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71-@Ael Hge AAEAE dEsor gk A eolthMahmood 2012
)4

Bl AUE F AvUEE A4l olfld AUE =& Apge] o}
TR flen, Al glol= AWt 3R as A F five A
& AAe B oviy =%E st ol5e BEH AL &
= ARBl Ol AAb FHoll A mhopdk A=A oY mte] Ao FEI
did 5 = o d9Ad Txo] Adew
H o]

A

Mol

&
o

N
==

o 2 N

b gol W mE Tae A o FALE JRWA HYTEE B

oA FA4C #Bd A9 wold Justn dvh AdE 484

Aol the xSt FAS YA AFomw wAtE R U ww

eol A FA Aol AN EH L Pom (AL 2011, ¥ ATE olsh AL

st glek FA4 sad s ARt Fx Fae 7
=]

el FAlel vial s A eehA vk 4 ol AAAL A

Fo AT hFE J)Ee] ARARA P2ol FRHA Fee 73

o3
Al

G (Laidlaw 2002). 28y} FAA thak == dEd FA93

ol

FAZE ARG ALS A Aot AAIE H &9 A

2l

% tH(Faubion 2001; Laidlaw 2002; Mahmood 2004}, 7§<le] Abfgf= A

-

ARE] el =EE ghe] s e® Fojxl A QhellA AAdE

r
f

A AR e, AEsel gl FAel g7 P

)

A
Ql
o]
2=
|
A A EAEA o, A
|
a}
ol
=
o]
A
7+

M
Y
o fa |4

He AYUE 29S8 FE3171% scH(Faubion 2001).

16 - J’—'! -f.ﬂ- 1_'_” x-ﬁ]l_



= Are #Ydgle] 9X 54 Hae] S¥o] aHE Ao BwEs
47 MAGE L% s, o2 wA ojugzel tg Ade
Wotew wruthe, ofmyst Aol o] dejglt BAE AHEo
24 o5 mAol Aol AR u}%o@ g A9 Aee
= & 27

LD O o (O

4
_?_'4
aly

1) >E M o

3 B8 £S89 U3 FF(desire to be good)S =3 H7 7t
o2 olag¥H(Noddings 2013; AFel 219 2002; H A
2017).5) 53y ofmybe] Ex-2 Absle] M2 FAYS &
ojlm® =YXl &5 WA Fool dig Ede] ¥Egd Ao
712 goh(Abel 89 2002, WA Yol A= 2017). 1H Y &
gk ol G el PR Kol olsf= HAA EEdAEY B

=
— — P
FH, Fgl UF FTE VA FE AR ooAA] Fon, F)

6)

M

AAZL ohe BB Ee Il Basn Fgs BB
g =gtk A Yol A= 2017 31). HehAH R
]_L]—OHO]: 3};(]1:} ALA Ao HIM =L ubH
=3} Z/\LOJﬂo]o]/q‘— oF Ht}= 740]1:}
BelFals wsez viasta oA
F2 w5 oo dri wal
= B2 AHA MH-F=7t
o%/ﬂx% t:tﬂ,q ].LHO Hz%
~Fsk vnad e =y
oju gheh( A Yo} A= 2017

e 3L
2 of,
e
[
rlr

o ~
o,
)
i
it
n e
Tz

A Qe
SJofof s, ojr-2
31 ]_ x%oﬂ 1 51]1:‘,1:_ 7]_
EHE A2 o] WA B

WA A EERe na

= = a2

E - olo
EA-) rlo
it J

v

sl A

Lo %

T J°"

l‘_‘rl
-lN iy
0 o
fru
NN =}
. of

¢

:L“

= ol
5
m1o_\:_r2£

il
HFI 3o

Death without weeping©l| /\1
st Blol7| & Bttt A= = H%%
I FASHAl, ‘s sskal Eﬂr’“”‘ﬂ EEAA
24).

2 AFoA ouyEs F2 AEITH oyt dAstE oA ofryE 9
vl ShA| R, S Pfﬂoﬂ’ﬂ o= Aoy} AEEA ojmyUdy FastA
oAy FEE Fast= A5 o n| g

Q

- 17 - J’n-! -‘:,JI. 1_'_]5

el

11



= ] 29 guto] ARt Alksta AYsrEs gasa
FASAY HEstE B3-S AR (Mattingly 2014; Das 2006, 2015).
b=, Al vi" 2] (Cheryl Mattingly)= o}Z g 7}A4] m|=+el R R Eo

_

SA% M ESTS A AFEY A AoprtiA ‘E L
S FE7]) Y8 natEFelE ‘=92 ¥ A (moral laboratory) @] RS
ol QtH(Mattingly 2014). R SR 3AoA #glo] FolA

2AR g g E

H= 71ek 2o FgolA Folo] 24 =
ol Wk MAES FAehaA HlEA =YE EX Zhrke] ZHA
Ht olu wig g7t FREC] 9 (action)o] FHFHEA =YAF ] 7}t
e BT AL oAetA] X B8 A¥ow i AL 5=
AL FF AFstr AgagARt F55 olourbr] fs AAlelA F
oA F&FelM ‘TS Folrle EES vE A ZHaTh ol d Al
Aoy =22 HEsHA A Sl olmudel AYA s H
=8 FAMU e Aol7| Bk, oy 7t ‘5 of7}=(becoming)” ¥4 o
Fo e Aot & 5 vk

EL EaS d¥EA FoHEE HRE FASE deddy & F
Flov, vteEA] Aol Ay BEY fAdsE = AR olyn AR W
A= 5 YAES AFSAAA wEtae] dd Hol A olsfstHA =4
o] 9de FHstax = Al=7E EA U (Scheper-Hughes 1993;

Das 2006, 2015, Garcia 2010, Han 2012; Mattingly 2014; Das and Han
2016; Desjarlais 2016; A=z 2020).
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Dol Ea2 AW BEY A, AST o3 ol gl g
oF FAIZ FreFetAl eokd F Qe de EUE £ HyHoR A&
7bsd Eay FE e 7HAE Zeva 2] ofHue Aot 54 %



AFF A FES &S ol eta AAAE FHolY I A4S
Hs71 %= st (Garcia 2014, 2016, A& 2020), =4 WHE FAUY
(Scheper-Hughes 1993), & =9 & 382 =(Desjarlais 2016) -5
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olxy 5A WA =5 AN 5SS weE o, 19 1 o#
Aol #FAE Al FolA stk gk <HAP 7FEAJol(Angela
Garcia)v= AP Fol7F wkdsta mpofF=o] WHA S AA R, wpokS
A& Rket o5 4 zpdo] FEH3E ASoA o'l E459] o] wHE

A E=AZ2 AZ3oHGarcia 2010, 2014). 7FE, 3 dwle} @o] njok

b

T =2 v L

o
7 WA FHEAE Zevn & o, 2o 588 Julr) wpefdn)
ol AFHo Axd 7)o APS w duf hiledl ol 7= A
2 #Z3d"E 4 Avh(7HE, Bernadette$t Eugenia®l #7]). 7FEA| o}
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¥0, ¥0 O o o @ jo B gt @

4 4

=3 Ao A9 FHoFA o #aj = Fekel 3 (Clara Han)el o
s FuslE 4 Jduhi(Han 2012). ¢ ~®iE] 71 (Stanley Cavell) 24

=2 ol 7|tbd (active awaiting) 7A@S xF&eHA ZHE 3 g
ok, 7FE, A TE F=€ 3 wpekE o] 97l wol AINE 1

2 mALE ,

BB golubd ARG W, & vzl 4ol st B A9
dge vhdsEA W8E Jdes Bee BBl Ador X
T 5 drke Zolth AEEE ol §eka Ful o3 AHAA E
Welwa erled gusn 4 A Bgst Be Ass @9
SEE 5

O ot & fr to v oK okuo& @
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(Scheper Hughes 1993). A3-3F == Algl 8999 ‘mA A )
L= Y ZHD.W. Winnicott) ] ‘F&3] £ ojmy’el e o4
A B gk Ai7F ofelo] HHAS a7 gt “‘HEe 34l
o} ™ Y (ordinary, devoted mothers)” 2] Wkg-olgl= t3AA S A
55 A A3 (Winnicott 1987; Scheper-Hughes 1993: 3590 A =
ey AlE-Fr2e A% 7hdy AT g e AFHE Qe o
ol & B4 Bopd o AXALS A wWe &Ko o] 2wy
oyl SHoRAN BANI TheEA Bes T :
R 7F “ALB| A o2 A E = o|n| A 9 o] A, A7)
AlAlL AXAA ] #AH FeA HFo] A of
(Scheper-Hughes 1993: 341). EA3 A X7 T =
= S5 Zolghe A stol omuyrt mgo] Far AdAeHA Xk oY)
A

2N 2R

¥ 0 o Mt Lo
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o
o K
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o
ol

]_

[N JN =
froro

g
>
|
R
X

S A FA W EFE ol R B Ao wdy Add 4
U= Aolvh(E A 362). oMy E2 T3 7Fg 3 A4 7Hg o
M FEES o750l Bus FASHA REetal solvte Eae Hsid vh
-, A 7F "ol £3F AW E o8 ‘EE50] wi(hold on) BEE
AXA F YeAE ANsH R R | E ADA FolFolof =
(let go)E AwstA €At AYE & 719 A5 AdE & wyEy
= Aol olHyelA a4 EEﬂ’ﬂ Aol ‘¢F52 ¥ (patterns of
nurturing)'l Aotk ol g gk FHol A A¥-F== AUE ‘FolFe U
o] ‘thekA ¢l oA A Y (alternative womanly morality)d 4 U2

A AT (E 2 340).

B2 ouUEe 2 oy obylh Bxe] 43 A%EA %W 1
L s 2 A AZNAR, okl 7t A BT B 3B
A Aopavid 4 oAz FUEAE FAHIE B
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st 75 o] ARl Fite Aol E&Fo] ofd wUket V| whe
NME ‘B8S =g A tH(Stevenson 2014). =7te} 71# ©9jo ‘=

< T

ol #al sk A 53y &40l wiAl(exclusion) 9t ®H A
(abandonment)®] TAIeF A dBE F A= HS AAFSG
(Biehl 2005; Briggs and Briggs 2003; Ticktin 2011). &2 = Hg
HdowXA HiAIE ZsAZittar olsEojgkAnt 2EEES E5 ¢
FHA S HEAY EAZE A s, oA Ee =4 o
FATgT 2HEEE FUHRE ANARe Ayt F4A o
TR Ay EY ANES 2457 A& T =
SolAl “wjAsta wjzZ  Ale] 7 Al(uncaring, even at times
murderous)” AAA F Jow FiFo] oA A HAAAA F A=A
= Ao gt @alth(Stevenson 2012, 2014). ~E|EES A
WA s EEo] AddHow AFEE ZlojopdE ‘AW AX Y A
#F(the psychic life of biopolitics)'®] 52 o]gkal R Fth(Stevenson 2014:
44)8) o] A7 ZElEES a3t Fwol 7SI WY E dACA o] Fo A
= AOE GFoAXHA mx] H7FeE 7|d Gl = E5e] FARkS
=8 F JdE AAHH AAF oY, FEolgte AdY HFY QtelA =
7kl 713 &9l o S50 £ e Ayrofol I TR A).
2EEEY =9 /S 22 JAES AAA Y 25 9 E A3 9

2
w0 7hs A @A il v F Ue oAAAE EAEH

ol A7 Eel ¥ AFIFH WHAELS B BTy thek
3 ZRo Fao] T =dHE 5 dE AYS nHET SES o
of Ak3] f =R AL 2Elsto] A .

Q) AL 2Bl RS AHAAY FAA deolgte AdES B AWAEAIE 1
A e ae 7HAH, By -z mo]EZQl ouo A —AHiH e 7Hxth
A BEgTh Ay FEAEFY FURE AR A A o
B S WA A olHelE AxFH &9 F FANAE 4
datltte @e] gAJeH FHARAR] oFolEELS FF oY duS
A ek ar B Qkk(Stevenson 20141 44). ‘AN A 4o I stel #AHESA =

FUx HEHY A" HAA G o £312] o] 25 (The Psychic Life of
Power: Theories in Subjection); (2019)E s A,
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3 =139 &2 (subaltern forms of care)(Stevenson

2014: 1755 AYA7IAY, Si3] %%% AFsHA = AL, E=E
dol vt webA Apasiar A
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& dsfor sk Aolth(Das
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AN Hu
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)

O R e )
A A B-%4T 1 gl B
Agalor st AR AHel e ,
So gol g Froln, WA oA AEGE Aol ok MY
A" (Mattingly 2014: 9ol #@AETT & 5 Yt

VAY 68 AT Sal 498

1%

gt 4 Qlth(Laidlaw

2014). ol¢} #H A Wy thx(Veena Das)i= U (everyday)S & o]
U #5a R o g o)Fo]d Ao ®BA Fa v =1k AAS I3}
3}+=(world-annihilating) 3ol 9A] ThA]-7 F(reinhabit, rehabitate)3Hqt
SHAl 7t oF st Ao = B tH(Das 2006, 2015). th2=of 9oJstd, o

g AAzYA F5HE el ofn], AAd o s A guFe)
29 Fpae we Agel Nt ([goll] 245% 79 ¥a 9w
R 3 Aol A A% el
AAe] Gt Aol £ st Mg 9l gaA

geld FAZ Qabol FUAUY MR 2 HANA 4L ololitrtr] 9

9) o714 wiggle ofgl2Ed# 29 eudamonia NES W 3}7] (flourishing)
= .
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e A
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A o i

o, s 43S gA-AFEve
S whA| =(drinking poisonous knowledge) Aol H] -3k},
& A3 AA2HA g55+= Ao oy dtal HkES o,
18] AFEREtA e B ol
2ES YustAY ‘HAA'E FHske Aol
=1 AlAI9E A el o] A s wrEolua &
= I

o,

Mo 2% ox
o 1o

N
2

ol odg O i =

4 x
% o
O o > g

iea
©
T
e
(2 :

NIO et = ﬂllﬂ

A s Aole @ 4 9

wage) AUE E ouluEe] SRS Al A gRoR &
A97) Qe 5 FREAY £49 97l MATE s, & <
TE BB M -BAE FANGE Yot RS P FE
Folsie] @el e P4 Sellag @ w9, BeddE 7
5oglE Ak ofmue] #AE 1 A8 A wetuke A% FolA W
3 BAsUA BRe EA5S Zux @ odd B¥e FAEE
O AAReRE BEE @A o BAS di A%ATA %5
G e £4e % AT, AT S gl 3, 298

3. a7 24
D a784
B dTe Adel ole2@ AT 208 RE 414t o]27]71A])

ol AUE E oriUEe] ERANE GAA BAGYeE Aa
=

=3

= =
otk olu] ZEAMALE Ao o] UAHRE A2l
A

of ol27] 744 Al
hol] o] Stk AHellA AL dAlel B3 A7k s, =59 €

- SRR



I 1 o] Fo #3F oMU ES] AFEHQ 1S tgECE HollA v
B3 AoV = 6}3}. B oA fo M= /ﬂ/‘}% 3999l %9 (landscape of
o] A

2 K v 9o AFo] ojer] & QlEo] oWF
HdEEGH, A4 (HL s o AHE Ad=EC] FodS gAY
& =AY =714 Rekal, FolE e A7kt
A E3=AE tFEH(Mattingly and Garro 2001). wEba], AAE= of
A Rk olyet 1 Aol AdEl e AFEES
7 of #ad Aolgt & 4 gt
oMy Ee EFAALE, g A= JiQ1e] A ofAt(ife history) HE+
7HQrel Aol olopr|(life story)et AR ol A 7E Ejojt o]
YE2 FFotrld A e ‘&S #Asta olE Abs|el -}
TH Hgow Aoyl o, 01‘31‘4%94 Aofrt= 2 ¢
T FE AU ERHA FdAe AR A, B9 74
7% stk aRtE Y E EHE Yol oy E

ARARE RE AAT, ATRARES 35, T 4

gas peae

min r

o

lo
o
=
o
e
=2
ofN
ko
7SR (1 < R TR Y Pa R O

_

=]
o

=2

A Ave FhE Fem AU FAE BES A e A
A8 FEehe 5 v AU ojMuets FAYel FEH
2ol B3t o]59 ol Aue SEAP BUH Yo

4 2 mlo i 4z © ©° g &

UTH

oMUYy E9 EuAAE 32 olHH AY|E EH= Aol A
3 (perception) 2+ 7F4oll &gk Zol7|% elA|RE o5 &R
ANgl= Als)d wWetyl 2ASe #d Aol %= Fhu) 1/\}
Abell w3k Zlolw A 57 shxte] wAol A dpobgh Ab3] A 7
%= 3th(Linde 1993; Mattingly and Garro 2001). A ofjAlel] o
& 1

~

=

C’J%ﬁ 4 ?SEL—S— T+ 7HAE vd g e, sty AojAE F @

ool AAdE 4 e FE(porta)EA = HTolw —olmf %
4 A Al QAnT AAE B el AHESA B0 3
-t} E stus AAMSA AAE EAQAo R AME J/}xJ(proceSS)oi

A ABoAE o F = HLo]th(Peacock and Holland 1988; Linde 1993:
47-5001 A AQ1E). 2 AF= oy sEe] =5 #3k Ao Al
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b o] AANE Yt Aol ofyet, A ek Abs| o] A, 1Ejal EX)
24 ofmyrt AAIS} B BT Adsiekes Aol A, MAF R &
AE A7) Qg FEEA ANALE A SIAA S Al ALl WA Q)
= AAES 3 AAHoEZA AAE vdFaA drh-FAE S o
HyEe  “¥d(perceptions), 77 (sentiments), 7 (outlooks), 43
(experiences)”(Geertz 1983; Linde 1993: 4804 A1) % L3tz
=y

AT T EANEel He saArbe Eskste FAlol o
MALS] S0l 24 g Ueur = ok e MAE EolA A
A= Qe e A Aol HEE g Aoy, AR A
AL 9l Aol (private self) 7} obd 34 <1 #}ol(public self)oﬂ @k A =
149 APrkes A9 AHe| 2Ho] BH U= Ao7= A R
E dd|(Charlotte Linde)+= W& ZZ%=(Renatto Rosaldo)e] d&F1E
< (Hongot)oll tgh AFoA A3z FAu9-(Tukbaw)®] AAE =

o

Ae7h 989 AFH S Aol EYiE 3 Aol olyet w9l Aofpgt &
A2 #es Ediz 3 Aeldvta A A grh(Linde 1993: 47-48). ] <
22 Abdls AoAE AHE QD Atoks BEdiR sile] wiHel ek A
S SRR et @ o9, A7 A oWd Aots EdE Vst
=X wet o]k e RxIF GAHA & FE AFS AAFETE b

SEPERE

1O

3, Eae] oS AL ST Qo] o g
= Aot Aeld Bl o

@ He 2 AE LARY 2REel el ol2s Aol

(Rosaldo 1976).

o

o|sh FASH ATATY vhEG el AAbs Aol o A
Ae Bew olda Ad meaA AALAE WAL A
e ol dojAne AEstt d 2Hel RHUE, AR Aokrt
obd BH9l Aobel AATE E& 4 ATk @ X FHme A,
oJ59] FH BHel JWE A vhA ofwd FaH Fo gt
AAY AFEVIT 2 o] F nold 2 FAR WES du UThE
Aol o Thge ¥ X dud & 9 Aotk s ofMuUE
of ABAMoIL} BAW, B9, W H SolA wDFe) A4S E o}
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AztE oL olsE = A s =Hulr] &

R .
A el FEL A
golgts A

hedl 39 Aslsut AR AUk Ay FAE AHm gom,
el 39S AHgRE An itk AN gere]l 35 gelst A
A dAnES ofH e AL sk A S FEE AIE B4
WY 5o e B EARom, daue HA 23 AR 3
gohg 4 Age 9o 29 deEFEe Fueta dgon, 4
A Feist APt FHE FRFANE 4 ASVE Ak

22 golo) AES} fdo] weh WA Aol AW, B Aol

WEe 2008 952 HAS A FASA, BAH

o
=
ARl E4E AW AES A A &5 Eol9

e TES|E sk, i TwEA g & ke

= =AAE JHRIG(E Aol 2013). A7 ERFold A, @
o] o= AAA &4 el FahE= ARSA ejeke] Adteta
Fofot 4 FET Ao BEUE F du d=e] AR oy
< ol dAld m=dsty] fla AdE Aseh FEEE
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Abstract

Trajectory of Care : Study on
narrative of mothers parenting adult

children with developmental disabilities

Siwon Lee
The department of Anthropology
The Graduate School of Social Sciences

Seoul National University

This study examined the traces of care of mothers in South Korea
parenting adult children with developmental disabilities. It explored
what mothers experience in the society and the family, and
questioned how the mothers reinhabit life by continuing care which
will be ended one day but should not be. This study illustrates the
traces of care as it moves away from society and heads towards the
family but ultimately faces its end in the family. The traces of care
are elaborated with details about the possibilities and limitations of
care in the society(Chapter II), how care is practiced in the family
and how different 'forms of care’ could be(Chapter III), and the
existential crisis mothers face on the verge of familial care(Chapter
V).

The mothers of children with developmental disabilities in South
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Korea commonly live with their children and take care of them even
after they have become adults. The care the mothers provide not
merely needs adaptation and understanding of ‘difference’ but also
persistency and stability. But adaptation to ‘difference’ and persistency
and stability of care is not easily(even rarely) achieved. It is the goal
of this paper to ponder over the terms ‘care’ and ‘motherhood’
through narratives about care mothers give to their disabled children.

In order to understand the context of why the mothers are
continuing to live with their adult children and take care of them, it
needs to be explained how the care of mothers are socially situated.
This study collected narratives not only about the perceptions and
sentiments caregiving brought to mothers but also the social contexts
and conditions surrounding familial care, and even how the care
provided by the society looks like. This research i1s based on
ethnographic study —mainly  in—depth interview —of South Korean
mothers of adult children with developmental disabilities.

Throughout children’s growth, mothers of children with
developmental disabilities experienced an overlapping sense of
‘nowhere to send(her child)’ and that her child had ‘nowhere to go’.
Provided that having one’s own ‘seat’ in a place is a condition that a
"human’ becomes a ’'person’, this sense of having nowhere to go
revealed that people with developmental disabilities were not given a
full membership in the society. Seats the society provide to the
people with developmental disabilities were usually temporary and
could easily be taken away. Which was why mothers got convinced
that their children could not stay consistently and safely outside
family. Indeed, there were institutions served by the government
which provide people with disabilities a sustainable membership.
However, institutions were also regulated by the logic of ‘efficiency’
which excluded several different bodies with developmental disabilities

In succession, and this system of exclusion created an atmosphere of
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anxiousness not only to those that were already excluded but also
those who remained.

Thus, mothers experienced society as a place where their children
were not served with full membership and found out that family was
the only place where their children could secure their own seats.
They tried to provide children their own ‘seats’ in the family. They
continuously trained their children and through multiple training and
“moral experiments”, they found out probabilities and constraints of
their children’s abilities. However, these ‘mothering’, which intended to
integrate their children into the society, often got vulnerable due to
lack of support from other family members. Medical diagnosis might
seem to provide answers to “what happened”, but it did not fully
answer “why it happened”, and family members readily accused
mothers of the ‘difference’ of their children. Mothers experienced an
extreme weight of responsibility and often suffered from melancholia.
In such a society that provided people with developmental disabilities
care only from families, exclusively from mothers, the persistency and
stability of care easily got vulnerable.

There were not many stable solutions and alternatives that people
with developmental disabilities could choose besides staying with their
family. The fact that there were not many possibilities for their
daughters and sons to live a ‘flourishing’ life independently provoked
certain imaginations about death and the end of care. Mothers were
overloaded with the weight of their death that they wanted it to be
suspended as possible, but care without considering its end would
lead to a more tragic ending. Their death would mean termination of
flourishing life of their children—though they may survive, they may
not be able to live a ‘flourishing’ life—and also would mean that
familial care is not available anymore.

Narratives about how mothers imagined death are not hard to find

but were quickly reversed into a desire for life. This was mainly
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because thoughts about death need to be banished to the past when
present time is filled with caregiving demands. Rebuilding everyday
life in the midst of world-annihilating power was far from any kind
of subjugation or full recovery. It was to veil melancholic everyday
with barely brought vitality. To barely re-desire for life over death
showed how fragile this recovered life was.

Rehabitation of everyday life was only possible through drinking
poisonous ‘motherhood’ norm. A mother’s self was not understood as
one independent from her child but one that could only be defined by
the relationship she made with her child. ‘Motherhood’, which created
this relation-based self, was not a norm imposed from outside nor
enforcements of masks on stage, but a fundamental criterion of life
only through which mothers could reinhabit their everyday life.
Mothers not only practiced motherhood but enlarged its use and
created a meaningful connection between mother generation and its

child generation.

Keywords : developmental disability, mother, care, forms of care,
rehabitation of everyday life, motherhood
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