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ETZ— » BABE B (MEREAGILT EEER RS - fEHH) - &
F 18 %5 B HEERI LRy 1 22 2% (National Center on Birth Defects and
Developmental Disabilities, Centers for Disease Control and Prevention, 2020 ) ; Iffj
LB 1,000 4 50E T - SEEH 1856k HEE (Statista, 2020) © fE5{E -
6 %2 12 3% H PAYE 5e B8 SEAY T [F]4F- i S B Lo P Ra A By 20% (AR e A
2020) e

E5r EIPES FIREME H B ARG - B AR R AR - 2 157
BRI A E AR o HEERITERANE ST - =R H PE RS Ay
BT e BRI - KES ST RBRE AR S B RS FPAERY » SRR B PRE Fofm] - 2R
HAfATHEEH (Gibson & Kaplan, 2015) « fh4h - KINREEHE 75 2 H PEE AER
I ARYESHR ~ TBHE ~ BEE/EENT K » HHGOMS SRS » #E2
B B TE S (ZINERE ~ 2428 > 2018 ; Martinovic & Stricevic, 2016) °
FHIE AT 5L BERE A IR B DA S B IR+ S A A A E A A ERY & AR oK
i R~ HE - LBEERGSE o AHRAISEEE L - RPERTRREA - g
EIPFER RS - RS At s A PARE S Bt s @ee ) - (et H PAE
FREE#E R (Samadi et al., 2012 ) » JRNE SRR BEIRE JJ (Boyd, 2002) »

I PR s AE B SRR 1 B AR R IR S R IERY 75 5K B PAKE B HIBLIR
Al (400 - FH{EHETE » 2014 5 Ghanizadeh et al., 2009) » S EEIT R ARy =
il o A8 S AT R S SRR - RN 3= R B A AR E A H B FIRTRESE (400
Gibson & Kaplan, 2015; Lwoga & Mosha, 2013; Martinovic & Stricevic, 2016) ° [t
b o tHEARTSEZ LI R FA R it 5e 1% (40 © Gibson & Kaplan, 2015) »
EHER E B IR BN S TR R - PR TR R fRER - EELL R T E R H PE
WS < & T Ry  TARBBRRFFCE A B PAE B Bk B AR P s S 2 &3 E i
B AT H EAE S IR 2SS - BEES ~ #AEAEs ik B R R
BT HEPEERETFMEEECE - DR REBEME « FrEAEEHBNRES S iR
PR AR T Bl H PRE ERE I RS &R - AR - M EPER BRSNS
ELEEREANFEENERT e ST R - XA HEHTRK - SEEEE
HURRE ©

E N FUERFZE1: (information world mapping ) & Greyson (2013, 2015)
B T PR R A AT R tH B GRRE T $2 10 A B G 2R BRI 92 5 0 - A BhPRE 4
FREEFEAHR R AT B o PLBRGRERNE - B ML AE « fEE T A
il S T HI R 2 B E i it @155~ AT SR A E) - B 28
BB L it Ae A AR S B EEAYAHRA ) (items ) ~ 315 (places ) B £
(relationships ) o MERMENE R RITRAEIRE - JRREHIRE &R FELAS
#9917 Ey (Greyson et al., 2017) °
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FHRA AR e E PAE S B 2 SR H IR TS 5 ~ H PAE S Bt
B~ SREERAGR ~ ODHLIRTC S AT RE AU R GGERRE - By T BRI 9 PEYE B
FEIRREENWENTE R ~ A T - AWTFEER Greyson (2013, 2015)
Firie s H S R A i Rk R e NG R o B AR U 220k - sl il 5 5 3K
i (visual elicitation interviews) » FEAE AL RN T - 53258
BUEENME SRS - W LIZRE RN - BEFMZIH LD AE R HgRZ
BRI E - SE A S 2 R B R RS BRI [R50 4T (situational
analysis) » R It et Bl e e Rt S A TR G - DURII LA » B DL HE 25
EATRIEE TN ~ )~ MR HBIRET TR - BRARRE H PARE S B 1 2
WRRE L ICURE I PAAE S BE PV BRRRR oK ~ RS 600 - RH BRI S S 2y
A~ PIEFTE R Bk o ARBTFE R ISR — IR SE R

(=) PAVE il B - S AR A At T S S R R AR oK 2

(5 PAAE 5 2 = BB B Y B RR R A S RLE A 9 ~ il 2 3828 A
V) ~ stk PRI R PR B R R ) 2 SCATHRT TR B i e AN R B K 2

(E)E PAE 5 B ZE IR < R SR S SR LE R STy 2 Hor - T
SeN ~ VIRIEL R S R AR 5 2

L SRk

() E PHE o & 2R B B B B

I DA Ry — 18 50 R IS BB S R A DI RE S HE T 3 [REAUAS B M 38 Fre Pt - A
Ry B #iE (Kanner’s Syndrome ) 8¢ " HPAEREEE | - HPAERSRRIERERE - &
YRR AR RS EE R R E R - HEPERFEERE 4 CRIER - 2013) -
Mg AR TR AES 2019 FE4fE T » B ECAEZAY H PAE A S 1999 £ 1,500 % A
JA 2018 4F AT HE T 528 15,000 A - #2522 » BIAYH 1,000 AHERA S
PRy B PAES (HERRFIES » 2020)

AR 25 BRI K T B B2 1A 20113 47 F B A% A g 7 25 BT A et 5 1 5 BORFT
FIREHE - WIEEEEIR L E R BN FIE RS A A A A B - DUE S
AR ~ EE ~ KENTRE - BERNES) (EZETR) ST REH - H
B 2B e S Ry HBFE - 2RI+ Hit B PAREFERE < AR 2 A% - HAE R FEi
K WAGHEZ - BOIMNE - MR EPENE AERE SR B - R
i EREERE A HISEE - A S - REFRREE BRI SR
(fEAEmEAIES - 2015) » (HRIFHREER Z BRI TR » BERYIA HHERERZ Y]
Bt (RHERT - 2000 ;5 Grzadzinski et al., 2013) ©

E BAREFHRARIZE H 1940 SFARMLE - A 2000 4R 44 BHAAEZN 2 /¢ = FH Web of
Science B Scopus ERHEE K » 3T T FEEH TR TR H - Alf DB EATLG
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BRI R Ko - BRI Fe LURRT I PRER S R EVIIT % -tk
TP STk BORBSRIEAR ST By 2 5 ERERGEIN 2 DUt AT Rt ~ K R
iR~ DEREEER E IR R B A SOt &R 5 A i 6,000 5 ST
o EEWEERE R EERE - FHIENIE - R - RERRET K
%o NI - EEEENEFVRFT GBI D - B 1970 A2 5 78 H PREANR]
RSO R » Ho > DIEPARERRRE il BRI G ~ B BRI Ty £
MTHEES - DH HEERES BB T RAHR ST -

£ HPEA L F EFHGIRDL S - BIAEE < B PREEIRER 1A BUFELAL
(an = BEER ~ e ~ ihgmE) BITHMER T - BT SO R
IR BORZ At - 1 25 5T B PAREAHRA SR (40 - 3 R E PARE R
&8~ HEREAGILTTAMER RS - BENtdmfEed - FrEcElET
0T ) 20 8RM] - BHEH PALERBREDS B H PALE B RET IR iR e e &
B BRI B ERE TR - AR Ese B R TR BRI - IR E T
LA nE RS N 5 HPRAEARRR G - EPAE R B L IR B B A - 3F
ZIFEAE R R ER - S T HEEARER - CHE T HEER
AR TRV Bl - AR ] R EOHRA RGN - BIA0 - St v 1 e i
BabyMother#5Ehit ~ BabyHome BH HH V-5 » DUkEE IR (40 :
RrECEANE AR 5~ HPER THEE RIS ) M5 208 A H sk #
H a0 - i) - b - BB AT hEE B0k ~ TR LB 169
ISE - I BhRo T B H PAREE HIAEIR - (B2 - AT E A A e R
an - JeER s e ~ BT R R B = - HHEE S IEE R L
i S o AW LIRS E L M Ibh e R NS - DU Tt SR IR
FIREZ AR LE A IR AR R A AT K

(=) E PAE F o T S i L BT

B PERE G B S e et 2 2 BTiEE v 08 g - (B H2 R
K H A G2 B2 B A S ERYARYL - (IR e Sl B 2 TR A 5 R
FIFERRELE OAL ; S tR - XA HPFERRSRRAZ ~ AN R ~ it
GRS FNE - RS REERAEE S - CHmENEAAEN ~ T#
TR ~ BRI E RS - B i B PR B R ) o2 2k (Bl ~ SR IE
25 0 2014) - [KIth - EEmAEZ AR - TR RS RE A BE 70 2 i HAF A8
FY ( Grzadzinski et al., 2013 ) ©

TEHEEE HPAE SO AERE T - PR T EAEIGCE - MR BB ~ O
BEEARG ~ A AR EAR T L A - A H PAE RS L A TR B s
HE (ZERE ~ 24248 » 2018 ; Ghanizadeh et al., 2009; Grzadzinski et al., 2013;
Hastings & Johnson, 2001; McCabe, 2008 ) ° 4} » HEHEEFESHA EHEHE T
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2Rk e CR IR ik B W SR ~ HPE P AR E LR S B R
REFHFAARAN BT K (ZHEHES - 2014) - AEAEHHOEERES) -
e f s DA R IME BRI 5 A R P RIBR I RTRE » 25 TR S aE 12
FIELBSAIMHBAEEN - RES N TRIRERRE ) ~ RS R RBE N ER -~ 5% - i
B~ FHEERK : K2 - HRZ RHARE I - F 8 e 2 4 TR R R
( Dunlap & Fox, 1999; Martinovic & Stricevic, 2016 ) » HLRTREH 5 FE 7 4 JFEAAIAR
B H & (Jarbrink et al., 2003 ) °

SRIM » AHBAIFSE 2 E AR RS < R HiA - Ry Ao 548 H BE S By
WS R R 2 BT - AR & AR DUR A B P RE s e HoFg ok 3k
PSRRI AR - ANWFSEARE T PSR R R - SRR EEN TR -

(=) WU L PR AN T s

DAGE 2 BB E SER » ACREHS o L E B - 1 B e R e i B R
IRDUANERF - BERE R REN &2 MBS R H 2R E T K (Given
et al., 2016) - —f2RER » MBHE R Fy Fl B A8 TRER IR TR FITR SR
M REFESH B AHE BEE (Walker, 2009) - & 58 B B DREREERE - TREEE EE
SRR rEE A ] FEYLAVE S - JE1S e B RIS AN B - 4y
o F O HEURE 5 Lo P B BE Y R B CRE (Walker, 2012) » MIRR R L 2R
B R ELZE A 5 (Givenet al., 2016) °

LA FEA PR R By B BE W E RS T S - H A T ey R K
HiE o MAHEETER L - FEEPEE REAEANER - MBEENERFERE
15 20 1B BIREERTE R AT K o IRBE GG AR
BE LR ~ o PAEE 5o B A WRURE 3 R ISR ARE A S5 2 U S FE B & AR (G
2~ Bl%E > 2018 5 Gibson & Kaplan, 2015; Gibson et al., 2017; Martinovic &
Stricevic, 2016) - 5 WEBAFE BEA EHRYERE - BHEBIR R S RS il
TR TSR AIBYRE D) - 3B E CH B R IREEZEA BRVIIENE - 1271
BRI CRELBE RS IR+ [+ A5 TRBEE BB — AN - AATREAI LIRS T2
FHERE; B S A B KA IREEIRE 77 (Given et al., 2016 ) o [KIltt - f - H EIE R PR AL A
T B rErO RN - BT K] e B R B T A A AR RE - IR AT
R E A R A BT B R HE T (Martinovic & Stricevic, 2016)

A SR E M AN H PEREE T KZHERE - WEE EEE
FRF - EH P RRE AR AT A fE 58 (Martinovie & Stricevie, 2016.) ©
T R s Ese OERR F PAEE S O 28 R A » WU Sy e AN Ay Bk - e AR
RIFVENTE K o RIS R DEEEE ~ 1658 LB SRS E R 1
G3ARGE - IR B At R BR A R R A B A& rh S B B L 5 e &G,
DAf#E TR IR (Greyson, 2017) » AMEAIFEIGE A B K&t &



278 BEERHHEEEE  58:3(2021)

A o HRRE ER E A RIE R b A AL A T A A - 25 IRBRE R R KRy
ARSI, » SRS FIA (A0 - AL ~ it & LIFESEHEEAL) - HAH
PRRERE =OREH b AMAESE - HAMKSEE CHIEEST - I &SRR
EAME ARG IR R ATE R - BHERGEHEI TR (Walker, 2009) © M
AT E AR A R Nt - IS RIS ERIT RSk » AR e
H$AEZX (Martinovic & Stricevic, 2016; Samadi et al., 2012) °

AFFEARIE ERRGESE (2002 ) #f - ELFUHE (primary caregiver ) ZJEF * $F
¥ B PAVE 5o 3 BRI TITSE - DURISRRITR ~ ARSI » FEAaE
H PAE SO B HARR T AF - HEE RS R AR A R 9e s 5 » PRGEHAE R AR
RSB R A T Ry -

(o) AR SR e o B A SRR 9

Greyson [l Jaeger Bl Burnett (2010 ) %t 17 2 & i 1 FL ¥ i@ (information
worlds ) Ry + $2H TR ERET AP R AL B FUEI oeiE - R it by
—REELREANEE) ~ FIRYE TN S (4% (visual elicitation method) e
LR s (3RS T Ea i E] (information horizon map ) ~ BH{#[E] (relational
map ) ~ 25 # L (photovoice ) » FEFEEEE NP EENAYIRITR - LIS
AEE S B HIAEREEY) (items ) ~ H2EE (places ) e[ {% (relationships ) » FIf15Z
AR E S - RS - A& A E) - BHCER 2 E LS
P EEAYER ~ BGLETR 25 B2 IS 2 ET% (Greyson,
2013, 2015; Greyson et al., 2017 ) « B T & FEGER 20 - EEHHEFREIITIEE
WEA TEHIT RIS R LS - HE « HEREE (information grounds ) »
& (information horizons ) » LIS &EHAERE (information ecologies; Greyson,
2015 ) - Ui BE FH & A i ~ &b - DUCER A RB R R B - BH
fir i A AT BT A M2 =NEFNE B (information practices ) FYMEE: » fERATE
HFKI TR A » TR LA E ~ RHEEZIT Ry (Greyson et al., 2017a) ©

AR EAER BRI S » Greyson i F4E 2013 FEERE HAHFALRE
W E R R & AR R s @i b - R &R SR 98 5 2017 524%
R fE R R IA TG SO M & 3am S - £S5 - Eal LS 2 9 F i@ R &R T
FoZ W9 AUEE © ZEERFEBRPRERTF K - EElFHE &R 215
E » DI HAFEIA ~ ¥ > BB BRR (400 : Greyson, 2013, 2015, 2017; Greyson
et al., 2017a) - HARAFTEEN i E0tE « BBl EE R B4 0y H o &R TR (A0
Martzoukou & Burnett, 2018; Shankar et al., 2016 ) ~ 24 HH & T (4 « &
B > 2019) ~ EAEREHREA (iSchools ) I T4 fm SCESVERERE ARy & aH T Fadk
(40 : Tsai et al., 2019) ZEFREZ ST o BT E [FIE Greyson (2013, 2017) ¢
Greyson % (2017a) ¥ Tk BE » SRl P& AR SR m S e B P B Ak B i
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LRI TRkt - L rTRRIFSTE DI 2 B 2 A IR R Gt S (G AT T
Ry s RERRy - A& SER S 7R E B R SR E R A
RWTIEE DA B By h L L A IR R AT By~ RIS BTy 2 iR
& (RHARASRE TR 2HE) - IR EEE P EEEEENEHT
Ry&ikt o

b T &R R E AR SR B E R 2 Ah » Greyson g (2020) gt ¥ 534TE
TSI AT TERALRSE » 41« BMEAASHT (qualitative content analy51S)
FHEY ST (compositional analysis ) ~ #4347 (conceptual analysis) ~ [E5E 547
(situational analysis) » MiEEH AN [RIS3HT 7122 (B GRS K (o RS - FHAARITSE
AU TRBAE R AN RIS EE S - BERIGE T - RS & A R R
BHBAT K IESE TR Z A ~ Y ~ R E R -

= st

AR FERA N ISR E T TE - EEmSEs [k - DR (R Rk
BN S B ATAG R » 5 PR H IR Pt HRIYE R} - R3E Greyson (2013) » 5&
MBS BT Tek - WEyess iR B g EatE - (i yess IR ZoThy

B - BT R EER B - WIS MR HERE S AE) -
DR iz 5 R R AN BT e 7 e B FE R 55 (Greyson et al., 2017a) © W52
FERGERE T - G552 DLE Bonl rang SdE & - 2 8 HUEE H PAE S B R e
S WEEHAE SRR HEE - SR I R A ST TR RRATE
] - iR e P A BT RAYIAEE - DANISE SR B AT R -

SE VS

ARWPFEER VLR IUER - S1EHE B M 1 P S B SR 2 B (A
HPEMB RS &~ RSB IR S ek 55 ) - iP5 3508 ~ w178
R R T RS BORAGREALZ AR - BHE GBI ZEBOARZE
ZIRSANE - B AR L2 5 FR - DURSERGRA - ZaisesE
S ANRELSZERE I i - SRS ERN - WHeE eI R i s SRR
#HFRME - MRS AR Z IR SR i - F LRSS atE 7 =l
DIRHEE ~ #E SRR SR, » METT 2R 90 & 120 23 SRR/ A B A AN HE S [ 48
B o FhRBRLART - WS ESLDI R H A A - ALIBSZE IR TR ~ RREE
BRI - B2 - AR EE’JE@(JIL& + BORME TR BB R - W R LA
IR F AW L KIS RIS - S P Se B S R RS S A R R
AR - AR Jrﬁﬁll%ia °

A5 EEWTFE T2 Ry i s A M B At S B [ 55 | - — 35 B KR
Greyson (2013) ~ Greyson 5§ (2017a) 2R - WAKAWIFERET TR R R
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AP > EEREFE =KD - B - R 7 EIE B PGE S SRR B E P
TESERE 5 RHEAGTROT KRG - AWFEeaE 2o iy
y—RKEL—H - B PAAE b B A A B s ARBER IR » B8 AR 4E i H BT R5RR
WA - FbTEE e — 2 AR 3 ] 52 357 IR e ) PAVE Sl BE A AR A S IR
K~ FEEENRIAIREE - JCHAHRA ~ P)BLES - DU HERER D SRS
EATRITR » ik - WIEE L BERER S —BaR ik - IR Eatl it i
MgETES | - Bl—5R A4 FHCRT 12 R SR A E T H - 55525 B EEA A0
BREVEET TRy - A SR TR A AN SR © 255 LR H CA R BRI R
[ > Dl ek BRI AT P S IHE AR A ~ 3~ PRI - SR
SRR TR AL BB OR o AR W ERS R R - PSR B RIS B e &
A S - MR R A A BRI - DS HEGRER AR -
[IEECRE% S Eral Sunbe e EVasl i s GE I

C)RFFEE 5

IRIBEEER(2021) & 4 BB AFILE ST R - SIS B Rl 6 e BR2E 15 )2 5% -
AREZEREBEHHEDE - mEERFE e 2 &V F4a4) i & Rk (2021)
LB IREAE AR 125N » AR L L6 2 12 5% H PALE 5l 8 & 2R
FebfFoei g W RIS E R R 18 BRI~ TEE i 2 IR S B R L1 -
B FHERIZR A - Ryl — iR & nI el < EalT ok R & TR - A
WFFEHRRRIS Rl (R SN B I AL -

AW FEHETRHRR 17 AL F PAE S B R B RRAE - Hor - 16 25 F PARE S EERY
BEL ~ — (05 B PAGE SR BRI ACH - SZEIBERVTFE Y 37 5058 » P31 42.5
bR o B ERERGIuhE - RSB EE R L DIRE )\ k
% - PRGN E L o A LE - AESRET BT WS - BRI
BOET ~ W< ~ R~ A0S0 B MERTER R B T - ZEEMSETE
DisgiE i - HERAVER « OHEET - EREVEEGT - REEKGCA ~ 25
B B ERERAD ~ SORRNEE o T2 AT IR B PALE B SR 1447
ZE=AL - FFERATR 6 1258 » SFF9.195% » HE LRERREE 2 R » 2211
i+ MRERAL ~ HEEA -

(=) R

WFeE i T 3k N A B RR I SR R O B 4 e B - DA A 2 38 (40
CO1 ~ C02) » SR FRA Sk ARG B Fo 2 7R » BRI 578 I DU (et Fe A
AWFELIRE 3 R 53T BTG (unit of analysis) » R SRR E IR T
FrEFHA LS - EER TGS - BIEGUHRTS ~ R AT B IR BT o 3
o B RR B AR T SR S B GRS (open coding ), » AKISZRE Fat
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15 o BUAN 2 S EHE S FHE AN R~ B A RORAR AN 2 fE A HEte TR
> HLUEB T - 2 DIWFE € 28 L i 5 S EL S - BRI AH B
W - R Ea Y o WHEE R L FRIELR - G140« $PEFF 2 ZEIETE R
I PAVE 5 B 5 A B BTGP A B R R SRR IS I - S RIS AU BRIk
DL~ AR - B S E R T M A ERT R - PR R
S e B IR BARF A ANTE K~ BB P EERTR ~ R R AT R AN K
BERR AR TR - AT BB AR R - A0« 2L ~ 1R

R 1 B IR BRI (T 5 R S PO AR B B A R
R R -

BEENH LR T B s — B T2 oh - AR /ME&HE Clarke (2005)
ZIBH T STk » W25 Greyson (2015) ~ Tsai 5 (2019) #EEMATEER 57
2 ST - SHEHEEEIIA ~ 3 VIRHEBRRETSRTE - CHAEIREE
Frfl - BHE ~ AR - 1B5ESE - B T AR - AN E e B R )
PR BRER o AW FeiRs BIRHTE 3253/ WU H PALE 5B Ry Frin s iy A B -
BB R A~ # > HBE ~ BJERTRK ~ HASRIREE ~ &Aoo SR
DU e BUAN = WAZEG B R N - B TR R E RIS A~ YT
B - NCHHEAS S IHE RN IR SR (A0« B Bl 570 ) AR R B~ B
BN F ARV D BRC RS - A D RURS IR R - B4 « Fflsr
= MESEE -

P9~ W FE BB B G

() E P 5 e SR & R oK B = AR

AW 17 07 325538 £ R B PRVRE S BEIRY - R SR GNAR RO B AR
K HR B BIIE NG REEEEMNTE R - BRI LB SR TR
TORBLAE RN K (A0« Ao RhD ~ B~ B30 - SR MR & A2k
ESERE 200 - EEE G =S 5 RrERE il s 5
S ~ nERFOUEA LSRN « BRAR - R AIREE - UMbt A FEE
b BN KRB R S AR =R R T R R ERE - Bt P IR &
aflEoREERES - N~ VIR MELZ BLR -

1. BREAR KR ERFEER
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1EH HE R EER AT - ZRREE - AR BB ERE R
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Sl R EARFAEAYEINTE K - ME LK - FMEHE 28 a0 [ e R A
G o DUEMRE N TG R B B T E R B TS (a0
Cl4 ~ C15) - 2 B I AN E 18 A PARERRAE ~ Afrr Bl S B AHRR - (IR
B REAEIFTRS (402 CO7 ~ CO8) » FEA T HIRENTR K » HE « Bfg - R
B HE S B R AR AT T By © BEI » ZEEZ R R =S % - AR
o SBREE R NGEER (41 1 CO1 ~ C04 ~ CO7 ~ C14) -

TEPUETT SLE B % » ZFHE W AN AR 6 B i, - (Rl
PEREEE A B Pe i T BliSRAHR & AN K - DUEREC 2RI RE ~ WF—RH ~
WIRAZ BE A ERAR » [F]IRF - BEEfRERERYURAR o T MEMR R - ZiEE
NG 2 5o B ] B R L BB R S 6 R - TR RWIRER R AIEGR - B - &
YzihE RS (% SRS B AR OIS - RS
ZHENERERTTX - ClAREEEmN e B R SR T T E %
THZz%  BR)LBEWEHALHLE  ERAAEBENEL - BHOE - W
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FHA E PASERF BRI FEREREAR AN — » B PRVE 5e 2 SO A At 5 BE A it
AT Ry BISUIBREREAR o N Z3E SRR R B PAE 5 B A AR B el
RN B2 A LROEE - SR TS FRES T Ry RYSESSR (40 ¢ €05 ~ CO6 ~ CO8 -
C10 ~ C17) « Ef53 32 B RIE BRI EEYIaRE - (EBE AN < B8 e B3 FI BT R ] 8%
FE51 (402 C02 ~ CO6 ~ C10 ~ C15) » PRIE H PAYE b B Al €A KHEL /52X - B4R
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Abstract

This study aims to explore the information needs of primary caregivers of
children with autism spectrum disorder (ASD) when caring for the autistic
children, and to identify the relationships among people, items, and places
in the information world, especially the information sharing behavior. Semi-
structured in-depth interviews were conducted with the information world
mapping visual-elicitation method. Seventeen primary caregivers of children
with autism between 6 and 12 years old were interviewed. The current
study found that medical information needs, parenting information needs,
education information needs, moral support information needs, and everyday-
life information needs are the five major information needs of the primary
caregivers of children with ASD. Caregivers tend to obtain information through
referrals from and among different people, items and places according to
different information needs. The typical relationships among people, items,
and places include starting from consulting people, back-and-forth between
physical and virtual locations, and multiple referrals. As to information
sharing, caregivers would only have time to share information with others when
having sufficient self-confidence and being in a stable state. And information
sharing is more likely to occur somewhere caregivers stay for a long time
or visit regularly. While caregivers share information with professionals
and families for self-interest, they share information with other caregivers
on social media for altruistic purposes. Based on the findings of the current
study, practical suggestions for library and information institutions, medical
institutions, education institutions, and social welfare institutions are provided.
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SUMMARY

Introduction

Autism is a lifelong developmental disorder believed to be caused by
abnormal brains and nervous systems. Autistic people often have social
communication disturbances and stereotypic behaviors accompanied by emotional
management disorders, slower cognitive development, or sensitive sensory
systems. In 2007, the United Nations designated “World Autism Awareness Day”
to raise global awareness regarding autism and promote the understanding and
research of autism. With increasing awareness, many more individuals were
diagnosed on the autism spectrum at an early age.

Autism is a wide-ranging disorder with vastly different impacts on different
persons. Some autistic people may not be able to care for themselves and will
need to be cared for by others throughout their lives. However, most caregivers
did not know much about autism when their child was initially diagnosed with
autism. Yet, when taking care of the autistic child, caregivers may need, in
response to the special needs of their child, to acquire a wide range of knowledge
on medical treatments, emotions, special education, and so on. This need
for additional specialized knowledge may impose tremendous physical and
psychological pressure on caregivers and even affect their own quality of life.
Relevant literature revealed that early awareness and high-quality information
were beneficial to the caregivers and the autistic child. Possession of such
knowledge and awareness is likely to offer better opportunities for improving the
development of autistic children and for alleviating the pressures of caregiving.
However, little is known regarding the information behavior of autistic children’s
caregivers. In library and information science, relevant literature mostly
introduces library resources and services available to the autistic population.

To depict the information behavior of autistic caregivers, this study
investigates the following research questions:

1. What types of information needs do primary caregivers of autistic children

present in their information worlds?

2.What elements (i.e., people, items, and places) are included in their

information world maps (IWMs)? What are the relationships among the
above elements? And how do the above elements help meet different types
of information needs?

3. What types of information-sharing behaviors are presented in caregivers’

IWMs? What people, items, and places facilitate their information sharing?

Methods

IWM, a visual-elicitation method, was proposed and developed by Greyson
to investigate sensitive health information practices. IWM is a visual method
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for studying health information practices. By examining the items, places, and
relationships, IWM focuses on the social aspects of participants’ information
practices and the various interactions between people and information, including
information-seeking, information use, and information sharing.

This study examines the information practices of autism caregivers,
emphasizing information-sharing behavior in caring situations that may involve
the disease severity of autistic children, family relationships, psychological
conditions, and other personal issues. Therefore, the conversations in the
interviews could be somewhat sensitive. IWM was used to collect data in this
study.

In this study, the primary caregiver was required to have been a family
member over 18, living with the autistic child and spending the most time caring
for the autistic child. Semi-structured in-depth interviews were conducted with 17
primary caregivers of autistic children between 6 and 12 years old. The average
ages of the caregivers and the autistic children are 42.5 and 9.2 years, respectively.
Most of the autistic children had been diagnosed with mild autism; only one with
severe autism.

Participants were asked to describe the typical day and week spent taking
care of the autistic child. Following this descriptive work, the interview then
addressed the information needs and sources consulted in these contexts,
especially the people, items, and places involved. Information-sharing
experiences were also asked. After the major conversation ended, the participants
were asked to draw their IWM. Follow-up questions were asked to clarify their
drawings and further capture their experiences.

The unit of analysis is each primary caregiver, and situational analysis was
used for data analysis. Personal narratives and the IWMs were examined together
at an individual level. Situational analysis was used to analyze the data. It is
suitable for analyzing data collected from multiple sources and data containing
complex situations. This study focused on the social aspects of participants’
information practices; various interactions between people and information; and
participants’ perspectives on the items, places, and relationships within their
IWMs. We examined people, items, and places, as well as the relationships
among them in various situations when primary caregivers take care of autistic
children. We then identified primary types of relationships formed by caregivers
with important people, items, and places.

Findings
When caring for autistic children, caregivers’ primary information needs
were usually medical, parental, educational, moral-support, and children’s
everyday-life information needs (e.g., economic subsidies, policies, and
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employment). To meet these information needs, caregivers typically obtain
information from various sources, including search engines, official websites of
specific organizations, social media, personal connections, and so on.

During the information-seeking processes, caregivers typically prefer using
local sources to obtain local information. Information referrals are also important
in the information-seeking processes and help form relationships connecting
people, items, and places in caregivers’ IWMs. Specifically, three major types
of relationships were identified: (1) information referral and information-seeking
behavior tend to begin with people; (2) caregivers often travel back and forth
between physical and virtual places; (3) caregivers may consult multiple sources
and go through multiple referrals to obtain quality information to meet their needs.

As to the characteristics of information-sharing behavior, caregivers usually
use one-way or two-way arrows in their information world map to represent
the directions of information sharing and information exchange with others.
Specifically, one-way information sharing typically expresses caregivers’ sharing
information with others without other interactions. Two-way information
exchange typically involves caregivers’ sharing information with others and
getting feedback from those others. More interactions and discussions also
happened more frequently in two-way information exchange. Most caregivers
share information with other caregivers who are in similar situations. Some also
share information with their relatives or partners and with schoolteachers and
therapists. This study also found that information sharing usually occurs when
caregivers and their children are in good condition, especially when the caregiver
has sufficient self-confidence and the child is stable.

This study further identified two types of intrinsic motivations for
information sharing: self-interest and altruism. While caregivers generally share
information with professionals and family members for self-interest, they share
information with other caregivers on social media for more altruistic purposes.
For instance, caregivers’ information sharing for self-interested purposes is
typically directed toward helping their autistic children get better care or coping
with their own emotions. In these above situations, caregivers usually share
information with schoolteachers, therapists, other professionals, relatives, friends,
and other caregivers. For instance, most caregivers hope to share information
about the children’s current state with teachers and therapists so that their children
can receive the best care and treatment. When sharing information with relatives
and friends, caregivers may also hope others will better understand their children
or may be trying to cope with their own emotions.

When further examining the external conditions that facilitate information
sharing in caregivers’ IWMs, we found that information,sharing.is more likely
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to occur in places where caregivers stay for a long time or regularly visit (either
physically or virtually). In particular, it is easy for caregivers to have intensive
interactions with professionals (e.g., doctors, therapists, schoolteachers) and
family members at the hospital, clinic, school, or home. Hospitals or clinics
may be a place for caregivers’ mutual support, thus facilitating the exchange of
information among caregivers. Finally, social media platforms functioning as
virtual spaces can provide caregivers easy access at any time in any location and
facilitate information sharing and exchange.

Conclusion

Overall, the information-seeking process of caregivers can be complicated.
Information referrals from and among different people, items, and places can
be vitally important to meet caregivers’ various information needs. A wide
range of professional organizations appears in the caregivers’ IWMs. While
medical institutions, educational institutions, and other agencies provide helpful
information to the caregivers, some caregivers pointed out challenges during the
information-seeking processes. Nonetheless, based on these findings, this study
suggests that medical institutions successfully promote general health education
information on autism. Educational institutions can increase the visibility of
internal information on special education information and help consolidate
external information. Non-government agencies and social welfare institutions
can work together to facilitate accessible information for the caregivers.

As to future research, since caregivers’ information needs may become
more diverse as autistic children age, future research can examine the information
practices of caregivers of adolescents with autism. Additionally, this study aims
to explore all potential sources consulted by the caregivers; therefore, participants
in this study all reside in the cities in Taiwan, which provide the most resources.
This study, as noted, also found that caregivers prefer local information.
Therefore, future research might investigate caregivers who reside in areas where
resources are scarce. Such a study could help further depict the information
practices of caregivers with different backgrounds.
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