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YA R 7 4 —BEELOFEIZLE S TO
RIS R — N P — KB D E

BIR sz - &H BT - R (&
1. (ZFCHIZ

RSB EL O L1, TOYANBHIZOABBESCKEL KIETTO TRV, 20
ANDREFIZND Nx, FIESCKAN, £ L THANHEDLD ERESCEMEOEFEMFETE X,
KRERT—~ & LTCAEDEBELKITT. R, FEAFICWD AL DE L2 HOES %
WHE, YASNEELZRFL, MERLY GEEOICARD ZEbbE, B0z |
NN ZEHEZ D D 5.

EHEDIX, TNETH YA 7 ¢ — (Muscular Dystrophy, LA TFHiT A) BEFEE
KGR 2 RSN DR AT > CT& 72 (eg B2+ HHAF - A1, 2007; %2 - FH4F, 2008).
Y A LI, BIEFRCBREEN, BRIRGRED S 2 WU SN D03, BIE
ELTE MEBAOZEN « B2 TRAEL L, BEMITETEOH KT %2 2 58 s
PEOFR] EERINDBOTHY (RIT, 2002), FTHT 2=z XMF A b r
7 4 — (Duchenne muscular dystrophy, LA DMD) (31T F-<, 23D T 20 kAT
BTRIMRDFERE SN TV, THEODIE LWATIEREOERIC L > T, £0
FmiL 10 FFLUERLS ot EbNTWDEN, TN THLEEARANIE ST, ZOHRERA
IZE LRI MBI NS RoebF T, £ L THRELS T Z ORBEICHHCELS
B4 203FHETHDHZ L HIBICHL 20 iEs 9.

YA bu 7 4 —BEFEERGIC L2 2 E TOLEEIRICE D &, FHRITE
DNBET BV WRBICX L TN 2K C 5 —0, T OAEMMBERFOT-DITRIK T TITHE
FTHLE2BEONDENDREROMBE; S Y (Charash, 1987), FENDO I 2=
r—a BT HBIEOE X (Fitzpartic & Barry, 1986) AT 2B 0 34 U0
VUM, 2004) T EDBBALNIEINTER. 22 L EMFZORMFELIZE->TH
FHZRB T HRERIZERT S LD TH Y (Bothwell et al, 2002; %« F8J1] « H:AF, 2007),
LI TOFRBEOHEMITHA D Z LN, ZELIRFLOFFHALZHEIZEND (83K,
1999). Z 5 L7=2fEIZBAEFEORBELZEHR L TCLEI Z LICL o TLIZLIEREEI L
T <, FhELEFRNEFEITE, TOREEFHIOWVWTE v v 7RAELLT VY (Dawson &
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Kristjanson, 2003). fii¥ A EEFEIL, RROEFEITHE S 2/ RO b D080, K
WL o TERY R — MIRZ2HOTHY, BOBIMOERSZE, A L AMKREIC
ILHL 72 2R ORI TIE 72 < VY — v v VPR — R K& 2B % 4 L (Sl - BE,
2005), S HICHMIZYAR—hO&EE WS XV IE, YA — MR 2 500 2o )7
INEHETHD (B« HAF, 2008).

Y A &1L U & 25 BUE O EREM CIIIB MmO R 5K B E 21 2 2 5512,
BERLEZOZEEDNNICE D LIDREBEZET 200, ZNETOHERFROLIERE
DRI NWTEFERT —v LI T&E (FEH - #)2, 2004; EH, 1980; JbE, 1995;
FH - NBF, 1994). BEBHELEEKED, 29 LEEE~OZRITEBMICETTS L
DL L TCYYNIEME SN DM H 720, TNENDIIG TZROEWRITRA LS v
b0 (GEH - MR, 2004), FEETAZEOLDIZONWT S, FREICEMRZR < FicH
IODIRKEIZ S D &+ B MR (Olshansky, 1962), F7-Wi#& Z#H A L@ hef &
TV (FFH, 1995), [#E LS ET /L (Transformed parenting model) | (Seidman et al, 1995)
REDBHESNTEY, 40 CITHERMRZHEET VITHRIEL, LV YFEOXMEEE
BRI AN T ZBASMREBE SN TE TN D,

ZHZ b, Kleinman GREF, 1996) 7% [RAFIRIZ KIETREL PR 5 7201213,
RIS E BT LI VW E WS b O TIERL T, FREEOLOEXEMFET L Z ENEET
o, FRICESANRYTONRS & X, KT, MACHEEZKFTOLERTEL HWEL,
ANFEIBMRIC B IR R B A RIE L TWAH ZENbNETHAHH ] LIEHLTWD X 5,
—TRRNEE N BIF DO ERA T G SN D O TR, BRI I 2BEOEWRERDH Y
EOCOVWTHEEZB L TBRERH LA, OF 0, UHEFOIILOHFFEEIC
LoT, BERETNVOMNEBITHEEE~OYIT LD EZ AN, EOYEHOREREZE
IME, BAELCLE D AREME D H 57249 L, SHIIEREL L HICEZDZZDOHRDY
BRIZDOWT, — HRRRHEAET DR LIAR DRI, EF DITE O LIZMEE 51
WL ET, 2L 2L EDLHI LY ARYTHY, FROMBEICK L CEbRT
Ta—FNTEDLONCOVWTHRE LZ. ZORE, Y ABREFRENZRIC LIV
=77 7a—FRE L TWDLDOTIH WM EEZ LN, YR 6L, HOERREIL,
Kleinman O FERIZI D &, WEDOLOOBMRETT T, FHREFR, 512 A%
FCHEBMOFRBIIANDIRE LD L ELIALNDINLTHD. Thbh, WOKRRE
MT4 L6 L, £AKOEED 1 a~ & LTLMEL LRV (B, 200600 15
AR EROTEEFRNVICL TN ZERRDENDHDTHD. TOBREMRE
HiRE LT, AL N—TT T a—FEMELENG, £ CART AR 7L
— 7' XA F 7 A (group dynamics) ZFHAEE HE LD NGBS L LN, D7
LUV ABEZROMRZHIRIZORN DO LRS-
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IHIT, 29 LEBERBZIMANZONTOZNE TCOREFIZTIN—TT Fa—F%H
W HIEIR S, BT H BEBIRE & PLISTEIC e > T L TR Y, REME o
TN—EEE LTE, RNERROBFEZRICLIZb O (R, 1998,  1999; A -
AR, 2002), HEREFZGRICLIEbO (1R, 2002, 2003), NABHEZIZIZLE
Lo (@I, 2002; +4E, 2004; JLHE, 1997, 2003; JAEF, 2004; )[4, 2003, 2004; &
&, 2005; HHAOT, 2004; FHHEE, 2003), WIOEFTH S HIV RAHE % x5
L Llbo (KR 2002) 5. FEH (2002) BWHETHEZAD [HosH
A7 ELT, FECARICEAT M AEZ RS T-BOYR— s 7 Lv—7 0% (RH,
1996; ZRH, 1996) MO ARBKOPLAEXZIZLI-b O (FIH, 2004), FEER &) OFF
BB e Lo (FRk R, 2004) £TH D, fi Y ADOFEBIZHOWTIEsEE & (2007)
MBEEHRIZ LI 7N —THIBEOWENRH D, LLEOZ s, BRI LR
W2, IN—777a—FOaHAMERODL I ENTELLOEE LN,

2. YiR—= I N—=TEEANT LHIZHTe > TOHFAIE 5

TN—TTTa—F Lk, INV—THAFTITRAZL->TH7b6INHLEEE
RED Z L &5 L(Kurtz, 1998), KEIZIE [(EEF) Rk Y AR— s Lv—7) Ik
WTsSIVTTN—=T|D3ODHT TV —=THEHIND T ENEZW(FK D). RIFETIE,
ZOHTHHR— NN —TORMEAZER~-HTHZ LI Lz, ZHUuTBEALT~LT 7L
— T OREZ 72 D RIEN L DD, TOTN—TEEOETE b D, R THMAWR Y
7Ty arERETEOICOER OB ARG IE5 Z L2y, JHEERE EoRS
MHLENTHD ERBbNT=NLTHD.

®1 JL—T770—F0OHE

BT ANIVT T N—T | BT, BET, I e A Em LA B O 7
N—TTHY, EOBME LA T HEANOAETE EOREIR
AT D72 DI T 5, O BEL., AACHEOZE L
ThO ., RUCEILEBEETER SN TN, ZDY —F—
Y ANE, TN—T DA R=NE S, BINFE S IEE S IR
ThY ., BHZRCTRAE LRV, HMZFILESENSINE T
ROERY | 7 — T OIFENCFEMRI e E 2 5 Z L iRT & A
A AN
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PR—~ T N—7 3 O R E & 70 2 7o N & kb U CIERe ) 72 42 B & [ O fig ik
IZERRIEHRE G 2D B TR EN D, SFRICE->TT7 7
VT —Ta a3 I ENRE L AR A RIS A3 B
Do TWDHENREN, TOADOHY X5t Lok, &
W= NI N—TOEBNGIZERNZ2 D THD, I—T 4
TIEEL LN EVWZITIBERNTHY . I V—T D07 7T L
DRFEDA TA B X —TKILT 5 Z L ixdHED ey, AR — |
TN—T1E, BHERRE L bt a®a23ET 5,

SRR RGP L LR REIL, BT X OB EZZ T RNS, RADH
THEENLBRMELZEB LT T, HAOKERE &b ERET 5 2
LEBRETLHLOTHD, MR AFEEZHWSLZ T, &
TFERANMIFIE LY, REOHTO 145, 22 OFE%E
AR L7202 2 & TS L 2B x AT, AL,
HPEIICR L TR 9, &7 B X MIE O A
RL., EFICEDBRADZRE PRSI ENTES, 7 1—T7D
AE L LCiE, MEOREM XY bk B MO REMEICERN
HDHZENZN,

Kurts (1997)H & 4ERL

ST, ZOBALVT~ANVT T N—T ORI DWW TE A L TEHL &, Rappaport (1993)
L T2 27 47« 23 2 =7 ¢ (normative narrative community) | &\ 9 & T
BTN TIN—T b2 52 EEERELTNVD. ZRICLDE, BEALTA~LT T
N—FITONTDORERDEMED BIFF1E, — O DHNRIBRAIY —E 25 5 VTR &
LTEATARELDLE VL ER-> TV, LL, 29 LRAFNT CICEMES
DO LIAENTNDEDOTHY, ZIIWZBALT~AVT T N—TIZBINT 5 A% IZ
E O TOEMR, 2 CTORBRAZFH L TV, Rappaport (1993) 1%, ZF&EICE -
TCEBNVTANT ITN—TLNXTAT T 47 4 OEFEPET D) LHEHL WD,
ZHUTTN—TIZOWVWTOWRE L Z ZIZBIMNT 5D A L =2\ TOWRE, £ L THEA
DAL EBEIZOWTOWEE] (Ross, 1989) Z#EHEL, THEEAIeRREBRIC—> OB
WiEx 52 5] BB LT T 5. 2F0 HEHNRF 7740 - a3ia=7 1] ITH
H32ZLI2KoT, ZOTN—TEHMT DAL R—IZOWTOWEE] HMENDOIRER
2 G- 2 BT DA, DEVEAD [FEY | OFsHA & L THRET 5D TH 5.

Zo95L, 1774071 mx UEEl & TRV ZafELcnic ko, 177
TAT s aia=T ) LI WREOILFEE) & TEEY odLFEE) L) 250 ENE
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ELLOL LTHMT LI ENTEDLEAS. 2F0, 223120 Wik 2F7
L5 TCThHDERIFRHC, A2RHEWZ (5B 55 Tbd 5. WFITAW (Fr—7
EMEN, ZLTAU A=) ZRESRZHVIEL TS BHRIZAR D, ZHUTHEAIIC
X, TWEEOERIME )] 12X > T, [AAOYREOMERIMNEZRIET A5 & L THEEE L T
WD ENBRTEL7EA S, ERMRPSHAE G2 2 & T, WIEBIMEA BRRIC
RHEDTHD. WEE] (TR0 87z ] OBLRVEANDOFEY I, iR T
HHZTNDDTHL. £OEEN ()] O LICENORBREZENR TN Z LT,
BAD 380 ) ARG REEE L CHO TSBARRIZR S, 29 L TEITSEr: &
fERIVEZ [FIRE S L, TR b oWEE] 08 TRAOWEE] 275D Th 5.

DXL, BT~V TOMEEEEHN L OO, JN—TELREETHEOICD,
RO LN 7 7 o VT —H—%2BO LR — N A—7L LTOREALN, iy A&
FHZBE~DOIT N TH D LB 2 b,

3. EHHARY R — h N —T DFEE

3. 1. AE- BKLLSMEOHE

INFETITRARTE - REERICE SN T, ERIRA D GO 2AFEBICED S A
Z RN, WIRREDY R— NV —T %t Lz, 7u 77 0% (D500 2
Hl LT, H1ET, ZORMERMLEIC 30 HBREASHHFORBRAEFLTH LW
D OFEHE 70 3 TT—~IZh-> T, ZBMEFRLFEV S VWIHI D ThoTo. K21
s A, RIEEIOT—v, FEEEEEO-EEELOTVDL. ZbHDT—<
3, EBRICH Y A BEFE 1 EAMEREERAE L LRI EERGEEO 7T T — & L
THELNTEHLDTHD.

%2 5HHSENRLUOTOYT L
¢ A=T/AFN
10:00 | B
10:30 | BHAG, FEF D HERE
10:35 | B 1HE . T —~ &Gk
11:05 | B2 T—~%200bad
12:10 | #& T, 72— iR A& iRtk
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£3 SpASENRUOBEOT—IELVEERHBE—E

[=] H SEER L B F
1 |9A | By AHE@E BMALTHLDEXS, Hbhl

ERRDEEDMBEZ TN & FROEEIT

2 | 10 B | HH#EARHG .
" ’ Y AN

3 | 11 H | i ¥ A E il FEif LIt
12 7 | ¥ A mBRIE AT HWRESRTH5L0nH T &

FEEA~T TORRNTEIZLE ZAT, EFELIEZ Y T TREMEIN D0 dH -
To. EF DI Y ARBIZET 2REOKEICHTE L TW A b Tidnodls, B
FNCRIFRRAAE CITS W E WD RT-NLD E WD Ay MIboslcbod, Z
DOIFFER 1 O EMRCEM TIT ) IIFEED S BENCIIRE RHNOH DY ABEF
WRIZ & > bl e BT OMR 72 SIZOWTRIBEAE STV, ZO7»ICHiRE LT,
WS DD OBIRIERE & O Z XV 7o 3 b B EMSEE T 5 Z ko biviz. BRK
PR N X BMRIERIIC OV TR, Y A ORISR, E O AR N
BERICE X b, ZNENSEIOWRBREZHI L, KiEE 5.

ZD%, MO AHEEE L a2 7 NERY, HIRENFIZOWTORR 1T -
oo ZOHYVABRIURIZOL SR ET AT Y U ZIZEY A TH R H Y,
ZONFIZOWTHIT 2 Z LIFARIOMAEFRE OBE Liro7. FEHIK S H D,
Y AR D DARMNRENIITERD > b DD, A —7 128 Dk
WK & 1572,

EBHIT, BHEERTHE 1 BRI TV AHBRZREITBWT, SEOZIZOW
TENTHEEEE, TOROREZTIRRIIBNW T I 7 VT =4 —5 KDL L&
7ol FIEOHREENBZITIENZENNE LRI Z L TKDY &0 ) THER R
TWeie®d, LEFEOEMENR T 7 v V7T —H—IZDH V) T &I, FRANC L TH
MUEENTZ T TN D TH 7oV ). EEOSFETIE, 6055 &5 RS IV7-IF
W& KIgICHE L>>, AVOHCHEMICE EELT, TOHRICBWTEER L Ebh
L7 —~E 77V )T —NERIZY LN, EBRAETEL L) IChE L.
FRAMOT o r— ML D E, FIFEICRWVEREZ G- & WS . 2 2 T /1o i
FEAEBITEAT LTV, YR— =T ~HAREOBMENEEL LD LR
ANENT-.

Lo L, fRZORMRERE L TOSMEFRONTZHOTLNRL, ZOH%ROE
RAWI IS DEBIZE A E o7, BEXONHBALE LTE, HEXRKES
%, EOFRITE S N2 BET Tide <, EANOSNT HR#EEN%L<, EHICS
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Y~ ZENRETH D L, EEOEMNICES LWV IR, 4 A—UN
LB EnEZ LN
fER, 4EOEyar B LT I3 A0HYAREFEOZINNS 7= (F 4). i
RIZZETH 7203, MR TIZEMWN LD > T2, EIT RN RS %2 5D Tz g
D, REOZMbH Y, FBE T TR, ARE, FEERFAFGOSMLH ST
DOPFRFETH D, FEIZOWTIE, DMD 230l Ex Hd7en, Xy h—R8 fhflE
B Tzl R=vb « "7 EEREE SEIS .

R4 SMEEOHE

JBPE FAR Jritil 1 2 3 4
A s 401% DMD O O
B B 201% Ry f— O O
C sz} 601% DMD O
D HRE 601 DMD O O O
E ISs2] 4018 |werr=verr~vpa| O O O O
F 5557} 401X DMD O
G S5 401% DMD O
H BEBL 301K DMD O O O
I R 501%; DMD O O
J BE 104% DMD O
K 35} 501% 7 A 17 @)
L KB 501% 7 A T O
M BB 301X DMD O

728, mEOYE Y v a v CRERR & U TER OIS & BT 5 KRR AE DR L TR
FEAT o7z, EBIC, ZOYR— T —FOFERICL > T, FECHTIHIESZHE
ADa—E L T LNOEERS D LEZ L), BEEHD (1993) OFEERE
WREZ®ERY Yy a VANCEALEZ., kv a %Iy, BREERICL 2EES
RO, TnoOTF—22HNT, Floty v a rPOSMEORKIECREE LS LD
2, ZOHREA DRl OMET AT ATz,

3. 2. JIL—TDEHK

4ty a O CREHZE o Tmo Y — 2L, STV =L
ENENOHT T —T LI, TEY = RERZNLHRB LTS, EFLEIZRT
TERFEARSLE v v 3 VRO SRR RT 5.
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3. 2. 1. HAHZEIN—YILT D

Tyiarl T, ERTOBERICOWTOEERD 7. MY ABEORBTHD
AZIAFTELOERFIZEARBEH LN LoD, BEIHER - ~OBITIZONTO
WAN D Z LM LN/~ T, FIUTK L THOSINE DN EBER - OBEAIZ XL 5
BHRIZOVWTHIZE LTS, ZORENFICOVTEIRT D, 728, B SAEHE DR
HLELTOBMETHS.

A A [ERFFEDS, BIDEIE D EARKELRDIGIEL0. SITFED (EffFT)
o TIE)

B EA [BEIZEZ TS E0ELRNNDTIL?FIC LS B

CEA IBBEZ T b, IS ko, BEEDR D SIS DBIBICEE /2573
B0

A SA [FESDHTBELHLBHS)

B SA THEfFF, ELINT—oTEF2E600 (£). )0 THEFGFIZFES & &30
bBITE, FBIO L BB EES )

Bz e EREHERR DB AS~DOARLL, FOF ERBOETICHT HRLOHEME LTH
T HZENTELOTHY, L TH/NMIIRD Fbivd 7T —~ Tidkew. 22T,
A SADS, ZFLTHORETHLFELAFOBBIAHALNCENT. £9 LT
BDORLERBBIIH LT, BEAE CEAE, TRENDONEND, EAIL X5 HEW
PAFEZRTR LTS, B ISAN BRICRD) 59 X2 F S O IRAAM OB
IR &/, C SAR MERHALLoTz) 59 X HITLEMEIIZE R LT
W5, Z LT TEERDRN 2L, FER»SLEAHO VTS L EERTRER b
DL LTRELTEY, EFHFRFOEANILDHEKE L OLETE~OHEN 2%
BRLIZOTHD. THEAEE, AZIATTFELONENLMEEZZLESETND.
OFY, RINTHEIZE > TORBENEZHALNICLAEWEZOREZ 7200, T+EH0
Pt & LCRIEOEEREIM L LD THSD. 22T, B SATBEONENG, #Hik
TR OB TR D HPTORBR DN OV TH LI LTS, [FENSET)
ITHRBI 720 ) DIEB SADOEFTLNRWNE LRV, 188 O L OIRER &
LG, BRERSBHINTWDLEEZDEAH. 9F 0, 22 TIHERMED ERAER L
L7z HS D, BIREIC 72 > TV ETIE, TRENDOIHGEE D EMT 5 Z La{Hhi>TW»
% Z&C, MBI 2fRROIERD, Lied LbA A=V TELRITLTRINTEZDOTH
%, FEBNZ, ZORBEIZOWTA SAZHLIBREMGEIELZLICRIILTEY, ASA
IZFD%, FELOESELEE LS, BEIHF OB AR -7

L LZOZE Y — RZBWTEL LA > 7o DIE, Z ol TIciinG > T
WERGEE LS OBINE O CTh o7, 724 21E, DMD OBWAHEE L T 5HA8
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RITHEWTZEA L E VS D S, BRI TAEZR> TV, 2Ok y s
UHBEDOBMA T TO L IZiEN TV,

WARDE SRS BE 54 DEBFFEE STV EES, FHRE BITBHIZLDFL
. CHND bERDEBEEFEREIZL T, BITODEFHES, FBITOENNZEoTHS LI
YR —PFTEELEHENELE.

HEDN DRI T3 U CTHLOFEDNE 2 DHERIC BN T, FEDO NGO DO DNTDONT,
ZOMBEOEERNSND Z L BT 5 & 12, [ URBEZ X Mt ~OWiE /i
MO THD., oY — RKTIE, BONE, FTOSMERTMES > ETidke<,
MEIZIX 5y LT BT, ZENENDERBREZFLETD 754 A=V %60, DF D MieEfE
OV N—YLE2TEHILERTETCW. D IADEEE, Hrb o0 E LT
DO (DMD LZWrESNnI-HRORERE, ZTORHE L TRDENFOE) &, RO
DENENESEZRPOLEOYR— N~ ZHDL LN TEDOTHS.

3. 2. 2. 2CICEH-oTLE I EZFEDHD

MUty > a1 IZBNT, 780 OEFEREDMmIE, FizENLIZBEbYIco
WTOFEEMPEN TV, RAIOHZOBIRBFETL X 912780, TUROREA R X RN D
MRHWHWE LEFERALINELTWE., L, SELHEEHR LAY R HIRNH 5
FTELERZAD BE SARTIFBINEDR R 7o V% E NS> TnDH X ) ikETH - 7.
FZT77v VT —4%— (LLF, Fac) FULTO X I ICEFEE BT 0T T,

Fac. [E SADLHEITE S TLED?

E SA IZREFEELEDL, HEREDEVBLRSZLEDBFRELTT. ABEFDES T
HEL TWBDT, ~AN—DI L 5 EBo THEITE, FEBIRET LRV, #hA
RV, WETH, #EOELRNWEIF—oE L TT -/

FNETOMRD WDV E, RORFRELD RO TWEREHKN—E L, ZIFILE E
SANEESADTELD, 5OBRG5TH EITRDRBUCOWTEEEITAO . 1D
TE SAZFEBEORNZREDEREL LD E8BHD LI CRho7ThD. BREDBINHE
HIFRITE R > TH, fPROMERCME L DaIa=r—va o2 flEIE, BifE
THEHLIBE T 7 TETWZELTH, 6TEIMTEUERLDE L THoTT
D, E SADFKSIIHEFEIND Z L0, ENENOSMENHH ORREZZ RN 5,
LD EZSADRPIZONVTEELSERL LS 800D, EHILIZHLEIAELEEIAD
FELOMIFIZRDDONEZ -T2, 2Dy ahDE S ADBBXO—EIZLLT
DEIHICFLI TN,
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BNINET 4 DITBDENE B Y, ZRDRPT—IER D EBFNE L 6T LEST
L7, FhEEBLTSAEDPY ZA(Fac) BRICHE> TS S o E, BEH#HL TH
F7

E SANE O ETHBBEL T\, OB EFRIRORLZBHOFEHN
Htbala=r—rvarnindic NF—o& LT WAEFEbTENbEYy v a v
FOE SADEFZEDOLDTHoT-. FOESAMILE>TETEERDITE Y a1
i 52 L THY, UIEBRBNTORBYICKTWIZE SAD=—X%+4312< #H
STW ZERMETHD EEZ LN

ZORDE Yy a T, BENT—~Tholz. TNENOHEREE CORITHA
EEDOEALDFEEICR Y, TN ENDAERENDERREZFED o TVWDHHT, E A
T LBANERH D L OITEL N, R 22 TH Fac I E SAICEEY Z2RT 2 &
ZL7z.

Fac. [E SANTEARENEDR DV F LED?/

E XA IRFID3 5y AIZFEDoETT. 40 IbDFEEITIz=b—2g2DE
D BB E 230 EA TINE, SNIZ L THET. BB AFEEL S Z &R0
27 TT )

G A [RFFEEIFHED >/ b ALA

HEA EZAHSES Lo/

EZA TES 2]

G EA IBPANTS TS bALR—)

TN—TD7 7 VT —a BT, LT LHIRBETF->TD AICGED 22 S
RNEWNT VDT TR, <HE I NP LTE5>0Y— RZEBWNTSH, D
SADWEKRE E SADORRIIFEDO L DO TIER2NZ LIFHLLTHS. D SADEAT
BEIZR Rz LD IO ER A > /a5 2 ENTELGEIT, BTSN 72 Bk
BAVEHRDZ L THEMZR LD L LTRILLTWE, LavL, 2O Y — RIBiT
% E SADBE, EpDFEER ALNCERLWROTEL L Z2OE) ORFRMEICK
WTAELTWDHDOTHY, DEAELITEHSORY MLrzERLTWS. 2 LEN
TR LTI N—T O NENCEBIT D2 B L T D 0 TiE<, T LAYEZRIIFRD
ADENTNDEDTHY, TORTIN—TITHBOICES LD ELEZS. Th
LT L2000 Fac. ORWT TH Y, FRFEFIZZ V—T7 28T 28R =24
LEELMLENERSFLBIANL, MBEOERDBHETH LN EWKICTHET, E S
ADFED ZEBMEE T X DREOMELZ L ST-DOTH 5.

Oty varORTHDE SADBELO—HELLTIZRT.
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HBDOFEBINEEAFEEE LS PESDRETT. TIDPSETLTHSHERED
I DDDEIIFTERTETHWEEA. TOHELDKIFLDEZ o ELFVICENVD I EF W
A FETRHEDIE LD A DFE S BIZ b EEDEHE S & 1> 2451 5 BIZIE0 1T BE
NEBEEREBo THNTWELEDR, REIZ [E SAPAITOTHETR) 2ok
SEIZTH VB o/ TT. DB TIEEIITRE TR 2/EDTTI, ANICEo>TH
TETES DIZTRANLVEEL S DTLE.
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The Effectiveness of a Short-term Support Group
for the Family of Children with Muscular Dystrophy

Masataka YosHIHARA, Saeko TakapA and Osamu IMURA

Since the parents of children with Muscular Dystrophy (MD) were considered to have specific
psychological problems, the introduction of a support group was thought to be an effective
approach for helping the family cop with the disorder.

In this research, a short-term support group the conducted four sessions was established. This
group cooperated with a special hospital for MD, a school for children with MD, and the
Muscular Dystrophy Association. In the first half of the session, the topic was introduced by a
specialist in the field of MD who discussed the issue. In the latter half of the session, all the
participants were encouraged to freely discuss the theme the discussion was moderated by a
facilitator who intervened at the appropriate time.

The number of participants was 13, including the patients. On the basis of featured
conversations and feedback from the participants, three categories were found via qualitative
analysis. The first one is named “Rehearsing the worries.” It implies that participants could
familiarize themselves with the possible problem by hearing the narrative of a person who has
already experienced that problem.

The second one is “Accepting the existence of participants.” Because of the differences in the
conditions of the illness and the environment of the treatment among participants, some
participants found it difficult to share their experiences with the others. In such a situation,
however, the facilitator focused on the participant's own efforts to change, which created a more
sympathetic atmosphere and a mutual understanding among all the participants, and enhanced
self-esteem among participants who felt alienated.

The last one is “Not staying in a one-sided relationship.” Although there were differences in
the conditions of the illness and the environment of the treatment among participants, it was
important that they share their life story by proving first-hand experience of the disorder.
Moreover, it was suggested that such sharing, where the participants not only listen but also talk
about their experience of the disorder, helps in reducing stress.

Moreover, when each session was measured by using the Family Adaptability and Cohesion
Evaluation Scales, the score of family cohesion was found to decrease gradually, although a
significant difference was not found. This implies that participants could moderate family
cohesiveness and maintained an appropriate psychological distance between family members.

In conclusion, it was suggested that the introduction of the support group was rather effective
in helping the parents of children with MD cope with the disorder and its effects. Future research
should focus on increasing the number of sessions, or on examining uncontrollable stressors for

participants before outlining programs for group session.



