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Abstract

Spinocerebellar ataxia patients are the large number of the rare disorders, but there are
not many relevant researchesin the field of social science and most of themare
qualitative research. Therefore, this study focused on establishing assessment
instruments of social support network with patients of Spinocerebellar ataxia, and was
revised by experts and scholars in order to obtain expert validity, hoping this
instrument can be used to understand the types and source of the patient's social
support network. In order to understand whether the assessment instrument is in line
with the situation of patients with Spinocerebellar ataxia, three experts are invited to
evaluate and correct at the completion of the first draft in the process of constructing
the assessment instrument. After the amendment, using modified Delphi method,
twelve experts and scholars were invited to the assessment instrument of the first
reply. A month later, the same group of experts and scholars were invited for a second
reply to the expert validity of assessment instrument. The results showed that most
experts and scholars recognize the completeness, correctness, clarity, simplicity of the
instrument for social support classification-and“agreed with the elements of social
support. Finally,five patientsiweregobtainedgthrough’ snowball sampling method
toevaluate the instrument pretest, in order to understand the types of social support
and the source of patients. It is.expected that this social-support assessment instrument
will be used for reference and in practical work. In the=future, if we can integrate the
knowledge of specific majors and.fields; dtrwould .beceme an accurate and deepening
assessment tool to plan the interveningiservice for all types of professionals.

Keywords: Social support network, Type of social support ,Expert validity.
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PeE > 2000) 0 - A 7 0 B BT i G TRk § o TLERAT S 45

(- ) &4 ijehiec % (The change of body image) : 7 ¢ 275 - 88 @ 5 75 >
AehE s R g BB R A L R n R R § R A b e et 3
R oR ALY AP ER N A2 Hp e MR B (physical

wholeness) » I $t p ¢ it ¢ & & 4% 2 3Lk g (FsRih > 2008) -

(= Z:u(Denial) : TRAKER g R B2 - 0 BiEE R R B
¥ 7 R4 HIR (sense of control) » 2@ Fie A ERE 7 LB R
o blde D kA m}"‘ﬁ A g E TR R G R Aot T o

F N ARG R A P TR (ERYeE 5 2007 ) ¢

(z) %A kB 27 rx 2(Thefearsand uncertainty if future) : ot 7| 2_ i @
Bop A F A P R R AR RS G R B eni g R 4 o T e
# ?KL“ - é;’i.’rﬁ:]i-‘)ﬁi?%ﬁ}i‘igi (% = is 0 2000) o A iR P T %o 4
pe ERE P OBRETEY 2 TS 0 F PERA TFRATR G 0 S A
AW R RO RTIOR A RRRE S A R EF SR E
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\+—
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T o TRE S5 To 7 W AR P B G o E B FE DA R PR

ol end fEpk i R e R R B BB B e P 2 Ry 27 B 3 E i A E
(% 5 ¥ > 2005) o+ FIpt WA P 07 FE MG LA PR 2] A RAE 0 A 7

DRk AR AR A o
Z N BT wm

B h PR EE AR A MR P eaRaes RIRALR E B B KR
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Far ot o B RIeUS AN IR RN BB 0 FOR S 2R PR e A M ehg
AR S et o R LAl Ak € AR TR TR HT TE N - AR

FHEFTR ORI E RIS - RELR FOEIE R i EATIE B
Fo " MRS Ao o BTSN AR 2 TR R

IREAH S PR FRFRF AL S T L RRFT R AR F
4B (TR 0 AR RATK ORATT G R 84 S EFRRRARS § TR o T
o REF (ARG T - )T RF G T AR
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PR E SRR E B R A o R VR A e 1 e R el
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Cassel(1974,1976)4 = it # LB b § T A 3 Rt B 2 ERAHS B o+ -
e A F IR RERE - G ARG TR RET AL EEEY >R
4 78 875 T8 0 4 - Cobb(1974,1976) 4 i % enpLBh it ¢ £ $5A 5 T2 &
FIRATIEEMPOER A p B B B R L R
S X = BAA] o r{@ » Cobb 325 At € R FF iz (T AT & 24 5
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AL g 2 %3{#55‘42 AR T RO 2 ROl F g4
PSP TES FREFHA TGRS P T HITE A e R
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SEFS M Gl ondE A B R LB L8 3 0L g R o
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o T M FRARGEROPEL £ § 0 RERTT B R g

FHFo ez ? VAl RS AR B F DR o LAk 3 A keh
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L de R FUR S {14 2P Ryl o 02 220 554l (Informal
system)end 4F > dok pORA AP eP) % o Parsons(1977) kg B # s 42T A G 1
B M end % (Instrumental support) » 4ok B9 F B4 arE > R FR [end 4F

(Emotional support) » Gldefiig L #F o £ % F(2010)4 2 E M F R A E B
i
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FHAERENL G RERT R AF k2R BB P oat e B
FREFESFEEFT SR F 4 HQ001) KA E LR RGP BE L Tfen A
AR CFEAR AL AR CREARS pA  FRAIIEEE L TR
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Mik g L 4Fpe% - @5 % £d Barnes »t 1954 £ e HI A ¥ 472 =
Ak L& F A AE #&(social networking) LA Eo4AL g AR 5 - BB 1%
i H o B F(support) LA G AL E R BA N A - AF A A
AREFIEMEFEMEA fErio- BATALE RRIpPE- B A E R A %
g
Bk € 3ok o 3 ¥ B e R A 5 F L 4F R T F R (Barnes, 1954) o

et

PR R R A FEAE S m R ERY ﬁﬁﬁ%@&ﬁwAf

m At € 5 ¥ (social cohesion) ~ 4+ € # & (social integration) ~ A€ 7 %
(social capital ) &4+ ¢ % ¥ (social support) & Z#HISE R p At § L 3 e &

L (Berkman et al., 2000; Lin. &cPéck,1999) -

Walker(1977) % 45 J1220¢ & Fae st ¢ pegeent R R OB L35~ 32
BAa 2 ik B F iRt E s LB E A ERE - Pk
TS BREL S d o P oA B RRE SRR E s kR
BAaf po® il LP2 R ARG B g il F R S
WMEZRBM G R N2 ERE DA P oA g R B S - AR
@2 2R @ Knoke&Kuklinski(1982) ~ Emirbayer&Goodwin(1994):2 & ﬁt?’l #Ad
FRLETER - LARFEHAALEH B (I SLEREM RN T 7 F &
Foorrided BB Ganp 3 B0 A0 6 onf G R Fahs f{— ik g L 45
etk P MR F AR G ochm s R PRAY ELT el R (F 2 0 1999) o
Pt AL g T ARALE - BB EREF 4 ¢ F RGN B L R 3

o

o)

et
-5
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-~V A TS L FEEY s g ARG A BT IR FE TR AT
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