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Abstract

Rare diseases by definition do not occur often and it is difficult to provide palliative care for
those affected due to the lack of information and treatment for those rare diseases. The families of
those with rare diseases bear a heavy burden and have a harder time than even the families of disabled
people. This research’s goal is to provide the families of those with rare diseases with information on
how to provide care for their family members. The study uses the qualitative research method of semi-
structured interview. We interviewed 10 rare disease children and adolescents’ primary caregivers.
The results of the study indicated that if no one suffers from the rare diseases in their family, primary
caregivers are not aware of the rare disease information. After their initial diagnosis, the caregivers will
want to know how to best care for their family member, from how best to provide supportive care to
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providing physical therapy, in order to improve their quality of life and prognosis. When they discover
their child’s disease is incurable, primary caregivers need information about social welfare and their
child’s future. The main source of medical care information is provided by hospitals and patient-
support organizations. Regarding information behavior, 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 validate if the information is accurate or not.
Finally, primary caregivers are glad to share what they find with other families that have children with
a rare disease. They may use different ways of sharing information such as the Internet or face to face.

Keywords: Rare Diseases; Children and Adolescents; Primary Caregivers; Information Needs;
Information Behaviors

Extended Abstract

1. Introduction

Knowledge about rare diseases is not well-
known in Taiwan, and types of rare diseases
are complicated and diverse ([Ceng], 2005).
According to National Institutes of Health, there
are over 7,000 types of rare diseases, and about
50% of the patients were children (Global Genes,
2014). Caregivers of rare disease patients indeed
suffered from greater pressure than caregivers of
disabled people. Due to the lack of information
about rare diseases, children with rare diseases
tend to be misdiagnosed at early stages (Taiwan
Foundation for Rare Disorders, 2009), and the
above situation could be fatal to children with rare
diseases (Lin & Fleischman, 2008).

With the growing of Internet and the rising

awareness of obtaining healthcare information,

patients with rare diseases and their caregivers
can refer to online information sources (Zurynski,
Frith, Leonard, & Elliott, 2008) and share relevant
information through online platforms (Leonard et
al.,2004). Previous research on primary caregivers
of rare disease patients has focused on caregivers’
pressure and social warfare policies. Little is known
about types of information that caregivers need as
well as their information behaviors. The current
study aims to investigate the information behavior
of primary caregivers of children and adolescents
with rare diseases in order to understand how
caregivers identify the disease of their children,
gather information, and share information regarding
the disease in four different stages—prior to the
onset of diseases, after initial diagnosis, treatment

and rehabilitation, and lifelong treatment.

Note. This extended English abstract is supplied by the JLIS editors and approved by the author.
To cite this article in APA format: Fan, H.-Y., & Chiu, M.-H. P. (2016). A study of information
needs and information behaviors of the primary caregivers of children and adolescents with
rare diseases. Journal of Library and Information Studies, 14(2), 127-153. doi: 10.6182/
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2. Research Design

Semi-structured interviews were conducted
with caregivers of children or adolescents with
rare diseases under 24 years old. Through a list
of rare disease organizations offered by Taiwan
Foundation for Rare Disorders, snowball sampling
was used to recruit the study participants. Ten
participants were recruited, including five male
and five female caregivers; one from age group
30-39, four from 40-49, and five from 50-59. All
participants’ attained high school or bachelors’
degrees, and their relationships to patient with
rare diseases were either father-and-son/daughter
or mother-and-son/daughter. The participants’
children suffered from Osteogenesis Imperfecta,
Achondroplasia, DiGeorge’s Disease, Glanzmann
Thrombasthenia, and Hereditary Spastic
Paraplegia. All the above diseases are early onset
genetic diseases and disorder that tend to happen
on children or adolescents ([Zheng], [Cai], & [Cai],
2013).

3. Findings

3.1 Information needs of primary caregivers of
children and adolescents with rare diseases

3.1.1 Prior to the onset of diseases

Prior to the onset of children and adolescents’
diseases, caregivers were typically not aware of
their information needs regarding prevention of
genetic disorders and did not pay attention to
information on relevant topics. Most caregivers
were aware of their information needs after
doctors pointed out usual symptoms of their
children. Only caregivers with family members
suffering from genetic disorders were aware of

their information needs at this early stage.

Extended Abstract

3.1.2 After initial diagnosis

After initial diagnosis, caregivers usually
felt anxious and tended to be aware of their
information needs on information about the rare
disease, its diagnosis, and treatment. At this stage,
caregivers revealed that they needed to understand
the causes of the disease and its severity. In
addition, rare diseases can be misdiagnosed, and
caregivers would like to look for information on
diagnosis and treatments so that they can better
take care of their children.
3.1.3 Treatment and rehabilitation

At the stage of treatment and rehabilitation,
caregivers typically seek help from a wide range
of channels to help them take care of their children
and to prevent disease deterioration. The types of
information they need mainly include medical-
care information, rehabilitation information, and
deterioration prevention information.
3.1.4 Lifelong treatment

If the rare disease is diagnosed as incurable,
patients would go into lifelong treatment.
Therefore, caregivers would need information on
financial support and other career information for
their children. At this stage, caregivers need social
warfare information and career development
information to support their children’s lifelong
treatment and help their children to be independent

in the future.

3.2 Information sources of primary caregivers of

children and adolescents with rare diseases

The main healthcare information sources of
primary caregivers include health professionals,
patient-support organizations, online resources,
libraries, and the Taiwan Foundation for Rare

Disorders. All participants rely on information
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from health professionals. Most participants also
rely on information derived from patient-support
groups. Only those who would like to learn more
basic healthcare information and information
about the disease would consult online resources
and libraries, and only when there is no specific
patient-support group would participants rely on
information provided by Taiwan Foundation for

Rare Disorders.

3.3 Information use behavior of primary
caregivers of children and adolescents with

rare diseases

Primary caregivers of children and adolescents
with rare diseases typically receive information
from doctors passively. In addition to discussing
with doctors, they also share information with
others through the following means: when re-
evaluating the treatment, recommending treatment
information to other caregivers and patients,
organizing information and publishing what they
learned about the disease, sharing information
on social media, sharing information with other
caregivers face-to-face.

Evaluating rare disease information is
extremely important especially when the accuracy
of information could affect the conditions of
patients. Caregivers used several ways to
evaluate the information they obtained. They
typically check the information they obtained
with health professionals, compare information
derived from multiple sources, and also compare

it with patient experience.

4. Conclusion

In sum, the information behavior of primary

caregivers of children and adolescents with

rare diseases vary in different stages. Most
caregivers rely on information derived from health
professionals and patient-support groups. They
typically compare information from multiple
sources in order to validate the accuracy of
information obtained.

Based on the findings of the current study,
primary caregivers not only play the role of
information seekers but also play the role of
information providers, especially when they share
information with other caregivers. We suggest that
caregivers can actively share their own experience
and information they have obtained with others
through events held by Taiwan Foundation for
Rare Disorders, or through relevant events at
various institutions (e.g., schools, libraries,
churches, hospitals). Additionally, findings also
reveal that caregivers rely on information from
patient-support organizations. Therefore, we
encourage patient-support groups to start their
Facebook page to provide relevant information and
foster a sense of community among caregivers.
Future research on patients with rare diseases
may focus on their learning, career, medical care,
and life care. It may also focus on psychological
aspects of patients with rare diseases and compare

the conditions of patients in different age groups.

=~ WIS StELEp

20145FH - SEEIIIGEE 1 — R ALSUKTHBKER
(Ice Bucket Challenge ) FYJEE] » {EEIEHZE
B3 HIEHEA R R R BRIE T Pete Frates®Htl - H
FIE R R A S50 - PR fE R G 1%
AEE AR KA E O 8 R -
BAHIT003ETT » 8 NARFFHE A = PRk E £

130



FRARARRERFT VO F L TEREF TAFTRET AT AR

B o MBS ELE - EREEI5E
L K] 251 T2 SR ARG
SR TR AR Z 4 M e R L E
( Amyotrophic Lateral Sclerosis, ALS) 3&f&
2 R B RZE B o i 2 T N B B B
(Hroumatt - 2014) -

M2 59535 | (Rare Diseases ) @ELE
22 S RN ARG R
R R IR A S R & eI -
SR RT3 Ml RE R R v R A P P

(ERE > 2005) © RBEFFEF ARG ERELA]
itE (Global Genes) &5 FigEZERYFE L
P B E B — » H20095 A7
SRAVAEET » ELRKIELE T 000FE AN [FREHYAY
RPN o AR EE AR R L R R
B 2015585 H B THY 2 IR R IRBR B K
e B A SRS LR
SR RS AN BGES 65907 (HEmRFIED
FROMEER IR » 2015) - ARIBSEEIEIZ A
A:WF5ef%E (National Institutes of Health) fi2
20 145 1R L #EET - HRTEAIEE#ET,000
T2 FLRIR » [FIRF 2 BREE R W A KA
50% 250 E 0 & 5l B i Bl A By — Tl

( Global Genes, 2014 ) -

Ao e RpR A i EE A
ENBEER - BEmE IR A B AR AR - AlEfk
FERERE - RHEEE2HECE NS -
RFEIAT LB A — A B 2 R
+ (Sir Archibald Edward Garrod) - fif1%
R — A 8 RAY A T R B B e e 1 R Ik
A i BER R AERVIEE - ATDA TS

2ET

131

EEE AR R (2K R AR R B R
2015) - £ Williams ¥ % 1,8590 /NGl
THETTIRE - BT B R AR A
eI Z A » HAMBIAHBRA IR IR
PR (Williams, 1982) < B[R R REFE
RPSREHAE - vReEgR T RIE
TR en v e el 2 SRR S - TR
R RPN AR B - R AR
BORISHIE G - TR EREVEIRE
Fr RS2 HERE R T T R5 A — M B O B B E
TR Z AR EIRAY SR » 22 RN FL )
WEA TTREER - B — B R A 3
i (ERERESES > 2009) - FEIEES
TR M S 21 Y B o T o A B SR8 o
PR - 22 RS TE S B RN & 6%
B EE N T RE e M S AR - EL AR
e ESE T (Lin & Fleischman, 2008) -
QISR 22 L5 B B B D A R R T L
PR RN AR T R tHR E A
MMEREFTIRARIETE ~ SCEIRTS - BEFERE
Bt 4

R EHE H SR B Rk
2R IR — R AT - KRR B E
BREEAE - (S R H H RE A LR
ZHBOHEER A (FHZEHE - 2001 5 HRLEE -
2005) - HERZERPSRIEMETE LAY
HIRIE - (B2 RBER BN » e
A —EHEERLEE AL » HERE
1TTERG - [FINF - SRR B R LR IR 2
Tt Eia ] E A —B - AE R R et
G S DBImESZW (2R - 2001) -



B & 4 AT £14% %24  (2016.12)

3t 25 2R R o E IR RHRA SRR
% IR WA o B2 RE 7 DLz ik s Al
BB SFEE R E - RN i R
P > MBI ERNRIERE. ~ ARG B E e
NG AR ZE RPIARERI A -
1 R B AE B AS FIRTDURY - B EFaA
TR HA KIS RIpEs - Bz RN R E
ME - BT TERGER ) - S ~ L%
EEE LAYED) - DURBEERIEEER ~ R
PR - REH CE AT R A=K
TR LB ESEAEE - KIEANFFEEREY
VARG 0 20154 AESHIE -
FEAHRR A E Rt - BGE 1 0N T ST FEER
FISZRGEE T B AR - B R
i i B B T D4R L BIRRE B B A T R b
gt TR H AT RN S E B D R B
REBAEIN R FEINAT ~ RPET RS - TafR i
A ~ RS B R LIRS B - ETRER A
FUSERE T - RN TS ~ HEREAZK
I DURHERR D AT R - RELIRRT 1%
S b B B DA - S B R T R
FBFFE R » WP ERi RIS RERE P 2
R CEENTK - Bt MIRES A RRAVIRAH
PHSIRERHREGEN - AR PR %E R
PIATHRA R e R AN R 2 2 -

Al > SRR

AW 3 SRR PR R S 1 T A & MR 8
BBl - TR RTINS LR -
PRETIR RS L B S B TIRIE - T AR

132

FAEMGE TR - SN LEE LB
A BB IMEER B HYEIE § HXOEET R
MHEER R - (EWIARRYE RN KB E R T Ry
IR~ IR RRATABIA SN SR
B ZE RPA R IBAE A T R - DUk
BB T ATHESR Z B -

— RETEREEZERNIREE

FHEREE S LA AR - & &
HEL RS R A B AR i 2 I R o TR (
BB~ ST 0 2004) o FEREIRAVK
RIARNEA ~ BB A —RETE ~ RrRRIER B I
AT OREE TG I R IR AR EL G 7R
I - BEHEHRRET SRR AR RE - B
BRI B UIENREST » 518548 - LB
Tt RGBT A E SRS« 4B T AR
& ~ MERAE - PORTEIRE S iEDIRe X 5%
2L AR - B Bk REE
K~ WO ISR ARRNE  ihAOEE) |
HIZ RS H ORI ~ SRR H R
N BLZZ AAHPR R ~ W ] 32 0 s
% (fuide ~ B Y ~ BRI 0 2002) o
RS AR RS - RERAZ
HERRERE ~ BHESCRF ~ SR T A M
XFF 0 MATIE) ~ FERBE (EER
LI 0 2004) -

iEE E=US:N= Vo MR (HSE - 3ic
BB N » FEEr BR WRRE E far Y S R RR ) ARk
I (FES - B0 - BUE - MEBE -
2014) o FEFERE IR EIEF o SEEE %
MO ERE R R =P B - B EE



FRARARRERFT VO F L TEREF TAFTRET AT AR

1 1 T
| R | I
| |
: : : I
t i
\/i : PR |
I I I
| | |
I I I
| | |
1 1 1
PR EEPREE  RIURSE
e I e W SRR

_

BRI -
it o (EAF20044 D)

HIEFEE TR (ANE—r9KFERR) -
TEEE— P By » B0 S & 3 B0 R 1 R
MR (BB > shock) » FEREEMH
(countershock ) HUREME X & BRI = IE
HAEEE 5 B REE - MU FE S
—H B BAIFEEI (exhaustion) - HiEE
MEE OB TR B TE=ME - fEN
(collapse ) » EPELEBEHE B SHEEIE L -
B R B AT IR iR T - tATEE
ARG EIRERE 1217 Ry - RIETT R tEIR
AEE LR SRS FTER AN 753 » 43 Ry
REHY B EAEHAIRAE (Lazarus & Folkman,
1984) o RIEEUAKES T Ry2 LA By /5=
M FEE RS - AEREHE - 55kE
W R =K i B AT R LA RRE 5 (B EUA
IRURET T R i R EE T 228 15 et Sl et A 2 vy R

133

— % I R AE (R B
Payne, S., & Walker, J. (2005) -~ fdZ0PE52 (FRialss) (H171) - BJbr - a0

J1 - BEZ TR LA B R T R 5T
LT sgEh i sz il | 2 IRETT Ry % » T
FETT R 282 AR L REHE 2 H
HA RS A K ETT B2 T ERER
B~ THREBRHER , F (B
A »2002) o RNEIFJKIETFy » 38HH T I
A T S T s B P BE P R B 5 0 -
bR T 500 22 I A A G e
ERENRYRE S » LUK A8 i B B T
By - RS T MR T I A I
# FRS7ZJFA - PowerBilOrto (2004) 5
o BB GRE H A B PR R DA R TR
RIARGE T E R ER VIR R R © RER
R (family characteristics) ~ BRAHEHT
¥#1# (illness-related characteristics) ~ 2ZiE
ZERMIFEE (developmental stages) ~ X

iE



B & 4 AT £14% %24  (2016.12)

(LEAERIEFL#EIKIZR (cultural/environmental
issues) o —HAEZFERENRHESREDF L
BUEATE T - IREEE PR 2 B B S S
Diger » AR T Db 1 2ERGE SRS
KRR ST - 55 NBERG T @ E 1 B - MM
BEEAEESHEO - DR - B
T~ BUHSRE ~ A SR e L ERY
o2 )N IR S E s s e e e S
B - FEE M EARER = - FAEER) - BB
PRAULLRIRRGEERS ) (J784E - 2006) -

- ZRERRBZENTKEENTR
T RS — AR - — M EAE
BRGSO IR MR 2R (330
EiE A 0 2005) o HRAEMFTRAE
Taylor (1968) T H 7Kg KHK »
S R R P R R R (question
formulation) 43 RyPUfEJg X : MEE=FEK
» B FK (conscious
need) ~ IF={tFEK (formalized need) -~
e HIEER (compromised need) - &
FWilson (1981) FiREFNTE KB E
B - TG B R — (A& AT SRR A
ERT e AR | ~ B0 EROTREL - i
FHE— R - & TR R — & E 0 AT
REE H CAE AR ~ 2R3~ Bugh (Bus ~ &
W~ BIECESE) At EFRK - Hill
TRMEL » REHZEREERE
AR SRR AR & 5ERE © Kuhlthau
(1991) 76 FEHBIRRAT & IT R - H

B RE =R FEFE (Information Search

(visceral need)

134

Process) NMEZE—MEMMEITE - K
MG R - BT R R e &P =
7 DUA RS A FIE0IRRE P s Bl - A
M ERIT R HEH - ERNRESR
T R RRYEIT Rt -

TR ER BB ) AR ARG R AT
HHEE - EEEEERINEE S R OHEE
HH i R AHBRA A G RI - R BT B iR
& 3E1 (consumer health information) HYANZA
R P OS2 BN BUR LR S FLATE R » T
W% % 1) S 2 8 R K o 2 i R AR
B Y R v S R Y (5 R AR TR
2004) o AEUCE 7EEFRAERE - thilE TR
TRRAGR A AR IR R S B F 1
BB —J7 - T DIZ2 B ORER 2
B~ FIDVEH AT ; BRI AN
LB ERALTE (SRAEHT - 2000) -

TR eSS E R TR RS - K
ML BUNHIRREER LBl - AR e
MR R Ae sy (E/E(Z 0 1999) < &
PR ~ TaRE - AR R EE AT KEG
IRF » TP - B PR Y SRR e
TE K+ FEH T v B b R L RIAHBR &
AR AT R ARG B A T R SR A AHBA S
HEfEAYTET | (B33~ HEE » 2005) - T
R R RBEREEE - B =
A B BB Fi ] RE e HEAH R B B R AN, -
AT 2 22 S AH B RS i B gt o i AR S
FetiiBh (BRERE ~ = - 2012) - BEANH
HR2E N RERHIZE - W EYIP R tH
7 R AERA RN - BIAMBEBRIAE /N



FRARARRERFT VO F L TEREF TAFTRET AT AR

RS RS B 2HE - e "3
T A SRS S B8 Rl T 3 22 LY S ek
LHELEE ) WTTRR S EIE/ NIl
HURCR RAT » BERNE Tr 2R B I
& CEHEHE - 20800 - TS - 2015) -
AR R PO R TR R 2R
K BIEENAE (Zurynski, Frith, Leonard, &
Elliott, 2008) ° HEEAYAIHIM: ~ FE A0
AR5 ~ WIR= ~ GmtE - MRt - R
i~ SR FIIRE - BB — LA
EATERRER ~ R ZYEAYEES (Patsos,
2001) - (ARG B P SZ R
= e FEERERE - S EA SR Z E]
WEIRE - AR —E R X EEN T
HARIEERZE » 32 0] DU RIS 15 AHR Y
[l - Leonard¥52% (2004) {ERFSEHEH -
e R B BN ) A REBU R GRS & o A
FEFIRIIRIE RS2 EINNL « KDL - et 7 —
EPRRAAIRIE - R RAM AT DU AR I A
B A - TR RABRRY 3= » ACRERIA]
DABE FHAE S H U R & - BURIEEER
JITHRYFE KB RRR A RS DR a2 -
Nt B — RS TR A R -
BIANZREISEYERE ~ JRIRRIERE -
PewifRE NS Bl S B A 5 B (Pew’s
Internet & American Life Project) fF20104
RN » TERERS AR SR AR Ry
&l - H76 %% RpR REE S T RR
TR EEHTIE D BB R R - A = Eeh
69 %HI % F R I E R A E T YR IBIE /T
EELGERE - ANR—FR o AR - R

135

74 A S P A R A < i PSR BN K
Fo i AH B & AN Bl v 7= -

[ e g A 1 T I = K B JBE ) SRR
af o RTDUT i o B T R T T Z K]
Fb - DU T IR TR - gk
T ERFEFH R TRIRIA - BIR R 52 Ay
s RN DUR B DA TR s 1 8 L » ST 32
BR| SRR LM o B HGEE RN EEE
HUSAHEE MRS [0V - RN
B i A AT B T S S R AU AP 4 -
KW Fea KR G i i s £ E ki
RETTHIATEEN » 2 R £ I T8
AR MR PR AR - MG AE A
TR A EIREACT - B B A Pk Z
ANEEAY ~ FEHIEE T Ry - DURHUS &AL
BESGHE—PIT R B =
b H TEES AR TED - ES AT e
BRET o Bt LSl R DU ZEER T - ARFSE
IR IRREE MRV E AN SRR - R AR
BEFIAT R » DU IR 1 SIRE H AR RN Ay
AR EIEFTRRREGR - AR HIES Al (S
FEAAEE - FIHREN 21T 5 5
T e R bl B B DR L e - 18
R EEN ~ e ERNTK ~ M ERNEEER
DELEHNITRIER -

2~ W kR
ARG % - BRI
SRR AR - TR
HEERRCE © SRATERAERR: (I -
2003) - [E%E RN - 1



EEEALT  F14% F28  (2016.12)

*— ZFRERBEEZNSERBERAIERE

(ST 2SR5 A
PR E G e S MR (A specific disease or medical problem ) 76%
HEY AR SR (A certain medical treatment or procedure ) 69%
BEAmal H AR B 2% (Doctor or other health professionals ) 51%
BEpe o HoAth B E%HE (Hospitals or other medical facilities ) 449
fEREOREE - HERAALRER - BERRIE BB HEAHE) (Health insurance, including 39%

private insurance, Medical or Medicaid )

B2t (Food safety or recalls ) 35%
aW2¢%: (Drug safety or recalls ) 32%
PRt RS ( Environmental health hazards) 30%
EE P RGHIAS SR (Medical test results ) 27%
FZAEFR B EE (Memory loss, dementia, or Alzheimer’s ) 26%
182215316 (Pregnancy and childbirth ) 239
RHEREESE A 85 FE A+ (Long-term care for an elderly or disabled person ) 20%
Arfar ek 18 455K (How to manage chronic pain ) 20%
EFADUE (End-of-life decisions ) 1%
HAEERFE (Any other health issue ) 40%

ZOR A -

2 H “Family caregivers online,” by S. Fox & J. Brenner, 2012. Retrieved from http:/www.

pewinternet.org/files/old-media/Files/Reports/2012/PIP_Family Caregivers_Online.pdf

I8, BRTFENMPIE - T8, b TR
SEMEZE > NEBERE T "R KGR
B - AR RPIRIGRES S FREE T - 5
H Y2 T e B g 52 55 5 BT sE R &
o IR AR 3 R T I At T Ay O
TR E B EENGE S REN TR
(BRI - 2002) -

— MRYER
FR P f 1 22 LA S ST A [ R
B ZER G 28 AR Fl B E D4R 2 £ 3

136

W - BB EAESRDL T 12558 ) AR5
IR HOFERR 1222458, - WEIFER
24U N R B L £ B R AT
FERIBTIEE 5 - WITE B RIS A - 2k
HIR A A2 AR & g e fit 2 =2
S 979 A ] L R B - o — D IR A
A2 [ e B B R A 2 £ ELIE S - WS
Fr e IR A AH R SR L =R B B - S i 22 i
A EEIE - HICHESERG - &
3R Al 22 L I R AT S
LIRS



FRARARRERFT VO F L TEREF TAFTRET AT AR

NHE R R A R
PR » 1PN Sl B B E IR (BT
BTN ZEHEFS > 2013) o HIFTEN AR
B E TR R =00
1 AT RPN © BiERERESS -

2. B EENEE ¢ AL R MR E N E R IR 5
o~ ARSI ERE A i RERE S
REER AR e E -

3R MBS BT ERHE IR IR
Kgaae -

4. TR bR « EE T R T o
B EHS P A B & -

REAS B AR - ARWFEdLER%10
LF TS - WESN MBS B -
B30I H 1A » FHR40R4955H4N »

BRS0ZESIBRESN o ZahiEHBEEEN R EF
BARE » ZHH R R ERET
R~ T~ R WK B E ZE RER
BLUNSH » 3502 THEARRE ) ~ T
BRERARE, ~ "KEIGKEREE .
CI/MRIEIIEE o TR EME R M TN
B, o
(—) ERUE
ABFFEA20 144E12 H JEERTHETT 1 KRS
5% - PR R AR 52 2 4 SRR Tk A
B R20154E4 H 25 H RS TIERG
% o WS THRRN A ERS R - EGERT &AM
Btk FEIGE S TR o SEMEAEE
BeiEgy e ~ 523h% LIRS « SZ3 T
ST UNYERE » LUK 23 5 o

R ZHEHRRRELAER
e R g mpR RMEM g WREE R
fe e i I e G
PO1 38 = REF 7 BRI 18t 5
P02 40 i R 4 HEBAREE 18t 4
P03 49 =HEL REZZ 19  REAEE It 19
P04 55 KE AL 17 RBEBAEE T ~ VRRIE 17
P05 53 E v (S8 17 BBEAEIE T8t 13
P06 50 HE R 24 BRI T8t 24
P07 45 KE KT 17 WEBREARE BAJJ 17
P08 55 K ¥ 16 IKEIGEIERRE  EHHERE 16
P09 57 KE K 16 IM/MREESE  FHPGAMNIGE 12
"IES]

P10 42 KE ey 1213 GEEMEREE T EE 13

=g TR
A o IR HARTR R A A R 2 H Al R G AR IR R -

137



B & 4 AT £14% %24  (2016.12)

(Z) BRI

AR DL 2 R R AT B RHIL
5 AR RR - ITRE LRI
PR F B (B 53 A7 SR < A8 Db e i S 1 7 il B
i i T UR BRI AR R - AR
RSB T A A IR R - 28RS
HHRE S b BB o BRI R — AR
o R IRGE BV ERRT K » ERIRGEERIK
I DURCEABERTT R - SN L B AL
M4 R

1. FRIBEEZEAFK

AR AR EEANE R T 2B
TS [FEAZ R G Ly A PR R LA
AR - DUk E B P YIRS TR
7 WG AT =oRAE A HAY -

2. FEBEE T EREEANRE

WA E A=Ay - A
AR BB E ] DR EGER - ARBFFEac
WRIEIGRES R Z WA e TR S E R E
Dl B B EGETRK SR B
PRUSESE

3. EEMEECENERTS

B 52 1 B e T B AR B R R K D
FAFRIE R % - 35 W92 5 Ba 4N
IS 2E &R - DU AN AT % i AR A I
M BEIFTEENR > NESgEHNF
EaFa A -

==X
B33

138

B~ WFFeR R

ARWFFEZFEREIBE LIRS - B
28 b B B DA 1 B LR R
DURe FEIAE A5 B B AR R A2 52 » HK -
Tt 22y 5 B B /D 4 2 B A AN K
P o Btk - AT N Sl B B DA I SGE
BEESEN LG ARGER - MR
P AR S5 -

—  TRERENESFEEREELANER
A S S 28 LR 4 B
HEEITERAR » G S R T

ARTAE - SRR IATRUR - GRS
RIS R R BRI RPETELES ~ 1R EE
i+ Fei B By Ry POABIE B -+ T 18]

BB R FAAR] - TS ARG 51
B o

(—) REHA

FENGEE HERIORBRRT - B
AR K - KEEE M2 AR
T TEYT - IREEREIHCE R
ERITR - BRIFE S LA HHERE
TR SL AR -

EEZRIBE TR - AN AE H A
gog AR - AURIEREAN A - S
BT E REIRD - PREEREER
G EH R R EGE AT HAVERR © ZHE
PO7HEH - AR TR A ~ Ik > 85
FARAE AR - BEIE TR AR RR
A > FTREA & i R 8 T B RN A



FRARARERFTIF L T EREEFTARTREE

AT 2R

Ko R T RRLURCEDT 5 AHS - SR
G B EIEHZERER - LB ENFLE
WA R PRA R AR R A - S35 » Xah#E
POSHIE R » MEAR B 222 R ATHE & -
E HOHR RS - Al TEZC
B BRTEZE R PR atHEA &R -

T BATARA Rkl
T PTART €4 — A KM
AN

%o, (PO2)
TRAE o B AR BT A
B RN A B AR SR 2 LI 0 RE 4

RS SRS NS PSR S
'fé ’ j—@%#&:#a %ﬁié’]’ﬁ‘%ﬂ ° (POS)

(Z) B2l sngR2
RAIH O T REEZE RPN - F2R

AEA IR LERR T AR - BRZE LR
I~ IREIAL - DUSCORASSE BT BRI -
FeiE A ARFNE > SR & b AGE AR
AN K o M3 - S 2 LBt

HAll > BSOS PR AR - HVELZE Ry T
RILUEN T 5B TE - ABToeiss i
T2 LLRE B AR T R R DU =28 - 2R
PORBREG - ZETEE - inREA - R
PRI AU, - ANRR IR A FE R 2R R &
I BT ER R — P RN A2 A TR
ZERPIR 5 IR ENE TS S HRRSE
Pre] ARG ZE RPN -

1. T AR,

BEOIH - R R T R
ST R R AR R R T - DR
R R X 5 B R IR AR+ 5

139

@*ﬁﬁutﬁ@,ﬁﬁfﬂ$ﬂﬂ’ﬂr ARELEEHE 7= - &
W W BRI G O ZE A A B R H AR

%ﬁﬁ%aﬂ%’T%ﬂﬁwﬁﬁﬂﬂw%

P
rﬁ%iMﬁﬁ%&ﬂ?Ar%

ME o RAERTTFERBREALLRA
R EJET@% R B0y —
A& -, (PO1)

"R ARG LEE > B KRG
IR IE 7 AR LA A8 I 04 PR E
F#2 5 (PO7)

2. BEIE

£2 (CNESTRLS S L RS E SN
B+ T HLRE B P % S e PR 2 B Rl e
TRBRZ » L2 RN TR 2 E E R ke
k5 A REME i PR R rT A 22 LR - AUkpiE
HHNMETR ERE AV EERT - ERBER R E
KRB SNEZEMSMES - VREESHES &
AR~ RS RS AR (2 AR
2013) ° BEZEAHPOYTERRE H CLA 2 SEIGE
IERR BRI AR AIAS SRR - IS LEE =
BN - R R R -

RN ECERGENOIOF 37 S
T TRk — B AR s
TR BB A - AR ) B A 445 o R R 8

W TR AEINEGARLMEIZT?

HABRREIN - e K Jm Flafndm T | g
#wEk > ZMEROOOERHOOO
BEfR o B — Rty b A o

R T REAIE, LA AR



B & 4 AT £14% %24  (2016.12)

ko RV T AT BT AR R B R
gEmaE o 1 (P09)
3 AEEA

BHRE (Zi#HP04) BHIHCHE
THRBZERFERNE T - KREGE T #
A R 2 R iR R B G 7 = B
RRER T H oz 22 Lo s e = 180 =t R AL
FEMET (R—) HIERAA69 % GEL &
HMIMEES A T HEUAREAET (A certain
medical treatment or procedure ) | & {FH
FF o A R A B RGE R B 4 =
i TP RIE 2 S A AHB R EEY) E] DL
16 -

"B SR TR A G 1R
AU EEiF Il A —EAE - F—1E
RIAVT AR E T AL LR F RO9AE A
% e 5 (P04)

(Z) aEuER

TR BRAGEN 2 1% - BRI A AR R
R EREE RENENT R LEH
Bh A — 8 e it 1R R B 55 1E S 1R AL B
i - LEINEE GRS JTE E B IRE
IR B R A T B R AR A
ARWFEHs iR B R R B - E B E T
HAl A R R LUT =3« B IaE ~ 1/
f ~ B b AL o BRI B RS RGE
H RS RN BB 22 e ARy T3 R AN
T T RN R Bl A AR e T e R &
BRARTL - B Ik B L E A I 4 1 & B

140

1. RS

WA TR - FEEE T
fER A IR R BIERI AR - RE RGeS
AR — R B ARG R B A AR
HURSE - A RERE Se RS BB & T RE & hill 2]
HIRTE - PR A AERRINTE - SRS -
S R R EE - IRt B IR T TRy

"HERAZE Y e R
WA BB BERN TR
WA A BAF o B L RMAREFIE— 08y
HMARAA » AR EE » HAHER
AT ARG Rl & £ 2
£45 - 5 (P0O3)

2. |EEA
TERETEN R T L B P sk A B R A A, - B
DTS N FRE - REEE G RgEE IR
TR R AR R A A, [RPERAERY
BN A R ARG Y - 2 T IREYR
TEREMIIR LA G Mt B
TR FE AR TR AR K

Bk A KAR 09 B o R AR KM
WM IR G R ~ BT P RATRE R

HFREM -, (PO4)

"FER AL fdH R ERER
BAAT RIS IE o FRILA LI E
SNERBRFLEREER  BABMLA B
b Foygmda o AL EARER] 0 T E &R
X AARNE Z1E A - Aesd—
Sk —54F -, (P10)

R e



FRARARRERFT VO F L TEREF TAFTRET AT AR

3. BHLERELER

FLegE (3ZGEPO1 ~ PO5) {Ead%IE
FRER AR % - it HE 4
TEHE S RER B ETEY - SR A HRTE
A]DAFHEHEFFBUR - WA LRIBIDRE -

Mo — iy A RS B
WA BLAE Yo B2 R 04 B AR R A B AR KA
N AGE IR > AR LRI B
N R  BRA MR R 2R
AR L0y R R AR — AR A B B IR
KA BB LB R 0 ARPIRILE 0 AR
KAV EM Yoy~ ERE - (POS)

(m) #& & w5 h

B AR e E 2 2R AW o HLE
EIRIG T AEDL T - EEREEHERE
e e R E ZE BPN Rhiig R 2
B o Kt - Fhias BRI ARSI HE -
O BT Bt A S o = S R U
SCHE M R RE AR 2R B A AR A 5 L
FORRERRIRAL - BIARSETFle 2 A T
JRRMIE © AWTFesi - 1 2RE A At
Eia B AR R R AR - it EiE sl
e AR [ R IR B PR A B R B A
- AR S BB A EDRIET i - 2
TREAERL & B — I 2 e BE -
1. it EEFE

28 IR SR REAE IR T S B B D4
AR - SR EE N Rl B R I T
2o MRIREF AL AR - B2 B
RRillEH - Bl SEE B ERI RS H - &
AR AT ARy NS EERE AR Z

141

RIATIR A RN 1% » SahigZomit &gt AE
= W 4 R i 2 D NG = N
"B B REN TR 0 de
R KA B IR IE A T A B L5y » AR
AR ERECEERE - WwREMER
HRWFEB LI RS BB
Goy R 0 KRB DAL - KN
RELEFH BB RLAHNE S
THMERBBEREYZ T Rkt
RPN T EmERENE Rk ES
EFR -, (PO7)
2 EERREN
ARAEEAR B PERR DU KB B3
BT SERS B - 1 SRS e B G HE
IR R AR IRAYERZERDL » AR R
JIHRYE - WA AT DI RE )T AT
o LEfF -
"THEHANM (BA) BATHEKE
ZHR ) AAERM (RA) 9 FdETR
T4 - 5 (P06)

= FRRERFLF2IRIBEENRIE

IRIBFRR A - B A SRR
FIRFF RS R ESEA R A ~ N E
I BEE - DR REREEEE IR
& o HrpDIEb R %+ RGeS S
AR - AR IR Ao 5 HoAlRE R 25 A
ZERANGELENE G LI - BN
+ o MR AR - QG LI R A S
Fo EBIGE AR -



B & 4 AT £14% %24  (2016.12)

(—) BEEXAS

YR EEAE R E RPHRIGIRIL T -
R B BE R E 3 A BUIUAS AR AR 2R
B Horh DGR Ry o SR R S
B DR FEGEST S - B 73 E
RS R AN ERR - (HH R &
AR 15 e T T A B L VR R i DA
BH » FrLGE RSB ANER AN S - B
TR R R E R K I e sl R R R S =,
KAE—H B -

"R & AR AR MR B IR IR T 1S B B AT
LEARAES BN HAREBEREAL
BH EBAMFERMENEREH T - £
BlAH — L ZRARLEB B
IEB 0 AR B S RAT — B S ey B R

A2 AR ISR IEA e - AT
TREXBAREFRHAEL - 5 (PO3)

(o) mRE

AT BRAARE R A R ZE RN
i A BEIRE AR AR L AR HE B K K RS
J7 -+ FIBEhN ~ BEEHUS SR E B E R
TEHE S Ry [FEAY 2 22 FLBR R IE B » 47 =
WA RIFSEREE » R RIS 52 2 RN
W REE T i BRI REMPTS
2 WA R e A2 S EE -

TR ERSIBLIERE W
TRETHAGE o G RRFEAEDS X
% MR EF R AR A @G
AL ARERATER G B4 4R REIA
BIFEA » KRB ~ S dLtbileg e
PR IR K REZRIFA - (PO4)

142

(Z) WBRER
2B RN - K 2 A B - Py
uﬂéﬁﬁﬁﬁﬁﬁﬁﬁﬁ EIESZRIS S p iy
FERBHRREN - BEEEH SR BRS
M%W%%ﬁ’%ﬁﬁﬁmimTﬁo
"B FE o B AW REME
BE WA iR KA REHY
Farwk o, (PO4)

(m) EEEE

BT RSB T - e
75 AR A A o A5 2 R R RE A
RS T IR B R » FENGES
Fo T RS S L HEYIREEIRE - SF5LIEE)
EHERIMEBIR R A R e TETF
fitt (@ (FERERERTM) ~ GIEE
FEIRD) ) BOUR - TER2% -

"OAATAR AR o BLAEAR L4giE F
XABZHERE  FHE  FIRARL
AR ESH - o (POT)

TR TS W L EH
Ky AieMikL £ - FRLRRKRBAT
% RIEFHRI —Rm A R E LR
miA -, (P10)

(h) ZREREEE

f se 22 R fr =8 A &G D 8
%QQ’AﬁXE&ﬁ&ﬁjﬁ@ZFﬁE
e DABOR =BG tHB & AR IR
%@u$ﬁfﬁ%ﬁ@%ﬁﬂ%ﬁwﬁi°

"EBATAILE C IR BEF LA
AMMIXACK P EMAME L - A2
% — g AR IE 0 BB A IRIR A

9,—5—-/%



FRARARRERFT VO F L TEREF TAFTRET AT AR

Hiflm A o g AT A R Feid -
FRf VA RAP] B8 S 18 04 3R 8 HR R M BE PR IR
Rrm&Ekee -, (P09)

= PRREUSIFIEREECENE
BTH
22 RPN SR E S D EEIGEH A
Al KA — M AR TR SRATR] - HAYE 22
Ry T IR A EEE - AEUS AT
VAR - W E AR -

(—) FRAERELEFRREENENI =
ARWTFeEER - HziiEg EBEIELH
Lk EFE G A o AR AR - R R AN
BN KB R B AT EZ BN THE - 8
A —ERIRRL © A g S 2k BT
08 - BB DU A I A 7 AR A 17 o Bl
AT o ARFSELL L B H AT EaH,
TEeEh R R BB R A ~ FEAL ~ P SNt
Bl A\ > S ERIT R ARFP & R DUR
T - EHTRHEERE T HEER AR A
Al EHTHHACE AT AR « £ B2
TERENEAS ~ A BN A T & 5 R

1. EFFEAEAR

B RBIRR RS FEEE R T
HIEEY) - BUE B E AR - g
YITTRE BN KR TE A HTHER - &b
RS A BT A Rie R T

"R KAl T EMEE KR
TEHRREAL  FRAZLTATAF
KAV S BEFE KA (&) o
(P0O4)

143

2. HEBRREEEM

AT R GE T E R EEY)
HilZ % - RTIEEEYITLURIR K R TE L
EAR - BN R e R B M A ER A o BUR
FERGEE LR LGRS L &R
BE 7329 FEREENR T AR
A 1 R AR AR T - e —
F R A E BRI HR B R EEY) - A0 FE
BEHERE RN A o e I ELAt s & -

" Pt e AT B A VT VA R 4R b 4]
0 JmIE o R AT F R AR L T — 18 ik
1% g5 B M ¥ & R HS P& & 64 B =5
& KA FHE UMM FRS - BR
Tk EZAFARE » LEITEERRK
JE R o &AM 69 gR 2 R AR AB M e AR
o ARRGEE AT 0 B &4
AR PTAGE W AT A FAR IR o
(P10)

3. BB AR A I E P&

R FEEEE (P07) FoR @ HEiRE
e ~ FEEUEMHRE LTREEINE
F - H ey BB AR A e Y R RO —
AR o G LSRR R RY B AR ESUS T
Yy - SRHEHE BT T -

" F e F Fcopy F AR RA
FeARARER TR 2T EHHA LA ANME
B @ % RIS ERE R FHNE L
AEMSH AR ESEE R
Ry iRm0 R m ey A A
By @FRMEE B TEHAEX T
FROEF c BRAERMNEKATRLT



B & 4 AT £14% %24  (2016.12)

W RAERWME T 0 ARG RMEE
RlAE o shash R e F R &K
BrRogET®E » ey do ey
AHAARRIE N R RERE  FHFTR
KA W4 - MRS E ARG RBEE
a1 B BT — A H ey Tl e 5
F o5 (PO7)

4. EB D ZFEM UL

& LB RG> RN £ 2
F o BRIBH PR A B AR EE
AEEEGHERHTEERNES (ZihE
PO7) 0 F0E - BUR SRR IFIRIE < K E
B - BEIEAPANREE - FEPRIETI AL
Tiatam o LA G ESNYTE - EEit i

WUk > ZEE - EERIERRE R - FRFRE S

FUBRIRIN ZRER T SCREBLEE ) -

"X = FAT o R — 1@
Pk &b RIEMRRE ) 9T ® > RELA
FB s —18 T k&6 R, - ARE{E-F
&R EEREN R K > RAHNT
A AR — A IE B A G ALBE - AR AN
AL EEH o (PO8)

5. HHERRRFERRSE

R T S i B A (IR ) SR
FOR 0 HOR A EBFH G AEEG - #E5 L
ZHBEHEMECIFHAET = - SUEIRA
BAMEREMEE - A & EUE R R
SRR AR SR BUE AN ) = o 2
oy 325 3 [T T Y AT - AT S N YK
8 q DA EBHREEE -FREaEHS

144

ToRINE - EEERVFFRTEZERA - &
AEENCHR B B R = 0 YEEH
O RAEMNERZ » S EZERE - A
% ] A2 [ ) B At R 481 (3 (0 A5 o Y
BIIE - rfeflEELE2IFEEEEH
TR o

"R ARMEREN > ERA DK
FhRMARGEER o REHE A2 RM
FMEA —REHITH RERKMEAK
A —AIPR o 5 (P0O6)
(2) ZRR BRSSO FTEREENE N

FE 2 MRS B - FEEEEIERIREA -
ANEGFIEE N E A - FAl 2 TR HE
B FRERE N - A ROERE HEEAS
ELEGE - R EE A DBEXMREEHN
iR o M ER S E A B RN AR E -
Fir U A 22 L 2R B 28 B i A AR Y - 22 IR
HEE o PR B AR e R 5 TR &
Lo IRBFFEAS B FTAS SR B AR L = K0
BE B EREE R RY ~ ZE AR
H SRR o B EERE RS B A
BREEANBNBEREEENVER £
B AH R U 2 A FH BURF B0 A b B SEAH R
HARHEER SN IETEN: - A B REE SR
I8 A HIAT Fre S B 585 it 19 R} B A B9 1

AT

1. BERERERRET

PEATAE G R B R RS R R T - BHPREY
PETESF I EEA AT - HE R 2 HAD
B BRI R (FHEHSE > 2015) -



FRARARRERFT VO F L TEREF TAFTRET AT AR

£2 (COESUISE Sy I SUNN R
EHERE SR - —HRHEBMER % F2
W B R B A R R 2 R R
A R I E A -

"RMEREBRELE  BAR
B&Me PRGN B AR K
scda £ - o (P04)

"k b od e — A 0 BA
F R W R R - B R IE R R
#? 5 (P08)

2. ZEEMRIEES

A 26 AR E T B Al 1 P B RS T 2
HENTE K 1% - i ERE A e HAAA R &
afam + MERE AV IERENE -

TR B 4 e R R B A i AR
T AIEREW » 15 R e Nm R 0 AL
— e RS Z 4B F e B R
T, (POL)

"ORE I B FE L R BE ) B R R
T RIB IR AW ol A IS4 @ 3
Mugsesk - (PO6)

3. B B ASEEmERY
B2 e BAEER I EE - 514
22 R BB IR KA - FrifE 2
ZEEPO5 ~ POTEE AN « FHEE ~ SUR
FrfSEIRIEEH - 18252 R B E R HH AT
TR ANETHE B i 2 ok B aE & A
IEREME ©
TR e R M B
A @mEEF N AR 0 BlRIET 4%
W2 RA—EAESE > AARMNLeL

145

TEFeyeER - FHE L@ E R E K
PREs A ey R ERAPIAR » R Z2HRK
AR —%% 2, (PO7)

m- T

TEHARE TR R IR K 3R - 22 R A
HE A RN RE N H & W
L& o N2 W R AT HERE ST - BE
W B LA TS BN - TR S M A SR L
B AREMETH A ATG C T/ E (MEWS
R - 2002) - AREIRIEHTFC R BLAHE
SRR REMTIE - SR HHAERERRS -

() ERERRENBLFIEREE LS

AFwK

TER A AR BRI » AR SRR IR
Al AN R ) B M AT B 22 L
RARYZEER - B2 B A 25 s A R A
BHEGIK - M AE AR EHTK - LEE
B T yhEEE A ) RIETT R - 2R
L REEEZHRE - BRCUREESH » Taylor

(1968) BYFFRIG R » HEIRELH] I 22 I3
BB 22 R IR L AR A 2 2
HEHT K - HE2ERAEZEEEZ 2
% - WRE TR S — g RN =T
3K (visceral need) - ¥%2FLPEIH YRR
WAIAHETE - A XA B AR R AT
ZEEE -

AW R BLET £ - B IGE & — 5
IRBHA R LR th 2 FeiSE RS - S A2k
ZERBIR I - SRS AR
BT HEEERRAYEE - fEWilson (1981)



B & 4 AT £14% %24  (2016.12)

SREGNT KA IR BB b rh - £
FHE AT (B - 43 ﬁﬁﬁﬁa—ﬂ? ’
TGP B (R Bt oy P — it = R
Al BHIER B R ~ STEE R - e
EN= ¢ SPTRPLRTS ’%T*E&F;J:E’\JT%’
AEHBINTR (P BEFES)

AR [ R AE HENREAE B 5 [ERHIRH S0 ﬁf&
EHRPIR I SEY T -

(C)ERERRERBLFZTERESN

KR

ARWFFEREBL - 10 B AY 2 S5 il 2
ﬁ%&EZIEV B AR B Bl Ry - 22y
AR o KRS 2% Ba e ¥ 52 L
T“Z<E£ﬁ&%§’ BT U AR A B TR
TR R AR FIRRR T - BT DR ATIAT LA RS
FEE S & AR Ry - SRR - A &4k
4¥Iiﬂﬂéﬁ SNSRI - R B HYRETRE « AN

S L I e Y AR E 4
%-ﬂ%\%%\ﬁﬁ%%*¥%ﬁf%ﬁ
o B k-

Wilson (1981) @8k » EillF Kz
WAGHEAAE A ~ A3 ~ B RAY A
K o DLZE LR bl i Bl DA - R
GIVFERARE - RN EREE R
PN BRI AR B & I E R A B E
JELTT E%ﬁéﬁ%F]$D%§Emaﬁa@ » B Ry

F BRI E - RHEKIRES T
AR 3 T i %ﬁf@%?ﬁmﬁéé‘
SE I HRE RS -

146

S ERERREMNEIFIEREEZE

MERTH

AW FEAE S AT - B GE 2 ANl R A
A IEREMERS - BIPowerEdOrto (2004) 11y
H—3 PORHBMRE (illness-related
characteristics ) T o KIER A BRTE
I B A B - FRIBE A ~ R E IR
AR am BN A I T R oK TSI
Fz LM E e T AR AT AR IE
T AT -

FERGEEWE T H CEARENTRE K
1% - giE— S HREFHERREAERNE
AAERESSHE T 1738 - 528dWilson (1997) Fir
REIAMAE 7&K - BoEBEE TR
WMEERDIRDL » B N AR R — KB ERE
TR —E G HEEERE ST R A E - B
SR SN i G e e uﬁ%ﬂ’ﬁ%nﬂﬁ
AT Ry - EN R R B B E R
Igﬁﬁ%%@ﬁTﬁﬁ@ff?ﬁ%’l‘ﬁ@%ﬂ’ﬂggﬂ

(B5E ~ Heds » 2005) ° 20124FPewifd
W It B S e A v i e B 79 R IR
FHER MR IRE - &8s uryRGEH
TERR b3 i R A L At — e R P
3 (Fox & Brenner, 2012) -

AWFFEEEE - T EREEE R A O
Eilld kg - T B A &N 11T
Ry » R KER /3 A5 R8 2 m m DA
rEENEL - GEt L 0 T2
i WEGRBORKER - fEIRABHRYT
[ P18 L A G B A 3L o B 25 50 I i
FREYA.E - G AT DUERS P ik &



FRARARRERFT VO F L TEREF TAFTRET AT AR

SZFf (social support) (ZEMEZ: ~ FRHAFL
$EATC ~ BBEGE 0 2014) o

{h >

ZHEURWTTERY 1007 1 2IREEE - IR
K I0EFRFFERIREEFSE - DUT
IR ABITERRR AT LG R - SHEFTERTE

Fnakfiam - E— R I E B A B AR SR 5T
Jirp e
- n:él:gﬁ

(—) EXBEE 2 EAFTRERREETE

mE

WFoERiRBI - AR IR IR
T EWEEE A g LB R OR
MHRIEGN - A ATRER B RS R e (B -
TR ) U - BTSN DL A AR TSR
(R ACHE BRI A - A B e 2=
RPIREI R RENE - AR AGL B B2 R 22 L
PRI - - ERRE AR T R 2e R P 2
I~ PEEEN ~ IGEEEN > DU EOR A
HilVEE - BN AR TR BRI E
Al o E RIS R E 5 PO E MR
G/ - G BN AR R IGE
REER ~ bR EE AR - 5
By Ry M By - 12 SR A B IR 22 R
TR A - R T RS _ERORRE - [
A Bk e AR K - BB RN AR
RO - R ENET M E PR LW K
TPEAERE & _EAEFRGIRGG - (AR ER R
BRI K -

147

(D) BT EREEUBRERERIARERBL

hE AT EREENRR

AR L E R E N E AR
oy MG BREECEAR AN E -
Rpmaee ~ EEH - fIt0E - FRR
TAAHRRAEAAE R A PR B Rz 1 - %
B EEIREH DIBTE EE A BB K&y
T ETE AN - AR B A AT S Y R
A T LU /A T TR ARSI R £ » £
SGE Tty BB b At gy HAth R =
Afa o > SR IR - SRR
Mgz 22 BRI 58 - HIg LR
Pefv 5L ey by - B IRE AR -

(Z) EXRBEERS T HNERRERME

&&

T ENGEEEEINERZ R - GiRkEE
Al BT R TR T3 - SHENRAR
TATRHGRE - e FAa AN A -
HAHRS G - B AHEEY ] DU IR A 2R
TEE > A e B H Al A PR G R &
afl o FIEHE s B ERE A IR B EGER - H e
RS - DU A iy A SRR (G 25
REBIIRBE L - AR AR ZERI A DU
EARIFHEREE -

WFFE R 1 007 3255 B G B
B A FEG - L ER 2 i ik
i EME A EENARAE - P
iR RS - BRI IR
FHEARLE > LB FEE - KL PR HERE
IS EHE < g - LIRS e
Ellfi A toh ey B H M A o R MR 5 -



B & 4 AT £14% %24  (2016.12)

—E=
(—) TEREENABRENNTREEM
FR R AVR M E
WFoERE B 1 ORL AR BEF » K53
HEEEISHTN &R R 2 R tHRI IR
B R FE RN R E I EE AR —
TR B K W] R — SR ETE
SR 22 BN BB R AH R AR S AN
TR o R RN . B R T LA
EHCHYRE: - TESERERENEETZ
EE) - SR ERR - BE - AE - BiE
INREE - S REERE 7 it g
Gy S 2R FLSIR A A R B o R TR
BB T R R 4 - taT DURE e
BT RPN IR - AME RN AR AR
BACREFTEY) - FERGEE BN RS
AGEHEE - HOR R R AR TEIT 5L 5 RN
BIFELE » PnRMENE A4 B RO B AR
PRAREHIRRAN » F B AR RIS - WTLL
WAE Lt glA - BREFF SR LERIR
JEALR (FHZE2HE » 2001) -

(2) ABRZ 2R IGE N EIMFRLE

HEHEM

AWFZERE - 2R B E AR
ORI T - — BRI E y R Y
HARIE - A e AR ER S S ] DLEL IERR
e E SRS B M i B B H s B IR AN,
FH b W] B A2 1 o 1 22 LR K RE 1T S 2
FEHEENY o B AR RN A Eie
HEEIR 3 - AT RN &
ANE e HVEREL - WA AR S 2

148

A » AT LRGSR R L e A 7 ey
TREH - SE IR MR PN < T SR - 2
I RN - B RIS DU
BRIk S i R R 22 - thRER R B H At
28 RPIRNIR SR P 7% - AERTFERREEE
oo IR 2 REE SR AT Y ZE PR A
Rk TR o S2EE R RPRIIH
BAEFETAL » —fRAUHES AL ERERS A
REEZE IR © T3 A i & 7 FRER FrAH
By REE) - R R RN AR
T AR RRRRR - B EAURR SRR
bezE RN A T EER] - w] DUE AR
HieMAE S A B S 2 IR S - K
2 A] DU A R A s FR — R IA - B
P ILHIFRIA] K ©

© RIRAFFE

AW FeT S 22 L Sl B B /)
FEENGETVERIT RIS - TEE AT
S Sl B B DA B A A T ROl B A
RSB ZE PR S e 5 A i A st e
o —BHAGE AT B ELRTE - JEREEN T RE
ELEBIRIREE - DUk R BE ATy
fiE REAE A PRIV - $520 Bypg T AH R 2
e EIEMREBINE - fRIHGFT2RIE
2% - QlREm D 1 B IEEH M 2 oW
HRNEIAHEETE

(—) MEHEBARZEZERMESE - X 5
B mEDER
TERGERE T 2 MR R
BRI 22 BB FHBR < BT RES DL 22 WL B



FRARARRERFT VO F L TEREF TAFTRET AT AR

ke T (BERE) o~ TS (e
M) o~ TERE (BEER) o - TEEE
(CEENRE) o WG AfERZ2% - KRiE
B PR E 22 L Sl B R AR R B — A - T EL2
FEH YT EAVERR - ARAEAE A —(EERA
RN ISR BB E I - g AR
TR REI = #O A BT -

(Z) HEBARRFERE 2R R LIS EZ AT
RS OB ] - fE A T 2R AR
TARE BT RS R A1 6 S RE AT 2 A [R) EL % 31
(- EFF ST R - ReLe i oy A A
A (2R EEE - 2008) - MRIBEA
MEH (2009) fELERSCHFTE (W AGE
R S SR AL A S IR A B 0 0 e TR SR
fize) KAWeEE M= FEAR
FlE <R RR SRR H ORISR
TR REEEA TN » ERARRBHIR 22 A
QOB LIRS f R LS -

(Z) 2EERFESHERZEBRT IR

&, MHEAAE

HRFEREWRALN S » &K BT
THIHE B A Bl T 1 B S B R OB SE - (L
i SPH T ERGEE T A SRR AR A
TIR% - L EIE S S IR AR T ry B
2 TR S RE AR T ek i B R I S
FE o FRDARAA RIS - HE ZERET AR R
JiE B THI R Y TR+ H 0 SURK IR Hh P2
0y - REERHERE ~ K HAMIFZREET
R B 5R JB PRERSE I RE ~ SRE AR RIRR U
[IRE ~ R THEIER fE R - BLRRE X

RS TRE - ERR LGS LI IR,
WFFCBH AR -

2Z Bk References

Payne, S., & Walker, J. (2005) - fE7& 0 PF
£ (R ) - 24b @ 5L X
b - (JEfF20045Hik)  [Payne, S., &
Walker, J. (2005). Psychology for nurses and
the caring professions ([Yi-Qian Xu], Trans.).
Taipei: [Hong Zhi Wen Hua]. (Original work
published 2004; in Chinese) ]

rhoeE At (2014 11H13H) - 2%
WamBANZHEE T KES -
s Hhttp://www.cna.com.tw/news/
firstnews/201408185003-1.aspx [ Central
News Agency. (2014, November 13). [Bing
tong gong yi ming ren ji dong ying pian
da ji he]. Retrieved from http://www.cna.
com.tw/news/firstnews/201408185003-1.
aspx (in Chinese) ]

JidldE (2006) - FRELERR bl B I E A B
7B 38 (855 55 I A ALY 75 K F
g8 (REMGZ LR ) - BIALEZ
RS TR 0 24k -

[ Fang, Kai-Chi (2006). On the stress of
caregivers for children with developmental
delay and their needs for procuration of
genetic counseling resources (Unpublished
master’s thesis). Institute of Molecular
Medicine, National Taiwan University,
Taipei. (in Chinese) ]

EAEZ (1999) - FEhE A - 20 - B
& o [ Wang, Tso-Jen (1999). [Han jian
ji bing]. Taipei: UNITAS. (in Chinese) ]



B &g AET £14% %24  (2016.12)

FHZEHE (2001) - it & LAYSSEAGEE © &

R RGNS o BRI 183
56-60 > [[Tian, Cui-Lin] (2001). [She
hui shang de ruo shi zu qun? Zhuan fang
Han Jian Ji Bing Ji Jin Hui]. Health World,
183,56-60. (in Chinese) ]

SLiEH (2000) - EER EEBHEEM

R 7 B — BBl - ke Ehttp://
olddoc.tmu.edu.tw/chiaungo/tmw-guide/
critic-1.htm [ Wu, Jau-Shin (2000). [Tai
Wan wang shang yi xue jiao yu zi xun
de nei rong pin zhi-Xian kuang yu jian
yi]. Retrieved from http://olddoc.tmu.
edu.tw/chiaungo/tmw-guide/critic-1.
htm (in Chinese) ]

FEZS I BRRE - MEE

(2014) o PRETIRRE B e 265 ol A0k i
= B R o T & e Z AR BR PR BT SE
FEREFEE » 61(1) » 64-72  doi: 10.6224/
IJN.61.1.64 [Lee, Chia-Ling, Liu, Li-
Fan, Chen, Shuh-Sin, & Lin, Hsiu-Chun
(2014). Relationship of the effectiveness
of care management services and burdens
of primary family caregivers. The Journal
of Nursing, 61(1), 64-72. doi: 10.6224/
JN.61.1.64 (in Chinese) ]

HE - 20 > £ERS (2015) - HE

T A SR 5 58 il 1 3 22 L
S RBERE LR - BN
i% » 34(2) > 143-155 - doi: 10.6288/
TJPH201534103083 [ Lee, Ya-Chi, Liu,
Chieh-Hsing, & Wang, Jiaan-Der (2015).
The effect of an acute porphyria self-
instruction manual on physicians. Taiwan
Journal of Public Health, 34(2), 143-

ERERESE (2009)

155. doi: 10.6288/TJPH201534103083
(in Chinese) ]

FHEL -~ B~ AT~ B BUH

(2014) - wkEEHERS 6 A 2 fR Lt
SRR B ANBRRBATR o BTZGHTAT
61(4) > 22-27 - [[Li, Yao-An], [Chen,
Ming-Zhong], [Zhong, Cai-Yuan], &
[Yang, Zheng-Ying] (2014). [She qun
wang lu shi yong zhe zhi xian shang she
hui zhi chi yu xian shang ren ji guan xi].
The Elementary Education Journal, 61(4),
22-27. (in Chinese) ]

ERERESE (2008) © FELKHEIR

FMHILOBE X fkE - 2ZbT » FERIE
JW#<E & o [Taiwan Foundation for
Rare Disorders. (2008). [Han jian ji bing
zi yuan shou ce III Xin li zhi chi pian].
Taipei: Taiwan Foundation for Rare

Disorders. (in Chinese) ]

o

e LT FRERE S -

[ Taiwan Foundation for Rare Disorders.
(2009). [Ren shi han jian ji bing 1].
Taipei: Taiwan Foundation for Rare

Disorders. (in Chinese) ]

FRPIRESE (2013) - EEBEIRE

Y EAEN S e 2 e e el - 53
14-15 - [Taiwan Foundation for Rare
Disorders. (2013). [Yi chuan jian yan fu wu].
[Cai Tuan Fa Ren Han Jian Ji Bing Ji Jin
Hui Hui Xun], 53, 14-15. (in Chinese) ]

HEPE s MTEE (2004) - HEEHE

HEIM & R - J&F &G
T 2(2)» 57-85 < doi: 10.6182/
jlis.2004.2(2).057 [ Chou, Yu-Tzuon, &



MG ~ EREE (2002)

HEH (2009)

i

RARRRERE D F2 TR HHEHEAFRELAATHFE

Lin, Chine-Yu (2004). Internet resources
of consumer health information studies.
Journal of Library & Information
Studies, 2(2), 57-85. doi: 10.6182/
j1is.2004.2(2).057 (in Chinese) ]
T B2 3 IR AN B T HE A 5
2T - MEREAERRRESE -
[[Lin, Zhi-Hong], & [Ceng, Min-Jie]
(2002). [Han jian ji bing zhang qi zhao
hu zhi du yu sheng huo zhao gu cheng
ben fei yong tui gu yan jiu]. Taipei:
Taiwan Foundation for Rare Disorders.
(in Chinese) ]
o WEBEHYE B LR
T B I T Lo B i G R R T 28 (R
Hl LGRS ) - BRI ZEARE
TREEMFERT - 2k o [Lin, Shu-
Yu (2009). Psychological adaptation and
decisional conflict in late-onset hereditary
neurodegenerative disease family
(Unpublished master’s thesis). Institute
of Molecular Medicine, National Taiwan

University, Taipei. (in Chinese) ]

BRIEIH (2002) - it EFRIEZEHIVIGE - 2

Jtri : 7iFd o [[Chen, Xiang-Ming]
(2002). [She hui ke xue zhi de yan jiu].
Taipei: Wu-Nan. (in Chinese) ]

P& - B (2012) - FEPLEAERE SR

BB S REIRR T TR < N 72 S
53175 13-18 = [[Chen, Ying-Ying],
& [Huang, Jing-Jie] (2012). [Ma Fan Shi
zheng huan zhe jian zhao gu zhe jia ting
ya li tiao shi zhi kun jing]. Counseling &
Guidance, 317,13-18. (in Chinese) ]

151

H

SRS

e ~ &fEHE (2005)

Batidh ~ BAD 5 ~ BRFBE (2002)

R (20050 12H) - EEEENEE

BRI - B4R PR
BREE R @m0 DB AT
ety - 2Jbri o [[Ceng, Min-Jie]
(2005, December). [Tai Wan han jian ji
bing ji jin hui de fa zhan]. Paper presented
at the [You Sheng Bao Jian Ji Han Jian Ji
Bing Fang Zhi Guo Ji Xue Shu Yan Tao
Hui], Civil Service Development Institute,
Taipei. (in Chinese) ]

B~ RIEH (2004) ° B —RiRE
- B i E R R T e - AR
FEZE - 51(1) > 99-104 » doi: 10.6224/
JN.51.1.99 [ [Huang, Hui-Ping], & Wu,
Chiung-Man (2004). [Xie zhu yi wei
jia ting zhu yao zhao gu zhe shi ying
zhao gu ya li guo cheng]. The Journal
of Nursing, 51(1), 99-104. doi: 10.6224/
JN.51.1.99 (in Chinese) ]

o JENE 5L E
IR A A AT K B R 2 R B
il o BSERIEET] > 7(2) 0 163-174 ¢
doi: 10.6563/TJHS.2005.7(2).5 [ Yang,
Mei-Wen, & Chin, Chi-Chun (2005).
Developing and testing the scale of
information needs for caregivers with
cancer children. The Journal of Health
Sciences, 7(2), 163-174. doi: 10.6563/
TJHS.2005.7(2).5 (in Chinese) ]

o KR
—frFEREEE S L e A
RERRASEE o FEPHFEGE + 49(6) » 89-94 -
doi: 10.6224/IN.49.6.89 [[Yang, Ru-
Ping], [Yan, Miao-Fen], & [Zhang, Xiu-
Lan] (2002). Relieving burdens of care



B &g AET £14% %24  (2016.12)

for a primary caregiver. The Journal of
Nursing, 49(6), 89-94. doi: 10.6224/
JN.49.6.89 (in Chinese) ]

EREGERNBE R (2015) © HEHELRH]

FIFHIETRE © ¥ Ehttps://www.ntuh.gov.
tw/gene/cdisease/second_level_pages/c_
genetics/g0002.htm [ National Taiwan
University Hospital, Department of
Medical Genetics. (2015). [Yi chuan xue
han ji bing de guan xi]. Retrieved from
https://www.ntuh.gov.tw/gene/cdisease/
second_level_pages/c_genetics/g0002.htm
(in Chinese) ]

i (2003) o EPEMFST © B G

HH e 24k : 0B o [Pan, Shu-Man
(2003). [Zhi xing yan jiu: Li lun yu ying
yong]. Taipei: Psychological Publishing.
(in Chinese) ]

WA R R AR RS (2015) -

R AR b K G 7 A S
FEMER - M Ehttp://www.nhi.gov.
tw/Resource/webdata/15049_2 10508
BB . pdf [ Ministry of Health and
Welfare, National Health Insurance
Administration. (2015). [Quan min jian
kang bao xian zhong da shang bing
zheng ming you xiao ling zheng tong ji
biao]. Retrieved from www.nhi.gov.tw/
Resource/webdata/15049_2_104058 K
#559R pdf (in Chinese) ]

MR~ By~ 2R (2013) - FER

PRI RREIRR I A B TR K - A B L
HHEEHET » 44 5 433-458 - doi: 10.6251/
BEP.20110829 [ [Zheng, Fen-Lan], [Cai,
Meng-Fen], & [Cai, Hui-Ling] (2013).

152

[Han jian ji huan de jia ting ya li yin
ying yu xu qiu]. Bulletin of Educational
Psychology, 44, 433-458. doi: 10.6251/
BEP.20110829 (in Chinese) ]

Fox, S., & Brenner, J. (2012). Family caregivers
online. Retrieved from http://www.
pewinternet.org/files/old-media/Files/
Reports/2012/PIP_Family_Caregivers_
Online.pdf

Global Genes. (2014). Who we are. Retrieved
from http://globalgenes.org/

Kuhlthau, C. C. (1991). Inside the search
process: Information seeking from the
user’s perspective. Journal of American
Society of Information Science, 42(5),
361-371. doi: 10.1002/(SICI)1097-
4571(199106)42:5<361::A1D-
ASI16>3.0.CO;2-#

Lazarus, R. S., & Folkman, S. (1984).
Stress, appraisal, and coping. New
York, NY: Springer.

Leonard, H., Slack-Smith, L., Phillips, T.,
Richardson, S., D’Orsogna, L., & Mulroy,
S. (2004). How can the Internet help parents
of children with rare neurologic disorders?
Journal of Child Neurology, 19(11), 902-907.

Lin, B. K., & Fleischman, A. R. (2008).
Screening and caring for children with rare
disorders. Hastings Center Report, 38(3),
3. doi: 10.1353/hcr.0.0006

Patsos, M. (2001). The Internet and medicine:
Building a community for patients with
rare diseases. Journal of the American
Medical Association, 285(6), 805. doi:
10.1001/jama.285.6.805



i

RARRRERE D F2 TR HHEHEAFRELAATHFE

Power, P. W., & Orto, A. E. D. (2004).
Families living with chronic illness and
disability: Interventions, challenges, and
opportunities. New York, NY: Springer.

Taylor, R. S. (1968). Question-negotiation and
information seeking in libraries. College &
Research Libraries, 29(3), 178-194. doi:
10.5860/crl_29_03_178

Williams, J. K. (1982). Pediatric nurse
practitioners’ knowledge of genetic
disease. Pediatric Nursing, 9(2), 119-
121.

( ¥¢FE HHReceived: 2016/2/19

153

Wilson, T. D. (1981). On user studies and
information needs. Journal of Documentation,
37(1),3-15. doi: 10.1108/eb026702

Wilson, T. D. (1997). Information behaviour: An
interdisciplinary perspective. Information
Processing & Management, 33(4), 551-
572.doi: 10.1016/S0306-4573(97)00028-9

Zurynski, Y., Frith, K., Leonard, H., & Elliott,
E. (2008). Rare childhood diseases: How
should we respond? Archives of Disease
in Childhood, 93(12), 1071-1074. doi:
10.1136/adc.2007.134940

#52 HHAAccepted: 2016/9/12)



