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Flexible Patienthood: Care Trajectory in Family
Living with Dementia

Chen-shuo Hong

Department of Sociology, National Taiwan University

This study explores the effects of dementia on its care trajectory in the
family setting. Based on in-depth interviews of family caregivers,
naturalistic observations, and archival data, the present study examines
uncertainty in medical care and how people with dementia and their family
caregivers deal with it. This study finds that patients and caregivers tend to
adopt various strategies to deal with the contingencies incurred by dementia
and negotiate between the patient’s multiple identities at different stages of
care trajectories. I refer to this dynamic process of on-going negotiation as

“flexible patienthood,” which provides a unique lens for analyzing the
handling of contingency with regards to work arrangements and identity
shifts. Flexible patienthood is constrained by social structures, such as the
drug reimbursement system, socially assigned roles, and the stigmatization
of dementia. In contrast to previous studies, which regard people with
dementia and their family caregivers as “victims of dementia,” this study
highlights their proactive participation and challenges the infantilization of

people with dementia.

Keywords: dementia, care, uncertainty, trajectory
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RTRRBERE IR AIRE - HISEARGRE G HERERIAR ? &
IS S AR IRETHURERE ? BRLLR A& B ? o AR T AR
2 RBEREE GUIERS ? 38 LR A A LRI E AR ER AR ] -
HEAGTERAT » A EHE LA R EE (dementia)HY EFE © 1R
152 B RE B2 £2 €5 (American Psychiatric Association 2000)fg FE iR
R B 1) (EET58 UK (Diagnostic and Statistical Manual of
Mental Disorders, Fourth Edition, Text Revision, DSM-IV-TR)FJEZ » &
HER—E | 2 EEAEREE | (multiple cognitive deficits)ERERE &
HL B AYIEIN B S ELIE B E (memory impairment) » DUk TFIE—IHRR
SNFERSE - JREFIE (aphasia) ~ 2k FIfE (apraxia) ~ JKFRE(agnosia) ELETT L)
RE[EEE(disturbance in executive functioning) o 38 LEERANIHRERYEAIE LA
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BREERRAL » FRIR2ETR AR EE o DUE S 15 G 18 B S B [ 12 (o F 1
RG] BB REERRE G RBFE G NE - &
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H T FUE L BE AR A R - 230 AR PR R R S
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TS 7T PR HR AN T B B-JE K BESR(B-Amyloid plaque) Bl i HEGHE
(Neurofibrillary tangle)fJHERE AR o I AL E IR R AR AR
A/ N R AR TIPS I AE R 2 - 2RTT - B A AR B R R
iE » HIpR T R ERAIE AR » BEIREE —EEREaRT
% (BRFESCH 2011; JEins 5 2012; SR~ B530E 2012) o —fiRf
HEFORFIRNER LS - MG R EHRED [ T | WiFEL
AYEIRY - e [ BHIE | FRIERHEE (EF8AE - BREE 2006) ° FA
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+ o
TR R IERI BB AEVS - B T IR BRiAFe Bl B 5 Ay B 2
M o FEASERIHTE T TH > ERISR - BHREGERRIERI SE L R
(e BB FREERE (EES 2007; @H %
2011) o RAHERR T ot fs FUBHRE TIRYARIR » TRICE B R R IER
Bl WSS ERERIRERRZEE SR - AR EREER
HIERE - 55— 77 TH - BRI A RIREER L& A TSR - SEF 2B
BHEIREE - EBE ANEEREEL - T HEBRRREEER(Pearce et
al. 2002; Beard 2004; Beard and Fox 2008; MacRae 2008, 2011) » Afl#5 4>
SR HRE LEAC B E A AR BEERL TR 34T o AW 787 S IR B JEhH
FUHJHRIT ©
e b SR AW TR S IR RE B B R E IR SRR T
A o R R ISR B AT BN ERRRIER ) - BN IERR
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B S » RSB R ER - AL E o $HEHELE
TREZE » &5 DL Anselm L. Strauss 25 AFE A [ #UBR | (trajectory)
T F R T A 5 R Y [ BE# M | (contingency) @ —1{EIRESY
PO T R BB e E MR B I © Bt » BalR [ Bk
It | (flexible patienthood)f & » — 75 EHMLEEAW 7R ER T » 55—
77 TS B A M B RN R SR D A — RS R am eI i 72
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EESR N PIREHAT 25 PR 38 R AES IR BRI BYRIE - ESRIER
HIFR RN A AT ZHINHEEN - — R - BRI E
(medical uncertainty)a] 43 £ = 2H(Fielding 1999) - 5 — 2 B P EHEH]
o PREETRIUE SIS AR R » B RS E T - 28 R RRA
FHEEREATAAR - BURFRERES - SRR EEN - B=R
FEBEEZEBURERE [ FrE& SR E M - MR & EHE
KRB BT A o —RHHERERAIR » SIS E
Fit AR - BRI RN E M R R T IFRUR % (Fielding 1999;
Timmermans and Alison 2001) o —Z&+ %K BAITE) » B SR ERE
o 5 BT R B B RN E TS B RGR R BOR B IR AU A E

R BAERTRRTE - e B e E Bl B TEY  FEIRBALR
TEEEREE L THER2RBERLIIMTR | TR ] HE - F3
B - — B BB R AR - AR B RE B R 2 E BB
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b aniE g 25 EEEE (chronic fatigue syndrome)(Broom and Woodward
1996) ~ #HE VB E &R (fibromyalgia syndrome)(Barker 2008) ~ B 7[5
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Al e S S Bl R 2 B A E B i (B B AR B 555 (Broom and
Woodward 1996; Dumit 2006; Barker 2008) o SFE: BRI SEE - B2
& %3 AR ATR B TEY - BRI BB R B E R RS R e
DARER B BRI LER2 /3 JHEL & 55 ©

RS SRR A E TERY R TR » B —LEEARf R 4 - AR
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RIS - SEH AR AR L RS R ES B e R LB R S AR B
#iE - A LA SRS o | RIBEERA BB
i AIER G ERABUNIRE - BUR e R AR T REEE R R
BEERRHITER - 1 - BIERRERAE YRR A R - KEIFIRE
Frf sk E AR B 5 - IRE AT IR BT IRE 5 50 L B IREE RS R
IEREME o FrA U RE - RMEEELTER RARBGR - RIAR
> [ IE# | (normaley)gd [ 75 22 1K f& | (pathology): fi B H /7 IR fi&
(liminal state) » & T R REAE R B HR2 ETRUIRERE] - AT REREE0T 42 iR
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(impact) o fHEESRER - RHUA T RB RERRY AR - HRIYIA
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Hima ks » FFEFE 7F 2 SR UM Sy 9 8 =+ 2 A (PR
2009) o B4 0 [ ) KRR ERERIE— (AR R o PR
MEZRIR TR - BUBMATERR THRET 2B Bl A 84t - B eS8
Z T PR RN RAEE AR YR AR o

B IERERBGEREF - BMIL SR R E R B M52 i
£ B EEE ERY1T B3 (Corbin and Strauss 1988) o Juliet M. Corbin £
Anselm L. Strauss(1985)$& H =& TAF#r(lines of work)ji& 518 4K B
Kt | WEREENER | (care trajectory) YR IE T./F(Allen et al. 2004) : B
Fore IR LA ERR(iliness work) » ELFEIERELAE - fETERDT ~ MEINEH -
DAk B2 AR TAF 5 238 72 HH 436 LIFfR (everyday life work) »
FRE TR R IERHEE AV A H ' £55(daily round of tasks) » 05
B~ i - BRBGEER 5 IE2E L LIFE R (biographical work) » 5
e mEE ~ HERF - EREEUE B A an E RO ERE MR R -

bR THFRIFIEE - B—EEERIIME ST EE S [ FEE
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AT R B B E MR R Y B KB PRI B
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BRO T o B R 2 ER LT A RGEFH AT
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