 — BRI« MSTATECE N ESDIRBE S 0 BE O B
FIE () A ST, 193 BT, 19010 JKERE STV 523, AFTHRIL 96 —97% 25
LT3 T EEbhTWnWo, BIELHEERORELIR L, K - FRICHEST 5720,
[ NI Be AR e 0 BEE D B a3 Ui A & 7 A 72 SMID (EEJE OB P I 5 Severe motor and
intellectual disabilities) % v N U —2 « 2T ABER S, [FESORE R - R o Z — & [ESE
B ATT LT 580 7700 AO BIELHFEENL « O #HA SMID 7 — 4 _—2 8 L
WHIET 2000 AR L WERISN TV D, SMID 77— X R—2 % W FRIZ L % &, 2001 4=
DNFTEFHWR DO E— 27 1 33 5% T o 7273 2008 4-121% 43— 45 mElZ 7 b LAk LT
TN Z LR, AFTED 64%703 2L LA EAFT L TRV EETIZE D £ TR THEF L TWD
ZEMBNEF D EENRE SN TV, EEFmbicnz <, BEEOHRE(LHIRO T
BV, 2001 EDOAFTE D S HUEHERENR (%) 13488,710 A, EEAERL () 1£1,198 AT
BHoToAd, 2008 FIIFHEMENEL () 13676,781 A (1.39 %), MEHMEN (F) 1% 1,457
A (122 %) IZETHEML T, BERER - EEEER OIS HMEFRIZEm <, 10 5%
KD 62%., 11—20 mED 47%, 21—30 B D 28%% HH T\ = (K1), FARIFEEDE
FEIR A BN H B 53, 2008 FEDORF ST 15 LA FOAFTE 2ED 7% LB b1, K

FEROBEEIRE CEERREE CRITIEAFTDREE RN S D EHER SN D, AFTEHE



U FIXAREHEFT 3000 A0S T B EDNTEY . BERERNT T & R oEEL
WCAFTT 2 2 EBREETH Y | BRINITIEBITBBE LT ADBEIML TS & B2 bl

TEEERO=—ADOEmE VX, BT LZROER 7 738 L, &sEL Ty
L2 EHHBHO—DTHD, Bz, BIKHAERER O 3wk R COETRFEFIEOTH
EAZ SETLICHERT D &L ZOEIGIIL LA TE TS (1990 4F 3.6%, 1995 4F
3.7%. 2000 4F 5.1% '), fthlc b A TIPSR 4 %55 L C 1 4EANM T NICU ZiBFe 3 5 o %k
23, 2009 4EHIAENLIX 2006 4EHAEW D 2 FLL EW= T WS L H Y | fEETEMT S E
W7 DMK OREERIZ L > T, &0 EIERERNT 7 2RO HLEEICBITL TV D
EEZ 2 BV, BBER OANE 2 BIIC SR LT < ERIEMMAHI S LB L 72 5 TE T D,

FRED X DT, BEREERNT T Z0EE T HEER R E LI EBERIIK
TL=—RFELHR LTS, NEEEERICE > TX TABRME] Thy ., HEE -
BHUL LT EIRN 7 7 R bR RN G CAEE T O RER AR T 25, SOITh#ET %

W% 3RT % 2 ENTE HEHIEFES RO DN TE TN D,

K1 AFTLTWAEELSEER « & OFEE DA & BEIEE

S cosveRing B i =l [ g BEE 8
’1 7% 19% 45% 23% 6% (7%) J5 EER

<=10 44%  18%
: 11-20 29% 18%

21-30 15% 13%

31-40 6% 9%

41-50 2% 9%

51— 2% 8%

{H:fﬁﬁau

(ex A fE, 2011, JE/ES5BAE S - thRREDITEPRRE R THIEOHREIL (B) O
R - FRREMRI . JRIR - . BLOWERROH Y HICBET D858 P L0 5IH, SEEin)
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3. BALY oEERDOERLF2=—X ~HELHFEERLBHEERICONT

HATIE 1960 FR K Y EBfEE & RS 2N EE L2 Rid, EE LT BEEFR
(Severe Motor and Intellectual Disabilities: SMID) & FEIZAL TNz, D —> & L Thiigk
AR S0 . Z ORI ANFTREDIEENLE L 72 | BIEOHFEFEROERPEETh D K
Dol 1967 AFILEMAHED BRI, BIEOHFEE RO ARG [HE O
S B L OEEORARARPERE L TWD I EERSNT (43 £ 4), IHIZ,
1968 4 (2 R S | L ERE OBy i 75 Vi it D AP xS E Sk HE & LT, B IRHRE & JFnREfa i &
SOTHET D TREONER AT, REMEEHRT) ] 2EERLE ¥ (X 2), g
Y SUTFEALAS K 2 e T UHBEFR RS 35 &V BARWEG G  KEHHD 1~4 I8 TIEED |
M EIELHEEFEN (SMID) OEFRE L THIND L)oo, LInLRRD,
KIEEFAITH REERE & BRI S W T WS 7o I FEDEIEEAT ORI E D R
T OEMESCHEE S AT 5 2 L IIRNEETH T2, T D720 1995 FEA HIZ K - T,
TEAESER A 27 ) AMER Sz B (X 2), MEIERA 2 7IXER - NH#EONE L K
fEL. 25 sl ECBEENR, 10 AU ETHEBELER & ER S 7o, BEER X 227713 1996
ENOBIRBMCZEND L D170 ABERHTR T DRI T 7 MNP SEHEETH D

7o, TEERERNE] 2RETE X 912ko7,



2 KREBOER? LHEIERA 2T P Ok

KEDOHEE Q BEZERXO7
80 (A37)
1. ETBEEE B FET

21 22 23 24 25 70 2. (MLREL—2—FBE « 10
20 13 14 15 16 2 REREE-[LEUM 8
50 (3) RIHBET 77z 5
19 12 7 8 9 35 (4) 02% = £Sp02 90%LL T 5
(5) 18]/ Bl D3| 8
18 11 6 3 S ., 608/ B 1L £ OO&3| 3
(6) 2T FAHF—6E LI/ BE-IZEEER 3
17 10 5 2 1 BIVvR 0
Ehd Fi+25 HTEE Ehd B-EY (8) FEOEE (2B «2 3
BE(Ea-BEED) 5
n mE © BE-BELE o 8
SIS EELARER B AR T 3

(10) F1if, RETLHELLLGBRREERT

RTFICKOBERLEBEELIE/BLELE 3
(1) R 9 HFH 10
I (12) ERER 3E/BLLt

5
(13) ATRIPY 5
! (14) i BeELLE/ B 3

*| FRITOHBMNSENEEZET §HIT L -NIPPVLEL
LAEL—2—IZ&T
%2 (8)(9)IF. BOER. BE. BE-BEXXOLThAEERR

<HE> 10EEELSEMGETTHY. HhD.
2OHEAITABRULDIESTEEER.
R EDBEEEBEERLT D,

EFE-EBEOAEA
BinEht-

S OIZIEFEOERETORERICE D, HiT5) L [FEE 5] 7o & oEEEE
HHEREDMRTZN TV A T2DIZ, REDHTE D & ZADEELHEFEIROERITITY T
TE SRV, BT TIIEFRICEZWEOFEREHR SN DL L O ICRoTnD, flx
TEIPEGRED X O 22D EEHE - ALILM OB - IBUERE 2 LB L3 2 10,
HE ORI CRUEEIBE - N LAERes - R REILd 508 iudm < B
TEL ZENTEDRARALDFETH D, K3 1L, ATHK 2R Le, BEEROZE & &
FLFIFE & DF v » FHRB LK TH D, BAROM@ALE S REE & mphEE 2 RE &
LT REDHE R e L BE LS EERZ SR E L TND, L LBTEDREERZIY
HRBUIZE L TR Y BRI T RNEEL LUEE - MO =— XD & B EE R OfF
ENHBLL, 61T, EET TITEWAHEREESMPIEE N % 2 TEE TIIRWAE

DFES BT D KD ITole, ZDI=, BUTOMIERGHCTIX, ERNT 7 O
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4, HIEOHEER - BEERE 2 XRICHET HLEH

A CTHEEROERITIHA TH L0, KEOREFIRESRIT 1981 4R (@R 2
RRY, JEER), LB Y 27 0350 BRI T 2B E L, BHEOFELNBEL TS
BOMH MR T2 — A2 LB L4 5 ("Children with special health care needs are those
who have or are at increased risk for a chronic physical, developmental, behavioral, or emotional
condition and who also require health and related services of a type or amount beyond that
required by children generally”) % . Children with Special Health Care Needs (CSHCN) & iE£5% L
7= Y, Z® CSHCN DHIT, fie b BRI R E TR EERBERIN 7 7 A LB & 72 5 WO FFAE
DHEf S5 K 9272 v . Children with medical complexity (CMC) & FEIEINL D L D 1272~ 72,
CMC IF[X 4 1ZR L7z 4 DDOFEME A FFO L EFK STV 5, 1) Chronic conditions : #4517
DIEMRY 72 PR B A Fi-> | 2) Functional limitations : FERERIPR N EE CTH 0 | EREMR A ET 5
Z L 3%u, 3) High Resource Utilization : BRI HBHEE A SV, 4) Increased Needs @ [EHEHY
T D=—ANREL . FIRICHRE - RERREEL LT, LI TS, 2D CMC
OBESHIRSEAT, SERER T 7 BNETH Y | EREHRAFHET 52 L RLWEE
SENE « R EEFIOTWREZ R ORER TH D L EZX b D, CMC X, CSHCN IZxfd
DEFD 7T VAT ATEHFED =— XTSI LENTORWATEEER H Y . CMC
DNEIFD 220D, RAHRFED T = Ve —A T SVATT VAT MMIE R 255
IIREWD, EREREAE L CTHORMRANVAT T VAT MOV THRET L T BER
HDHLEDLRLTEY P BARICEBWCHBEREII T 5 EFRRAARE 2 5 L T < 72

Wi, BEERICERZ Y TRERIEEP RO ONDTES I,
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4 Children with medical complexity (CMC) DR & A #H 7

Children with medical Complexity D # & B #:8 &

Increased Chronic
Needs Conditions

- Substantial mpRored .

family-identified nigg::no_i :
service needs u , bu
suspected

- Significant impact
on family (e.g.
financial burden)

- Severe and/or
associated with
medical fragility

HEG@TEAENKEN Children with HHEOEANGEBEERR

FEOHENEELHD vedial Esn - EE . BE
Complexity .
(cmc)
Functional F High Resource
Limitations Utilization
-Severe - Necessitating
-Often associated involvement of
with technology multiple service
dependence ; providers
FHQEEDREERBRNH S HECHEELY—EZFIA
ERBBA~OEFLZL ZHEOBEISLE

Cohen E et al, Children with medical complexity: an emerging population for clinical and research

initiatives. Pediatrics. 2011 Mar;127(3):529-38. 8 L v (H ARFERITEEZ INE)
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5. FE TREOZILEERZFT CHBONEBAR

ZOEHI REEREZZZDFHEORIUT, EDOL IR TWDHIZS S 02 BIE,
AT EAHEMGR IR K<, Bt &R 2202 T 5 Y, 652
EARIEEDL AR (0~145%) % 1997 4EIC EEY 2 AFHRERRHIESRITAE # Jdd LT 2012
BT LA AETRF LR, S0k o ibaof el ikic, 7 bafRioHoRia b
EMUHEDOI LD 4O LUT Lol 2, £, 78 b E2FFOMHOK 8 BINKEF M T
oY R FJE LT D AR 16% L E 2 B LT\ 5, 72 6 HIO RS 5k
TLTEY, ZLORBUITEFEO T TER, FHE. /i, sty oxkEZH- T 00
BIRTHD?, ZoOXIBRTECREOHTIE, RICHBAEERD S 71280 CHLE
BEZMS ZLRZ, FICREREZECLOHE, TELBRRELR LW Z L3 T
LW, BAEDIT TRARVERTH S, BBIIHLET S - LAWIEDLL T, Fi#
FELLTOREZGEZT L LT, FCZOHEENTFELO—AEEBL Thi< 2 &
bdn %,

PEERZNET D 2 L3, Rx RBRPBEE L2RD HIREFE DX L AR/
FUICENY  N#EEZ LTV LBEEORBFEICHEEL 52D Sbit T\, Rainaldi &
TFYT A v L Ea—%b I, K5 IR AEAEOMSRT T VARE Lz 2, D
ST DN FEEREL & L THER BRI 7215 5t 2R (socio-economic status) 734 V) | [
W HEIEENENME (Activity Daily Living: ADL) <CHEETTEN 72 & R ORI 5EA I BE
T 5, 77 OXEYE (Caregiving demand) 0V — B AN R E Fl L LIz —E R Z72 5T
W% (Perception of formal care as being family-centered) 7¢ &73, /& o A L HEK e &

OLEERY 72 (self-perception) (B L, A b L A% {E (Social support, Family function,

13



Stress management) (2 & - T, /Mi#E OEFE (Psychological health, Physical Health) (Z52% %
5.2%, UEDE ST, NM#EFEOLHIRERIZOWTIEEL TWS ZERMKETH D,

5 A7 mt A L HAROBSTET L

Socio-
Background f | A economic
& Context Status
_ C Ch”d BEhavior
Child

Characteristics

i

i Caregiving Perception of
Caregiver D Demands E Formal Care
Strain/Stress

Intrapsychic F Self-perception

Factors

Coping (G Social H Famiy I Stress
Factors Support Function Management

Outcomes

J Psychological
Health

Figure |
Conceptual Model of Caregiving Process and Caregiver Burden Among Pediatric Population

(Raina P et al, Caregiving process and caregiver burden: conceptual models to guide

research and practice. BMC Pediatr. 2004 Jan 14;4:1. 23 £ Y 5| )
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6. MET HFREDAEITONT

ST Y © RERIA 2 B & S IRBUERE ~ DI OW T OENO#RE & L TiE

FREEE VD - MERREE D 230 A& %G L L7-aids  CIad st oo MERR R 1 P Rl C 5 IR
&< EE D REE I 120 AORHEA~OFHAE * TlE 53.3% D REELA IR 1% 6 MR A
THY ., KENZT T OO E BEEA 2 BILLED AR 6 & Ed T, S 2o
W TH, KEIC AN TR R, 0 &EERS], KERNRS], BEEAREZIToTND &,
IR S o 1o, TR IR ORI (588 4) TIRE 2 DI AR )

BER A A BB S 0 | TR S B 2RI 114 BRI ICREF LT 7 A
TP AR 3L L OV D RO RHER (37 ) & xR & LIiif *° Tl 9% E oA S
BN KE L, 68%D L AL MagROFHANPRETH D LE L TWe, £z, IEHEEV

—ZHBE LT D ESE DS EE OB 202 A~OFi#E * Tik. i OR M B R

Briz TRy, BEEROEEAEE 2 LW HRITH L0, & & 10—20 FRITRA

J

ML DIEAHH EREIZE LTV,

ST D IREE ORSMRVREEICRE T 2 & LTI, BEREFEROZFEED 3 FIn
FE AP RMEEEEE 23MIEV Y (General Health Questionnaire; GHQ G 8 ALL k. #&iENEE b B) ¥
ZER, BEEEROBAMRIZY —v v LY R— &) DOBREIZ OV THRET L7
WA T, AR - ERE Y — 2 LR EBRZ LORERIZ LD SR TH D LR
HERNTWS, WNERSEERZ T 5 F M (401 N) ~OFF# 2 Tl BBELFEROWH S
MZLWEER, A 1 ELLEOZZnH 2556, BHAEERENMEVN WS Tnd
WHED ¥ OWETIE, (EEANTIFREIRE - (ETMERE - EEERIERE - fEEPOF
WRECHENE T2 & 232 DM EIRIZB N T, FEORKMAH, 2 L XX DIEEER

Z I LTIERRC, TRt » O ANUTHTT 2 FIROIEE L RBAE I & 5 (£ BB MEAT
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DREEZRTEF DD 72 DT L TWD Z &2 HE LTz, FIROEEIE~DREIC
DNTIE, IR - RIES OWE 3 Tk, FRRISEERICET L TV 5 REEIR 2% LT
HEBOB T HEILIT2% LIRS, BR - 77 Lt L OWMNIIREETH D & TENE LT
720
LED X oic, EANTORERICHT 2E TITEICNHEAHZ S IRAREE,
FREVBERE DI HHRE LTV D Z LSV, BEAER (CMC) ORMETH HEHRY—E
AZFIHBENZ EIBE Lo A OREITZ Ly, Fo, BER L ZOFHBE HRIC
U 7oL — ek 7> D EEMER (IS B 1T DR O NI RFIZB T HMEN L. REBEO
FRIETZ LW, Al L7em#E 7 o X ENMEAEEOET VIZENTYH, HOHERK
RA b U AL 7g & 0B 720 D3RS EO SRR 0 B (RAURERR O M ICBEER L T 5 & FafE
SNTEY, BHEREZTT T H5FEO LM Z 3% LT\ < 2 ERFEOI#A K A #

BT 27OICHETHL EEZDND,

7. BHFFEEOER L BH)

AWFFEOINT, FEEZ S OIRORESCEEZ LY B L TT 5 X9 ICE
FHHEIMAR 2 BE STV DIl BUEDBEEGIEOF CHRERO 77 23 2 FiED
MEAHZIERET 2L TH D, TOLDHEL TE, BEROPTHEERNT 7 & E
TAHEAMEN R E VEERER - EEEER LRI, ERAARROEREZET 5, of
g8 2 CIIEEMER - EHEEREROERM AR 2R Lz LT BREAMICHE S Rk
Rt A TR~ DOV TEEZ R T 5,

X4 255 L CHI%E1 « 2N ESITEZRLEZLDORX 6 THDH, CMC (BFE1 -
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2 TR ETHMENENR - EREEER L ITVEE S ZE X H1LD) D4 ODFMEIZY T
TEZDE, L - 2 CIIBEERA a7 2HNW5 Z & TREROEARIBIEREAD
Wi (PR Es. bR 72 E BB ISR E 2 R OdRE) & ERIESROFIN b & oo
IRERN T T ORI AR T 5, £ L THIFE 1 Tl BEIZ2 ERRFRBLUZ DWW TG L,
WEFE 2 TIEm SR EE 22 ERF AR O FE I 25 T T0 2 FIR O TG D EREIZ D
WCHHET 2, TORE, 981 - 2Z2@LC, CMC (=@EER - ¥EREEER) Ot
REEMICIHRT 2 LN TE D, BF%E1 - 2 CIRBEERA a7 2N D 2 L TTHICE
FHNCLEENICS T N EEREER CHIBEER - REEENAZHMH L, 4FTh
F 0 FH S ATV IRDN o T ERAI LR & E OFIEO S EIEICB T 2 #AEIZONT
BEtT 2 Z &N LVRATHY . ZOMEK, BFEOREDETERIN D HE L EE
RTIEEDLZENTW R oT, KV EERERNS T 2 NE LT 2EEIR I LZ 2 ME

RRFBEO=—ZX W HNIT L ERANTH D,

X 5 CMC OEEEPIMEHAZHTE 1« 2 B1F DALE ST

BHEOBREERS
WE2 EEE
FRED{@EE-  Increased / Chronic
Needs Conditions
HEWES .
Substantial Diagnosed (E.g. ‘\‘ E:I:ﬁ 1 = 2
family-identified CCCs) OR T ﬁ!ﬁﬂz:?
service needs “”S:’:‘;‘;’;ez“‘ j < EE
- Significant impact ¢ /
on family (e.g. evere and/or
financial burden) - associated with
s medical fragility
ﬁﬁ@ﬂ!ﬁﬁt‘* Children with

Complexity
(cmc)

Rik G)ﬂ:ﬁﬂ‘]l?l Medical

/,-’ﬁigh Resource
Utilization

[ eeomERs
¥t R FI

- Necessitating

involvement of

multiple service
providers

Functional
Limitations

Severe
-Often associated
with technology

dependence

WE1-2 N\ o
HBEFRZIT HIEQE R DOWAEHIE W1
TR ERBBE~OKHE EMRF AR
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Z Ok, WZE3 T KRT —4# (ERAGEMRHLE 20T, KVERWER
LR BEEREHNGE L LTRA, REFEOMEAMEEZERT —O DM & L TORFHRIIHEER
JEWZHAE B L, ARWRS AR L & BES 2 ERICHOWTHETT 2 2 L T, NM#ET 8 ~D
TERIZOWTHRHT 5,

MHEOEEGEZM 7 1R, BEERGZOEERE 77T 2 FRONHEAH
Y DI, R ARG A OXIRO M E e Y — B R DRI e K ERIR AR 0 FE %
PLEEEZDND, W81 ~3OREREEE A, FEERKOFRPHER - Fei - 4
KRN BRI THEBRBAEE 2T 2 Z &N T 2 L 018, EHRIEARR O 785

(NSRS 21T 9 T EDAMERIEO RN TH %,

X7 WHFEREOHERL

------------------------------------------------------------
____

= AR 12 L5

B3
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FoE 1.

BEER - EREERICR T 2 ERAN AR O EZEER

1L ER

EREHM ORI, 2 OFELENEFTDHZENARRICR S T-—F ., FD
T O EILEE R ERERSCERN T 2T 5 K 02y THELOHEER] Lo E

RoEFRNG, THERER - EEEER] LW OREEROERPHICHBE L GB1=

oH
gl

w

FR), EBENEND - YEEEERIX, KE - B A ETHW STV S Children with medical
complexity (CMC) & W) EFRICIVFETH D, F—EAFHANE L, EFREIHTRT L
TWAHEEHE, TO X5 WBEER - WEEERIT, HWrBRE L% TIAL, E
FHNRERRLETH D720, Wbtz P& LIEERERIANEEE CH RN H 5,
Bl ZIET AV BB D IATHIZE % Tl EAICEEICRIUE 2 213 8| BRsh ko
ZEERCABROREDMNT 2 Z L3 HE STV D, LoLens, BARERNIZKITS
HERAEN - MEBEEN 255 & LA PRI U TA L2pigRIERIZZ Ly, H
TR B AR 2R D Z N TE L L), ERNT 7R E R EE L OFEN L

LA AR T L2, EREAARLZEET 5 2 LITEETH D,

LD, ABZETIE, RIERICIR T D@ EAE T - M8 TEE V2 oo A AR DL,

B ZIRPRIC BT A2 & ABRICOWTH LT A 2 & &2 Bl FE i LT,
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2. FiE

1) #FgET A v

ABFIENLHIRIRN D 3 i OB ER A -V B CTh 5, KINIRIT 6095
FFaA— ML OERERS, ANE296 TATHS 7%, B SEREE T H 5 5
KPR, LB ERPE, KIS 2 & S IRPEI LSRR O/ NEREFERBE TH U |
RIRWEAN O, B, RALBICALE T 5, 3Pt s bRAGEENFERE 2 —L )
PEIH NEL « FAERBOTIFERE TS H Y | EEEGEN - Ui EE V308 R R RO R ER
B L 7o RECAME CHEEREE LA Y 2 L NZ NI, G ERERICE L Tun

HLEEZADBND,

2) HMEJER A3 TIZoNT (1)
1995 4EEHAR HIZ Ko TIER S BEE R X 0 7 B T, 10 4L LS e T E
2 (Children with Moderate Medical Complexity; Moderate-CMC) . 25 siLL k23 BEiE
(Children with High Medical Complexity; High-CMC) & ST\ %, HEEER A2 T7IE, A
BERFOEEE 22 7 7ASKI 4 DI GEEAEVING) DAL LT 1996 470 & 2Rl i & %
NTWD, BEIERRA 37 OZLSMEORFHIFF 2T E L THRE IS TRV,
I E L TRO LTV D720 HARRETHIRA S EDN TV DHEENRZA a7 TH Y,

AW THNDZ L& L,

3) XRE DL
AR TIXmERERN T T 2 b8 e+ oEER - EEEELZ SR LT 5,
XREDERITIT, “BEBEOFIELZE L (X D, T, R A VD TR EAE R A
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n (%) n (%) n (%) n (%)
258k 37 40.2 17 38.6 9 39.1 11 44.0
10~24:% 55 59.8 27 61.4 14 60.9 14 56.0
5 40 43.5 23 52.3 6 26.1 11 44.0
8 52 56.5 21 47.7 17 73.9 14 56.0
= 92 100.0 44 100.0 23 100.0 25 100.0
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x4 ERT T OERRIL

(EBEE. n=92) n (%)
PRIR AT RS 41 45.2
Bt 49 53.8
IrozA 9 9.7
tErEE 32 35.5
UGl 1RFRA(C1EI, 33 36.6
1H6DE 23 24.7
FT 74— 18 6EI FFicidftin 4 4.3
RE RO ER RS 2 2.2
FOETH 4 4.3
HESE. 52 72 78.5
B+ _telErs. BE 10 10.8
Fsgo> T 14 15.1
it BEERICLSFT - BA3Mm/B 11 11.8
MERRIEAT 1 1.1
ERr1H3OM E 5 5.4
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B EEAOTE AR _ - _
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FHNONEREBDIS,
FEARCRIEHE (%) 43.4% 36.0%

1) BED IR CTEMEL ) FAREEML TWRNRE M RETD
2) LSRR T, EMRICLR A PAREEML TV RN Rt 75

30



8) & DD IR
8-1) MREE (£ 9)
HEAEVITE A RERN T T L @BEEREFRNAPLETH LD, MA T, BE
S CIINAREDOE S 2\, /R E ORI IB S BRI ) 4.2 FITH - 7273,
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ZORERIIEARDOWE FITESWTBY , NERRENEE L o TEE Sz 8 T
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FHISIRZ 7 & A ABED RISV TA R L7223, 220 ABtD FE4E X
ROREFRAETZ T TR <, Oy ROZEERE., FROMIKROATEEME, BT TRiE
BlEECE 2 E 9, SMRERCHINEEN T D0 E I D & fix e BRI D LR
L. WPEICBIT 2 ABEOBEIZRE 5720, T 52 L3 L., LLRRL, BT
BFFE O i, BN 1024 AOESFFIFRIUCOWCHRAEL, 7 A Y B &L TH
AROF-EBIL 25 FHIkO 7 V= 7 %% L, FBEOARE 11 FZ2 L T0D Lt L
Tz, ERFRRIBUIEIC K-> TR 208, BEERICE s CTHHEBEEIENICE 5 ThH,
HNRZZ DEEARILICZVRBUICH Y | FIEONHERHIIRENZ LR IND, KA
TR A Z T CW D IROEIZR G TV, 4% O TPt ER o —E
A & HURFRD Y — B ZDMAE DN ED L D IZHKEOMEACHRZZ, APtRE
ERWOTZENTEDINTOVTHF LTV LERH D,

ABFFENC I T HIRFE, B —IC JAREFHNR 2 NERONTNWD Z & Th D, 2014
FEORERMOTHEB ZFH Li-72d, EBICEREN T T 26> TRRELTWZE L ThH,
2014 X VAENTFET L7, 5loB U7l FERISART L7, S & b 2R WER T
T MR 72 5 72BN DV TR T X TUveLy, Las L, 3IRF b O RERE Tlid
STb OO, RNOBERERHERED 79.2% 27 T2 Z LN TEX B2 b,

AT, BRI AR RS AT 3 W OBEREERICBL N TWEZ L TH
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%, HERLERI B BB~ DRSO ABE, MR ~D ABI IR T 5 Z & A TE 723,
fEbe « ZIAT~DZZIT OV TITIET 5 2 L ITHPR TV vy, ABE BRI MR~
BRI IEN & 5 - O EEEILE VDS, AU THE Lk ik
BIROBTH D, DFV ., BEEREZOFRETEMI9EILY &b o LBVER, ERE
BZZ LD LR inD,

AT, ASRZ BB L B AR IR O R BCREBIC L > TR D 2
EThD, AW TR EROEFR Y — & 2 OF PRI & U CHRER & ABEREIE 24
LA, FIZTESNEZBOABRTH o7& LTH, MR R OE(LORR R~
DIEPEOEERHE, EEBIIHT DFEROZERCEZ e LT, ZBRROAREDO A b L ASA K
T2 -> T DA D, ZDH, EFRFAMRIIIFEEDOIEAED 1 SOHBIEICITRY
5 DM, T OMIC b FIROMBEIRECH A AR KT 5 BT 2 AP ERE O A M
% EZMHN BN LETH Y, EORIRTT » a—FT 43— a UREDOREFIBEC
Lo TEMENRD IV, [EERBAEEZMGATEENE WD 2L a, FHliL TS BN H

60

5. G

E EE VL IR IR 2 i@ E & ABE & D 9B ER O ERRY— B XIS EICFIH LT

Voo HUIBCCIREARTE 2k L TV < 7o ITiE, FIROMEABZ BT 572012, Jrbt

TEERDOERY — X2 Tide <, FELEROERY —E20WE 2 e b r7 -

I—F 4 R— g U AMETH D,
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HIE
HoE 2. BEER - BREERZT 7T OFRICKIT HEREL

HEATE L OFEIZHOWT

1L ER

AiEEELBEEROBBHEML TWD Z L, EREICESTET TR, F
RIZES>TRERT ¥ LU ThD, BWEAEN (Children with medical complexity) (85D
BEBMRB AR, ERER LT LEE T2 X0 RMRefIR2 & 0 | EREHR X
5 < BRI EARDOERY — E R B NE L T &0 D FitE a2 o 1B, JRbE ARk
%, FREZTZWTCWENEF L LTOKEIL, 7T - a—TFT 4 x—vaOFEKREL LT
DEENEF EZTHZ LIk D, KEICRBT 2 2EEELRHAE © Tk, MESIrT - 2
—F 4 x— g T 2 B IS 1120 BRRIESO L, A B LR ORI E &
56.8% M A, EFZFDIZY (54.1%) . b7z MR L= Y (45.6%) LT\ 5 L
INTWD,

AATHREEERER - FHEEERE CER 23 FAFEDO LOL IR EICET 5
AR ) 13FE STV B, FREEEE TIECRE TR O O AT ORBIZ O
TOHREDETHY , AHFEDO L6 ST L2 1LdH 5 2 FERIRE LofE R oRe
HHid7e< (65 miARTH & 65 MLl ECHESNTND), S BIC/#EHF OFHM72 FEREIC DWW T
OHETEEN TR, BN THEIES N EERONER T 58 TIE, M#EED
RN HEAHIZOVWTHRES N TN DD, BRONTEIGEHEDOHREXNRLE L TNDZ LN

2\, BIELHEER, EBEEERZM#ET L L0 ) 283, FIRIZE > T3Sy
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M2 R 22 MEARMERIIE S 2, Ml 1 22 & OfERIEZ % 7P, AROE IR
FRED BIERD ® L REPBESNTND, L LARBD, FROBFRILCHER Y
DHEAETHE~ORZBI BT 2 M T2 L, KBTI S iz 51 A DBEE R DO FIKIZ
T AHFA © T, EEICERERE b o CGREEL7Z &L X1 3 AORXBNEFEEE X, 15
NDOZHERB LTV FESUE LT20 LTEY | 37.3%DFEENI IS L5 RRF a4
U TWe, fEETORBAEIEEZHERT 2720I12I%, NiE O H R 72Alm 720 C
(X372 < AW ZRRER R ME2 D b, MBI BHETM L TV SNERSH L, £D
TeOAWFFETIEHIZE 1 TIA L7 BEIES OFIEZ G, i O & O ek

IZOWTHAET D Z & & HRVIZERT 2,

2. HikE

1) WFIET VA v EXBH

AWFZEIXE R A WA 7E TH 0 . SR K FMERPEIZ CFEM L 72, BF5E
KRB IMTE 1 IS LIS R Bl Sl 4 2 B EIE L OFR (n=45) TH Y |
SRR THRIED B Z 3 LTI IE~ DS 2 K8 LR E 2 1572, BRI EZE L 72Kk
2L e LT QUO 1— I (1000 M43) Z i L7z, FHRIFISROFFE % T & fFOIEH]

DR CEMZEICFEET 2 £ 5 IR LT,

2) BRI H
BT, FIRONM RS T 282 R E 25 7, [AIZEITK 30~60 47

AL, WAL LT, FEICET2HA (K, FROFE, (EEORE) . #
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R (Iramsf, MEIRER, K77 O & 2HEH, Y —3 % LR — b FRT

DITFEIRDL) . TR BB Z e AR WBEET DI, @B AR D 2

BARATEZ LSl BME 5 0, HEREIREE, TERAER~DOMLE) % Th o,

W T A M EAEICE L TX, TROEMIZT:;ATWS, [BTFIADIK

WA
&

X, FESENTETWETH 22 ALLETHITL 2881%, —fHlcks A2BIcTF =
v 7 HOFTRSW] — (E% 8, BBl Bo& xo72vn, R, R KBOKA,
FARIETERN, RARTE L. Zofh) L) BRI THIRICKLER N AR L. SoRICES
DRFIE DRBEICEIE XTI DR TR DR TR TS 28 H) & LTH
MLTWD, 7o, TBFSADEMAR - SRZ2 - ABEiZ &k - T, S8/ BB B D
A IRATE Z &id, BRERMELS bWdh D ELin?) — (B HFE2 IR Z &
Rinolo. AR IR Z > 7o, BIRIHERIRITE Z 720> 1275 AL O F 3R
Z L7, B LTWen, MHOBRLTEREZELAD, £ EH), LW o HEMTHF~
HAELZENTO D,
FRFPRBUCEI L TiE, TR FSAO AFERRERNT 712\ T, BCABMEITE
N DBV ETH] LWHEME, HEBRBAIEEIT O 22, ETWHTEAL
ZbD, VAL LIELDIEEDL IR bDRHY £ LI, £z, MICHTITELI LD
TdH 0 E£T 02— (BN HoWE, EOBA, RO, jlo#L] | THEDEDL
L ORFINZ2RILE, EOEETWET 70— (BRI KEDE VDD, XL Vi
o, T, LLHELY, REE LW EWHHEMTHRTND,
E IRAOREER & R L SV T, fEEERSE QOL  (Health-related Quality of Life;
HRQOL) O RETH 5 SF-8™ (8-ltem Short-Form Health Survey) . K6 'Z 2 B AGEK
(Kesseler-6; K6), M (f Zarit Jra# & REE H ARGERL O 54K (Short version of the Japanese
version of the Zarit Caregiver Burden Interview; J-ZBI 8) % M\ /=, £79°, SF-8™ (X8 >DHE

FIEBE O SN REL LTELLTEY, HAGFICHRS RSB BREES LTV
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%Y, 8OOEMEHILRE 1 » ADBEDORARDMELRET S 2 LNTE, HikkiE

(Physical Functioning ; PF) . H##&&I#&nRE (B{4) (Role Physical; RP) . {KDJi 7 (Bodily Pain;
BP) . AR %l (General Health; GH) | i 77 (Vitality; VT) | #h2 415 #&6E (Social Functioning;
SF). H&EHEAE (K5#) (Role Emotional; RE), L f@EE (Mental Health; MH) ¢ 8 THH
& HiKE~ Y —2x =7 (Physical Component Summary; PCS). ¥thpg¥~ V) —2x =7

(Mental Component Summary; MCS) 2AHEH S5, A a7 U 2 7L H ARDERER R B
150 A, AEUEIRE 10 AUC 72 5 KO ICHE STV Y X0 mO AT E RV EERINE
RBEL, A= 713 0~100 AP Z B D,

WIZ, I DI RS DRI RS % 33 5 72 O LERAY R - (psychological
distress) ZHET 5 Kessler 6 (HAGER K6 A7) #fiz, K6 A2 7ILRILOE~ T
EHENTEY ® ARBEROZYELBIEShTWS *, 6 >OERMER LK Sh,
W1 A OB OIR R 72 DB ER OB EIC OV THRATWD, 5RO Y v — b
A=) (0~4 &) Tl L, BrHEEIE 0~24 SO T, 5 ALLEISDEAY R 4 Jf&
CTWHhy hATZHEESRTWS, X512, 13 AL E2 DSM-IV (4th edition of the
Diagnostic and Statistical Manual of Mental Disorders) T SN 5 BEIEREMHEA (Serious
Mental Illness; SMI) D227 U —=>ZIZHWONE T v A T7EE SR TNS %,
B, SrEE DR 2 AEAZTHE T 2720, Zarit A RE B AGER O

Gl (-ZBI_8) # M\ /o, Zarit AR E IR % 72[EH 4« THH ST Y HAGERRIC
LIRS, EREIS TERL ST B 22, iR o> J-ZBI_8 1% Personal Strain (/7% 0
HLOIZE->TET HAM) IZBT 5 5 HHE & Role Strain (/& N Z D722 2
NETOEENTERRDITERL DI LICEY Z LTk VAT HAM) 1THT5 3
HEAMNOHER SN TWD, EEFAENEENEC28BREWI L &R L, Hald 0~32
MOFPFE LD, WHD PIckbdE, 1-ZBIL8 T3 ML EHDLZ L, M5 JERTH D

Z & %7~ Center for Epidemiological Studies Depression Scale (CES-D) @ 16 fiLA E & @&iv ik
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B R REZ R L, SrEARICBEE S 200 DIERD A V== T D0y A TEICR
Vo5 EMEINTND,

BB, MERIIIEEBITHROMEEL (TEBIZM>TRM 720 LWV HE
MIZTHATEY, SHICREDIREE BEEHR L T D AZHRIC, TREYREZ L TR,
Sfehn) THEICL TR D] IOV THERIL, [Rhotz, ORRMNoT2, £H56
EBLE RN, RRENoT, Bhoto), O 5 BRI CHIE 25, (BERMZEE, KK

FIZERE LTI LT,)

3) fiwBRAYACLRE
AHIFZE V3 U R 5 B e i B B 2 TURGE &2 15 TS L 7= (Document No.

H27-36, May/18/2015) ,

3. R

WFZE 1 TRR & 72 o T FURE M BB @bt 4% 45 ADBEEN - B EAER

D95 H 41 A BERERA~OEIE 2157 (B2 91.1%) , Z O NEIIHFZE 1 &R0 44.6% %

567,
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1) FhE R (1, 2)

[BIZAFEX 41 4 C, 9 RIOEIZEENRBTHY . WoBEEE L R T EEER AT
IXAFZE 1 DA L, FOefEl 21 45 (IQR16-26) Thoto, & A LD RHH & b
FELTERY, AR 1 AU EEFRELTHDEIEIE 366% ThHhoTz, KPS DTFEHD
BT 0~3 A, FEH L1 ATHY, EER-ALVIZFAERE —HIZETCTCWIEED 1%
Inotz, RBL - BBLOFERTIE, 1018 - 20 REPEOFEF TR o7, BhEIFLAL
DRELRICEALTEY, KIRROFMEE L TRLFEMENR LN ERnZE2 b, EITr
T AT O NE BERITEE S TIZBb o TR D . IRICKBLD 36.6% TH Y, FhltIHEER &

FE L7 NZFEFICD R A NDOARTH -T2,

£ 1 ARELRDEER L ZOFIROEAJENE

ORI n (%)

EIEA 5537) 37 90.2%
5% ;) 3 7.3%
[uk 33! 1 2.4%

BEERATY 1) (median, IQR) 21 16 - 26
BEFESOES (25R8LE) 31.7%

BEEd R 40 97.6%
BHR 41 100.0%
22757185 8 19.5%
RFAAE 10 24.4%
[SYa2ich% 2 4.9%
8575188 3 7.3%
*DAEHIERE (LABLE) CRE 15 36.6%
EIf 26 63.4%
[ERRONE  (mean, SD) 1.1 0.9

(range) 0-3
DL 5% (mean, SD) 42.8 6.6
(range) 31-61
& (mean, SD) 41.6 6.8
(range) 29 - 57

{FEOES ESTSE 39 95.1%

=E4 2 4.9%
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® 2 EHE ORI

n=41 n %
FETPERITIN =55 41 100.0%
(#&#oIE ) S23R 15 36.6%
HH52 2 4.9%
THE 4 9.8%
ShEIE&RD 4 9.8%
FhElTEE L 0 0.0%
TOf(EfE. FEREE) 2 4.9%

2) Sk (% 3)

R T L CiE, TERN T (BB, RERE. WMol WA, B3,
A, ANIrBh 72 &) ICET HIRIL, 1 Bd2h . At TR L TENLS HWVWTT
22 LWOEMEAIZEA LT, 4 81K (PRl 7 KpfH) LW O EIETH o7, HE
SEVR - MEEEERIZ T OfE - HENZ L ST REITL RO 13 ORF#ZEL LTV
HZ LD, HiTiE 24 B (2 A). 20 B (1 A) EBEZTWAH ALY, WEHIC
24 WERIEREINIC T2 LTV A b TlRWn S i3Ebh g3, 2T HEO T TREh
B2l IBEST LTOBRIMBIFELTWD Z & & fd x 2, S OREIRRER 17
5.5 ¢l (FFufiE 6.5 Kff#]) Toh v | MEIRFIZ S 7 Tl & 5 [EHEUTEY 2.4 [5] (R JfE 2 [2])
RBOOLNT, FREDEIZEHITIRBPTHY ENHEEZ THL Z LBBESIL, ZORBIEILT
REfH] & DR W] 2 R I B 09— 5 C BEIRIRIIEL S . S BT 7 D7 I B Im %

DOMEIRZ T LT\ DH & EX b,

# 3 IR

range mean, SD median IQR
EENSPICETZER (BFR) n=39 1.5~24 8.1,5.6 7 4-10
NEEOIERIFRA (BFR)) n=41 3~8 5.5, 1.2 5.5 4.5-6.5
BEIERIcrPTREDEE (E) n=40 0.5~5.5 2.4,1.2 2 1.5-3
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3) Vv Y HE— b (%4)

Y=y VYR — N ORI RIS W TR T B 720, TR - AF2ED 5

NE ATANNET 22 ) EWOBEMEZHRLEZ A, 22 N (53.7%) 72 ALLEWD L%
THEY, FELNRNWEEZT-DIZ2 N (49%) OHThHoT-, BHOLHEONELE LTI

HHEMRFSE @R B ) ), BEEOHLIB1TIADT T (ERNT T 2E1T0) 1,

Mo TEADST (HEEHL, FVAZXTDH, %)) POEREELTLELI L, K

FOADPEEROBIGE (BFRRT T BRI 78T 2ATH ., ZOMOEA

T, BIREESZ EEEHT, W) AN L AN,

x4 N#EEHED)— P R— b

n=41 AE %
FaplT-ASEEEHIADAE S AL 1 2.4%
4 2 4.9%
3 A 8 19.5%
2 A 11 26.8%
1A 17 41.5%
LR 2 4.9%
HAHZIEEORNE HEHIZRS 18 43.9%
(HEmET) BEEOHIBFEADTT 34 82.9%
HOBFEADTT 17 41.5%
Z0fth (RBIEOFECAAT) 1 2.4%

4) EFFINICEE S L AHHIZONT (£ 5)
FEEAE L - MEE EE DI m S R A 2 L LT O RHER H Y . BFJE 1 T
M 19 BOARZZ L 2EOAFREZE L T e, SERERN T 7 2 b OFEER 2 Wbtic

B TIT> CTHNLTRD &) Z &id, BEIRFIMER RO S 35, &5, Sp02 =%

44



—7p COERHER S — I LED, EHICHENLAX—REOBRICMZ, WElIRED
TT EEEMLEE T D20, WEINC BRI b FREOAHEIIRE VY, ZO7D, A4
ZETIE, FEDPARZ I, AORZZ2ICE T DRI DWW TER L7,

A FE L - Y EE I O AR 2 CIEAR C O SEHI Tl REBLMHR Y (n=41, 100%) |
KRB D Z & RO (n=19,46.3%) T, & O UTHFF ORISR
Do (n=10, 24.4%), GEtT D&, 24 N (585%) KR R2IT 2 NELEDRA %L
EELTRY, lT#ELE —FIIZZ2T2O2ANE 1L ADAT, LLAKANENWI A T+
— VIR R— N EET, AEZZ2E2 LTV DAALRD BN, 722210005 R
BHFRZZT D WORHED &V IER IR < FE2 Bk £ T THRAE 40 43 (IQR 30-50 47)
SN REME T T CHRAE 180 43 (IQR 120-240 43) . A THITImDH ETEAFHT
HE o4 W (FE) ZEL TSI EBRNDoTz, DED ., SSRZRIC 2 ADRAD L
HTh LML, BEIZDHOBENT O 7RIS T 2 AFLT TERL, BVRED
REE IS 7 ORREDMEL L 720 0 AFRMEIZRD AR H D LB bid,

I BT, RH - BN ETNICZZ2OTOIEFRELIRATEZ LB 500 E 9 )IT
DT L, ZOfFEEZES 1 FH TERATEDNCOWTERM Lz, 3I7%2 L TR0
BB T, BTN 7R BEI71X L T 7o, EFHEERATEZ &3 H D488 (25 A,
61.0%) @5 b, F/IC5.0 B (FRfE) fEFZIRA TV (range: 1.5-30, IQR: 2.5-14.5), 9
N (22%) ORZBUX, T 12 BILL KA Z EnboTe, HFRERATEZ EDBHDHED
26, K L3 IFARSNERRZFIH L TRATWAD A, K 173 1ZFRFHOFRE 2 L Tob
RICHATE TV, BB E L TWALREO S B, (EFEZ L T TRARZZ L23H 2 R

(6 N.6.5%) 123N Ti, FHIAE CHEMIC 12 [FHEFZ KA Tu 7z (range: 2.5-27, QR: 10-20)

6 N 4 ADSHRIREINIR, BIRZFIH L T,
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#5 [EEFAICEET 2FEO#EAR

AEZZEHEEDD (n=41)

=53 41 100.0%
g% 19 46.3%
152 4 9.8%
HE 6 14.6%
REBOREA 1 2.4%
EhEIEERD 0 0.0%
shiE gL 1 2.4%
KAMEC2ABETHES 24 58.5%
20518 ; B range median IQR
NHEZ 2D DS (n=41)
a. Z‘MHRIRET (9) 7-90 40 30-50
b. SMEANBEZZETET (53) 30 -420 180 120 - 240
c. MSH|ET FiH(H) c=a*2+b 74 - 500 240 200 - 300
AEZZTHSEEAENESH n %
2 sBEL TR 0 0.0%
BRADCEERDHR 13 31.7%
KAEZEDN BB 25 61.0%
range median IQR
28 HKAREH (B/%) n=28 1.5-30 5 2.5-14.5
RAREESORR  (BHOE) n %
BRI TENEE T 13 35.7%
BIA/ TR TEEC ABEEORREUL 13 35.7%
n %
2 I s {F (PR ARV 30 73.2%
HBERADCEERIO 1 2.4%
KARECEDNBS 6 6.5%
range median IQR
B3 KARE# (E£) n=5 2.5-27.5 12 10-20
FRARLESOIRR  (EREE) n %
BN TR ET 4 66.7%
B/ NTERRTEL A BEEOFAREUL 2 33.3%

5. i L T d EREAL Y — B X B X Ot RERHIEE (3% 6)
EHZLFMENTWAIEEER Y —E 213, FfE#T 15 A (36.6%) H2FIH
LT, YV e F—va 036 A (14.6%) . Al 72< 2 ADFH (4.9%)
Thole, TAY—E R GBRFECH R—RSHER¥E) 2R H LT 2 AT 12 A (29.3%)
IR DN, FEEBNCTEENED ZETLASA b« 7220 5 2-HAF (6 A,
14.6%) RV AL FABE (1A, 24%) &D7WFIAPIRI T o 72, BhE & OF S

TV 52 R A, TAY—ERTFEE6 R HTHY, #H 1-2HREHZROHN
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LRRBECTH T, FIHL T ARD 7R WEII AT L A1 N ABETIE, &0 FEE
BT S B2 < VBRI R 2.8 8] A L ASA M ABRIZEE 2B Th -T2,
AR & U Cix, B iRmEs TRIE 95%238 LT Y, H5Z 37 A (90.4%) A
HREEEFR 1A THY . 11 A (26.8%) 1TBEFRAZ A L e, BEENR - EEEE
IRORFEE ITBUFCTHH A 2 D MBI BB 25210 2 Z L T& | Bl IX, /NREMERE
BRI K DA (n=11, 26.8%) <°. PERHEMRIRIESIEL (n=2, 4.9%) . FehlllEEikE
FY (n=25,61.0%) ., AIEEEE (n=2,4.9%), (EEHEEREAETY (=2,49%), A

< (n=1,2.4%) 72 EE2FIHL T\,

K6 [EFREMLY— B ARAIRTL & A PR B R

H—EZAFARR (n=41) n %
FAZS SHRUNEYT—33Y 6 14.6%
Bl 15 36.6%
SRENE GHRABED) 2 4.9%
FSTEEPNG 6 14.6%
LA AR 1 2.4%
UN\EUF—33> A 7 17.1%
EEEFEER - T2 (Hh—EFEhn) 12 29.3%
ORI AE SREUNEUF—33Y  (h=6) 5.2 (.78)
BIlE=F] (n=15) 6.5 (.78)
ShRSTTEE (n=2) 7.3 (.78)
SRAAFR (n=6) 2.8 ([l )
LA BABR (n=1) 2 (B %)
U\EUT—2a>Abe  (n=6) 1 (B %)
BENBAMES- 740 —tA (n=11) 5.6 (E/A)
HaFEESIE (n=41) n %
FIAESE BHEEEFR (55, 1374 2882.0) 39 95.1%
EE IR 11 26.8%
INR B ERTROEEMEHIE 11 26.8%
SRRERETY 25 61.0%
EREERESIE 2 4.9%
BiZIEEESE 2 4.9%
FOMM(TEEREE R @At TF Y2, AMTHEinL) 3 7.3%
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6. FROWRI (FET7)

41 AN, BITEREF LTV A DL 26 A (63.4%) TH Y, 10 NTRBEFOFHRTH
. 5 NIFFRAFEOFH (4 NIERFEFR, 1 NZEEICTo TWARWEEET) T
bole, BMFRD OB 1 NEBRWT 25 ARSI THY ., 20955 7 NTFHIX
TR OHIMEE 22 T e, SFHE R BUTH 134 [MITH Y | FIEOIIRN LB
A (12 N) Tid, FHHREFRD 3.4 Kl CTh o7z, BTE GIMAE T A7 —U v
IRBHLEEBELOTAEIL 22 NE7eoT0D) X, 22 A AT — L RATEFARL,

FETOEITER L TV,

KT FREORN

Ha2 : FR

FRF 10A 24.4%
MFELTNS 26 A 63.4%
HZEEUR 5A 12.2%

MEFDROBE(N=26) BEFRK 1A

RIS IEFR 18 A

BilE G 7A
FHBEBE (n=22) (8/8) 13.4H
FIEOMARISE (n=12)  (BFRE/H) 3.405

BRIAE (n=22) Z0=IA oA

B 3eesil 220

7. RRFEHRDL (3 8)

BHZEIZHBWT, BRBRERN 7ICBT 5 B CABBEIC O W TERLE 2 A,
22 N (53.7%) 28 H 1 5RO B CABEN P> TEY, 11N (26.8%) 287 1 5L
E 5 HHARGm O H CEBEEN o TV, AT 200 L LTI, BlER. HEMT L

a—, haIH ZAN, AESFT A, FvF o= R_— Bo— I8 Y ERE
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B CZ T IMAEEM S LAMNT S B E 7 TICB T 5 IEEELC LR~ DIEAIZ X DR %N
BHOFENRBEO bz, -, EEREEEET 572010, EEHT-ITEALZAR 14
A (34.1%) . HOWEE LIZ AR 1A (24%) . HELUE LT AN 9 N (22.0%) . FKE5l-
BLL7ZAS 5 AN (122%) ITRO BN, S HIZ, FBARFIRILIZ DWW THR7EM T
(X, 16 A (39.0%) ME LV, 1 A (24%) HREFELWEEX Tz, HilEEZIZ0X

19 N (46.3%) THYH, RWEERTDIZ3 ADAH (13%) Thoiz,

*8 FEFHIRIL

Eigegid &N (%)
BHEN/PICSHT2ECREHE BAIZEOERU 8 19.5%
INSIEE ST 22 53.7%
S5hm#iE/H 11 26.8%

S5HABE/H 0 0.0%
EEEEIDHIC BEFTILCBEA LI 14 34.1%
(#E#8alZ ) BidUELI 1 2.4%
FaAELR 9 22.0%
FES| B 5 12.2%

S5008F KEDENH DS 0 0.0%
PYoEN G D 3 7.3%
B 19 46.3%
PREELL 16 39.0%

REEEHLWL 1 2.4%

EOIE 2 4.9%

8. fEFEIRAE (3% 9)

K9 IT., IriEE OEFRBNE QOL DRETH S SF-8 DFFRARLTND, MRHE
35 AD 8 HH DO stk & PCS LT MCS O ¥ 50%, [ERAEHEE (20-79 #k D 2248 A%
Rl LTEENSGHEBENTWND), BEY 40 REHEOEREE (EM#EETHLIRHO

PEJERRD 416 K TH LD R L LTn) LHE~NTHIRS (K 2), A imeEIc o
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WTHERL [FEOKANEDBEEOMNE GV, FIRK) - IR T, 0L b0 ghid
SNELE»?] EWHHAT, KbEVE 438 K) Lol WEROSTIHS Y
(RHY < FHRVEH T B LOLFEESAN L O EE0RHIT 6 TWnD Z &R I T,

FEARIREREFE IZ DWW T, IriE O K6 A a7 O gefiilL 4 s2 (IQR: 0-7) ThH -
7223, 5 LA EAY 18 A (43.9%) (ZEB® BAv, 13 L EIZ 3 A (7.3%) IZR® STz, N
ZC. EAMIZET 5 )-ZBI_8 TILHJfiix 8 5T (IQR:4-13), #1 9 DO AMREMEN & %
13 AR 10 A (24.4%) 123, EbEWVAIZ29 i Tho T,

Fo, BRIERD® 5 L& 2 - 1E 21 A, 51.2%:80 Hit, b VO

TEANBIRELR (13 A, 31.7%) ToHh V. WIZEw (7 A, 17.1%) NEh-o7-,

729 iR OFFERSE QOL (Quality of Life)

= &% &%
SF-8 &R softktt  EREEE
scales range mean SD mean mean
BHAsdae PF 16.7-53.5 455 8.0 49.4 49.8
HEEZIHEE (54F) RP 27.9-54.1 45.0 7.9 49.4 50.1
EDIEd BP 38.2-60.4 49.2 8.0 48.6 50.1
AR ERRRL GH 40.4-63.4 48.1 5.7 49.4 50.0
EH vT 38.5-60.0 47.8 5.8 50.2 50.1
HaEAREE SF 26.0-55.1 43.8 9.1 49.4 50.0
HE&EEE (EE) RE 31.4-54.2 46.9 5.9 49.7 49.9
DOAERE MH 27.6-56.9 46.5 6.21 48.5 49.7
Aty U-237 PCS 23.2-59.3 46.0 8.7 48.2 48.6
YU -2a7 MCS 20.3-59.7 45.8 7.4 48.7 49.4

*ZEfBISF-8HAEBM 2T £D

2 IEEF OREFEESE QOL & bk

52 4 )
—+—Ca regiver

~#-Female aged

" 40-49
—i—total sample
. ‘\/ M aged 20-79
44 L e ————— [SF] FeHEtviz A& O R dE S,
AR - BRI T, EOBVIAES
42 n&ELIH ?

40

PF RP BP GH VT SF RE MH PC5 MCS
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10 KEHHAVMERRE & B R

NEEORERE range median IQR
AR (n=41) K6 (0-24) 0-22 4 0-7
rE&R J-ZBI 8 (0-32) 1-29 8 4-13
BHRETS n (%)
BRAPROEHE an 21 51.2%
BEAERONZ BIAMMEIR 1 BCD-TBHERE(4). 18 - FBHEAILZ7(3). B - BBEE(6) 13 31.7%
(EHEE) SEALERAEIR © PERE. BRI EE 2 4.9%
SEfE 7 17.1%
I A=FhZIN 2 4.9%
ZOAN - BERARERATE(L). EDU(1). HEWL). ALFEN(L) 4 9.8%

0. FEEAINISHT DAL (£ 11)

TEEATEIZ) T DR IOV TIE, 41 A 36 A (87.8%) MTEEICRE-T R
Mole /RRRMNPoT] LWV HEIEERT, [EURIZOWTIE [Rhol /RORED S
7ol 14N (EEE 19 AP 737%) . BBIZOWTIT TR/ RRR N7 2817
N (BE#F 22 Ao 81.2%) TH Y, HEOHF N EERITEm»-7-, JEURIE 65
EBEZRNROREN 0T BN 22 N ([FIEHED 21.1%) 1T Hiviz,

EBITR-ST TB)hom] LWHREEOHML, [FEA OB TN T
L. BB ABEL TV D IRV REE o7, ZTHEBOREEZKZLOND] FTh
Sfc, fEEEFICKLT IELEHELFARN] LN HEIEDOANZ, TRho7c k0 A%
BREL D] EBEZ TV, o, [REUIFICH LT [Ro7z) EEX T NE, TR
DL, MRIZRDEFAD  FERARRIZ R o7 FOBRNH > 72h, KE U6
LT TEBELELFXRN] LWIHEEDONL, [FEBIIMENRS oo I
FEH LR WAIEAHE (K572 8) 1T Lz Lo BAPEO N, HEICEAL
TIRMoT] EEXTNE, TEHT 2EED B To, BRERELD B CREN -T2,
EMEZT] FEEIORBEMEICENDIAY v MRZBETOLNTEY, 1866852

RN EEZTENITW IR o T,
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F 11 AEEAEE DN RJE

HER A (%)
EEBlCE->TERME Rz 36 87.8%
(h=41) PPRME 1 2.4%

EBBEEE AT 2 4.9%
POEIMOLC 0 0.0%
BEhol 0 0.0%
i ey 2 4.9%
SEUMELTEME RO 11 57.9%
(h=19) PRIk 3 15.8%
EBEBEEEARN 4 21.1%
PR 0 0.0%
Eholk 0 0.0%
BELLTERME Bholz 18 81.8%
(n=22) PR 4 18.2%
EBBEEE R 0 0.0%
POEMC 0 0.0%
Bholc 0 0.0%
10. 4% O

BRI, [ABIEEREEE 2T Q< mdIil, EOX D 3E - h—e 2%
ELTWH, TERZMTHLHAATEIWV] L0 ) AHLEHOZEMARIT LA, 33
NN BEIE ST, 205520 AW, FHIART - LA RMARE » T4 P —E 2
(A —RE3dR s, RER) 20 TATIMRED LS e @ ERERN T 25 58
BRI - W EERZHT 2 Z LR TE D50 ST HHLEBRRTEY, HIZEOX
5 R A RACICHEF LTV D7, BREHETZ LW LR SN TV 2, BRI
THREMETEE RO, BRI SFIHAEZ B DN IR B D & D FEHR. &
HPEIZY —EARME R 2y (BROBEBALIZS W, PRI SH0, %) Z &bk

STV, 5 NDOREF IR RICHBERER /L LY —EADa =T 4 X2 — =
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AN D ELEEBANTEY | 1 AOREE TN L 0BT 27O iR 2 e &

LTWd &R~ TW e,

4, BE

WHE 2 1 EE L - YEREE L 2 M9 2 RO RBHCHE R TR~ O, R
EERFI N B U 72 AR HE R 2 T 2 0 L7, A EEN - MR EE Lo fy
PET b 2 AR IR EIRA AR DU S B LI HIEOHERR BRI T 2SI, 5 ThE

DG STV RN THTeRAREE 2 D,

1) BEFFIHIC B 2 AHIC DN T

AWFIE T, SRZ I E S RO SHEEBIZ OV THlE L, KB THRZZ
DIDIMEFEARATEZ & oo 5 ADHELLE (61.0%) IO iV, IRATZE WD D3,
— B0, FAROD, B2 0D F TITHEE TE TW 2RV, IRAZEHUIHM 5.0
B (FRfE) &0 DIFEFICEZ VR TH D B2 BND, BEICATRLERIZT T
T7e <. BUWSEER (A0 D28 E TORFEA FRET 180 43) ORBOHF T, 43
DIEARHEDOW G|, HEREZTOHMLENRH T HLELXLN, FTET-ATIIEZZT
TRVIRBLE T2 5. KEMBHFECTH Y BERRECIHRE EiE T 25860855 2 &0,
BEZHEREZRTHZENENTD L ZRREHNES 22T LEIDIEEEZL X DM,
ZOREREH - KB L BIMHEFLZIRATTHZZOTOITHNL TS 2kl % &L b X2 %4
BRUWRIDR DD LEZBND, 61T, iIMM#ELR I 2BE 22T TV D A

FEFIT DT FIENHEN T FITH > TWAONRBRTH -7, Yotani > H1E, FIELFFE
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EIR (KESET) ON#AERNEONZEBHSHRO =—XARFREICE W EHE LT
Too WFZE 1 THERM 19 BIOAKROZZEE &5 Z & & 2 OERIZIIRBL A & i-> T
FEARERTUIROER2WIRIAEZEZZ D L RFHAB L RES 25 LIS D, WF%E
2 DA TREBUI 7RI LTE LT, MBI LIV AB N L0 s LILRWNA, ZDER
FIARI IR LW EB 2 b5, BEMEOHBAGEHOEEMIB T, B0l
B2, BREGTELVWREOER DY, K8 ORFHICHT 2HWATH B A
DMEA L TR D NGRS b, RO OBBES, REE TOFEE
HLTHELND L9 ICRE OBk IR 2 FREE C O R Z T 2F 0T A —EADFE
L, FROHSHRFHIABISE T2 XEOMBELEZAOND, SHIT, ZZEEOHR
DR AB OB O DIC EEERY — X GHWZR. FilE#. SN o5
ASCHIFABERE ORI G MBI KRR DO —2>TH D, HRDHMIEE LT, Rkt Lo EfRY
—EREHIBDEFRS—ERADTT « a—F 4 F—a VIR ED X D IZHED SRR

BTG~ AR = & NS AT, BRIE LT LR D 5,

2) FIEDONHEIRBLIZ ST

TR DIFIRDUTEATIIZE L TR R E - & O TV D, FATHFFE T, Mtk
L2 S B REBLUI AT R O P8 1.4 BRI & 05 7 LT 5 L, BELSREE RO
FEBLOD 86.5%(% 8 FFHILL EAHE L T 0 . K512 J-ZBI T AN E WEECIIHERFE X
V132 B & L0 K< Ao T B, ABFFEICR O TIE, MR R T 7.0 B ©
B0 | 18-24 KFE &[R4 L TV B RER D 4 GRO iz, MERENA~DERN T 7 13—
AT Fefn L2272 97, B IERERED 1 R 27022 DA 1 H 4 [ TH
5720 1 BIZ 6 [HLL HRAIAsHE Lz 0 1 RERIC 1\ EOWBIBMBETH 720 T 5,

IR T2 TIEZe< BRI 7 E LT, ARRENR, HESX R EOr 7 L 0LETH
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V. FERIZTTIHEE L TW DD 24 Bl &V D 2 S IIWEIIITA V20w ort L
NROR, NEHEIT AR T o LD FT7E2 LTINS LKL TNDHDIE LR
i,

KWFZE BT B #E OMEIREERNIL 5.5 BRI 7225, 7 7 D=0 MEl b & Tk Y
(0.5~55 [A]) . +43 7 BEIREFRI AL TV RV 2 E 3 HEER STz, JEATIFZEIC BV C b s
EBILON L OMERFFHE OB S IR S TR Y L NRS 21T S BEHIX, BRI,
B AR OB EE R O PRt O BENR I X il C 5 RFfE &S s LT D (BEEIR A =
TIXZN LN 232 45, 22.0 /i, 213 i, AFHA TITVH 22.2 55 & HIERE & IXITF%E T
B5), RO PIE, BREDHFEE O RO R CHEIRIFHAS 6 RFEARM CH D L M L
THEY . Meltzer & P 1Z A ISR 2435 LT 5 BEE OB EA MR 2Y 391 45 Th
D, KT pEETT 72 LTND EfE L TWD, MEIRFFH O I 721 Tz < MR
OHFEHFEGRETH 0 . RIS P, WEIC A TIPS, D apEmgl, K& N5,
BEEAZE L CO R ON#EARE (0ZBI 55 NERICELS o T EHELT
V. NT#EE Th DREE ORBIRE~DEENREIN D,

ZOXE SRR T TONMEITAHEBRE WD, REFERY — Ty LI R— b
RO TWHNE DN E, MOENOHFELZFEDDLARNDINICONTHEL (3, £
DOFER, HFEZEO D NTFELL B2 2 ABLEWD EEEE L TWe, 2O AR — 235 L
NDBERREFIZ OV T HAEAN TV BEN D D, FEERIZE > THHEVCDOEDY 1T
HETHLN, HONFOEMEHIZEOHERATLES>TWDIX, KERTH D, FE
RBMETREATE Mk L T < D 2T FESRD TV DL =—X3, BRI T OV R
— . FRE~ORERDY OV R— 1, BAENRFFCRELZRT 20OV R— T T
< EERASOAEEFEL QOL 2 LV X< T 570D A RO TS Z & b EHERKT
bb, FEOVLELTH=—XLEFERBH D QOL %1 LS H 572D =— X% ZHEIIZ

A L TV 2 EE, AROBERE TS 5,
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3) FIEOMEFIRABIZ DUV T

FIIZBWT, FEOHIKAMERE, FArARRE, M#EAHE, BRIERIZOWTHR
& L7, SF-8 1T DWW TR, B L 9 FIREHE A2 D T 40— 49 F i ME OFEYE(E (2007 4 [ AR
LY ) 2BBICT DL WENGETH HLRHES OF RN~V —2 a7 it~
U —2 237 OV, & bICEEYEE D 25~50%tile (ZA7{E L Tu -, Bl 5 ® ot Tk
FIAEAR D Lotk & bl 5 & B O B B L O REBL T (e REE QOL (SF-36 THlE) MK T
LTCH Y (mean, SD: 43.6,6.4) . AW Tl SF-36 DA T2 SF-8 TRIERIZIL T L T
7= (mean, SD: 41.6,6.6) 73, FHEH TEWEZROT, AI#E CIXARORE A K HIKL
AT TITAL R AETEEREDN R BIRVVETH Y . iIC L b 72 5 FIRE - RSHERIR L B &
EDZTDHWRFEE L OIFHDHIR SN TWD RN B Z bivic, # - EEEE I3 E
IR Z B E LT D BB D IRTRE (L Z 272 LT <. RAICE S R EDRIR
HIALTODWAEEMERR, ZRICTHRFM E AFR0 | ZOZZHESCAGHEE S mV 2
END | PEENC LRI D FEEOIHDATE~OSIMBEE L <725 &) JITBWNT,
QOL DAXR FIZ 2723 > TWAH AIREMENZ 2 B LD, RBFHISHRFRIAT 72 LTH,
AL E TR LTl TFT & VPR T 34 R WA LW AT WA R H o720
AR TIET A —EZAOHMEIRILIFRM CThH o7, 7o & 2 WRT A — e RIT
S LTHBIZ 1I-2FOFATH 720 RoNTZH—ERAFIHICE EEo TS, It
EENESEE O DI 2 HIE 2085 L )10, FEETOERY—E 20, WATH
T OENDIHBDOY —EZZLESE TS RLERDH D,

HICHMIETE 22T K6 237 Of§ R D, 5 bl kD NE 17 AGRD b,

Z O 17 NiTHEFRREE (psychological distress) /&% U CWAIREETH 5 Z E B HERI S5,
13 ;LA ED AT 3 NGRS B, EAERE R (serious mental illness) 2352 L TH D |

FERZZ b 2 _REIREEICH D A[REMEN BV, I K6 A a7 & - 72 22 50 N
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MREEE (BEERA 2T 10 /) OB Tholo, K6 A TIXERN T 7 RNEEIZR 5
WZOAVTHIINT 2 ATREMEIL S D25, ZNLISMT bl 2« ORI R, FHEAER. B oOREE
~OZRECEFE) [THBEZ T VD AN S D, L Lans b, (R#H O 55
P35 S LU LR KEMEIEERERE TH V. AT AN 5 L EoEIS (27.8%)
L VIO DICE, EFREEE IS OBMRREIC L > EEBTRETH D,
SEAHICEI L TiE, J-ZBI_8 THIRAEA 8 i TH Y (IQR: 4-13), FHfEIL 9.3
M (ERERAE 62 M) Thote, EIELHBEEILON#S 42 NExIg L L eiThi%e ® <
(X, J-ZBI_8 DML 8.2 i (MR 6.6 51) Th V. ARBFFEDO L RMHEAHEO REILH
Wit R Td - 72, CES-D T16 /ALL LITMET 2419 SRRETH % wREMED B b 5 A (-ZBI-8
TI13RLLLE) 13256% TR b, ZOEIG S EATHIZE (FIEOHFFEEFE RO 69 AITxd
%A T, CES-D16 ALL LiE 26.1%) *° LiFVWMETH ~7=, £ D7=, I-ZBI_8 1IN ##H D

IR LR MREOREBZ TS 2 FE L LTERVAMNTHL EEA BN,

EHIT, NHEAMPKEVEE . MR I 2 2R %028 22 24560
%, AT TSR OB RIERIZOWTIE, 13 A (3L7%) OSSR L
BABRIREZAATEBY . 7 A (17.1%) BERZE-> TWER, BEEL THLHnE )
PIZOVWTITHAETE TOHRY, FREASPMEERBEICHS LT 7 77T 2R T 5 A
ED POFHmITAROBETH 5.

INERSSECIXIROFREPIREEOBZZENTLTHY . £ LTHREHOH RN -
FEARBERE I £ THEEDBKITRNZ &N D D, FBEO/NEBHEZ T T < FHi#hl, Medical
social worker  (MSW) ., FiRIEERILHIMIME L2 &8 . REBLOEICRAREBICEE 2 M
FTHZEEFEETHD, L, ERISERBET DIITRRES 2 IEREARI W L3
ZHZHOMBETHY . REBPE DAY ORFIREBICKZRND & 5 2R (R -

Ry &0 26 TH X9 SRR OWMENE TN D,
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4) FIEOEL

[]%-55  80.5%IZ 7= % 33 NDPREE D A HELH ORI AR~ 2 B RLEE 25k
LTHREY, EHEEEAHRET L 2 PR RERELRES 257, KbRWVELIL,
TAY—ER FHIAFRED LV ANA b« 57 DPFA~DELTH Y | 18 AORHEHE (0]
BHD B545%) Nitd LT\, TA Y —E A, FHIAFTOZEE NEN D L0, mE R ER
M7 TIZHHE TE D20 DAY v 7R E WS 2B THr b 72/ 5% LT, I
HEOMLL LT, FEOFEATEORR, MT#H B DRRUT R TR & MBI
720 T BRI FMRICHAI A T & 2 il — B 2 & | BRSSP~ D AR 2E 2 O E IRy
D 2 &M TE DM — B2 DOMEZAEL TV e, FRZERT 7 05&E 7R N L
Wetn 35 L TV D IIZOWTERT S & ZIMRRPIC N TIPSR 2 253 % WS A BT
T2 ENPHRDMERRIE 3 AT LR < ZENEN L2 ROy R LRz, BinH o
TREHO ET2-3 BFEMAFTZT 5LV ONRBIRTH D, M T, T 3k s b3 R
FEITALE LIREFIZ /27D, BV TIT < DI 20D EIcE 723 Ial 1 7 < 3
WY RORLERET N O REINCFATO TRIDIL TS W I LENS . EHAFTS
TTWDIZ WERENED bz, BRHIX TO L AL b T OREIFTRZBEOETH 5,

il X, MUK CRIAATRER P — B AD a—F ¢ F—3 3 TxT D BEENZEN -
TR, FIZITFHRIZERIE, B rTae e iREL, AR, GRS, & OITIEEHMT
DANT Ty M= ZADOHLELH Y, ZO XD RIGHRERAEL TIND VAT 2B D
LHERO HALIE, BANDREE DIBELHE OETEDH T, FEICHR L TRV b TAR%
KU TWe, ElE 8T DM RROAM A DT TR, 77~ — Vv =D EinE &
OZDOFEHERBEL LY | V= ADOWEELITo72 0 | FIROMKZ BV CTERIEE
F LT L EEI AR, Ll RN bEE R~ EEERIEER o T, 77
YRV —IIFELTE LT, FENE OEREEDZY, P—EXEE LY LTV

BOBIUR TS, 2005 AT LI FEEH B R © O, e RS I O R

58



H, FEERAL— A Z WK TS 2 kD L YT, THRKEFE o—&RE
LT M= 2R MG Z/ER LSS 21T 9 Z L LRIESN TS, LInLAan 6,
RSB FER TR L TV D EIEEWVE# . ZORKE U TIEREFED Z O
RIRF IOV TIRE R D72\ TR O A B EAEN - EEEAE L O BRI E
R TE TV RWE ER EEMUEOEERNENFT bND, BRI 7 PNEERRERN
ARBHBTEE 2t TO < 720id, Wk LoY—e X LHIZ BT 52— e 2D
TURAERD 2B G, 2T 4 Fx—vary LT ZEBRRATHD, £ LTHEEFLO
NHEOT THMZE L TV DBREZSEET H-0I10, EREEHE L EEOHEMFZ O T
WA LEE L TS ZEREETH D,

AWGE 2 1B T HRFUTLLTF O ONRET b5, H—I2, IARFHIIRLNT
B, HEEREREITIH TH 5, IRZZOABICEET AL, SR TOR;
LIFHOR S0, EHEOFEMROZZ - MEREEZZTHMENRRH D Z L KFMH
BIRBEE VO RHED DB EZIT TV D REEN B D, Z D70, SH%ITRIGRERE e
L CHEE O EFRBEE CRBEOIFZE 2 M L, BEFRF DRI & O X 2 ICF RO RS
AT B2 G2 DM OWCGEMZR RS 2 FEii T 2 LE R H 5,

5T, AR TIIARHE - RO FE~DOREZRE LR, EOBREDOFET
boTeDN, BIZITEEH O RIEI2 DN, FARL—HRONE T o TR E®Re, (L
DOFEFAICBT 2T TE TV, A% OEE L TR ~DORZBOFEMIZT T
1372< . S BICFEEO IR T 2 B T O COXRFEITKET 2 KRR 722 &
LEOTHET D2 LT, BERONMENFIEICE 2 DN REE L. L0 WY
2. ODHPRRZBEONEN ORI T2 LNnTEDEEALND,

oIS, FEAMEERB AR ~OWMREIC OV T, SERNHEE, SLICRED
B & B D R A B U723, ]2 AR RGO Y — B 2 2O T

BRSO, SO & DRI T 2 MR OV TIHE TE TWaeny, Juket
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DDA 7 EFRFIFRIUIZFIRIC & > TFAEBKREVWEZEZ OND 720, HHEA~DF
BIZOWTTIA L7, TOEBRAARILE Db DI 2 FZ DX T 1R I70 i o fE
FERBEIT T 2 BFRIC OV T HIHI T R & Th o7, BRDHMRICT, ROMFLIRE L =
PR R DU T DB O W E A8 U CRMlis 2 2 Lid, Eo XS EERICH LT,
ED X D ITIEFEF L E HI P LOERP—EADNRT R E L DEND | fEx ORI

B O ERBAUAR OFH IS T oA & L TR THAREERH D EEX BN D,

HEREN - B EE R OREEITIEFHICRERME L WD “thF (informal care
work) " IZHEF LTV D, ZOITFEIC K 258 T, k7 ~ D SECMERERE, QOL DX T,
RFEH AR LICRD bic, ZO—JT, HERWIC, BNIZ, 2 L THERmIc b R
MR T > Th, FRITBEEL - WREERAZETTETD 2 LI SERE O ik
CTWe, 20X RIREFEDIETHFEEAE LY R — M 572012, JEEh Loy —
BRI TIE AR, HUBICB T 52— XADiER L, Hx ORNAE KRS THh—E X%

WMABRDOEDTT « a—FT 4 F—2a YO EPULETH D,
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M 3. BEEROBOEHIRRINE & 7 OBEER DR

~ERAEERRE 2 AW T

AWFIEIE A ADRE VL & BLOREHHRIER OFLIRIC SOV TRIAMEIC bl L, kb

BRHCTEDLICTHED, EETRM Lz, oo EimTizcisnwTh, JLicH

AR THEEZIR L, WAITIEGEETRET 2,

A
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[55] BEROBIZENES L LTCOEEERDL, BHWNELZIRZ 520305, F
R EZORGEE LIRS D720, ARVREHAREREL & B# 3 5 EWRIZOW TR 2 2 &
(IVETH D,

[J7iE] EHEICEES W CTRAITEE I ZRFIHHREE 21TV I OKGE % 5 1) 72 Rk 22
R OE RATE MR 2N LTt Lz, 65%bL b 17 3R OFEE IR 2 A {6 1
ANFIH L, £ OEERZNETLH E2E LTI MORT Z{ED | Mges s LT,
Kessler-6 (K6) A2 =7 Z T K65 ALLE (IRWFEMBREFERE Z27737) & 5 AR T 2 B
A3 T ARVREFREORRER AL & B 5 FERIZ OV TR LTz,

[R5R] mEElE (549 ) D ESLIRPLE, 57.6% M MHRHC MBI LEETH 0 | B 72
EVThoTe, ENEEDIFNRBTHY . K65 FLLLED AT 44.4%I1T8 DTz, HE
BT (DA /RBUE) TIRWISHEBIERE & A BRI 23RO - oid, WavimEke LT
W5, MEERRETHD IERRH D - B LTV D - IEERFIRRH D - Y — T v
R—=ERZ LW, Thole, ZEEMNT (0P AT 1 v 7 EURHHT) Tk, KRR
FERE L A EREEZRD =D, A MERIH S (Odds ratio (OR), 05% Confidence
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0.26-0.92) . AT HAMELY (OR, 95%Cl: 1.92, 1.05-3.54) Th o7z,

[B52] EHEEOBN B OREMBEZ X T2 V=3 ¥ LR — FBRZ LR
PR AN E LUWRILUC H 25810 HHAREREZICOWTE R L TW BE ™D 5, 5%
TEICFEFE O LWVIRRLRIEOF AN, — AR e &6 5 O -3 72 E R A )3
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Mental health of parents with disabled children and related
characteristics: based on Comprehensive Survey of Living

Conditions

1. Background

The number of children with disabilities is gradually increasing in Japan.  In 2011, there
were 225,000 children with physical disabilities who received “Physical Disability Certificate
(Shintai Syougaisya Tecyou)”or intellectual disabilities who received “Mental Disability Certificate
(Ryouiku Tecyou)” living at home in Japan, accounting for 1.1% of the total population of persons

under 18 years of age *®*.

Physical Disability Certificate includes person with visual impairment,
hearing impairment, speech difficulty, physically disabled, internal organ disorders including
respiratory disorder, cardiac problems, and so on.  Mental Disability Certificate targets person
with intellectual disorder that found less than 18 years old.

Over five years, from 2006 to 2011, the percentage of children with disabilities rose by 7%,
whereas the total population of persons under 18 years of age decreased by 4%.  Furthermore,
pervasive developmental disability has gained increasing attention recently.  Teachers reported
that 6.5% of children in primary schools experience strong difficulties in learning and behavior (i.e.,
hyperactive or impulsive tendency) despite the absence of an intellectual disability 2. The
possible reason for increasing the number of children with disability varies depends on each disease

or disability. For example, the mortality rate of infants who were born with extremely low birth

weight (500 — 1,000g) has been improving year by year from 55.3% in 1980 to 15.2% in 2000%.
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Follow-up survey for children with extremely low birth weight at age of six showed that 16.8% of
them had cerebral palsy and 20.3% of them had intellectual disability ®*.  Furthermore, average
maternal and paternal age of having a first child have become later gradually in Japan: 30.6 years old
for mothers and 32.6 years old for fathers in 2014% . Previous research reported that higher age of
mothers at birth was related to increase of child with intellectual disability®® , and higher age of
fathers at birth was associated with an elevated risk of high-functioning autistic-spectrum disorder®” .
However, despite of types of disability, parents usually play essential roles as primary caregivers.
Although becoming a caregiver of a child is an unexpected “career’ for parents?, caring

for a child with a disability can impose multiple strains on the parents due to health problems®™,

71-73 74,75

financial costs'™'®, time demands, and hindrance of social participation, such as a working career
For example, Montes & Halterman estimated that families with a member that has Autism spectrum
disorder experienced a 14% loss of annual income, or a loss of $6,200.  Furthermore, family
composition has gradually shifted over recent decades, and there are more nuclear, single-parent, and
families with working mothers than before®.  Nuclear family accounted for nearly 80% of all
household with children, and 60% of mothers had a job in 2011 . Among household with
children less than six years old, paternal involvement for housekeeping or child rearing is scarce
compared to mothers: only 12 minutes per week for housekeeping and 39 minutes per week for child
rearing, comparing to mothers who spent 3.6 hours for housekeeping and 3.4 hours for child rearing
onaverage "'.  In these situations, mothers sometimes undertake responsibility for caregiving to a
child with disability in fewer supports from family members.

Under these difficult situations of raising a child with a disability, parents tend to experience
mental health problems.  For example, elevated levels of depressive symptoms were seen among

mothers of children with epilepsy " or children with developmental disabilities *° , and higher

psychological distress was reported among parents of children with pervasive developmental
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disorders® .
Furthermore, mental health problems of parents may place children at risk for adverse health
outcomes. Multiple previous studies have demonstrated that maternal depression was

significantly associated with child behavioral and emotional problems’®®!

, or health-related quality
of life®.  Depressed mothers were reported to show negative parenting behavior®, and lower
quality of supervision®.  Therefore, it is important issue to evaluate parental mental health toward
better health outcome of children with disability.

Previous studies conducted in Japan have examined mental health of caregivers with General
Health Questionnaire®, caregiving burden with Japanese version of the Zarit Caregiver Burden

985 or psychological distress with Kessler 6 (K6) scale®.  However, these studies

Interview
targeted limited study populations, such as parents of children with disabilities from one to several
medical facilities or patients’ associations.  Therefore, this study aimed to examine the mental
health of parents (hereafter referred to as caregivers; CGs) of children with disabilities in Japan with

K6 which has been widely implemented in many countries™® to assess psychological distress using

secondary data of cluster sampling in Japan.

2. Methods

Study population

The present study utilized data from the ‘health questionnaire” and ‘household questionnaire’
of the Comprehensive Survey of Living Conditions: CSLC (Kokumin Seikatsu Kiso Chousa in
Japanese) in 20107, which was a nationwide cross-sectional survey conducted by the Ministry of

Health, Labour and Welfare in June 2010. CSLC employed a stratified random cluster sampling
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method based on enumeration districts (EDs) from Census as primary sampling unit. The entire
land of Japan is divided into 982,000 EDs, and each ED includes approximately 50 households.
CSLC in 2010 randomly selected 5,510 EDs from Census in 2005 ", and all household in the
sampled cluster (EDs) were asked to participate in the study. CLSC in 2010 surveyed 289,363
households, and collected questionnaires from 229,785 households, which covered 609,019
household members.  The respondents were all household members, except for individuals who
were hospitalized or institutionalized during the survey period.  All questionnaires were conducted
by self-administration, as long as the respondent as at least 6 years old.  For those who were less
than 6 years old, next-of-kin responded to the questionnaire.  The response rate was 79.4% of all
households.

The flow chart (Figure 1) indicates how samples were extracted for our quantitative
analysis. First, we extracted “children’, defined as persons under 18 years of age, from the entire
sample of the CSLC (n=102,668).  Second, to detect children with disabilities and their main
caregivers (CGs), we examined the responses to the question, “Does he/she need assistance or
supervision?” (n=767).  This question was asked for children aged 6 and over.  Third, we only
included children whose main CGs were their own parents (n=683) because this study was focused
on the mental health status of parents.  Fourth, children who had received care for less than one
year, and these children were excluded from our study sample to avoid including children who
suffered from acute injury or disease (N=576). As the severity of disability, we categorized
care-demanding status into four levels. Level 1 indicates that a child has a disability but can go out
by oneself, and children with level 1 status was defined as mild disability (n=233).  We included
children with care levels 2 to 4 (n=316) as moderate to severe disability, which were defined as
follows: level 2, “the child is independent at home but needs assistance to go out (level 2)’; level 3,

‘the child needs assistance in activities of daily life and mainly stays in bed in a sitting position’; and
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level 4, ‘the child is bedridden and requires assistance with all activities of daily life, such as
egestion, meals, and changing clothes’. Fifth, we selected one child who had more severe
disability or child who was youngest when multiple children with disability lived in the same
household, and excluded non-corresponding 27 children. Finally, we merged child
(care-recipient)-based data with parent (main CG)-based data according to the question that
identified the main CG for each child within a household.  Conclusively, we included 549 dyads
of children (233 children with mild disability, 316 children with moderate to severe disability) and

their parents in our study population.

Mental health measures

The health questionnaire of CSLC asked several questions related to physical health and
mental health such as having symptom, visiting hospital, having any stress, having activity
restriction, and Kessler 6 (K6) score. We decided to use the Japanese version of the K6 score of
psychological distress as an outcome variable to assess mental health status of the CGs because The
K6 has been widely implemented in many countries* , and the Japanese version of the K6 has been
validated®. Kessler and his colleagues developed 6-item short screening instruments to ask
respondents how frequently they experienced symptoms of non-specific psychological distress
during the past 30 days.  Non-specific psychological distress is a widespread indicator of mental
health and is the core dimension that people with a wide range of mental disorders have typically
experienced®® . All six items are examined using a 5 point scale (0-4), with the total score thus

ranging from 0 to 24.  Kessler et al. ®

originally developed K6 to have good precision in the
90th-99th percentile range of the population distribution of non-specific psychological distress.

The K6 showed excellent performance in detecting 30-days Diagnostic and Statistical Manual of

Mental Disorders 4th Edition (DSM-1V) mood and anxiety disorders among community respondents.
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For detecting DSM-VI mood and anxiety disorders, the Areas under Receiver operating
characteristics (ROC) curves (hereafter, it called as AUC) was 0.94 with K6 in interview survey *° |
and also 0.93 with K6 in self-reported questionnaire ®.  Sakurai et al. reported the optimal cutoff
point on K6 was 4/5 with sensitivity of 100% and specificity of 68.7% for screening mood and
anxiety disorders in self-reported questionnaire®”.  This cutoff point of K6 score was comparable
to Center for Epidemiologic Studies — Depression Scale (CES-D) with cutoff point of 15/16.
Scored 16 and over in CES-D indicates clinical depression in Japan.  CSLC included self-reported
questionnaire with K6, therefore, this study employed cutoff point for 4 or 5 and over with K6 to

assess non-specific psychological distress.

Explanatory variables
This study referred the conceptual model of caregiving process and caregiver burden among
pediatric population® at the selection of explanatory variables from the questionnaire. ~ This model
was developed based on literature review and previous theoretical models to guide future research to
focus on caregiver’s health in pediatric filed by Raina et al”®.  There are five types of factors (i.e.
Background/Context, Child characteristics, Caregiver Strain/Stress, Intrapsychic factors, and Coping
Factors) related to Outcomes of caregiver’s health.  The CSLC surveyed various characteristics of
each individual and household as shown in Table 1.  Tablel showed the list of available variables
from Household and Health questionnaire, and also indicated explained variable as “K6 score” and
other explanatory variables. =~ Among explanatory variables, factors of child, caregiver, and
household were colored with orange, yellow, and green. Each explanatory variables were fitted
into the conceptual model as shown in Figure 2.
First, this study used variables such as “CG’s sex”, “CG’s educational status (graduated

from junior high school/high school, or above school)”, “CG’s working status (having a job or not)”,
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“house ownership”, and *“household expenditure” as socioeconomic status of family in the
background/context factors. This study utilized the item of household monthly expenditure as
indicator of financial situation.  To adjust the number of household members, household monthly
expenditure was divided by the square root of the household size as same as the calculation of
adjusted household disposable income from OECD standard ®.

Second, the variables of “child sex”, “child age”, and “disability level” were used as child
characteristics including function which associated with caregiving demands and willingness of
receiving formal care.  In addition, “long period of care-demanding status (less than 5 years or
above)”, “child’s health care utilization”, and “child’s activity restriction” were extracted to use as
explanatory variable of caregiving demands which cause caregiver’s strain or stress. ~ The question
for health care utilization was “Do you currently have regular outpatient visits to hospital, clinic,
Japanese Traditional Massage, Acupuncture, Moxacautery, Judo-Orthopedics, or regular home visits
by a physician?”  Having regular visits to any kind of health care facility noted above was coded
as ‘1’ for “yes” or otherwise ‘0’.  The question for activity restriction was “Have you ever become
bedridden, or experienced inability to conduct usual activity due to health problems, such as being
absent from work or school or not being able to conduct housekeeping task, at least one day during
last month?”  Activity restriction was coded as “1’ for “yes” or otherwise ‘0’.

Third, obtaining informal support from household members or outside of family is coping
factor for caregiving strain.  CLSC has variables of social support such as “household composition”
and “having few people to consult with (hereafter referred to as ‘low social support’)”.  With
regard to household composition, ‘three generation family” was coded as ‘1’, and ‘0’ for ‘one parent
or two-parents’ due to focus on the effects of support from grandparents.

Forth, physical health is assumed as one of health outcome among caregivers in the model.

However, this study especially focused on mental health of CG’s and physical health may influence
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psychological health of CGs themselves. Furthermore, physical health may influence
psychological health.  Therefore, variables of physical health such as “CG’s having symptom”,
“CG’s health care utilization (i.e. visiting hospital)”, “activity restriction”, “smoking habits”, and

“health habits (i.e. receiving health checkups or not)” were also included as explanatory variables in

this study.

Statistical Analysis

This study used K6 score as dependent variable with the cutoff point of 4/5.  Scored 5
and over with K6 was coded as ‘1’ to express having psychological distress, or otherwise ‘0’.  To
examine the association between the psychological distress of the CG and the child, caregiver, and
household characteristics, we performed Student’s t-test for continuous variables (age), the Fisher’s
exact test for two variables (CG sex, having someone to consult with), and the y2 test for other
dichotomous variables (Child’s sex, disability level, duration of being in need of care, working status,
hospital visits, activity restriction, family composition, having own house, and so on).  Monthly
household expenditure was used as a dichotomous variable, with a group encompassing households
with expenditures in the lowest 25th percentile and a second group encompassing those above the
25th percentile.  Furthermore, we conducted multivariable logistic regression with forced entry of
the child, CG, and household variables shown in Figure 2 after examining multicollinearity.  Child
age showed relatively high correlation with CGs age (v =0.56), therefore, only child age was
included into the model.  Both variables of house ownership and household monthly expenditure
represented socioeconomic status, and | selected household expenditure to put into the multivariable
logistic regression.  Finally, standard error was calculated to adjust intra-cluster correlation by

clustered sandwich estimator. | referred STATA manuals 13 to use variance estimator option
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(http://www.stata.com/manuals13/xtvce_options.pdf ). In addition, 1 also conducted

sub-population analysis without 79 subjects who were in same clusters (i.e. 2-3 children per one
cluster) to confirm the effects of sampling from the same cluster. ~ This study used STATA SE,
version 13 (Stata Corp., College Station, TX, USA; 2013) for all analyses.

Although CSLC is stratified random cluster sampling survey, previous studies reported
that there were some limitations for estimating nationwide population-based estimation.  Firstly,
after stratifying by prefecture and designated cities where the population was more than 500000, a
constant number of clusters were randomly sampled . CSLC is not strictly based on
probabilistic sampling according to the distribution of demographic characteristics ®.  The
sampling method of CSLC assumes consistent distribution of demographic characteristics among
prefectures.  Secondary, clusters (EDs) were not sampled from entire EDs to reduce burden for
responders who answered other population-based survey which the government conducted within a
few years (i.e. National Survey of Family Income and Expenditure) *.  For example, CSLC in
2007 excluded 320,000 EDs from total 930,000 EDs, and sampled clusters randomly from 610,000
EDs. In this manner, the sampling weights the government offers are only useful for expanding
the estimated totals of the number of households or household members from a sample to the
subnational level.  Thirdly, Hashimoto® pointed out the discordance for distribution of age and
sex between Census and CSLC due to the possibility of sampling design and also response rate of
CSLC. Yamada * reported gradual decrease of response rate for CSLC: 12% decrease from 1996
to 2010 in Household and Health questionnaire. Response rate induce non-sampling error which
leads to biased estimation.  Yada® calculated adjusted sampling weights from the ratio of the
distribution of demographic characters between CSLC and Census to adjust varied response rate

9

among generations with microsimulation. Ikeda et al. ® conducted simulation analysis to

compare 2-stage cluster sampling of household with probability proportional to size with
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conventional stratified sampling of a constant number.  They reported multistage probabilistic
sampling survey increased overall accuracy of population estimation. In this way, the
methodology for estimating whole population using CSLC is still developing among researchers.
Therefore, | did not adjust the sample weights in the analysis to estimate caregivers of children with

disabilities nationwide.

Ethical Consideration

This study was approved by the official ethical review board of the University of Tsukuba
(Document No.862, May/14/2014).  In addition, under Article 33 of the Statistics Act, the head of
an administrative organ or an incorporated administrative agency, etc. may utilize questionnaire
information pertaining to statistical surveys, when finding that it would contribute to the
development of academic researches.  Therefore, this study obtained permission for secondary use

of 2010 CSLC data according to the Statistics Act.

3. Results

Characteristics of child, parents, and household

Table 2 shows the child, parent (main CG), and household characteristics. ~ The mean
age of the children was 11.1+3.4 years old, and 64.9% of the children were boys. 11.3% of
children were bedridden or stayed in a sitting position in their daily lives. A total of 73.6% of

children had received more than five years of care, and the percentages of those children who
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required regular hospital visits or had activity restrictions were 51.2%, and 21.9%, respectively.

The mean age of the CGs was 41.4+5.6, and 91.8% of the CGs were mothers.  Half of
the CGs had graduated from junior or high school, and less than 50% of them were currently
employed.  The proportion of CGs who regularly visited hospitals was 29.1%; however, 10.6% of
them were visiting hospitals due to mental health problems.  Furthermore, 15.1% of the CGs had
experienced activity restriction during the last month due to their own health problems.  The total
K6 score among the CGs indicated the prevalence of psychological distress; 44.4% of CGs had a K6
score of 5+, and 8.9% had a score of 13+, which indicates serious mental illness.  Among the 549
included households, 7.1% were single-parent families, and most households contained two parents
or three generations.  The median monthly household expenditure was 115,000 yen, and it ranged

from 16,000 to 1735,000 yen.

Univariate analysis for CG psychological distress and related factors

Table 3 presents the univariate analysis of CG psychological distress and related factors.
CG psychological distress was significantly correlated with child’s visiting hospital (p=0.007),
mother as CG (p=0.002), CG having symptom currently (p<0.001), CG’s visiting hospital (p<0.001),

CG having activity restriction (p<0.001), and low social support (p=0.005).

Multivariable logistic regression for caregiver mental health

The results of the multivariable analysis are shown in Table 4.  After adjusting for the
child, CG, and household covariates, CG having a current symptom (OR, 95% ClI: 3.26, 1.97 — 5.39),
CG activity restriction (OR, 95% ClI: 2.95, 1.38 — 6.32), low social support (OR, 95% CI: 9.31, 1.85
— 46.8), three generation family (OR, 95% CI: 0.49, 0.26 — 0.92), and being in the lower 25th

percentile group for monthly household expenditure (OR, 95% CI: 1.92, 1.05 — 3.54) were
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significantly associated with CG psychological distress.

Due to cluster sampling, observations might have correlation within cluster and show
incorrect standard error (SE).  With of clustered sandwich estimator (2) in table 5, SE showed
almost similar value with unadjusted analysis (1), but slightly wider in low social support.  Even
after examining within cluster correlation, five explanatory variables remained significantly as risk
factors for CG’s psychological distress; having current symptom, activity restriction, low social
support (having no one to consult with), one or two parents family, and lower household expenditure.
In addition, | conducted sub-population analysis (3) in table 5, which excluded 79 subjects within
same clusters (2-3 subjects per one cluster).  Three explanatory variables, having current symptom,
activity restriction, and low social support, showed significant association with psychological
distress. However, both of household characteristics such as three generation family and lower
expenditure lost significant associations in this analysis.  Comparing subjects 470 (group A: in
unique clusters) and 79 subjects (group B: in 2 or 3 subjects per cluster), the proportion of three
generation family in family composition differed from 13.0% in group A and 18.6% in group B
(p=0.234, x"2 square test). The lower 25%tile of household expenditure showed similar
proportion obviously in both groups, however, lower expenditure subjects in group B showed
slightly higher proportion for having psychological distress as 60.0%, compared with 49.4% among
lower expenditure subjects in group A (p=0.578, Fisher exact test).  The subjects in the same
cluster might have similar tendency especially for household factors.  Therefore, the power would
be decreased in only group A because of not for only analyzing smaller sample size, but also
excluding the similar tendency group.  To keep sample size and adjust cluster-related correlation,

the adjustment method of (2) might be better estimation than the subpopulation analysis of (3).
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4. Discussion

This study examined the types of factors that influence CG mental health using secondary
data obtained from CSLC. We found that almost half of the CGs had psychological distress (K6
scored 5 and over) and that 8.9% of the CGs may have a serious mental illness (K6 score of 13 and
above). Among the CGs, those who had any symptom currently, those who had experienced
activity restriction, those who had lower social support, those who lived in single- or two-parent
households, and those whose household expenditure belonged to the lowest 25th percentile were
significantly more likely to have psychological distress.

The proportions of CGs with children with disabilities who had been suffering
psychological distress and serious mental illness were higher than those for the overall Japanese
population; in 2013, the Ministry of Health, Labor, and Welfare reported that 67.3% of community
dwellers had a K6 score of 0 to 4, whereas only 2.6% of community dwellers had a K6 score of 15
or greater >.  The mean and standard deviation (SD) of the K6 scores of the CGs in the current
study was 5.31+5.45.  The mean K6 score of CGs of children with disabilities was higher than the
mean score previously obtained for CGs of elderly persons, which Oshio reported to be 4.29+4.46 *.
They used six-year panel data obtained from a nationwide population-based survey named “The
Longitudinal Survey of Middle-Aged and Older Adults” and targeted CGs of 50-59 years of age,
whose care recipients were most commonly their parents or parents-in-law.  In another prior
study®, the mothers of children with pervasive developmental disabilities had a similar mean K6
score, 5.315.1, to that observed in the current study.  Hence, much attention should be given to
CGs with children with disabilities because they have a higher prevalence and severity of

psychological distress than the overall population.
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Currently having a symptom was another risk factor for psychological distress in CGs.
Consistent with previous findings, severe somatic symptom was associated with increased
psychological distress and health care utilization®. However, visiting a hospital was not
significantly associated with psychological distress in the current study.  Health care providers
need to be aware of the possibility of CGs having psychological distress when they present with any
subjective symptom, regardless of whether they visit a hospital.

Activity restriction was another risk factor for CG psychological distress.  Of 52 CGs
who had any type of activity restriction, half experienced 1-2 days of the restriction and nine
(17.3%) experienced activity restrictions of over 7 days during the month prior to completing the
survey. In this study, CGs were asked about their experiences with activity restrictions due to
their own health problems.  Physical health problems, mental health problems, or both could have
caused the activity restriction. It is important to assess both the physical and mental health of CGs,
and the effects of physical and mental health status on the social roles of CGs.

Being part of a three-generation family was a protective factor for CGs against the
development of psychological distress.  In previous studies, positive support from non-spousal
family members also reduced the negative effects of the child’s disability on parental mental health®,
and informal support from a spouse, extended family members, or friends was associated with
parental well-being””.  Therefore, support from not only the spouse but also other family members
is helpful for mothers who are taking care of a child with a disability. ~ Ueda et al.” examined the
mental health of Japanese CGs of children (over six years of age) with a disability.  In her study,
no support from the spouse or grandparents was a significant risk factor of poor mental health of the
CG. Health care providers should be aware of the importance of social support from grandparents
in addition to the spouse or partner and should ask CGs about the availability of social support from

family members.  In addition, the present study showed highest odds ratio (OR, 95%CI: 9.31, 1.85
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— 46.8) for low social support (having no one to consult with).  The lack of personal resource for
CGs may have greatly affected their mental health.  However, the current study did not examine
what type of support, such as support from grandparents, friends, neighbors, or professionals, or
what extent of support (frequency of access to the support) are the most protective against mental
health problems in CGs.  Further research should be performed to determine the most effective
support in both qualitative and quantitative aspects.

Lower monthly expenditure, which was a surrogate variable for lower income, was
significantly correlated with psychological distress in the current study. The household
expenditure increases parallel to household income, however, the disparity of income is wider than
the expenditure of household®.  However, the household expenditure was significantly lower
among parents with psychological distress even though the disparity of household expenditure might
be smaller than actual income gaps. Because children with disabilities usually utilize higher
health care services more frequently than other children®’, they tend to have much higher health care
expenditures and out-of-pocket expenditures'®.  Furthermore, family members may have to
decrease their working hours or stop working to care for the child, especially a child with a more
medically complex condition”®.  Thus, lower income families with children with disability may
have greater financial burdens leading to parental psychological distress. However, another possible
relationship between low income and parental psychological distress should be considered because
this study was cross-sectional. ~ Socioeconomic disadvantage may be a consequence of raising a
child with a disability, or the cause of the disability. ~ Spencer and Strazdins'®* performed a cohort
study and found that socioeconomic disadvantage preceded the onset of chronic disabling conditions
in children.  Families with lower income tend to experience psychosocial and physical stressors,
such as family turmoil, violence, and house problems'®. Therefore, the CGs of lower income

families in the present study may have experienced psychological distress before the onset of the
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child’s disability, or the onset of the child’s disability may have exacerbated the CG’s psychological
distress that resulted lower income due to caring for the child.  Future longitudinal studies should
examine the changes in psychological distress among CGs overtime, and health professionals should
pay attention to the support CGs receive to decrease their psychological distress in regards to

supporting the child’s health development.

Limitations and Future Directions

The current study has several limitations. First, the information regarding children’s
characteristics was limited. ~ This study focused on children with disabilities in regards to severity
of care needs; however, the questionnaire did not include the diagnoses of diseases or disabilities, the
severity of behavioral problems, or the child’s communication abilities.  The children may have
had cerebral palsy, congenital heart disease, autism, or a learning disability. ~ Furthermore, we did
not obtain information on medical care at home, such as medications, tubal feeding, and suctioning.
Future studies should collect a more detailed medical history in regards to the underlying diseases
and medical care required at home.  Second, except for regular hospital visits, this study was
unable to examine health care service use, such as home-visit nursing care, physician home-visit,
rehabilitation service at home or at a hospital, and acute hospitalizations or emergency department
visits. Home health services may have protective effects on CG mental health by maintaining
the child’s health regularly, and emergent health care use may indicate the level of difficulty of
taking care of the child. Third, this study selected only one child from one household if there
were several children at same house. | selected one child who had more severe disability, or
youngest child, and excluded non-corresponding 27 children.  To confirm robustness of outcome,

| performed multi-logistic regression analysis with children with milder disability, or oldest child in
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the family. Even this confirmation, risk factors related to psychological distress showed
significance consistently.  Finally, the study sample size was relatively small, though the current
study obtained subjects from cluster sampling survey. It is necessary to evaluate the actual
conditions of children with disabilities and families in nationwide survey.  The National Survey of
Children With Special Health Care Needs was a nationwide survey conducted in the US that
examined medical care use and unmet medical care needs®.  The current study used LSLC, which
aimed to examine the living conditions of Japanese families; however, it did not focus on children
with disabilities and their families.  Although the survey on persons with physical disabilities
conducted by the Ministry of Health, Labor, and Welfare * targeted children and adults with
disabilities, it did not collect detailed information on medical care use or CG characteristics. A
nationwide survey of children with disabilities and CGs is urgently needed to support the health of
both disabled children and their families in Japan.  The Carers Act was issued in 2014 by the
United Kingdom and clearly states that local authority has the duty of assessing the carer’s needs for
supporting adults and children with disabilities™®.  In the United States, the American Academy of
Pediatrics launched the Task Force on the Family and proposed several recommendations to assist
families in functioning well and meeting the children’s needs'®.  Family support is vital for
promoting the child health care system and protecting the health and rights of CGs.  Further
attention should be paid toward the effects of health problems of CGs on the health of their children
with disability and to the rights of CGs to live healthy and participate in society.  Lastly,
secondary data analysis is meaningful for researches in public health field to utilize database which
large population of people participated toward future policy implications.  Improvements of
sampling and analysis methods, raising awareness toward public to increase response rate, and
balanced feasible implementation to fit actual situations are needed to make accurate estimation of

nationwide population from complex deign sampling survey.
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5. Conclusion

This study encourages health care providers to pay more attention to the mental health of
CGs, especially for CGs having health problems of their own, activity restrictions, or low social
support and for CGs of lower income families.  Further research should examine more detailed
information regarding the disease and disability of children, their medical service use, and the
quality and quantity of the CGs’ social support to improve the method of providing supporting

service for both children with disabilities and their families in nationwide survey.
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6. Figures & Tables

Figurel. Flow of selecting samples
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; Children having disability, can go out by themselves with supervision.

; Children are independent at home, but need assistance to go out.

; Children need assistance in daily lives, mainly stay on the bed, and maintain sitting position.

; Children are bedridden, need all of daily activities such as egestion, meals, and changing clothes.
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Figure 2.

The conceptual model of caregiving process and caregiver burden among pediatric

population and used variables from questionnaire in multivariable logistic regression
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Table 1.

List of variables in questionnaire and how to use variables in the analysis

(1) Household questionnaire variables for
merge
* enumeration district number
* area unit number merge (1) + (2)
* household number
1. The situation of household variables of
hosehold
1 Number of household members
1-1 Single household or not
2 Household members who do not live
together
3 Type of house Background
4 Number and area of rooms
5 Household monthly expenditure Background
5-1 Expenditure for childraring under 6 years old
5.2 Expensiture for sending money to other
family
6 Type of houshold composition Social support
2. The situation of household members variables of child vanab!es of
caregiver
* number of household member
1 The person who earn the most in the family
2 Relationship with head of household
3 Sex merge (1) + (2) Child characteristics
4 Birth date Child characteristics Background
5 Suposure or not
6 Medical insureance
7 Receiving pension or not
8 Childraring for the child under 6 years old
<Question for 6 years old and over>
9 Need assistance or supervision (6 years old defining
and over) "child with disability"
9-1 Disability level Child characteristics
9-2 Care-demanding period Caregiving demands
9-3 Certification of long-term care need
9-4 Caregiver (number of household member) merge child + . -
. . . - L ) defining “caregiver
9-5 Relationship of caregiver with care-recipient caregiver
9-6 Sex of caregiver Background
<Question for 15 years old and over>
10 Graduation from school Background
11 Pay for pension
12 Having a child who live separately
12-1 The place of child who live separately
13 Working status Background
14 Days and hours of working per week
15 Year of starting job
16 Type of job
17 Employment or self business
17-1 class of working status
17-2 size of the company
18 Willingness for work
18-1 type of hoping job
18-2 can work immediately or not
18-3 seeking a job
18-4 the unable reason for working immediately
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(2) Health questionnaire variables for variables of child varlab!es of
merge caregiver
* enumeration district number
* area unit number merge (1) + (2)
* household number
1 Sex merge (1) + (2) Child characteristics
Birth date Child characteristics
2 Admitted to hospital or not
3 Having a symptom or not Physical health
3-1 types of symptom
3-2 Treatment for the symptom
4 Visiting a hospital or not Caregiving demands Physical health
4-1 types of disease
5 household monthly expenditure for treatment
6 Having any effects on daily living
6-1 types of effects
Having activitiy restrictions at least one day - .
7 . Caregiving demands Physical health
during last month
8 Self-reported health status
<Question for 12 years old and over>
9 Having anxiety or stress
9-1 reason for anxiety or stress
9-2 source for consulting about stress Social support
10 KB score Psychological
health
11 Smoking habits Physical health
<Question for 20 years old and over>
12 Receiving health checkups during last year Physical health
12-1 the place of health checkups
12-2 suggestion for visiting a physician
12-3 pay attention to healthy habits
12-4 the reason for not receiving health checkups
13 Receiving cancer checkups during last year
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Table 2.  Characteristics of children, parent as main caregiver, and household

Children (n=549) n (%)

Age (Mean, SD) 111, 34

(range) (6-17)

Sex (Male) 356 (64.9)

Bedridden status / Morbidity

1 Able to go out by oneself with supervision 233 (42.4)
2 Need assistance to go out 254 (46.3)
3 Able to maintain sitting position 23 (4.2)
4 Bedridden 39 (7.1)

Duration of being cared was more than 5 years 404 (73.6)

Visiting hospital regularly (yes) 281 (51.2)

Activity restriction due to own health condition (ie.

. . 120 (21.9)
school absence) in during last month (yes)
Parent (Main caregiver)
Age (Mean, SD) 414, 5.6
(range) (28-60)

Female 504 (91.8)

Graduation from junior high school or high school 257 (50.7)

Working status (yes) 267 (48.6)

Having a symptom in a few days 244.(44.4)

Visiting hospital regularly (yes) 160 (29.1)
Visiting hospital due to mental health problem 17 (10.6)

Activity restriction due to own health condition (ie.

. . . 83(15.1)

job absence) in during last month (yes)

Total score of K6  (Median, IQR) 4(0-8)
Scored 5 and over 244 (44.4)
Scored 13 and over 49 (8.9)

Not having someone to consult with 25 (4.5)

Not visited health checkups during last year 254 (46.3)

Smo.klng experience (Everyday, occasional, or 117 (21.3)

previously)

Household
Family composition - Single parent 39(7.1)
- Two parents 400 (72.9)
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- Three generation family 95 (17.3)
- Other 15 (2.7)

House ownership 372 (67.8)

Monthly household expenditure ( ¥10,000 / the square
11.5(9.0-15.0)

root of person in household) (median, IQR)
(range) (1.6 -173.5)

1 ¥10,000 / the square root of person in household
[Missing subjects] Child: age (0), sex (0), disability (0), duration of being cared (0), visiting hospital
(31), participation restriction (54). Caregiver: age (0), sex (0), education (42), working status (2),
having symptom (14), visiting hospital (13), activity restriction (26), k6 (33), low social support (67),
health checkups (11), smoking (20). Household: family composition (15), house ownership (0),

monthly household expenditure (0).
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Table3. Association caregiver’s mental health and characteristics of children, caregiver,

and household

K6 score <5 K6 score >=5
n (%) n (%) P
Child
Age (n=514) (mean, SD) 272 (11.3,3.4) 244 (11.0,3.3) 0.232
Sex (n=516)
Male 176 (52.2) 161 (47.8) 0.761
Female 96 (53.6) 83 (46.4)
Bedridden status / Morbidity (n=516)
1:Able to go out with supervision 116 (53.7) 100 (46.3) 0.702
2-4: Need assistance to go out, Sitting
. . 156 (52.0) 144 (48.0)
position, or Bedridden
Duration of being in need of care (n=516)
More than 1 year 72 (54.1) 61 (45.9) 0.703
More than 5 years 200 (52.2) 183 (47.8)
Visiting hospital regularly (n=494)
No 135 (59.0) 94 (41.0) 0.007
Yes 124 (46.8) 141 (53.2)
Activity restriction (n=476)
No 193 (53.6) 167 (46.4) 0.401
Yes 57 (49.1) 59 (50.9)
Caregiver
Age (n=514) (mean, SD) 272 (41.2,5.7) 244 (41.4,55) 0.715
Sex (n=516)
Male 31 (75.6) 10 (24.9) 0.002
Female 241 (50.7) 234 (49.3)
Education (n=475)
graduate from junior high, or high 119 (49.2) 123 (50.8) 0.149
school
graduate from college, or others 130 (55.8) 103 (44.2)
Working status (n=514)
No 139 (51.9) 129 (48.1) 0.753
Yes 131 (53.3) 115 (46.7)

Having a symptom in a few days (n=512)
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No 188 (66.9) 93 (33.1) <0.001
Yes 81 (35.1) 150 (64.9)

Visiting hospital regularly (n=513)
No 212 (58.7) 149 (41.3) <0.001
Yes 57 (37.5) 95 (62.5)

Activity restriction (n=507)
No 248 (58.1) 179 (41.9) <0.001
Yes 21 (26.3) 59 (73.8)

Having someone to consult with (n=472)
Yes 246 (54.9) 202 (45.1) 0.0051
No 2 (8.3) 22 (91.7)

Visited health checkups during last year
(n=514)

Yes 146 (54.3) 123 (45.7) 0.406
No 124 (50.6) 121 (49.4)

Smoking experience (n=515)
Never 209 (52.1) 192 (47.9) 0.669
Every day, occasional, or previously 62 (54.4) 52 (45.6)

Household
Family composition (n=516)

Single parent, two parents 213 (51.2) 203 (48.8) 0.117
Three generation family 52 (60.5) 34 (39.5)

Having own house (n=516)
Yes 192 (54.5) 160 (45.5) 0.222
No 80 (48.8) 84 (51.2)

Monthly household expenditure(n=516)
Upper 25% tile and over 223 (53.6) 193 (46.4) 0.407
Lower 25% tile 49 (49.0) 51 (51.0)
I (¥10,000 / the square root of person in household) "2 test ' Fisher exact test

[Missing subjects] Child: age (35), sex (33), disability (33), duration of being cared (33), visiting
hospital (55), participation restriction (73). Caregiver: age (35), sex (33), education (74), working
status (35), having symptom (37), visiting hospital (36), activity restriction (42), low social support
(77), health checkups (35), smoking (34). Household: family composition (33), house ownership

(33), monthly household expenditure (33).
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Table 4. Factors related to caregiver’s mental health (K6=5) in multivariable logistic

regression
(n=379) OR 95%ClI
Child Age 0.95 088 — 1.02
Sex (ref. female) 0.77 046 — 127
Disability level 2-4  (ref. level 1) 1.33 080 — 221
Longer cared duration (ref. <5 years) 1.20 069 — 209
Regular hospital visits  (ref. no) 1.58 098 — 255
Had activity restriction (ref. no) 0.74 041 — 132
CG Sex (ref. male) 1.93 068 — 552
Working status (ref. no) 1.39 084 — 230
Having current symptom (ref. no) 3.26 197 — 539
Regular hospital visits (ref. no) 1.48 086 — 255
Had activity restriction (ref. no) 2.95 138 — 6.32
Having someone to consult (ref. yes) 9.31 185 — 46.83
Had no health checkups during last year. (ref. yes) 1.26 078 — 204
Never smoke (ref. having smoking experience) 1.06 057 — 199
Graduate from junior high school or high school
(ref. junior college or above) Lz 08— 208
Three generation family (ref. one or two
Household 0.49 026 — 092
parents)
Lowe 259%tile group of monthly household
expenditure I (ref. 75%tile of higher income 1.92 105 — 354

group)

1 ¥10,000 / the square root of person in household)

Hosmer-Lemeshow gof: p=0.374
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Table 5. Within-cluster correlation analysis and sub-population analysis
1) Multiple logistic regression 2) clustered standard error estimation 3) Sub poputaion analysis
(n=379) (n=379) (n=326)
SE OR 95%Cl SE OR 95%ClI SE OR 95%Cl
Child  Age 004 095 088 — 102 004 095 088 — 102 004 094 087 — 102
Male 02 077 046 — 127 019 077 047 — 126 021 076 044 — 132
Disability level 2-4 035 133 080 — 221 035 133 079 — 223 036 131 076 — 226
Longer cared duration 0.34 1.2 069 — 209 034 120 069 — 209 031 103 057 — 186
Regular hospital visits 039 158 098 — 255 038 158 098 — 253 043 160 095 — 270
Had activity restriction 022 074 041 — 132 021 074 042 — 13 023 072 039 — 133
cG Female 104 193 068 — 552 103 193 068 — 552 083 152 053 — 441
Working 036 139 084 — 23 036 139 083 — 232 045 161 093 — 280
Having current symptom 0.84 3.26 197 — 539 0.83 3.26 198 — 536 0.80 2.88 167 — 4.95
Regular hospital visits 0.41 148 08 — 255 0.39 148 088 — 248 047 159 089 — 285
Had activity restriction 1.15 2.95 138 — 6.32 1.10 2.95 143 — 611 1.24 3.00 133 — 6.76
?;gsﬁf’tv'“ga”y"”em 767 931 185 — 468 825 931 164 — 529 839 101 19 — 516
z‘jﬁnzolziat:a?hECk“ps 031 126 078 — 204 031 126 079 — 203 033 12 075 — 212
Never smoke 034 106 057 — 199 035 106 056 — 201 049 138 069 — 277
?Crsg;’fgerfr:%réz?]glh'gh 031 125 078 — 203 030 125 079 — 200 034 130 078 — 218
Household Three generation family 016 049 026 — 092 016 049 026 — 092 020 059 030 — 1.14
Lower 25%tile group of
monthly household 060 192 105 — 354 063 192 102 — 364 057 169 0.8 — 326

expenditure
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1. 2470 : #EEbt — BAZEEEERERY (Integrated Care Coordination)

Clinic @

) S Child & Family
Tertiary 2) Regular visits_.---""" - ~-~
hospital & e 4) Short stay
<& - Respite admission
AR 3) Emergency visits
AT I:II}I i
2) Regular visits~~_  ~ ~Child & Family Hospital / Institution;

<Type 1> -~ @ J
Integrated Care between 2) Short stay

Tertiary hospital and

. - 1) Regular visits & Respite admission
community clinics +

Emergency visits

........
...........................................................................................................................................

2 A4 7ODORTIE, ERFAOKRT 2RI 1—4) &, FERITEMRORFIM, 5%
PIIAEMZ2FHE L TORL TV D, BEERIZZ S O%E, ZREREE TR~ 22155
BT BT T BB LU TCIERISREET 5, HUIBROBFIT E MR i R R A2 170
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D PR AR EM T D, FIRERe Slid, W R bR D, EESE T I AL
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FI1 2) AT R CIEE TOMIHGE L EOBRACIBRE N L BRI EZ2 21T (K
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REYHEE T 27201203, BEREEITEE B EZPIMIC L, BEIROIBELHD b IRBEH
BRI, MR - ERRE T TR O Lo VBB AT AT 5 Z LN B EETH
% o MBEEAE VT 72 TR IR IRHR = (NICU) o/ R4E {597 = (Pediatric Intensive Care
Unit: PICU) IZABEL7-fRBRZFi D, 2D ZRERESBE O ERE L OEHEBRITR 0,
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OB L% L 0H T2 o3k S Sh Tk T,

2. A 7@ : M IEREER.  (Hospital-based Comprehensive Care Coordination)

..................................................................................................................................................

<Type 2>
Comprehensive Care 4) Rgspite 1) Regular visits &
from Community-based admission Emergency visits hild &
Core Hospital Chi
B Family
3) Emergency . 2) Regular visits_
isi Community Rk
______ V_ISI_tS_> - V <—'________, @
@ 2) Reaul isit ore 3) Emergency
Child & -2\ Regular visits_, WTRIE] visits
Family
1) Regular Vlflt.s & 4) Respite
Emergency visits admission

., .
..............................................................................................................................................
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O, ZOEFHEEICK T DE CERIEEE N OIIMBZRE =T 5 2 LRk s (RAL 1),
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