EEY F X LRV E
Department of Social Work College of Soochow University

Master Thesis

hERETEY R
Advisor : Mo, Li-Li

BEJRy S Pz BF AR L RS 0
Finding the Power of Family Resilience: Take the Three

Families of Rare Diseases Child as the examples

pm 4 ,};;' 4iry -ﬁ‘

Yang, Chih Kal

PER KL L4 RS
July, 2010



AP EE
AR 2 A FRE B AL E
¥ 11l BERLlwm AR g e



B s EE— N s
Bopc o Bovd DB PR o e IR A E A P g A fedfek s W de F
FaAE P i fod @ A kb 0 48 F O R RO PIRGEP G7R- %] o B R AR
AFIRBARE AR R E AeA Y TRAETEES T P L —Dustin
Hoffman - Katharine Ross fé4g#848 ¥ @41 » gt 2 F L H man > > 25 X
AR
AT o FREEN ik A2 2 3 PR IR g3 g RARFPAPL D DR 5 &
TS TR A R
FE B BB RS g gl > LRI T G- Y ol b EE AL
i m«% Pt dE, B B (HFEsk e LRP - (L

cf O BAFHEIAAPRFA LR NITE TR AT

A ENMKREFFIWHAEF 2 FF I 2T B

3\

AT R A A AR RE O F I A TR o R

FAehiE e R GERIE o FRAEFZ G R P E OB § A

g0y

G F R T REG ARG L AR AR g f T
FESELLING F R F R WA SRR TR RALT L g N
EAY - SRR IRMP R - R RGBS - BAIESS
%%ﬁ%ﬂm’z@m%ﬁumﬁﬁo*ﬂﬁﬁ’“ RipRigsl g ?

AERBE O BRETARRRTCIEERE > B P F v ARG B

*7%§§§'JTJ@“{F5“{J PR s TAE - R R TR R
P EREEAL pARBL R RIAJOVE R Leawr o dpiliz- < A B E D

[y

LEF o B F A PRBATIR G & EANTFT2 - > $ 4P § < FpF

5 GrH i ;& AN T * o A %7 E):/lﬁv +* {'fr:}'q_ oo /Eﬁ"‘ SrpEF 2 #?ﬁ%’lﬁf’ g,ﬁ“f#}:—l
BB R et f o AAGE SRR LREiRm-

BB AR BEAR BRI SR PR pE R ARAL RS
RAR R P+ 0 A1 A P4 F LR R AL ML > SRR LR A 18-
BB RS 0 X 5% 53 LA A s e fobbr 23nand AE A B3R
ALRAPATHFANLERF > AP B ) LAARFFEA L feno R

¥ oF_ iR A REE S T35S o



WA o A RAGE I L FARTFRRDEL T o S

iw&mﬁ‘%%%@%F%@Jui’ﬁﬁﬁ%&ﬁﬁ%m%i,gu%
RER S B KPEREFALDRIF FFREFELRE R IFT 10
SEILA R R R F A A S A PR e

R A b s REFERE B PR T ApE S
T mi%a v 3 S A Ao S T F RIE R E el ER 2 E R B S X
BEN ,%q:g,w,,,rm@ ZF A - REE S S EA g e d A S
BEFE o BPREP S FA - RO E VISR A EiERY B
é%Qﬂmiﬁﬁwé’ﬁghygﬁﬁﬁﬁ—%%+$mﬁ%4%%’#{%
p oA R e

a4t

b9 MY AR L

?‘4
\1
\-un

TREFRIE DL > - Y A
%ﬁ’?ii{&tﬁ%%?@ﬁ%iﬁﬁﬁﬁﬁﬁ’wﬁﬁﬁﬁ*i—kﬁi
a;&iﬁﬁgggyﬁf%—ﬁﬁﬂm%@m%ﬁ%mﬂﬁﬁiﬂ,wﬁwy
FREZF SO vEL R > B ET SR E et o py R el Yo i
FROLALRIBHm>BEFEFRES L L (A0 § REHMY o

AT I B ARRT FARBE AR > APRE TR FIGENS
o SEIRACRL 0 e AT e T B A Tuhd o A ribek g

Fein s BRI RE B APE R

3

7,
)
S
et

ps. HF BTG (X7 AR { R AL B FEAMEN P S 7§ A R e F

o 45 € 1 B foiaan o



# £

P BT R R G D PR A AR W R
B SR AR > SR pLAIE BT T 5 MV P @T%’IH*E £
= RE RS AR SR IO (R A DU SRR o R T 5 e
BRI e |l SR PR (52 /7 0 R 258 AR ) TR
s - FJ“J” fol LY
< AU BT R IR S RIS ISR Y S D R

FER PN T R e S %‘%%“Ei&ﬁﬁ‘ﬁwa #'@/W%Er?%
e SR R E B i B R %lﬁ’mqfﬁ wu%gﬁ; ST
£ (1) ér“’#;r_ﬁ"/im FYEEERA A, 4 LR (5 (2) By @Eﬁwzfs@

(USRI (3) Skl = %6y o (EREWRVERITYS o (4) FE

AR5 P 95 E T b o b = R YR S5 ) (5) A“Jﬁ[*”ﬁtﬁ”
FER WY Y
T L R R R ! T 2 T
ﬁ:q‘ s TR
1.{% ENISESE iﬁgf“};‘vﬁ i B S [ B Al H',E[fjéir}iﬁ ; ﬁg;@fatﬁl% ,
TR TEIPERR PR o PSR R T o TRl e
P IS ARt e (52} B AR - S B -
2.5 gL :#F' R Uaj;’ifnﬁj@? i i ';I;*g:;fﬁijgﬂ ENNEI
FA P H?”FTJ FORLAE! S B - (TR E S AR ENED ~ 2% B PR S [ E\ﬂjﬁ It
= ERL U RIS > B W P ARG R T AE R F RS R > g
PIAEER[4 7g o  ERR b F R 2 A3
B PR ¢ SUE @S > B Rt VR BURLTE I P -

g IJJ*E'F'?‘}“JM%“%% > P = E[E‘Fli%gé%riilffdf I B,

A L R
T PP LR BT ) SRR R o T 5T RS PRI > ST IR

LIRS IR - PR )T SR W e A G R

ll ] L PRV > P T I



2.0V RINARY ¢ AR T ML IR RS R A A
B o AEF W RO T i I o e PRI o R 2 RIS
AU o B AT TR G o RO o
GRS E R LS RN Sk HaiE
3AHEEVRETEES © R B [ VRN R - 5 5 9 R SRR
BRI < IR AR R 1 O g
4 R BETFS 30 TR 48 D o PG o R
R RO A PSR RO S RS T PR
Vo REHR AR A W o 9 > R R B e
e gt RO

P P R R R > S OB O S R DR TS -
(1) HFATRIFE > (2) TSPl w ik (3) U pori
BIFET o I (4) S v

%%izﬁﬁ(ﬁﬁﬁ)‘%%@ﬁ\yﬂ&ﬂ\yﬂ&ﬂﬂ@‘@ﬁF%



Abstract

The research adopts qualitative method and collects data by in-depth interviews.

The purposes of the research are to understand and analyze the key elements and

processes of resilience from the families of rare disease child in multidimensional

difficult issues; and then the research aims to provide social workers that help the

families in multidimensional difficulty obtain positive adaptations in assessments, and

interventions of system construction, and is based on the perspective of time

development.

1.

The results of this research include:

The plight of the families of rare diseases child has five points that should be
focused upon which are (1) Rare diseases still caused the families being high risk
of injury; (2)The development of medical care information is still insufficient;
(3)The executions of social policy or social welfare for helping families of rare
disorders needs to be strengthened; (4) Discrimination and prejudice still exists in
the inner and outer family systems; (5)The plight of rare diseases
multidimensional affects the family development tasks.

There are three key processes of family resilience. They are(1) Family Belief
Systems, (2)Organizational Patterns, and (3)Communication Processes. These
support the helping profession empower the families in plight to overcome
prolonged adversity.

The families showed the process of family resilience can be divided into four
stages. They are (1)the difficulty has happened; (2)turn on the power of resilience;
(3)families rally; and (4)future challenging.

The power of family resilience may empower the adversity families in (1)keeping
positive belief in unison; (2)effective problem solving and adaptation; (3)better

capacity utilization of social resources; (4)sustainable maintenance of the families.

Key words: resilience, family resilience, rare diseases, rare disorders, qualitative

research.
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