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Abstract

Neuroblastoma is the most common solid tumor of infancy and the second most
common extracranial malignant tumor of childhood, and its five-year overall survival
rate in high-risk group approximated about 30%. The purpose of this qualitative study
was to explore the illness experience and treatment process of a family with a high-risk
group neuroblastoma child. A purposive sample of eight caregivers was selected to the
main objective by the methods of in-depth interviews and participate-observation. Using
the Giorgi (1997) phenomenological analysis method, data were analyzed and
integrated to seven themes. The results of this study show that the family experiences of
children undergoing treatment to class with two parts including time processes and
resources. The former includes that the-éhockhess reaction and the impact experience
when the illness break out in the first.s-tage the uncertainty of the characterization of
this disease, the experiences of \.the treaﬂﬁents course and study process, and the
responses after the courses of treatmenlts and the Iater includes that the supports from
family cohesion and family resilience; the assistances and expectations from health care
team, and the needs and expectations from the social resource.

There are ten resilience factors derived from the discussion of the results that
included courage ~ family adjustment ~ learning ~ positive outlook -~ spirituality ~ compare
family communication ~ support systems ~ family expectance and family member accord.
The results show that family resilience exists in every family, that is, every family can
overcome all of the adversity and cross it hardly.

Owing to the fact that the integrated treatment and the Health-Care Team are in
the developing stage in Taiwan, the results of the study can promotes health
professionals implement appropriate interventions as well as providers a working

outline for social workers. In addition, these may be not only referenced in the guide of



family center care but also helped the development of the family resilience, which can

help the family to cross the whole treatment processes.

Keyword : qualitative research ~ neuroblastoma ~ health care team ~ family resilience.
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523 Bk - B AP G i hme p B T EARY A2 R%a £
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EHRELFM G E S L8P G 0 2008) -
= ~ #r 4 (Resilience) :

TG e 4 A A RAR 4 e Rutter %?(1_985) T _% > Resilience ¥ - &+ 1
Mg 4 0 N E AP RAF Kﬁ&;fﬁ'j .,t, i’“mnb 4y o
T~ CRAzdr 4 (Family resiliehée) : \

?”ﬁi%%@@4>éiﬁgﬁg3';@y VR s ped b 0

2_ & ¥~ (Patterson, 2002) - 5 d famlly fesiliehce.a;:ﬁ R A R RIEY R F M2
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A PR B RRRE R S K 0 4 5 %R R F (McCubbin &

McCubbin, 1988, 1996; Walsh, 2003) -
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A, TR e el &
M e BEN O3 hE MR TIRAET L ARMARH T KN
gl 24 fmre (neural crestcells) o #6873 4 AR R A 5% A fFeniE - IR
@&#%ii‘ﬁw’ﬁﬁ—iﬂiE?J%ﬁ&ﬁoﬁﬁ@ﬂwﬁgiéiﬁ
- FLhERERE {t_a;%wv—fm?mﬁﬁ#‘ﬂ,ﬁﬂﬁ],@,bi % (Gurney,
Ross, Wall, Bleyer, Severson, & Roblson 1997 Park Eggert & Caron, 2008) -
AR IE RIEA L g m““L’Aﬁ ;ﬂ 30 [had 5 S Y (A Pfl‘;w2007) o
€ A A KA wie B sy F Taﬁ|m i‘*i*{ FERIF i o A A e ahl
it (differentiation) = &= (apoptoslls) n’ﬂrﬂ-,l%’ﬁ Bl B omn R 2 nap B8 e
B R 1 (a) o R S AR R B 5 i B 1 Bk A

FET_fF &4 88 e, Ry s TR o o A PR iR ® ¢ catecholamines & H & #f v

F Ao (b) RV HRE Y RGBS e B L ohim e > T 4

Pk i%e =1 catecholamines & #+~ > 3 & £_vanillyl mandelie acid( VMA ){= homovanillic
acid (HVA) 7z f 3 # 4« (2% A & € > 20075 3% ~ 3% ~ 3~ k> 2007) -

P R H O b Be 2 R R B R S TRk & MR § 2 P it e
A R IR F R B R R F TR e Bt T B e AR
o N Rk F S IR - B G F TEBL S OFRUE S~ PG 2P B (i
W)~ PR T A R (FORPDR e PR R R A T
SCRRB) ~ ER TR T S K AR cwsEd FRERR ML TR
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2007) > ¥ Hw 3 A H e bl AL ETE S AR e o R p R T £ 3RS =
= (Bernstein, Leclerc, Bunin, Brisson, Robison, & Shuster, et al., 1992) -
FERCBR LU B R RIFY - BTRA R MR R DY

) It o (staging) shik g 0 A G de B B Bieeh g Mo A TR TS G TR e
Bk B o % ikBREEA G2 e B4 ¥ (International Neuroblastoma Staging
System, INSS) % &% > ¥ 4 % 2T &% 3#p— Stage 1 ~ Stage 2A ~ Stage 2B ~ Stage 3 -
Stage 4 ~ Stage 4s > 4v™ % 2-1 977 o o I ¥ HEY AR hAe  AZF A > TR
B PR iEfS TS EPIEREE DN R F RS
( 99mTc-diphosphonate ) # @ B % ¥ & % 3 #& # - g ¢t 7 131 @& &
meta-iodobenzyl-guanidine (MIBG) g > ¥ £ B (43 p| I X §8 79 # S 4= ik
2 M s & R BA wmie T %K'f:": » ;ﬁ %Uﬁi”g?é T Re 0 25 4R
R h - (3 ke i .,_'-2002'),4_&

ik |

221 it memAPd || S0

| .

Stage 1 | @ Ukeruhi TR B0 Al RIS R 0 RHAET F

7T ke o

Stage 2A | BIULAIER + R EARE R B R RS 0 G MR
7 EIJ Wﬁ}%"‘m CERES

Stage 2B | ®'ULAhR > 7~ TR R 2% 0 B RIHT B #H > R RIHT
LEEp o

Stage3 ”ﬁ}a”%@ E%@ F/,gé’lc‘ 4‘5;\ y F 'F‘ mﬂH‘W ‘-‘L'F_’ e g

3=
Stage 4 MmER T RAM TR R R FRE A EZ W BY (2
l?l'i4sﬁpﬁz/€o\}aik)o

/1’31

Stage 4s | — g T B ST R R et L R Uk a(Stage 1~ 2A - ZB) » e
RSN TAGERIE & - s S W S-S SL FA I o £
B BFEH -

TERgY MmA T AR -
DA N B BN E TRLS B2 T
CF REY MR 0 T Ik I B ] 3 23R i e 10% o

# 51 p : ParkJR., Eggert A., & Caron H. Pediatr Clin North Am. 2008;12:97-120.




oo A ER e gt SRR RN

AR E A GR e LR 0 A S A2 e~ 7 ¥ (Taiwan
ek R
/4 %] E TPOG N93(1993-2002)1-TPOG N2002 (2002-3R. 5 )(Jjg * 2007 ; 2% £ €

Pediatric Oncology Group : TPOG ) SFEATRE O F RIS A

2007) » . & ¥ 1 TPOG N2002 for Neuroblastoma programic % & i (5% - 2004) -

Y L ER IR Nl L I R [ REY SN

b AR

% ik PR R 523 A7 7 F(International Children’s Oncology Group )37 _s2_ #¢

F A e B s 'R & ¥ (neuroblastoma risk stratification)m &k » X & 5 = F 1 Mk &

FAP R EFEE BRGNS ARL Il R LR T E & - BAE% (Weinstein,

Katzenstein, & Cohn, 2003) o ¥ %m 4 Ef’g;ﬂg 4o £ 2-2

1

2220 Wi AR megp R EL S

Children’s Oncology Group nulmh]aslumu risk bl]:!l][lCd[lUl‘I

MYCN Amplification

Risk group Stage  Age Status Ploidy Shimada
Low risk | Any Any Any Any
Low risk 2a/2b  Any Mot amplified Any Any
High risk 2a/2b  Any Amplified Any Any
Intermediate risk 3 <347 d Not amplified Any any
Intermediate risk 3 =547d Mot amplified Any FH
High risk 3 Any Amplified Any Any
High risk 3 =547d Not amplified Any UH
High risk 4 <365 d Amplified Any Any
Intermediate risk 4 <365 d Not amp Any Any
High risk 4 65 to <547d  Amplified Any Any
High Risk 4 InS to <547d  Any DI = Any
High risk 4 JoSto <547d  Any Any UH
Intermediate nsk 4 S to =547 d Not amphified DI =1 FH
High risk 4 =547 d Any Any Any
Low risk 45 <365d Not amplified DI >1 FH
Intermediate risk ~ 4s <365d Not amplified DI = Any
Intermediate risk  4s <365 d Not amplified Any UH
High risk 4s <365d Amplified Any Any

Abbreviarions: D1, DNA index; FH, favorable histology: UH, unfavorable histology.
Courtesy of Children’s Oncology Group.

#50p

BRGHEN G wie Fﬂ)ﬁa AP Eos - FHo ik 7 17500%2 v

R N e e R

: Park JR., Eggert A., & Caron H. Pediatr Clin North Am. 2008;12:97-120.
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THF R G RH AR 1990 S s THAET T E 3R F ] R G 30%
(Csatel et al., 2001) - MYCN*#&%; & F](Myelocytomatosis-N oncogene) = — #&.%; 7 %]
TS A NN R BB TEA Y o e D ARA SR e By s at dgR A
BEE-ERN LR - E IR L LS LRy S8R o
Foor sy TE20%4 5 e }ﬁa B 7 MYCN3# ~ 3525 (CNCF, 2008) -

Park % # Jﬂz *+2008 & 7= 7 23t > MYCN#E ~ *tstage 1{rstage 24p fs B #c s
%+10% > **stage 4sHp fﬂflis BB~ §5% % 10% - fe §_t stage 3% stage 4m/,;‘a BB
30%% 40% = @ i & #F MYCN# = cofk Flimee » Rl &7 i T @ @i
PHRA AR T2 75 A e MYCNR R 2 ¥)ehig % dic(copy number) % + »+101 + %
LS E al3~102 R T A S T;;«i" iz (borderllne) 23R 5 &~
(unamplified)(3& ~ 37 ~ #Hf ~ o 2007)

/%%Tﬁprﬁf“ﬁa’imﬁfi @;/n}%‘ I;\‘ e W 9#%’* ‘/‘r’}%‘g\' Iﬁ’irﬁmTPOG

,_-n-:-(

N2002 for Neuroblastoma HR (high rlsk) pm‘gfam Y- ("fq‘ia»—— Sz sm) AR
R AL R R w%@l“?m%l% iﬂ*fm%‘ BAR I E S p W

R e AR R G Fﬂ(mlmmal residual dlsease) (3¢ > 2004) > @ > A F A fmiz

e e s d b o HBE K E AV A RA Sy I g Rt p A A
GABHR s TREREI R L - RERAFTAN GARRH RS T b
SRR 0 R A ik R AT k0 BT R L FE

%

B TP he® i P E e > f R (safe margin) o A SR e B ST H 2 T At
“AF|(3E ~ 3F ~ P~ He 0 2007 ; CNCF, 2008)

WA me s hGELZY > GG 20%3 50%:n R 1 AT 14 6 N IR R
TE 4 (refractory) ehf* 42 - H ¥ iy E %% ke 5 55 % (frontline treatment) %
FPUEE R Rd % 0 AR p RF BT chiwmie > & BH B e 2 B
Fix 2 FAx R AX B E en(not progressive) ; X3 40%0 R 3Rk Bk 1 DR 4

3 (relapsed) cR A% - *h8; fm %o 45 14§ JRiE (7 £ (progressive) s #s > g £ W 1 A



BEFTIHEEN e ARG T2 S TR s BREK

67t A Heg ¥ Y - PR ECETE 5% (new stage of treatment) o T 4 Rpes B

W

B
% { #7- & ¥ & g2 4 (CNCF, 2008) -

BRGHDEBF LT FERFAT i SHERRICFF EDRF] o
B LA we B E A ERED FEF AT A B A RERLGAR R NI3-B
and N2002 HR protocol)trie & % i& F & % © 5] 30% » sp 3t % B ~ 10 ~ 2 W2
46% ~ 44% ~43% 17 5 A FE Tl P F A SR A e b g s B 3 (3R -
3~ ¥ ko 2007 5 g 0 2007) -

A HEREEAN G e B F AT RS FE
FI# 5 e o BOFjok ¢ dhcatecholamine & 3t [vanillyl mandelie acid
(VMA) Frhomovanillic acid (HVA ]g A g B_L DT E & kR (52

Bk & & 2008) - 41 p A Sl %iﬁ‘ﬁiﬂiﬂ&,OﬁAm%ﬂﬁk

"-,_1.-:- >'“

EEEDRRFRLIE TS PR L P08 Byt B0 4 B 2 i

| ’L ¢
s 2B R R %ﬁﬁf‘ ‘l? % |-%zF ;‘rml"f(;} 1}{‘ TR B A SR e B
B RS B B e i R A B P 2003 % 414 0 0 R 5105

SRS £ A B FEELH AN 0 2 R GRS T R I UL b o

)&r

WR DY At Tl + bgtE M= 5 (Morris, 2002 ; Tsubono & Hisamichi,
2002) o £ 2 F1G A AR R DEB LSS o § BRI AR DI
R = ¢ &= (Dobrovoljski, Kerbl, Strobl, Schwinger, Dornbusch, & Lackner, 2003) -
EEFZAHERE we BB L eED 4 » Castel 2 Canete %J‘%“ 2004
Frida WHER S me BB ED 35537 E > 200 > R E A
FAGHRLLT E5ESY 7 F 30%-50% - B & 4 Dr. Eiso Hiyama *+ 2008
HEPFE T F LR P AR A ENEESF L BFR 0 p A AP
Bl AP pRiancd £ A5 0 R Gt Feed o 20 A7 MG itk

PR B R ET P ko S A G AT 18 B Y B 0 e i A
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it
e

o T P EFRG o B3P ¥ M wanis § RGP 7 LIE(E R B
£ B E_E F - en(Maris & Woods, 2008) -

B A 5 * fmve B3F7 7 (Advances in Neuroblastoma Research ; ANR) > 2_&
RALESR wmr A B R § O § T - 0 1075 E AW L B
By A 9233z B9 2> 15 Sa22 K72 ORI REHE 13 = -
ANR = SLE R RAAH 2 e By k- BEET 5o ¢ RFET é,]f&]FE%}%

B2 S%Am G me Badm y 2B ~ 0k 2 52 Ay B 48 Bk ir2

35:

ML P FIee sl 1A G weg2 25 F LU SRR TR RS IR
(ANR, 2008) « 7 & fid 552 fm¥% B e BAEAT AL » B I 94 4p b cnbl L g
TR ed B2 AH G me BRERIE » & ANR Blff2 7 @A & 4
fi?*%ﬁ’ﬁﬁﬁﬁﬁzﬁéﬁﬁ¥@?ﬁéﬁﬁ’Eﬁﬁ{é?%ﬁﬁﬁ

dn e R ooy B RREA S9 LiEH A ( r'““'P”’U’ZOOS)

K
"

RAAGER mie Ak € (Chlldrena:s’Neuroblastoma Cancer Foundation; CNCF)
?'EI 1
|

Blzat E R 2 23 2002 # Z}.}$ g #@‘%“F}é G LEE Yo Y o5
‘%%“%‘néﬁﬁi?&mﬂa%yE#ZMSﬁggﬁﬂﬂ—irﬁgﬂﬁ
%z B+ & | (The CNCF Handbook for Parents of Children with Neuroblastoma) -
AEPFe I HEFRERTETETRNERN L A gk - BA
A e Bk o LW F R e WEF RGBS TR AR
B EERE G R AR A R e BRI RVE R e R Rk B Ak
¢ 7R & ¢t et (CNCF, 2008) -
A A e By E 3TTR Ak 2% (New Approaches to Neuroblastoma Therapy ;

NANT) = - B RE"ZM B e > £ 230 F ~ 2002 # » B &

‘1\\-

SELESY S oY
R R LIRS T Y s T )
33/; fﬁy\%&?&}%pé% EH]? ?4’2‘*”?4%‘%? > ﬂ'r’/\:"}%‘pé‘%l\’ :’\' I‘ }—? T\g’}ﬁi/?}%?é‘

Z (clinical trials) 2 ;5 #% (protocols) » & 3R B, 3% e Pk FAEFL 8% 2 Rk
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FRthes o BAR R h5 R4 ONFE BB T 2 RA(NANT, 2009) -

BER NG - BAE BMER D - B SR Bk ¢ TR E(The
Neuroblastoma Society ; TNS) » p* 4+ ¢ BI4E = = »> 1982 & » B 4530 Pk g 7 i
BicRBESAEFTRZZIRGE RS 22 3 52 E25E BEFT R
FEFETEE FRATIER 2Rl R T REFHELE Flrz s HR
PLERE DS AR R TR RSN B BR A A G e R R Y A g
B o Fieth 24 e e B (TNS, 2009) -

g 2008 £ 51 15 p 0 F WA MBS € (American Society of Clinical
Oncology ; ASCO) 7 B e itie & » w22 R g - AL <Pl - d 7 & A5
iV Sl ﬁﬁi&%%J°$%i$#%ﬂ@4m%%m%%a%
ﬂﬁwGDu%%gJé%@,@uwwﬁy%};@»;ﬁﬁwwg%M4wJ,@

B i d Ak o SR e e DT 0% i A - 5 |

| i
r\....-.u-

#?i@‘ﬁi*‘ﬁW>ﬁw£%U£ﬂwﬂm PRF A LT o 44 226
| -E | ;

&$;ﬂa$wwmﬂﬁﬂww%%i@%1aajﬁ&$%’Pxﬁm?u%

||
e

)]-;5 YRR ,ﬁ%—,—{.ﬁuﬁ%a i u‘&fé:}%*%.fwﬁﬂﬁﬁz‘ PR R B
%ﬁ%%mWﬁPw-%E’mwy'

0 ARFERZ A2 P JRIBIEP AP FE > T ARG E
ﬂiﬁiér}%ﬁrfﬁs*’%ﬁiiﬁ’j:iﬁ.zgfg;aﬁ:ﬂﬂz‘_é?%f% vl PR AR kA SR
B2 e ARE S AP F R AP A BRLE RO RE A DB DF F I 6o
Py o W2 o B FreL s B o 2vd ~ 2007 & 10 7 =2 LA
BA AR R R FIEER R T H L W FREEA R R
Feioenr iy v a2 Besgend ¢ 5 XY R Rop e Rk F 2 T80 o B X

FIS P TR Bk f A (herEs A e -
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o8 TISREN AHE me kARt LA
2 BERAEKZMERELX

i B PR 2L B 1 (health care teams, HCTs) & - f&w it % B R AR 7 Lm%i)%v
PRIEB c vRA DI RTEARE EPS R B B2 P e ¢ n kil
PR R EALE SN Y R A 2 R R RS R R R PR PRI » HCTs A *enF

RAEAAYBERSAGFRAFREGD T 2 4 BE, 2 FRp(% > 2008) -
Barnard &  *+1987# 45 1 PU%* AEPICFEF L L EN L2 A N TATRER
PRF+15% | (new health practitioner-intensive services) » & %% % dtw s HCTS 3% S
RO g R E o TSN R D AFRM AR L 3P e TR
2 (accountability) ; % = ¢ AAk & Fudli ‘f’)%. MR RED Y AL b E T
(accessibility) ; % = : B> iz rﬁ’z‘ﬁz‘iﬁv%ﬁ«‘% li(medlcal responsibility) 4 Rl 44 7

CARET G LR F R r’* iplﬁ‘ g1l ah%,] L \ *(comprehensweness)

g L iFT L RE DR 'li:ﬁi T (Iorllgi-ter_ig:? Chl‘pﬂlC |I]pess)1 ¥ 4F 4 4 (continuity) %
i ;&ﬁ?fﬁ:U#f,ﬁ-cf:-'.!' |/

S R o HOTORE & 3 C g g & RS | L i
RBNGE > TR IAERL AERBAP *:“%5«'),%@,3 PFRILE CRIRG S G
TR MR L ARTRALENALORS PR L IATEF R o]
MR ST ATE A FRFHETE DR R CFCEEARLMHARE O FR

L R E PR TR AR R R LS AN F R

SEEEEES R *f%&*mﬁrP%Pﬂa FPR AL o p R4
IRGIE R FIRAEATER R %m%}%%#_& Ao S RrenE]Fy

1 1FH-5% (Nagi, 1975) -

Bpe a8 Fm 7By 2 %3 DA TEBIRBES 2% » & 2 MILEK

~§x—

i%flﬁfiﬁﬁiﬁ?rﬁé,lJ%IR’f BB s B8 SRR IR = send & B 42 (4 0 2008) -
F(1998) 4 77 o FEF AR~ F AR ALLEF ~ Fa e SRR
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Fro MR & TEM 0 7 A gm A L4 2 A2 R P2 Rk o FE(2005)% % B
FEFLRLAT O FRBERBERFRERLE VIR HLLIFET CREBTLA
FRE s g2 F R AR A 2 FREGEEFI S 7 LREMNGE
Tz e 2c £ PEMIAEMREPIRZ TR dp g2 wieBink B
&8 P§§ PN 2o R MR AL s AL L s sk 2 g”fi?gﬁ ;R R
w\éﬂ45\4ﬂwi%%4ﬁ‘*%“ﬁ‘é@%ﬂiﬁ4§%ipi‘ﬁ
FOoOLFREELRELRRAINL LR S ARRE M 2 TR
ﬁ%%Jwﬁ{%g%%%%%@%iﬁﬁo
T~ AR e Bl pienic R SRS RER Fa

Tek BE L FR > LA G2 weB_iz2 7§ F L
RERA 2G5k @*’ﬂﬁawaéﬁyﬁﬁ%’a&wiﬁigimﬂ
B Bf&EZu R Frz_ gk s Eﬁé&ﬁ)ﬁim@ 42. EWas kT o BT A A EM AR
¥ A EHGY g Anpdpd Ig' hff,J 1,; 19@4 B & ¥ (posttraumatic stress
disorder ; PTSD)2. /& *& (StoppelbelnAGreenmg 2007) 2 d AR 0 BRIZL R
ERLELIFmEHE (hematopone‘tlcstem-cell transplantatlon s HSCT)ip o e72 38
S -t BRI ERY DR g E BRI ARERLBEFDELE 3 X SR
e FELF FOEHARERE AR A RS BFE 0 L 20% A
Tk € TIANG 18R 4 g g3 gk 4 3 (Manne et al., 2004)

A SR e A S TR RRE D5 ATFesi(marker)2 B2 H

21

BE AT A0% AR R T A nRAER | A NI RRE AL

FHEREDI IR s GRS E s FRCEEF 2 X RISFE > F]5 X

ﬁﬂ

OB LR AR RS A 3 R A A 7 43 cn(Park et al., 2008) o #riu F R

A

HEF e R b RH LB HN BRI AR SR REZ TR > g
&@%@Wﬁb~w~%ﬁ&gi%1%wﬁaﬁm@4~@ﬁﬁm%,gw—

iR L SAFfRE R K o ok B RE 7 L ¥2% (Menegaux et al., 2004) -
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TG EBGERESFLHARNRS G LT A FERT RS AP
WIS E AR BEBREE S A RBEY ISR EARZ 2R AZE REG
BUBZIpERRL N ACERE S v BB F L AL RY AR NS P
Fovoo T S e AR e LA o TR A BRSSO g% 0 T AL
fe B4 giz¥Eaz 4 (Stoppelbein & Greening, 2007 ; Manne et al., 2004) -

ATRERHESH TR, S TAAEAFRM, 2 A R e Tl e
fRE & - oo 0 F R 247 7 I (American Academy of Pediatrics ; AAP)*t

(2003)#f 24 2 o5 | 3% FLeF 4 3R 4 dp 0 0 A RO B R AL § L FE W

a3l I}T%Euv J—aggbm@,; g E‘ J}?fizﬁ\ﬁfl » (RAETZE B }%J_ " BL _3; N 3’3_%3;7\33_;4 shlﬁ
BRgES R oo R LA GRS TR T Gk 6 LI 3 21 kR
AeE¢ - Forphet - IH g*;%@iﬁﬁ#%@’%ﬁ?ﬂéﬁi*
%%4’3¢i*%%7é?%%ﬁ%:f%f@ﬁéaam%<\’ﬁﬁﬁﬁ
FEEEF 7% TR) fuﬂ'zdiéﬁﬂuﬁf”iw AR S A 2GR
aé%ﬂvg%%iiiﬁPéi! l%ﬁyﬁﬁw’@L>%w53F%i
@@%%i&%?%%ﬁﬁyiaﬁﬂ%ﬁﬁ§2%&0_%&%& T
ﬁa?’ﬁ&ﬁﬁiﬁ@wwﬁyﬁﬁg@%%ﬁ%ﬁﬁii%’ﬁﬁﬁﬁﬁi
B Rl B R G AP GAGER AL G IR A E
o ARRPHDCEEESL e RE HEIZLE GHFLTFFRAT

& enbd % o Gurney ~ Tersak ~ Ness ~ Landier ~ Matthay 2 Schmidt (2007)%‘?
—HAEER wmeBRE LG SRR R T R BZEFAT o T BIZP T

RpEiohRELMIAARHLET GRS &2 LR RTHE T IR

ONETIFEE IS RO FI S SR E LR IEY S eIy
?ﬁ*ﬁiﬁji/é&”ﬁﬁ{rﬁi FTFA e d od LV A, B E BRI E B RAew I

32 TR R AR A A BARSR TR SR RN G

o BN TRENY  HRES HIEE AR S g2

;?ﬂ

oo



]

$FEA I BEER TR PE Y

=& T yaedr4 | (Family resilience)® §5k B2 B %

I

% - W AF Resilience &2 Family Resilience s £ % B

Resilience —5 p 1950 # B 438 B > Jap »oaf4d #2 F 5 &0 S TLSRH R g -
FRIJFBEFHETERT - L 1B0ERFLFFAZ P FHLH RT A X
% 2 en(invulnerability) ~ if & (coping) ~ 47/ 4 (stress resistance) % ¥ & H #£4 - p
1970 & B 4 > B 42 & Resilience 24 R4 o % - A7 RN ERE B A 2
R4 o B AEg R R FF &3 IR A 3 iE (adaptation) 2 38w (bounce back) s
FHFF o e REp B S pABER R AEF LR FRRAERA L BALDL SRS
2% o % = & Resilience 2. 77 7 B £48F% ;Wf % F]+ (dangerous factors) # % F]+
(protect factors)ei® # #4412 ﬁ’if?ﬁ I m;’i!. i ] ﬁﬁﬂflj(coping)_ﬁ?lb % (disruptive)
% § % #£(reintegrative) mﬁfz(process) o) x‘r—f E % EJ SR AT HELA
SRR LA B ,JH,LB&@;’ i’z}ﬁ Resmence Amd g2 T4 g
G ZBEA IR 50 B b'*!ﬁ]%*"F’*? ‘s‘n“rﬁi s Z 5 &g a4 £ (Luther,
Cicchetti, & Becker, 2000; Rlchardson 2002)

MoRderr P 2 FM o AFLFRT ZE AYBEFT R AT e i Y 0 R R
Fe-k wi(family system)F ¥ % 2 ¥ 4 hRf (% (Rutter, 1987) 4§z 47 7 BLEL I # 4 3
BB ARAR 4 [ 4 2 & » B T (positive relationships) > & A= T ¥ % ¢ 357 1 Re
Re(family) ~ #g (Kin)fe 2 fF £ % (mentors) % (Black & Lobo, 2008) - = Rutter *
(1987) & 41 > 57 BBRfRER A T AT A L AP 2R~ b R
R B R P RbE S FUIS S B AL ¢ ~HEFB DI UE B AL a2
PTG R R B o

FIR A R AR YR 0 K p A F F (Hill, 1949)% 7 FlR R L R 4
ERRIEa %‘fﬂg McCubbin & Patterson i{ B 4%t Rpep frc4 (strength) @2 3 > *©
1083 £ B - BT RERA WA 0 B PR RleeEs k2 £ 04 £
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MO fRRE Rl R B R o LB B REsdrR 2 E D PR T T
@i & (fit)er = fgr(balance) ¥ 7ier B X B HF EenE B M0 A7 R F & Al &
F T R TR Pt RS TR ¥ RIS T i E L (] RN PR 4
- BAFNER o N LY R I R e F LT, QBTSN
(McCubbin & Patterson, 1981, 1983 ; Patterson, 2002) -
# - 3 & Family Resilience 2 ¥ &% 4 %
McCubbin % % %(1988)# % & > FJetxih + £ 2 F juep £ fFE §F

A FEPFOYUREH N MR LEY PHEEIRELAEAET 0 RF UL
$ 4 A B i s B ¥ AU o McCubbin £ %+ (1995) £ % 1 T e /R 4 —

— i B2 R R (resilience model of family stress, adjustment, and
adaptation) > # #- AT RBR 4 B2 L5 F% ff (adjustment)& # iF (adaptation) = i F¥

oo & RO RN AR A %@EF L B :; §_FUEG ¥ & ¥ (crisis) ¥ 4 T ik

.('
"',_-n-

Fe o FEB RSN T O R 4 ﬁﬁif ==

Patterson *%(1983)# % #ﬁ & '&.‘?l i;}—%\ﬁ B E LR SR g
PF o REEF AL f BB LA o T dpil Kﬁ 4 (resnlence),—,\ T BB A2 A 0 H_
LrrRBEXJEY BF TR fAa 4 0 o & RIePRAR 4 (family resilience) 5 F e
Fed W PAEZRAPFE S Flb R Fie 24 £ T P4 FEFRA TN
45 B (Patterson, 1995) o + 4 7 G F v BN EBARL > F - B R B
KRR B A3 2 ol PAp e ek AT RAEMRAR 4 2 332 (Patterson, 2002) -

Antonovsky *+(1987)# ! st & g (sense of coherence)z_ £ 4 » ¥ 2 faei H =
P oBRFIERERZ 3 B AT Y MERFRFLIAZEN > wF - 2 £
AP T ER P RRD B BADMNRER 2R REEF P BTN
BpMEOAT  BRAEFARLT NEE - VIRREHE FT L6 =i
(positive appraisal) ; i % &) 7 & 4 & Bk Si(stress bufrering);j-.fa{;fgt B R FUR

2

4 275 > 7r A_family resilience (h& IR0 RA 35T RIEESTALE FR T AR &
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4 ¢ ehp en(Antonovsky, 1987, 1993) o & £ 57 R E B B EIL G A B i Re
FeAZ o VIR h R UET F L S o & B8 # s #F E(Antonovsky & Sourani,
1988) -
Froma Walsh Rt 4 O+ B 4o%t jfesr 3 7y » $301998 # 4% 1 T jie
ir 4 2. M 4EiE 4% | (the key processes in family resilience)s@# » 4 35 /3 % 4 3% A
P {4 flet 7 b oo 4 BLEE T RJest i o ¥ B (adversity)zo B 4EiE AR 0 O B T Y
T e RAM K BEH EEAER AR R MY 6 BB
WARY P73 2 L e 4 T3 fraE g e A& (Walsh, 1998)- @ Walsh $f resilience
CUNES S I
Gk iR R 0 T & § ATE Y frae 901k cn3TaF B (Walsh, 1996, 1998, 2003) -

AT A R RS O FAHBFRE I T R AT IR KR

TS
e

&mmuaDﬁmnﬁg%a%aﬁ&fﬁﬁﬁ%ﬁ%?%%a@@ﬁa@%ﬁ

AL 1R IS W) e v ol @-{%f%—é”ﬁ%ié—g%ﬂzmoﬁ%ﬁg‘f"5'&
WPF 0 RiEE F P DT %%@fj\%?‘?j}ﬁﬁqi BT ARES B

AB M hand i Iﬁiﬁi#ﬁa‘r(Wthe et aI ,,ZIOO4)
%~ pJedr 4 (Family Resilience)2r @k 2 4 ] P2

Hanson *+(2001) #_& 7Jeit B » % o7 pleid B 2 - B o @ et B4z
PER R AP E B gt AL g Ffor S A S RSk S g
Tl G LD & RALOR P B - B E R > Rt € AT

e

EATIRAR > @ PR Y B~ Fechle P R AL R FIEL A ST o
i 422 k7 o Jh(Rolland, 1994) -

memnir?@#&*ﬁﬂJﬁ*’Qﬁﬁi&ﬁ@ﬂﬁ&ﬂg@%ﬁ
if Js(bon-adaptation) » <& ZF j¥ T ~ F]F kit (L) RLed R E o (2 FIERA
R4 217 R Q)RR 4 inar et 298 5 (4) RS R BRI A4 2 TR K% 5 (B)
FEEF R o B GRAGEIL A R T U5 d FUEIER S 0 1B FeR i 2 A B
(McCubbin, 1995) -
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t % > FromaWalsh & & § 2 % supt B 7 3 > SERFAF D T Raedy 4
SR EEEAT 0 LR A S B AM A BN 2 B A AN AL AR A
HE R aer 3 F]3 407 (1) A %8 % (belief systems) » &_RJeir 4 chbidt > ¢ 3

TRER AR R LR B YR ATAR M 2 f it o (2)7F 45 e S5 (organization
patterns) » H_: EHrEZHE > #3507 CEM BB EHGRT R - Q)
i i Az (communication) - ¥ 2 IEGE FgEF AL 0 PF AR AT iR A
AR fRAR AT e XA TR R EE D e FF T A Red S R B TB Y
s §Tes pgest PIHE H 3 £4 £ (Walsh, 1008) -

Black £ Lobo # 4 +(2008)%u & 7 # % Redr 4 2 i3k (protective) & 4 7k
(recovery) |+ 2z #pic> ¢ 27 12 L F S FHZT R jAS R O—RESFE -
PR R & it ol RS T B R RS L
Boo ¥ AT RA 2RI A ASER & F‘?Eﬁ:}% %Fé} VR LR o IR

Y
Ry At T BAL € L 3F kAL P B4 s: fﬁfg o4 o
|

’L 1}
|rﬁ,-§]§’egl"ﬂm5’t % /i »~ (Litz,2004) - @ &

ERIPIE TR R -E _Lm/\ ',
AT FRE F Rl mma & A ﬁ ERABIGE I AT > HpLpbgE
cEE CRECMREBRET R BET LD E S 2 = (Feeley & Gottlieb,
2000)c ® AF fe R Bitm bl Fre A REE A B HRET REEE TR KT
Peiv g B~ A EM R R o T LTI 5 & Tdedy 4 2 i (Shapiro, 2002) -

Hanson .(2001)7 % 77 > fefk Fek A R 7 112 5 i » 385 RAewr (255 - 7 12
BURBe TR 2 A T s TRk ¢ R L BRI L e 2 d
T RLERLATE L, 1

i~k o R ATRRBEY PER > FEND w hREST o L TRA

m

FORE ok T RGE PR R fe 0 B L R4 D

FFRE KEF LR 2 MG G HARM R B EE a4
T E A et jUe iy 4+ I &+ chd [l (Letourneau, Drummond, Fleming,

Kysela, McDonald, & Stewart, 2001; Middlemiss, 2005; Rutter, 1999) -
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5% FIORAREHR

BN AR AR RN FLRE ) B2 A REFEE L P FEF R
AU IFE O I oo TS IRA I R AR SR G FHOT R v 0 HERT R R
ERETEAMI O BRIEN > 1 neEm? FH{ B9 ¥y Sk 0k &7
?%%?Hpmﬁ”ﬁﬁﬁpikrﬁﬁgpikﬁmﬁ“ﬁﬁgmfg“ﬁ’
ERFIEREDF 2 TAAERE LA 5 (on the conscious level)shig s o #
% : (1859-1938) 52 /4 4, 1 (1889-1976) £ 3R % § chi BT+ > ¥ R F 1% (i a
i BRSO NGSRIR G Y g T A R B AR R R R R g
Fom ReFutirds Ld KilE p ot BE%RTET - Ap ity o
— AR WM BT > B ] m"’% % oE B3 S5 sk T A (essences)
& T3 g & (the meaning ofthe being)(af@ > 1996) cAFHEL LB
ﬁﬁﬂpi&%‘ﬁzﬁﬂ.Piﬁ@*ﬂ**%k%ﬁzﬁww%pi;%%,

TR T B AL e s 55;3“&‘:3'; 131,
R F:a*

BB %vﬁmﬁﬁﬁpim’gm§§%$%ﬁéﬁ%ﬁﬂ

BEEFTH FLADEFTE - AREY FHEREE RPN ETHE > &

B R RN LSS A F e ke 90~120 A s ¥
B SR & 3 3k (in-depth interview) - v BB AR Y R ¥ B £ R 2 AREG 2 Ne
B o FOROA Y F ki e 48 L PER HE o ST enTOR N Tk S
g v F g0 X A 17 (global analysis) shBLBE BT R LB R GE A o
THEEI AT @RELARL d FRESF M F 0 5 R
L X AE - FRLFRY FRP AR L R R A L

YT T AR LA S e B Fle RO SR e B AR 0 T R
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A 33

¥ 8 BEiife

N RERD AL 2R EREF L AR

d ?i‘f’.fl?‘alﬁ’{.f’:é:—%ﬁi,{ﬁi‘ B mﬁggﬁ;g;,gg

5

A 4

RRERF 2 2 5

A 4

LRSS

v ; A 4

B R 355 T R 3

PR E S FEHE ‘_‘_-_%_‘ H =B e s R e—
| 2=
&

S REAT

EN EE T ¥ 1

A

(R

B 2T g

A
FMTHRLGS  EE SR

A 4

AT R AR

Rt S AR eh

BELEE ER A

B 3-1#7% 42 m
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FOASEAF o B ELHERS s Sl mrRELSK }I% BT BT

o

*=
f-=

v IR LLp ¥HhRLSPHENTT B K IER
- AREFFRRDE LA e o AR R b2 I RRIE -

S RTBRADEAERR AL AR LGRS LIRR ISR ES b
G AR BRI LR H % o
MR EERREY A1 R Ry e R i S

v

o HARREL R FT LIRS
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Fr i FITERESES

3 FRChH

xpmefﬁﬁﬁwppzﬁ%&’ TR P FHE - FL AL

RGBSRV - F R BFIENT AL we B Bp R LAY
s ,?-36 ”'L} LES /r}%‘]—ﬁ]}x}w ﬁ ‘? 3!1 ﬁi}_r} bka'%i 'ﬂPEIm A ﬁ Pgﬁﬁ;z‘ ﬁ

A E Y RSN R

fehs gLt MR PR L TH G e G EERY p X F
FodgReiEE e LRI FIRIcF L BN IR L R

R Sl —

N TRy K57
,\pm%@éﬁ—waqéh)_ﬂiﬁ

BRIZ¥ALE A v BF ;
FrELH )L AFT ?%EU@%:&M‘%?‘%HF‘%?
2R~ A ‘,‘~7f§z‘*’{? FAE & SRR AR L A R
= s Oeer)

ﬁ&Q%%ﬂﬂﬁﬁ%&§§°i$%§

Sh

Pi%?i?%%ﬂ{@%%%£%~@%Eﬁﬁpiﬁﬁﬁﬁ%$°&%

PR FIEE% Y B R TH T L RN AR v FRA T A
B oo ST kag a2 Bdpe o kB TPER R A aafRsk o Protocol 2 i 42
kg AR AR BB E b REERY 0 AR RIS ERY L
oo dprikdgalanzbg i ine o Pl TR G | RBIF S TR ¢ 48 T
B FORREG HAE G 0 = G AT E AN

j‘\ ~

l*‘*.t
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P i NI M-
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i

[iaisat 12

- S FH R —

(=) FH e f g d+ (pre-data collection activities ) : 14T A B ehd ¢ 27 &
SRV /?G}ffgmi’Tbk’?gﬁ?F Tk EITA R 2 H Q%‘ﬁ%""zﬁp‘fmﬁﬁw'g?’°

(C)FiH P2 B g m N ERERT] 3EA 2 TR 2842 5%
feo T pe b Qﬁ%ﬁ—;sbba CEEARCAY REVES 4 ,g?ﬁ’r}k’ﬁ'ﬂ.ﬂ AAPNEEA iAo
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APPENDIX V. OUTLINE OF TPOG-N2002-HR2 and -HRrel .
; REGISTRATION
Cycle 1 ;)f induction
CYcle 2 of induction (transplantation center)
STEM CELL COLLECTION (transplantation center)
Cycle 3 of induction (fransplantation center if necessary)
SECOND STEM CELL COLLECTION (If necessary (fransplantation center))

Cycle 4 of induction

Cycle 5 of induction

\
i

/ Cycle 6 oﬂw)‘n

PBSCT Eligible ‘ PBSCT Ineligible

SURGERY

CEM CONSOLIDATION + PBSCT MAINTENANCE CT (3 cycles)
(transplantation center)

RADIATION THERAPY

13-CIS RETINOIC ACID (6 cycles)

98



66

o X b1 B WIEIZ 21960 « X b1 By opoko —Bg » (B T1 > J1 Aep/By/Bw £°g) Lep/ w/Bwi 09 VI-SI-€]

V-SI-€1

OO/O0~-O0/00

DoOoC~-0000

Co/OC-0000

OOo-O0/O0 DO ~-00/00; ) W R

WD\DDEDD\DD

A4W/|W GE L

1e D) /bIW 0€ + |DBN %St 0MSA Yim uohelpAH
) shep ¢ X siU g 18A0
auj|es |ewlou Wy|w 00g ul mmeE\mE czz apiscdolg

a6z 1 (O3 TDEW 0€ + [DBN

sinoy g 10§ A (auy,wywb 7) Jy/wyjw Gg Je |[OJUUB
9,07 snid sinoy g Joj Ju,Wyjw 0oz Je eyeuodn|b e /6w 05z + YOSOIN
7/BW 006G + 19X /bIwW OE + 10BN %S 0MGA Uim uonelpAy
sinoy g 1ano auljes jjey LW 00y Ul >mQNE...mE 06 une|dsig

%S 0MSC Wi uoneIpA]

dA sajnuIW G| Jano Al /,w/B g jojuuepn
dAl ;w/Bw Gg upignudg d3 (ygb uay ‘Adesayjoways alojaq ui og By/Bw G| °Q ueyoz ‘B'a) sonswa-nuy
shep £ X QD Od 10 Al ;w/Buw 05} apiweydsoydopAn AD inoy | Jano Byjjw Q| aules [euwlou Yiim ajelpAH-ald daa
| [ N T N T B/ HC 3]
dA
_U _H_ Fuifesy 10V dg
Vi€l A L] ] t Jaa
[ B o
£9-19 09 8% Li-l¥ PTEE. T R 6T1-LT1 Aeq
| _ # I M _ | _ _ H u _ [ [ _ _ _ _
I L1 | _ L I [B/HC )]
dA
. 3 ] d
dddd
] fe ] 1 L] i D
9T1-0T1 101 66 86-T6 Si-EL L A 6F-£p 1£-6C BTTL 01 8 LE] Leq
[ _ _ _ _ _ ﬁ . | _ 7 | g _ k _ _ [ _ _ _ [ _ 7 _ _ |
:vsd « 3 : EHEp WO : B DO

T 10} TO0IN D01, tdunday

YT -2 % 1 & 2002N-90d1

b’ 25



= X 1 BYRIZ apho « X p1 B oA — 1
= (B 71 > 31 Lep/By/Buwr ¢¢¢) Lepy /A 91 VI-S10-T

00T

: . it
o O O I
n l 1 f f i I
I O 0 NN DD\DM 82
vy

_ 001>dD0 41 g1°d joo0j0ud 9as,
snjog {6y z| >y BB gz) ,uybw g2 uzeydian,

:QmE:_ snonunuoo inoy g se (B z1 > 4t Byybuw ¢ 11) NE\mE gee  spisodolg,
UDISN}Ul SNONUNU0D Inoy 2 se (By Z| > 1 By/bw Z'v|) ,ubul gz uneidoqien,

] B/H( 3]

vepeydiag
Bl aprsodong
unejdogie)
> & & v & 5 I e

"K1BS$a99U JT 1SOAEH] DSEJ PU0DS 1 id

Incy | JsA0 aules ey wyiw ooz ul (Aep/By/Bu 99°) "B z1 > j1) Aepr,wyBw gg uneldsio
S1U Z JOAC BUJ|ES [BULIOL WAW 005 Ul {Aep/By/Bw 29°g 'BY 1 > §1) Aepj,w;Buw ooz episodoi3
(yufiy| wosy yarosd) Ju/iw 0} I8 SINCY $Z JaA0 UNL 0} SN (W OFZ Ul euiguiod (B3 g1 = §i By/Bw gg°0) sinoy yzi,w/bw gz woiweupy

pue (syuow z | > §i BoysBuw £1.0°0 16 Z1 > )t ByBur 2200 ‘B 21 < 4l 888] 8 JeasjeYM) sIncy vziB3/Bw 2z 0 10 sinoy pe/, Wb Jg 0 uaosuQ
{(Kep/By/Bw | 'Bx z1 > J1) asopr,WyBw 0z ¥NSIIN Wim (Aep/ByBw oy "By ZL > 1) Aepy,wyb |z apiweydsoydopin

L [ |

_

|

L T T [ T 1T [ fereC )

I

K123mg

B unedsi)

ﬁ
ﬁ

z apisodeyy

et * [ UDALLEPY TACUO)
¥ oputetdsoydopd)
0 9 & ¥ € T 1 0 deq

P _ I I _ _ |
ST 1401 BPAD AP

T T T T T 1T 1T T [e/6C %)

1S9AIBE]

osdad

3o

il

El : unedsi
z apisodoyy
ULt LTIAOOTIO)

¥ opretdsogdopd))

6o 9 S ¥ € T 1 0 deq

o HirFERE « F-EE B )

10N

LA =~

\
2 o

€&

1 1 1 1T 1 1 1 1
1€ —/0 APADNIIAN

: BlE : HEly
(1DSId) TUH 10) ZOOIN DO JL uownsay

(Bl gF s axBh d) 2% ¥ & 2002N-90dL =<5



T0T

o X P BYHRIZ 21040 « X p1 & A0A0 — 37 o (B 71 > 31 Aep/3y/dW €£€°S) haEHE.&E 091 é.ﬂu.ﬂ.ﬁm ;

| ‘
(DoOC-Oo0O000OC~0000 00000000 000C~-00/00 00000 CEVACHIDVOH ) e)

Va-sR-gllf

UjW O JBA0 MEQ W SZ Ul (Aep/B/Bw sZ0°0 ‘BY Z1 > )) Aep,w/Bw 6270 cmumsno, ;
UIW OE JBAD SUIES [BULOU Jo LWyjw g/ ul (Aep/By/Bw gg°g 'BY gL > 1) Aepr,w/Bw 05z epiweydsoydojph |

T ] - B/HC sk

BT Erz

¥ Y

(1461 WoJp108301d) JU/|W O} I SJNOY $Z JBA0 UNJ 0] SN (W 0FZ Ul sUlquIod (B ZL > )1 BY/6w £g'0) sinoy pz/,w/bw gz uoAwenpy |
pue (syiuow g | > Ji Bxy/Bw £10°0 63 gL > 41 B3/6w 22070 !B g1 < )1 s8] 5| Jansjeym) sinoy yg/Bx/Bw 2z0o'0 Jo sinoy pz/,w/Bw 290 ujA0auQ

_ [ _ I I _ [ 7 [ , _ ﬁ _ _ _ [

"A1e853023U J1 9S9AIRH DSHJ PU093S ; «d .M..
inoy | JaAo sulies ey ,wyjw-gog ul (Aep/BxBw 991 ‘B z1- > 41) Aepf,uyBu 0g unedsiy’|:
S1y g JeAo BUJ[ES [BUWLIOU JWjjw 008 Ul (Aep/By/Bw 190 By Z1 > H} Aepy,w/Bw ooz episodoi3 |

(Aep/Bx/Bw y1 'BY 21 > y1) 8sop/,wW/BW 0Zy YNSIW Yum (Aep/Bx/Bw oL 'BY Z1 > y1) Aepy,w/B |z spiweydsoydojohy

bl o ¥ 4

et

N Y T T T T T T T TeseC =)

_ £128Img o = _ * UoALLELPRY ATACOU)

B B uedsty |
z Sz aprsodoig -

Y Y | aprueydsoydopd
9 § ¥ € T 1 Ww . & K & € T 1 0 Ao |

T A e T A e U T T T A |
et oot IPADMIBM i:

LKW E

T T T T T T T T T T T T T T T Teec )

osdd

1S9ATRYH

B uneldsi)
z aprsodoig |
_ = [ URAWRLpY TACOUQ)
¥ aprueydsoydopsO)
% ¢ H# ¥ T 1 B 9 ¢ v € T 1 0 Aeq

KW~y

o BuFRHE -

Bk - B B 210N

I | [ [ [ [ [ [ m I [ | | |
i Ve . . o APADSIIM -

T avsE BT ER e w e : e

(1LDSId 1noysim) 2AH 10J ZOOZN DOdL, w3

T (T o o d5e) TH % T £ Z00ON-00dL Tk




MDA FRELRELR fEER

N— o B
BXAA  IRiG Sk

T EBAFRFRMRER &

shat ¢ 1006 Pl 2 THE

AMA LT

€ 02-2312-34564463157

A © 02-2395-1950

%45 4 * NTUHREC2008@YAHOO. COM. TW

EXH I EBATREREE L BT AT E RS HIL

gxam: PERRITEIIAI0E

BT AR B4 R 09717623356

TR T

FEAMERSRRERR : £@

R

EECAM SMAEHZ "Rl EREZERERMLE
i®#2/The illness experience and treatment process of
families with a neuroblastoma child; ( & £ i :
200810034R) #&SHWEARB R  FERRFEERFARAE
WERE  BRRAMRARGELEAGF R  FEHH E7
FlMRARGEEAGRBLEE 3 BN -

WA -

—~ BEAWHOZ 2 A 4 ICH GCP 4.10. 1= 8. & " Where
required by the applicable regulatory requirements,
the investigator should submit written summaries of
the trial’ s status to the institution. The
investigator/ institution should submit written
summaries of the status of the trial to the IRB/IEC
annually, or more frequently, 1f requested by the
IRB/IEC. ; » R AR K EZ 4 » BB R]F S
BATe @A N M PRERFRERTFELR > G AM
RHEFRFHEME -

AR ES#H%%EE T €(The International
Committee of Medical Journal Editors, ICMJE)=z2:4%#%#%
Z(http://www. icmje. org/clin_trialup. htm) » B /&K X5

BIH #2IA

102



-

FRt ERAE  EARBRE L RE LA MARA  HE
B RAGEE B @ F L XA & T RSN R R
Y TR BHFEGE BERBRMEHNHE R #(
[CMIE) A &M RS R & - HOH BEE AR 80 o1 731
ZEEHEMHERES BT AR S EREES
Mas A (ot~ AR E - BM ~ 17 HEH - &
MTARBEBREABINISHEEN LB ZHE AL
HERARRBHE T EHAGTALCRT Bk -
ZARECaABRH X4 4 A k(National Institutes of

Health, NIH) ClinicalTrials. gov #§ 35- Protocol
Registration System (  PRS https:// register.
clinicaltrials.gov/) ¥ AL R AWK » ARt & 45
A(P]) B#mEFLBAIRARTE EAHAZIRR
BREHpTH

(—)Organization : NTaiwanUH

(=)User Name : NTUH

(=)Password : NTUH99

XSRS FT T LT R EL 2 A e
R ARG ERY

vk (% AR

#2R #£2R

103



i RAERIBERPIRFLE

BRI L BALEL2RMEXER
BRI RERAREEE

(BERBARS - HHRGE TR AR AR EFFORTHAE)
(AETAEd T EEBASERERABANEMERERNVH NE s SeRELER 8382

TBAE 0 2L B R R % - B R RE B AR A8 E » 51 5%
EAFASFR AR A LR U‘]Er P A IR AR AR TER R o

A T
P HEF e REZ R ERSRAR

3t 3¢ : The illness experience and treatment process of families with a neuroblastoma

child.
PATEM BREREIE A
EFREHFAFRR Wik c B3k FIE 0 02-23123456-88422
WHRIEFA CREE B R A 3 0958-665158
MKt w RIS HEAN REE & 3% 1 0958-665158
ZRERL -
MB H48#H:
T B SR
MG AE
B EE

ERREAZFEERAZRL !
AR M4

MR H48#H:
SEFR

WAL

BsE

—. B BREW - EREHEKETRAMGAN -

SR IR B

—. 5B & -

FHE B 6 &R RAEH S KR B SR X Bk FEE SRR ERIBE 0 &

104



Fr R AR B s B SIA R AR A PTE R G4 R P R~ AR BR TR (R LR JE R e - DLEE
$ESAE FED R R A E - TRET BT E R P IEA M S
B BR ETHA HEE Ra R BELNETFLEABRE R FRAEHRE -

=, AR EZANBIRES

e R PN S

— BEGHTLHAHEF RGBT AR LRAEZ X2 BEE, -

= REEHRME  CRRT TS REEAE -

=~ BAT MG FIE T EE -

o MRS ERM BT R UL EEHEL

L~ BMREERAMETERD 642 > A TRBZ BB - AREARGE > EME R
EFREEZ L R0 -

PEBr R At

AR ESHEGEMERATEAEE F -

W, RERH KA A M AR

PATRAR B P R ESERE K - AEh BEHNTSBREHERERS
BEEZFE > ARFALHREER - AEFAELENANHE - AXE L@ ERABER
oy R ERE S BT B R 90-120 A4 > BT TR R
7}'}4(‘.‘—.{%';"?*4"ﬁﬁli{ﬁr—'?_'£Tﬂi¥ﬁ:h'ﬁ€$ﬂ?ﬁ%ﬂ§ﬁ:F?J;ééﬁz_’fﬁ‘:l‘ﬁ 8 P 0 2B B R e
HRAHBAEMETHE  BATBRELSHE BRI R -

B, THRAELZIMEA - BLERREH X

AHTRAFADY  BFRRTHRBER G EALSBEMET - FOETHRANL
A EBEY > G RGHEMER AR R o R BBk ER A E A B o B AES
Bl ARBHHE - wHF RN BAAL R e BT GERE -

N, BB RBERRA
FAEFRAA -

+ ., RAmAEE

15 61 A8 A VT AE 1 B S K A S dm BB FIE 0 Bk~ R SR BLYT LA Bh 2 Bk
B BATFE - BARMeR2 LT R e T RBERE ) ol S LB A8
BB R FHEE > R FEEANTE B FRERH(Ead) BF ) i - A% 58T HE
FMAEHRBESSTRER AR TLESEE OB A -  EMLERTRMEER
MM B RANS e T e B R LERERES - ReRMN AT FRERE
EERAERERLEGSE REBURHRMAES SFEBAA -

EHRBRY R EHEARMBET R ATUAYEFRLKBH TR &Y E8F 85
Bh )ik -

105




AN, RBREFTXAFZIELS  REBBELSZIFR
SER IS G T4 4 R AE T ST HHN 60 T A B R R AT IR AR BRTE - BRARE PR 2 BUR B -

. BREMR:
ERBESREEEATHREOS sz 2B Gl ASAL T ERERERETE  Renm -
ko BRI G W A ISR T 5 R EF) & BRI R 4 B AR T B 4
F oA IR R R E B MR+ DU R B R SN A R A R AR LR RS
i AR EARERERER Eag sz SN -
+. BEBRMARRE -
(=) 4ok ABTE ATITRE R SRBRSH & o B S R R AL o A A e - 2

AZLREFEELME R TRNF RRE R TR -

(=) ik AR ATER R AR S AR EE R RARBERAT AREBERBEELE
B HRR BN ERLABSRRRABAGFZ LZEREA -

(Z) BedT —a R B 8ok > AR ARER MR ZHME - HEFAMEBLEHR
R A B iREy -

(m) ERGEAZREAREES i RAAFEEQEFHA -

F—. ZREHA .

(—) LRk EmAsRE FABTASER -

(=) Ry o S8 ek B R RAA B AN TRVY /Mg si % Emy
IEAT & K ES3 o EPAFEp R 2 AR -

() R G mBR T AR LT AL R HEAHELZHANF TR RUERE
SO MR ER > THARZAMEMELE ¢WaEREN LEERmA 1 _
2312-3456 #§ 63155 -

() hodtilsh B M2 8 H BN THSHAHEIMRAEHA  mEeF (4w
s FR R 38 ¢ 0958-665-158)
() Spa B BRI ELTHATHE B R R AM R THA - L2

B AR MRS R -

F=., HEez BB AP E

(97 @ g s R S KRR | IR DA 4 T REREHH ) & 2 38 1 R B A2 MTIR G
ARGl REARREALER ARG HE B ABM - Lo LRFLS L TARKRE B
AT B2 o F B Ak AR AT -

106



+=-~ FEHE
BAT#BRAFEATHEERMEHEZRL -
+wm - FF

() 22EEA BRI HACHRES MAMESEY LA E Loyt 08
890 BRTH A4 hEmEAE -
EEEHA/GEEHALE
B# #0008 8

(=) RAFCH A LML AR LT A L EREAE - A MRS £

RE FEGEERAF TR AAR BT AHBRAET e MLEA -
LEEE
ERREAZE
g OO0+ 00A8 Ce

EMEBRAAENRSERZABREAFRLESAAN)  BHERBALZ  BBEA -
hERABEL R RAEA S

g AMET AR R L AR EAN) S R R EAZRE -
EREHAGE
B OOO+OOR L e

R R TA SN AMBTAES £ S B BNl S A sy e g 0 @ kAT
HOER AN hA B ERZ AL  WAAEERALRBRAEZHE -
(Z) BEA

WA

FarEy ik U000 mesg s - DOOO000oo
A /R

TE:

B OO +=00A O0a
A R RREASA BB AL A Bk NN B REALS S RAA A MEREF B2

iy o SRR A EREALAREMZ AR ER NN LA b ERE - ALK E
EfwAs Al - HnmMARRES REA -

107



LSRR YE S

BipH: & : p 8 [
1. gazd i du o]y [+

2. Bizdi4 pipo " 5 P # 2

3. R - JPRE . 3 F 2

4.

B @*?31‘&%5 %5]‘;‘}, :

5. Bpiyic: [ IStage 1> [IStage II > [ IStage III - [JStage Iv - [ 1% Fx 2
6. ApsE M a¥E Y ha¥E [Fh'a¥ [FmE 354
7. Pﬁ#?}'ﬁ"qi w3 5 AT Y grE Ry [F 0 LA
8. Flhir s A LA - e ]
10. 7 OB s * > [ P'é o ’D%\%\& *DE’“ g s []H
1. &5 [JxZxk7 o [] §.{§:Eg;}é|l,[|rgﬂ ARESVEY EIm/ =
1&@1@r41§%%%:5@®xmﬁ %%’Dﬂw
14, AR o
15 7%t gL 2 L Fso - g [J8 =
16, Fred) s [y 7 () 7o) [+ 7l [ B i fde [ 1R # ¢
(- s s PR S e S TR SRR S g %)
lTiﬁﬁ#kﬁﬁﬁimﬁ’D{yﬁﬁ:
18. &7 F sefpdt et AR 11 L+ fopF P wmmEp A w
194 ganflidtpe 22 [ ombA & ¢ [UFpA & ¢  LIEREE
# i3
20 {atArAR B AL g A A M T A £

108



GE- St £ R ]

FhE BN RHLUEN SR THRBAT EAANE Y BHRA D EMR
BAE LIRS 0 BEHRE > M AR S E AR IRG FIN 0 BBE AL -
FRE
* GEME R O RSB A AT 2§ Ghol IR B B8 miag R 0 154 R

o ? St A IR A A R R Ak 7
A CIB R A DIB9S 4 KRR T K 69 % i 14 R 25 L A 2
% GHER A B B A bk % A L e B0 KR B 1 R ? 4E A8 T e Bt K Rk A AR

L2 EH R oy EREBHABE Y
* GEREBIBAS L o EHEE R ®HRERRERY XA HERE?

SRS :

A IR 15 AR 4 e B kR AR ST AR T P e k7 B B SR B 0 15 o 76 4 s
ﬁﬁ%mé?ﬁﬁmﬁiA°ﬁﬁ#ﬂ&m%@§ﬁﬁﬁﬁﬁﬁ%ﬂ¢°

* AR W RS &ﬁﬁJ¢ﬁm§%ﬁﬂH&E% k%KAM B REN R
ﬁmw@&ﬁﬁ%sﬁ@&mvaﬁ%%ﬂm@nm&?

* e R e R BAE Y o A AR 0 RO IE R M A 2

* ARAHZTBRABEKAERE AR ERABRST EAEROT 2 AR RREL
BEAHEREREN T XAEER?

AR HRBD

* S EIE T AR AR e BB BB B T OUGE R 89 R A L ?

* GBI B A A kA P A B (45 T BUR MM SURRE & L AR 7 18 R 4o 03T R

HBM? AETE - BEFBEHETUALTFHHRATR?
®h
% BRAGNTL 6B R ARk o A FE 6 LB AT o B AP P 606 AR ~ HHHUR ) LA %
A2 648 MAE o T AR AR 448 ) 5 R 0 B A B A e R R R 0 SR B A M B AR e R BLE R
TR FBNEAEREAENSE?

109



