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Abstract

The topic of the research is derived from the Ice Bucket Challenge trend and a
movie called, Rock Me To The Moon, which is related to rare diseases. Both the event
and the movie inform the public about rare diseases. Rare disease caregivers are under
more pressure than caregivers who treat general physically challenged problems. The
medical care information caregivers collect is very limited. If they knew how to treat
rare diseases earlier, their children’s condition could have been prevented before
something regretful happened.

The study uses a semi-structured interview from the qualitative research method.
We interviewed 10 primary caregivers as subjects. These primary caregivers are parents
of children with rare diseases. The results of the study indicated that if no one in their
family suffers from rare diseases, primary caregivers do not focus on the rare disease
information. Primary caregivers want to understand the fundamentals of rare diseases
first as a diagnostics incipient step. After a patient’s outbreak of the rare disease, primary
caregivers would want to find physiotherapy, to keep their disease at bay. They would
want care information, which would help relieve their pain and discomfort of rare
diseases. When they discover their child’s disease is incurable, primary caregivers need
information about social welfare and their child’s future. Primary caregivers have
different information needs because it depends on their education background and
patient rare disease type.

The main source of medical care information is provided by doctors and
associations. The different sources of the information depends on primary caregivers’
age and patients’ disease type. In using the information behavior aspect, primary
caregivers employ the information which they obtain and they either check the

information they obtain with a professional authority, multiple sources, or compare it



with patient experience to identify if the information is accurate or not. The information
of using behavior is different because of a patient’s rare disease type. In sharing
information behavior aspect, primary caregivers are glad to share what they find with
other families that have children with a rare disease. The information of sharing behavior
is different because it depends on primary caregivers gender.

The suggestion to primary caregivers is that they can share their own experience
with others in public places or during social activities. They should let people know
about rare diseases and teach them how to prevent the rare disease from developing in
their children. Primary caregivers also become the information provider. The suggestion
to associations is that, they can establish Facebook fan pages and post rare disease
information regularly or hold healthy information lectures. Social events can increase
the number of people that know about rare disease types. Future research can develop
through patients’ “education studies”, “employment promoting”, “medical and
rehabilitation”, and discussing “life care” issues. Psychological research can help people
of different age groups cope with their disease. In the future, people will want to discuss
a variety of issues, such as family economic issues, siblings who do not have a rare
disease and their mental accommodation issues, life style change issues, crises in

married couples, and primary caregivers coping stress issues.

Keywords : Rare Diseases, Rare Diseases Children, Rare Diseases Adolescents, Primary

Caregivers, Information Behaviors
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RomEFp ¥ AFG T o (asenseofcoherence) o Flpt E FE R ¥ 2R
Al p®gd AW RAIHBELGEL of A PHEHWRREIGIFE T
BAR ) RSt B o Ak R AR EEAE LIS AT BRF T2

AR TRy BB TR R A R AL o KGR A (cognitive ) £ R
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(affective) @ B & & g 3 2 07 5 ot e Ba 47 {07 d e 22

‘\M:

PEPT ALY o ¢ § R SRS LR

AR T BR R D gk A

o RpieS Bw e T A Lo fAREA

s

(1) #@sad & 4 fe (optimistic-cognitive mastery of life) @ #>tF 32+ &
XRER

(2.) FEsirand & 4 fe (pessimistic-cognitive mastery of life) @ $F3+ & 2 cop?
REmE AT AR o

(3.) I# R 2 5 L e (defensive-affective masteryof life) @ B 4 5 7 @4 4

E( ) IL? ]j@l?}:]‘—i- 77

jaAE e

Wi

( pessimistic-affective mastery of life ) : %z 24

o

(4.) TRETR DL ELR

PW 2B A DR 5

&
o

Savolainen % F|it ¢ B e B ApfE A P AL E FRBae (V2T 5 94
g ER P AR E S S B TS AL g v i 325 Savolainen #
T 2 AR
(1) BELER A PR TR P i “TUREBT NG L iR -
(2.) #t43 e0F & (capital) @ TF 4, % fe- B 445 oA 2Tk & ELIS
Bl T E A (Bldrt B) ARG T A (Bldr A EeR) ~ 2 12 s

TA (blde f 83T 2 ErE gk ) o

(3.) P a4 ki o A ARtk o
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Savolainen (1995) 2% + i ¢ ,«;ﬁ d AnfRAREOEHRFDHF R g1y

By ¢REpETREFET R DGR (B 2-2)

[}
1
1
1
: EADC R
[} h
: (1 mlllE)?&_)
[ XpE AR
1
: (21e/km) TR ES R
1
: _______ i_ ) _1 __________
1
1
! 4 g e g R (R
1 93
! (AFEEHaTR) 1= == =1 %)
N ;! 2Eva | X T F A
1 1 4 oL 1 L AA A
N R -2 B I, PR (£8%%)
A T TR HLE T A
E | ® LT : (A o)
AR ® i N A ;4— - ';4_ X2 iR
1 EJ ":_.‘_E
e A
- » . SR R i
A ® LR : L Xp WA
1
: ___I___T____ ! (ol B )
1 |
1 |
m e ———— | «— :
. L e T eI EREEEEEED !
1
! : (¢ 2P F2HEFAFR=ELIS) | = = == = = I
A 3T S F R AT & I 1 T F1% |
1 P H_ 71
Al EB TR , LeEEra)
! EARRAUZFTUTR
T I
1
1
1
1

%]2'2 2 ’# ?\‘\z\ﬂ‘%ﬁu ’}-3—

7ok % R © Savolainen, R. (1995). Everyday life information seeking: Approaching
information seeking in the context of “way of life”. Library & Information Science

Research, 17(3), 259-294.
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PAAED AR R PG AP R A AR T a2 B G0
AFENEE > Fla FRF Y U BET - HhoiER FRENEEFF L QF
4 hF RF e iRy o

3% 53 8 % Dervin (1992) & &1 en Ml — A pe— & * | #5° (Situation—
Gap—Help/Use) %3P i&— 4% Dervin 5638 T3 (7 5 & 4 & K& i f
T R o Bl TRAEFE ALY B A d TAEF e
SIFEP > LhFREFr L o) ot RS e 50 7o
BAFL 00 PR HMZF LAT B BR - FIE RO ROME L BiRn
Bethh o L33 @iefaibawhz o 2P RE £ FRGRFL  ATIRRL 4
A MEREFFOTHE IR E R MR G - H DT R TR

FE BRI BT - A6 o BB A ERAL R Y R

—

fa- BIRR KBANRY AL LEDTAFLEML L RARSHES -
Kuhlthau & * 7 Dervin eg, %;L%ﬁ&% PP T E EARRE A R R

DAFTALEFFARALBASASF? > P RPABARLNEET LI BRADTA

EEEVRIEELURES - 3N A A A

M A RE N AT

i
fﬂ
AN
-
P
=t
@
Sy
%

. ‘/ t‘LZ Fﬁj‘%ﬁ:‘r ,}‘%IE_,Z FE'E’I”;‘, pmfﬂﬁ‘*‘s—
Ao d GETI G 5 0 RIS T L E RS K AT B 2
RN AT R L AR RS F 0 E LR R BRI R

@ﬁi‘:‘ ’ P‘ ’ﬁ*/L§f+&Aammzﬁ?\'H—’ )Ié'ryb'g‘? ﬁé_i B ‘Lf”%ﬁ*}\‘ °

17



~ ,J\

3

I

AFFOFEANLIRLAFLARRILEF " ELEREH PTG S 0 LS
iR REEOTAF KB4 o Belkin (1978) ui T g fhd 2 £ H G
PRI B T R AR E R A TUBE TG KRB &
L ehaeEk o Dervin (1992) (0 T 3 HERIEGS )]}q.\ﬁ W AE KT T
POMEGRAFRORF LERREH T wp e ORI REFLARFE O H
W AR RERA LAY L S SETIEF WA L H T R
AR s AL ST RE Ko

LEP TG REAY o A (6 Taylor (1968) #rdk 11 enF Fk =
o LEREFFRIP L G FLARAAMOTIE R HRINE - PR
;9% & (visceral need) % w & % $& % f (compromised need ) 1% $ & =< » #
e B AT RO L R REFIEOIFT ARG ROAT o R F AT Kb
i P& Wilson (1981) eh% 4 » ¥ kR4 I8 ~ & IT ~ 2nhem L[4 o

Kuhlthau (1991) éhFtk 2 58 ° > HA PE BIFEATAF Z g X G 97
it RAFGT U JRE Y FART AR R DAY o F BIFEROEH
Bz 5w Ellis chf e R it e P R F AT AR Y >
# (verifying) | P Fanah mdt ) > e iR ¥

Wilson (1997) # % 4 PehFa g £ 72 &5 - :'zzﬁi;ﬂg LEE T AR 7
RO RFTF G g RGP EERE S AR REFDOFTART FLP 4
P BEEF A HTAREAA P8 > 21 ERAEHF ARG £ - T

B#*‘fmﬁu\ﬁ’ﬁii%%ﬁi*i%éiﬁ?ﬂﬁééw’ﬁﬂ
FHaiAEdEaif FLEREFFRFASFEAREF LABRRFINLF
FI 3 R E i Rs G R U K AR T ARERS AT ERT A

(£~ 4% i) 13 P B RBEL FTRFL -

-



Fo8 REFINZ

1|\~

-~ FABRBRESREES RN

AEREF LIRS AL SEBARL fFREREL TR TR A
PR RRAR L (F A B~ 2% > 2004) « F1F LA paupFA P& Ll @ g
FELG - R BROREREFREZ LT ARLOREL LY

R F S A ER AR R LG TRRE 5B T A AT
FRABSLRFORIAEBRDFRT R FLRE 2 FIhPLET R

2R ABFRE LA RNTIET L &G RO EFEHFS T e Ba e (S 50

2006 )
( - ) ?\l&-\f_‘;’_/ﬁ‘ﬁp A
FIEEAG BRI IP PR - - FALAFOFRE T K

TEAFELN o R 5 AE RS RREFUGHFE LA R AR

BREHGoWAR B E2HF AR m2ESp L GRER LSRRI

WERWFE LB BB REE A T 0 PRI A

(z) RPHEATABRLE AR CEZAERH
dNFARRBAYOREY AT REPEFE N BAFL T 55 R A

BEEFAAFHHE R ILAR FLEZF TR BRI ARE R A H D

[

(2) R TR BNE
BEXZRFLSHBRREFAARLY A ahInd %5 7

LAREFOTHT & § B TR SR E ORI A AR R A

SRS B e N S R R SRk KT S L =
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() 246 e SR aE
FAARGREFERRIP TR pEEBER AR L KW g

R A S mfﬁgl‘“’f&ﬁ?}i H2RF PR gFFTAHS 2R EHD S pF

= »

I

(4 g - e idh o T TR ORI  F A RRA MG

e REFLFIRRES

1

EEERFIARAET Z3I g P8 o AR G B LR R
A2 G F R E CPERG K BRER T P R XTI v G R
BoRR TR ERR RS SRR B E AR
FAE R s BB R B TAAP B S EEPERE R ()
WG RE 0 2002) o A R BEE NG RG  RAER A LR L
oA E8REZ I EMAF b A2 s JERBE (R 2 -5
& 0 2004)

MoTREL R4 o ddk e S B 4p g 4 & - Sorensen - Pinquart
Duberstein (2002) & $tfREH B4 &2 7 fehe [I;Jeﬂ WA
(1) "% BB Eﬁm'ﬁ L RAEE o &) ¢ vh L PRFE (respitecare) b~ K 35 PRAR B
ol I B
() BLERAH 2 F & T2 R FIEHIT b L FRHE R FIEHITTIRE -
BARERFAIED H o AF LI ARG AL RS REE R
fpoea o B ottt (X8 E - Z900% > 2004)
FU 7 5 Adp Rk G IR A PR B 2 0 42 5 R AP P

w 7 f8 (Lazarus & Folkman,1984) » R 4EB~w FIR 7 5 02 4 0 N G ¥ 48

et

BAIE ¢ FRIIE -FRTAEFRPEF L RAF AL FHBw 5

e fm s Y FHTHRFERLFE ORS -5 B4 0 i gioe FEFE L2

Lo 4 pRF% (respitecare ) : dpend - A TR Fﬁi Ak R N%%fﬁiﬁiii’
p g id PR kR X f R T RRE R L o I M RAE 1T (fﬁﬂgi‘” 2011) -
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0 TR R ], L R S b S BT SRR b B

=1

LER o B P e G ETF TiHERESA ) ~ TLw “fﬁ;t]J E
(F i~ o3~ 56 4% §F > 2002)

Bull £ Rumsey (1988) #-ffg f jr 4~ 5 L2 E@ T ER{ 7 fp R
HEREETHLFFTFEERLPR o TAREF ) pREg g ~ 240G
B2 ]d’_dzc 7&,@ %T%Eim_&ﬁ%\—‘ I i RN N ‘7&% EwLl o R4
fodme APHIRE R F IR Jr o BRI (TRERA e 0 A1 R R TRAE G
el (%

03 R e s o %ﬂiéﬁfﬁf?iiﬁ—’_fﬂ%i& e LIF o F]p R4 (stress) ¢

%?‘ﬁi“\ﬁ%%\ﬁ%%’mm)

* i - BEEaEREL - Selye (1956) #-& 4 f7 it = T4HiF® 2> L ggeniz o & Foot
RAleh- AT F e 0 I g RS e o e IR RS R o

— MR R R Z BRI BRPME G &Y ARE FURY (4R 2-3
VR TA) o - MR BN R R ¢ ERFUR M s M (R E o shock)
& BB (countershock) FulR{tx ¢ w FIF >0 ¥ LR o % - FFE O FURIE
EFHFFAF 0 - 35 (s BmE (exhaustion) > PR € Eid T E o 3]
ZHE 0 #p (collapse) - g%ﬁﬁ@ﬂ',mzﬁﬁ%i;&e .

Selye A 08 RS2 2 37 5 4 WA KW RS > TH I RER
THRARDFEL L F RS v AR ACL AR
AL KL B B At BT B E R RFRS A L - '
25 0 gt 7h o Mason (1971) @ i@y 0 WP 3 R el g ERE LT R
FRe > 387 Selye:ns R - 88 - B4 F oz o - P RRESHT 2
KPR G AR AP M A N2 LA 0 iR BACGIETR S L A

RS AL BT BT STREARS > LT B A M R o

=K
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B

N 1 [rxP o e

I N LY

Bo PR ERE R
Bl 2-3 - A pif g ¥

AL KR REH (GF) - (2005) - BECEE (R T S Payne; J. Walker ) -

(REFAReE ©2004)

Richard Lazarus % & ! e/ 4 3 # 3 > 1345 Lazarus &2 Folkman (1984 ) ik
o TRAZBAERE 2 Foh- AHEAN G BAMRLIEGLWELBATR
EREARNEBATR T EZBADRELIH . | BBEH Y S HEKRRE
ERFHPEALS §ERES - HERBFUOREA S FROTPEAERPRL

A Tzzavzeiz (cognitive appraisal ) | @ B A < A3 (a0 i 15 - IE i B

MP 0 RS L p 17 ke SN - BERRNER -
O AR A B PSP F eIk - RO R %
RETH > TRFEAPREAGT O RET R ERLETEL- B E L RAek

SR~ CRAFAARB S IMES D Tl BB AR EF ST D
ECGEAE S o B I
i fe Lazarus £2 Folkman (1984) &gLgh > X P an® i) & B A 475

3=z (primaryappraisal ) sifF -2 7 F EHBHIT I RSP - B4 F 5 =
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A
IR

B )k i

Pl

ol =7

eSS LR ET ARG LA i T‘Q Aol EE SRRV RARER LI e

R A 0 F B SHEE AL B P (threat) o 4e

5 X, 7R A B @éﬁ,jf € 3 F B~ K BGT G o = s3T5 (secondary

2fs
appraisal ) » BRI E GFE A 2 T U R FROT IR & F 0 - LERE DT F > F A

RO T de RN IRIE - T g LA R LB Y kR

B HEBRE R A T B R R ) e S

BHARLELL PEEE D Z > 2 238 Pp 2 73 E (coping

style) » T R ¥ ATE FIB AP SR AN F o e pvh o AL E Y B R

¢ R E R

HEERTEL ARL c SRAFRATRERS K - TR A HT L

AR & P enF R F BA L FR £ (coping strategies) o

B4 T
e [f] &

AP en

AR B

R KR

$HR 4 e

RSt TR kg

> > | F o i ) iy £ %
L A= s3® 5 L3R L
Hend Ao A %

SRR
2. % i 1
I TR i

i o

Bl 2-4 &4 % in gy

%EE (GF) - (2005) - ek~ (R iF¥ @ S. Payne;J. Walker) -

(f ¥ J55 & 1 2004)
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Lazarus & Folkman %5 > FlEF B 7 {fﬁéﬁﬁxéﬁ&{&“ P o B
w % (emotion-focused coping) - # P e D B 5 Bt R & TR
Bot i LT ST Boblde B L EERTRIP T A
PR ARSI AP Y ER 2

¥ - AF R A TR AP 1 F] k. (problem-focused coping) - i * i
BRI 2B ¢ i dr AP EoN TS a2 o d 0 PR PRI
Flot BRI B T € F R RAF DS o R A o B TR B R E R
o T A ke FIG v g BB Ry F g A RFEAS S AR FIER
vt (active coping strategies ) = 4& &> F] & ik v¢ (passive coping strategies ) - # 71
BeiTde At A BT & ik df 8 4 (Rosenstiel & Keefe,1983) ;& F 4 & =

1T (approach) @ ¥ 39 & mJ2 B 48 4p ¥4> 3 ¥ (avoidance ) - Lazarus #-/& #

BFRMA TE G T IR b 4 AT (4oB) 2-4 B4 ] o AR A7
FANFIR LT 5 FIE  FL 0 AP L R g Bl 0 B R
é‘% °

Power = Orto (2004) 45 1 @2 8 Fredt>t = | e & 5 il E R R PRED
i F ehw < FF L R e (family characteristics) ~ 7 s 4 B e e
(illness-related characteristics ) ~ &% B hFF B (developmental stages) ~ < it
2k B ¥ %)% (cultural/environmental issues) (Power & Orto, 2004 )

D h e e | L iEINA hE e %% T3 (risk factors) {”Eﬁépf‘%i R 3Rk 4
RILE o blde t L R A AR RIed (B3 AR g F A E o AR

Aeeendh B FRA o SR HB B O BT Tl G E R AP -

34

i % F]5 (protective factors) > av i@ H (TR gE 0§ BT ﬁ@;ﬁﬁ)ﬁ
FER GRS DR obde: FaFRF-RaOG LA R ER FERLIFE 2

FAEE B3 e FEHRSRS FEOH > G oA A REFELRE 5 ITH

o=
o
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TR ARt e FRBA NP BARR 0 BB T HARLE
B AR > U E Ao s BT A R B 6 A& R e
DR R enif R e A RGE RS i > Pl el Y

PE RO R RIEA FEPEAAGN A > BRI E- HEFDTRET K

T EERE G G AR TR R AR B PR R R O #0
A EARTIFRE Y i e T I R FESTRAFR AR T e A e
,A\l:,x)i * = lbéﬂxfryﬁ&pr }?“Jm;fﬂ‘}»’wup?')i iﬂgifmﬁ‘é‘ﬁi%vijﬁ t*—"?

SO G 0 AR T U R R R O RRS BB AR T gy
LRSS GRE PG R E A o B WA fom A B B 57 FRD
et SR S 15 L - HE AR T B A RS 0 A g
EHCFR ARSI F I LT N R RO E > AW T
ik BB AP e FEL2 A L R SRR A AR gAY 5§

Eéﬁﬂ’%‘%%{it“ﬁ?}i‘fﬁ&\ FoI4pRIet oy “/‘I,El PR R A (2 ef 2006 )°
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4
R

I

FARABREEF AL A RBEST N GALT L FUEEA S R B 6 A
FE R~ Faed A A EAM G e Baoe 2 BT
BRI ZEEAREL DA BRELREE  RERHEF L ESTE R
FIEHIT > RS L EREFFLFTAF L v o
FALERREF AL TG RE > TR DRS £ TR FRLT
}5‘#3,19 ra| vsb?ﬂ‘*??;'—fwifgﬂ,%xmmu‘ ° B & f,;ﬂimﬂrl'éﬁ
B> Bull (1988) chi pRpf fi im & TRRAR | ir > » § AW FL L RAEF &
FAPM T NTE o
TiRLERREE - @ DTGP IR 2 i g (4 # 0 Selye(1956)
A RED IR HF o TR g R P AFS M T uEARY - Lazarus &
Folkman (1984) 7u 5 iZ e B gt 7 i AR 4 > X870 A FF 3 52§ {4eh
o AL RFRCARFIHFFLEREE S 0 gRFR PH- TR

‘;f' r:" m’J‘—, o

IEY

Power (2004) s « £ HPRED X B F1F > 2 AP L & R ¢ X T
Tz i (family characteristics ) » H & Fge | ot $# 5 5 20 R 5 B AP
B chi% i (illness-related characteristics ) - F 5 e Bk Shp £ A2 & Faest B o0
F# . (developmental stages) > £ RAe& FHhFREF £ 2 L HHRE > 5
(cultural/environmental issues) > B2 & 1 * F ik > $+c T BT jptmeE s ® o

LARBEFNTAFEFURY FAFTALL A5 LROM G
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Sel - _3_9__?1-:;; ( World Health Organization, WHO ) »* 1946 & 37 % & % #% T »

S TiEB o A BRAEGESE  Smieit g 2 % G0 P 2k o i}

2

%

B 72 (Consumer Health Information) - 3 5 1990 & i et # 35 » IRy

HFEET
PEREFES 2 < Alan Ress #-H T & M- dp < BBl £ Nk

%

AT A FoA R R TR BET S e 2 R B F
PP T g B R PR32 U ;) (Horne, 1999 )

PFER D FET RSN R FRHAL S R FHM G R
&z@e%{ﬁ%ﬁﬁﬁ%%ﬁ%ﬁgiﬁﬁﬁki’#?Héﬁéaﬁﬁﬁﬁ
e F GO S e 5k %f%ﬁ%i—"ﬁ# i ib B F o 2 (X pRRT>2000) o

‘}};»%—iﬁ?ﬁ‘;g Tt FE"’”;%{M"Bbfﬁg"lﬁm'kﬁ”\)ﬂ‘%@/»ﬂf}%/&’lg\zk

B M F R RER E AROS o p T F R e G E R R TR

FopEFALY R FREREALTIM T R BRATI LG I LA

)

T+

p

fefd s FLFRALOT ARG AR B EF REFEHF R T2
H 4% (Wolf & Sangl, 1996 )

Patrick £2 Koss (1995) 35 & T ehp 3 ¢ 7 1 A B A 2HAM TG
BT W B ApARERS LI HFRZER FERT R R
BREW | ERRRREFERF FOLIEFE

dRFREFTRAEFE - FRT AT TR HIONL > A R RIS
R A 0 g N R F] € AR - Marcus fe Tuchfeld (1993) 7= i 45 &1 4% i i & F 3t

BRAT U KR AR ks BB R SR PR - T 2
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BE BT B TNT U MA KR G POt R R AR § L R R

TERCFRBREORS LR ORAFULERT (FR RS2 2B T

FR#AEFT 2 F L E 26 3T 0 A BB ainf = 5 e 5is o 5
FrIF R RELFE L PRSP HOERL B AR R FE
% (Wolf& Sangl ,1996 )

Tarby = Hohan (1997) e 3 5> Fher BApE b 10 p % &1 > L 3%
T AW DR T BE e Sp A AR ERT TR op AT LAY & BER {
1 %“xl&i’%ﬁ-‘fﬁi@ﬂ’ VERE A R B e A GRS SRR RS
B EF R

oA ABRERETROI NG BT AT R CRRTRE R eR
%*iﬁpﬁ@?é‘?ﬁ%%é%%%ﬂ~%WwWﬁ$i&$§$?%i%
¢ (Barclay & Halsted,2001 )

2012 # Pew p"Zep 2 W2 E4A £ ¢ (Pew’s Internet & American Life
Project) i3+ > 7990 chRL Hf #5 Rheie * f > £ 0§ 88X REY L 539
BB T AALARE B - R R Y > SEREH R R RL LI E o

i S R TR R R M SR ik TP BB A 6 - e

RIS

i o A u|E_ 67004 549 > W 2006 R AT i I iR L BT - Sl

FkhTALRE P L i E R FoR kIR
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S RRAR - REAARBETAZAAMA
2 F P

FAARASBE WYY 5 F o FEGE o S e Rt o the s g
WERAPMFHRT B4 (207251999) o RS F U ERDERLF LA R
$E B RAE AR BE A e o F AR BAFH L AN LY 0 § b
PEpPV2FE T2 ET €7 AR B2 6P s NMAHF AR
TG Fis e 54 (Y Zurynski, K Frith, H Leonard, & E Elliott,2010) 7 & fi
EREZESEREARR > LEREY § RO FEAFICFAPM DT R A
FRELEREY > UpEIEREF RS CHRERE T AL TG LG 2
- (%>~ &% >2005) -

FAF R CWARFETAGTRESBLR TR LEREY HAR
HE R FERR 05 T RFE AR TR ot M TR T H RAERE A
BAzRE AP E B B H dpil (FE 2 - £4F 0 2005)

JohnForman (2012) % £ 4p%2 & %335 » F LB T A2 - IR
R EMAT 5 & 5T A&

1. BT ot FEend U A_FEgen o
2. #0RER RSSO o
3 U TR A LR

4, LEARS 5 FEIMEF LT S B

Sk

HE P PR He R AL K- € Sed B TR o

MG RFEE LR LS 30 I L AR MR R T B T g e
FOUAR D R o Raeni S o Ad SN g it 2 s JETUESE S HA R 7
FEFNEE SRR e c RN B ¥ AR R LR BT A
AFAARAFTADTI - F15 % 95 8000 8T LA o T AR L%

PR E - BF L op L A3 7 F % (Y Zurynskietal ,2010) o
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PRPpEDIERY ox &5 F RLH A2 T HT AR (Zurynski et al,
2010) - @ Fenw ¥ s T3 F AAFIRAE PR F R REREH T 5 R
FABREAR O FREFHENG - BV AL E PR  FIRE TS
(Patsos,2001) o # i id 7 f XU Bateid = 30 o Jhd RO TR F FRE
ARAeL PG T BEV G - BIRER LR R EEE B
LA F vl o AR Mot g

Leonard (2004) = %‘f—*‘ﬁ PamTdpd o fRF LA GRBHIA ,ifbfrﬁagg—*ﬂz
¥ adple ShmT LRI s o Flpt > BRI ED - BB OB RRE DT
AR IR oS R Gk ow T RGOS R 0 XA T U RRLER
FHAROFR > GELFTRAZ G OFRPEFNFS -2 DRG FHES 5
T e E L o

Pew fersiepess £ R4 EHA & ¢ 4 2010 & hii B > it itk
AOH L AEENT Y 0 76900 F LA m R H B0 fRA R i Rm i e F R R AL
BBt b0 B 69900 F LA Rk AR R e 2 2 BB AR ok
2-2 #7R o d BT AR AR pREE LEY PRAANKBLDOTG KL AR

AR B T IE LR 5N o
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% 222 F LA h R FHOR A AR M L AT
By S A@anFunt.. F LA Rk

P I 2 ol %5 K B AR
( A specific disease or medical problem )
FEX7 o fy & AR R

76%

(o)
( A certain medical treatment or procedure ) 69%
FOAHLW RS F
. 51%
( Doctor or other health professionals )
Frueh H ot B gk ¥
PREJEFRIRS 14%
(Hospitals or other medical facilities )
R IR, E A TR Rk & F R A e
e ke E A . 39%
(Health insurance, including private insurance, Medical or
Medicaid )
a8 5% >
” 35%
( Food safety or recalls )
E O
32%
( Drug safety or recalls )
BB OEE L 'R
. 30%
( Environmental health hazards )
F Rl %
A, 27%
( Medical test results )
A 2N G e 1 26
( Memory loss, dementia, or Alzheimer’s ) °
W2 ot
ol - 23%
( Pregnancy and childbirth )
LW REXEANDRA DL
. 209
( Long-term care for an elderly or disabled person ) 0%
4o e R AR R
- oo 20%
( How to manage chronic pain )
Tk %
o 11%
( End-of-life decisions )
B8 B RAL
" 40%

( Any other health issue )

T kR - Fox, S., & Brenner, J. (2012). Family caregivers online. Washington, DC:

Pew Internet & American Life Project.
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n

© ORERERY SR R TR

NEF RRLEBrend 2 5 F Y 4 @3 (computer-mediated communication,
CMC) » A& kA% d s » CMC H AR o IGE A M en@df (52070 %A
% > 2002)

TR EABT I FALRDEE L TALHEERL - AR KRR R
FTHEFRRADFE A FTAPHTL - BALTPH - P 3FG & b BB

%ﬂ:ﬁukiﬁ B o AT LR A PALT R g PHT o Aot s B F

g‘%iﬁéﬁ° ﬁCMC’_{' %xf\g ’*@%ﬁmq/)?\:lviﬂa°ﬁ‘&§i’§:;%x’\g
Y N R A AR L S R IR

FgFAADRE > fL2 5 e (% EB% > 2002)

#F g (Cybernet Socisty) &dp ' Fiepd Bt ua@ s T~ % F
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http://www.nhi.gov.tw/Resource/webdata/15049_2_10405重大傷病.pdf
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