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Abstract

This paper aims to make clear difficulties in life of patients with Turner
syndrome (TS). It is said that mental troubles of patients are hard for doctors
to understand because while they rarely occur to patients’ consciousness,
medical staff mainly observe their health status based on laboratory values or
patients’ complaints. Interview survey of 2 TS cases, oriented to patients and
their families, shows two different narratives originated from the same experi-
ence of TS. For patients themselves this disease is experienced only as a small
part of life. This results from its feature of imperceptibility for nonmedical
people surrounding patients. Their colleagues regard them just as short
women. On the other hand, patients’ families are worried about their sterility
and wish for their normalization. Families take life with T'S more seriously
than pattents themselves. This ts why patients cannot escape from their real-
ity of TS. It is “a story of deprivation” and “of recovery” by families like these

that patients experience as “difficulties in life”.

key words: difficulties in life, Turner syndrome (TS), loneliness

1 MERERVCENES®

ULACIEHR DT E LS, m%ﬁf@M%Jthﬁ<méé:t&M%uL
Tz O [EMHEH ] \IIRFTTH S 1 HMEFLEEND, T—F— T T
vONRET S [HE M#@H%de,mﬁtﬁmtmm“-%?mwwﬁmu
BB L4 1HE1T LT v < (Frank 1995 = 2002 : &ao% N% 13
CNFEFTOEFGNEERTHLD0, #OTWmmT%Dfm* rmé_
LidH D zmve ThT, m#étb¢0bé&@1;#%umﬁm %D En
DT LTI D SV,

2O Lo H B, BHEEE, HETL, WANL 6T HERK RN
BBICMEE) T ETHNT 2, £ Ti, 1 3EAEOHE, MM BEDOH

15
=4

53




R AT, MEEE O RHBGRIEN I s D .

“HT, MEARGOOL 2, WEF) LAHGENMEIZRESNLLDT
v, AT 205 213, OHEEEAL=XIZEDLZENTERVDD
2AR RGP X FE TR OL3HA bmté L%?ms7> T
I, [FE&052] TLHDLDTHD, #0 [HEIS5E] FUTLULEHE

YD (ZER LT DD Tl hw il E#EHIEF) LelEaTd5 %)
EW2DLIEHH L VEENTWAE, Eldviz, 5 L7 i
BT LMW [HEDSLR] TF, HRANBFEHGOEFIIINDDLI L
LELWETHL, S0 a5 5] (1IhE "szof_af)c 3, B _%JTZol%'i
%m*w EHELDD, 3 O0MUEENLE T IT A TFREEH VDI LW
LB, SDOLA s, AL, ¥ —EERNT LR L [H&
DHR] ZEWSMITHIERHNET Do BiIlD L DT, ¥ —F — RN SE
T, Y e EHIT A s, AR E RS I ENNRETH D, DT
O, MRGHSFuAZ DL [HETH =] (g, m®ﬁ@£h$i)”ﬁﬁﬁﬂ‘<<
Wi lZaioNnz ), EEEIn b e v, D, RN TR W [HE05
) OMNEZW ST HEHIIENT, ¥ —F—EHEEOTENLIEN IRIE E
5255 DTH D,

ZEOMNRE T B HEARG L EINE, BHEFEISEH 2L AS AL, BHE
TAE T D20fC LB S AD 2D TH Do 20174E10 H A H2018% 5 HDH 7212,
AXAEBSA, NUMAOEHBIZENZFN 4 05D, AFF16IRIO &I D A&
BRI orze MEIDMAEDF L, ARG LIREE 28R - 72 PREE L
Pk, o) ERLED DL, HIEZ O TN o THREE 2 Z & 250
fEE e be ZO, WEHIZL > TIHERE S A0 76 THERLELT 246
DdrBo GWOPHITES, MFEFOENE S D075 T, FEAEN, FEHE M & #
BEL DT e O RS LR 2B S R S e KRR, F 9 Lff""}LH’ RN &
Prl, BATHIET, 2 NZET5 2063 2l L7

2 A—F—fERELE

§—F— N, AN 1 SBEIR & IR U E IR TH b F 7,
VRIS A 1 PR AR IR BR, JEREMN (I XIRFEAT A A B ERARLKIRIZERRMTL
TWéCtkﬁﬁtfmé.%M@%$%$A£T®%Mhiof$t%éﬂf
WhHI LIl b,

FOEL g —F =, WY v — /N RIS M A i
7 =DM HDTE, X POEOSERE 72— EHORITERRE U 7o8 B o000
Thbo VERBEEA R E ML LT b, F72, HAERIEORICHEBML, BH
BUXF1000A 21 A EHEM STV D,

BY ARG, (DGR, (2) WRBEGEARES IS Z RSB~ 0B, 3) H




BEFELENBITS N, ISR, & —F— BRI LREORIRT
Hbs XL, HLOEHEFNNTLELL0N, TAUITEREERN ST EaiE s
LTWua7:0Thb.

7 —F —EEREBE SN HEOS L, NERBETTO I AIE KA
FEenh, NREEZZHTAIETHLNERS, TOLE, FRIZOAHUNT
BT ENEERME L TR SN TS, 2O720, BHED N S SRR
FELIEEFD BV, JERICH LT, BHERLE Y ORI ARG GESND,
PRELREREAN 42120, WL T o ofiFenid R, $RLAD 258 2 fdbi,

INAECEHOL EHEINL. ZTOL ) ITEY LRI oM AN DHILLI
WHIEEBCAIENTE DL, TOMKT, WRPLEETIEL C HHOKE L
A EEWMBALL [ —F—LM] LV FFHAHER I N T VA,

)

X7

3 ASADER
A B AL, 11;320» 2w, MAE, BENE LTHVWTW L. BlE
""" T &, WRESITHEETH LRI DM TiEs 59, o

L& (iH~0>J><L--=,-»9ﬂMlm»éo AXAREIZENDLSI0EHO2 KO E &, ¥
EFDOMIFEDTIHEETH HMANFHESEME N LFT, $3TANDMY
7&, /}\b\fA = /\/O)rm' () ’{JLAT/Q) < o

3.1.1 ABDEEY I RIE
ABHZ, T3] TFIRMZZo 7o) [WEHE I &) 2ROLHZH- T

7
WD

INSIZLTIEDLEDPNE D o720 D TTH S, wkiiZdinTir s £ L7,
AR FZHZ THL S0 &F, ZoloRbho X cvFE Le,

TN —F—THEDODf 2L DOMWOBRIATRE) LT, £LTHH
Ao L)L L, T ELZENLONM L E FhNDd L 3
v 7Tl ThH, MM I s, ZoFIg%, &L s uvA
75, FNT [z, BESA, T?]) s &, HEEOR4N G0
WX, LomhiizfZzohsunwe v L,

3.1.2 ABDEY I EIRIE > -HERE

RoITHPADEMNDOE ETT, HL3TELDEDL VDL LG VAL
L, BEIALMITENS, DAL ST L EZLTFETATL,
CHBATIELCSOBT S EFTREMSTZDMNE VD &, FD ) BLIEFEHES LT,
LLNLELEIBRBALRRWVD, HAALRGNE S, Fn s,
L EFERD) ML TWATFELRE DT, §—F—ThbI L, £ilnl

55



LT, FOREE LD o72ATTR. 7275, RoE0ENDDH L1
WEII AN THONN F L7

3.1.3 ABDEY WEEBL &

Y —F— B TLHITE S ‘m%Té&tw5WWﬁFKf%h¥mwt
T Fd, G FFEEE D, F Xy enillEbsT a3 hVDON L s &
BoFd, BrRuociashd, WoTwnady—F+—2fiz, BETH [2HThiE
VWl HasTnidend ] EnIdDEmALbRALIIILAVTT,

3227 ATADEY I EMERT DE
AZAL, THMEZTAE THME 2o &) TEME 2T’k Tus il
;);t,] [IAY{MJ( DWW CJ /'0);() ml’DVCL\

FELDEENS, P RRENIEBT L IEFEIZIZIT- TROT, ki
TS E@NcA Y Tidedro7zL, FARIZMLBWFHATL, - F
H, ¥—F—LBEOFEATLAGTY, AHYORELENERPEILE -
hLTwizl, indhsbAZA el oTWE LIz, DT, gl
DEBENULKELENE (H—VAb—2) 8T L& L<{hrAtw
(BRoFFE) Z b dH o7, #EMIIALE TN TIENRE L7,

32,2 AZADEY I EHERIT-EE

(s & E) BOohol - Bonolz B2 IR oTE L1
FD, BATEHEIDO)RHL WG, FOy—F—=7slzmbed, HEOIZ EH
ENL T, WHILZ, MBPBELDIILATEI I THSSNFIIRLD BT S
NTWDNLn) D, bHEAABOR WS X ChRBATTITER @ Luvi,
THH->T, FNT, £DHIZTEIHLETHLNEVI D, WHLTHHINDSL
N7L, K I EZoTTERL, WE LMY AENE FTIIEFHARL, 2
LD he HAUZHID 2o/, T, [HATNTHEraznil) &
oo To LR TELBIMN AT VLD LH 5700 TTUIFE, KO o7
EvIah, FH3TThR, BICBHLRE» ST b,

3.2.3 ATADMEEY [ EMERT R
WU oo bk, (dha, BHFETIr-76] TT, HFLTAEXRT
EVIFT BRI REVHIERTTITE, FANDRNIEHS7ATTA, I Lo
HHELER S TEDT, [Pl ¥y —F =] o TELT, L LAFRWE
LREEDEE [£300] EBSLEEDIEIN Y a v s TL, Bl
HOWRASR MM v E B o Tu R’ 2 A 1EdH o7 Lo - FAD
B, HAOETAMRE T L0072 CTHREMZ BIRLAZEBIATT &

56



RN, WEFEZEBATITE, bH5A, GUARKEL ST TOEN LY DD
LROET,

3.2 ASADEYIVFEBRIZL
%%é&t&f%té'FnL#Lf"L%%Vtwmﬁ&J&fw‘mﬁ%
>TC, #RF, BREBETLHL20T, Fle LTTRACEEHMIZDTE
Le ) EEqNHbhab FI0DE, LhhrttEEILZOOT, HAHED
ECATILDAEVI D, Bl >THEBEEIDLLTEY.

3.25 ATADEY I HFHIRICDOWT

FE&bid, ML o/ L& F0OLEEZE T, TXUNTEFTL
TA) D HIENDDZFTEHOLY, TAUDTH>TEIIDBENEFN L5
TA) ALk, Bl BIE, BAUTIRTE LW et -Fl->Tunb &l
TWAATT, ThH, 727E, o0& LFVF LAY, FLELPRMLLE-H
TAYWIZFTINEBSTHET, 7272202813, BOKKBEHLLHONZDT,
BAES>TWnBI ERmzazl eldd ) TA,

4 BIADED

B&AW, 1IHOL ZIIBEiv%0, U, FREGRE LT TWwE, A S
AEEE, BWEZr s e &, WHSETEGERTH ARFIR X S mEST
@hoT BORDPEHNENT WD, 7275, BEAMGAZIAERNEY, B~

DN 2 WEZIE & FOTHEENSHNS NI, WNT, FEBRBOMY %,
KOTBEADFEY EATY <,

4.1.1 BE®OEY  RBIE
B, (384 [FNRMN7Z o723 [WFEEL &) 2 h0E ST
Vb,

BIZEBUHib 2 ADVELT, 42Lo, T, BilibeAd [Bl3AEM
éf WA ST] o THRIZE-TELLOTT 25, FAEMiz&iz Ll
TLWA LRGeS0 TTA, (BE) AN ED7:08H-
THiki~EN T & F L7 B’\O)%}“ﬁ’l'l(i Bllit e Ad L, BLaY
HBwEBWTE LT, KAWL Lozt BuF Ly, 3 0E
ABIEIWILIATYT R, ~ftn/J T&BwEWn) Y mE g T, £
DO IR Z TN EEE FEHRE) (BB L F L7,

57



4.1.2 BENEY 'ﬂ%%#ofwﬁé

RoEZD, BB A EIE)AETBRATHLCALZECIZETL LI D
Bt = ADMNENI, BWBIITEAIENBIEITELR L) T EET oL
BoTwIEd, KAV FHHbEHEA, ALDEIVNLIVEA, BhLaEx
VTR E L BADDLAIEAI L) BORFELTY, b, Bl
o@A#i<mwaif<ﬂfwtwfﬁh<ﬂﬁofwiLtqB@BT@A
ULt eI IDLH - T, BHEL Tl R UhawntdEns) RS
TLTNTwF LA, - () BRIKBEb-ANDAEYNETLT, [ZA
B EMNMEK ] BATH LD OLFUIHZ TINTF LT,

4.1.3 BEMDEY  WEHEL &

COHMIABL 2 ARTIZLBMEIIZ 72D TLEI D WbAbr AT
ERILT, #—F—hifEHTOLFELDHEDDEVHTHENHARTHIIE
HoTnEdT, BRALRAR, LA L X B0y —F — Mo e % RER
KU THIF- T34, XEALAT, S EIIHNLSBRTT A AIMED
f1oTT, FAGRIEY—F—LHIZIDTFECLIELAT, BbHIZIE
TA A LR,

4.2.1 BEADEEY I EMERT BH
BaAld, MGMEZdan] ez ea] [EmMeZgeikl Tl
VIS ERDL TS T B,

BEEWbictroed e, Wins [l AR ENDHB] &2 [hL
DWBESALE 0 72AL] EnHCT W ZZDOT, MhdbAKA) B EILE

STWE L. HRDEEE, Ths, LHIRCELTELL] EVWIHIRKLE
TL7h, TNEFTIE, [WOEF-sTLDAEA)IEFHBMAZTVE L7

4.2.2 BEADEY I EMEZI-EE
¥y~ —Th, YATAYEMIEETTELZNLED, £HOVIAE LAV
TEETICELNLREN DD T, TLHOARAE, FELChO2D) FEA
df, 9=+ —7oTELNTHLe FNTHIE, b ALEHFL TIUIE @D
WA TELDLGRKLKENBE TV ERIDTTH, FAELTIE, WMEnds
l&#%%éb*éu‘fbi L% édlzaf‘m: [FEHEO EVITRIZ 2T DOD e | &
'”of DIFFZTVES XIS BT, wRAR Y M, KIHFHEKR
Ty Hh b,

58



4.2.3 BXADREY (EMERT 1%

Savy ENEBENEAELCT, WRTELRVENEIVHIZEL, 2HAD
FHOMETELLT, [ETINAHEIRSTHETVIAN] »TILEE
AT E B, [BliH e ARIZCIZHFRS10008] Alzwval EEHNTHRH
STLFEFoTWE LA —FELTE, §—F—THLHMIBEIZVDDH L HITT
EZv L, Bil#EL7 WS LR ELEOEIEDH 72 B E 3, N FERO
EEDOHETORE ERBEORLEDEL Do 72D T, HFELOEN S FERHH
LY7o TT,

4.2.4 BEAMEBY 1 WEES &

VLR Z Ufwf9oM#wwAl cOMNIhMN FHATE, Riithr s
ThHE, §—F—=LATHERLZNTT L, - (WHEDHFAHZBVT) 92t
HM v uyns tmwi¢o~%a EIZEA DL, BBERIZOW
T, Bxplizes 5Ty vnnElloTtnFz g, I (_”‘ill‘éntﬁ\'»k’i’axf\r’f
E/E 0D, K (EHRE) RBEEI B TwEIRZWTTH, THHD
FEVHELVETFELH UTRT 5 Z & 2Y) *ﬁlfuxtwo_u) (B
M5) BONIATTN, TFTELDVHEDLNEVIDYL, BOSEIFLELHY F
395, 17‘%/0)1;,%{?. WsasMs L7 b dHo-T, T FTEH 0o/ lm
WoHulb TEDRLIBHRIILENHEVILI I LT EERIEZIFTATLBD

it BnFg,

5 MEWMUDKERESR

S ORH, ASARBEA, BHTOAEFTETELEHL TWEE0nR b,
F TN TTBHE R, WL QMR LA, T, WAy — =i
DBRHZETHLEGORBDEIMENTED»wEHL, KL, oY
Mo TWize =T, ASADOEBBUIAUT, WM TR E AV Tits Tz,
Fro, BEAOEBUTEMIEL L L 2255, BEADME @820 [¥i@odh
ABLDIENTERV] TEIZEMLTW, ASARBEAE, BBRRIK
DO TIEZE) LAY ICHS AL RV S5E[m LTI ENIWLEL -
7

ASADFBR B S ADOEBLOD HECIA S, Wl 7z 68 TR - %
TE/2E V) RBRAMR L5 2 Twde B2, BEAOEBTMEL,
BN/l ETHDOURELRY, o7zl AL 8AHLERIA
T3 MEAENS, HENTEENLE) LKA TE v EW ) DIIAL
2B L, £y RER (QREE) 2R BI2L 84 THIF o E-RIATT]
EFEoTW0h, ITREDL, AZARBEAI, 9 L7, [#bE)MoT
WAHEDPIEEL AN ET] ELarsd, TNEIERLEET 473~ A % HIR

59



LLdHELTWA, TRIZASARBEANEH b EEELY, TiGEH LE
STwZvL, HALOTHLL ] FEREL Ty — T BN TVEI L

EHEL T 5,

Y= —ERHOERELTH D L) ERE, NBESEHEOE /- BIlE 5T,

THDOHBETFEDIZE AL mdf%éﬁm%k&wvm%&i&@%%# WA
waé1kf6”4m xﬂt&bﬂé?kﬁ%écAém&Bémi.%E
150emfETH b, KA THRITNIE-RLTHBET2LOTL 2L, #Hi/ibd
BRI EDTIE VA,

W e QBEAEEZ TR TD I E00, KEFLEELHFLE L DOHTL
Vo EHRE, kb0 bE Nl THDL, L LREEIZ, BEREN
e ET X0 [BAEOESETIEIZ ELED L WITE, ik o #
AHFELTHEDIEIILDA L2 LWnd] W) BIEOYWHICEH G EhES 2
ET, 77— +-mmmmpﬂ¥1%%MLﬁbﬁnbﬂ&w b, E DY,
HEJAZ T VDI EDRHEDO -HEALL T BEE, 29 LHEOWIIZL -
f,MT%%H“*WLsévt FTRIZMEG ) L2 RELRENAEN ST
Hbo MENOSENHELONDEZ LT, M HIFs 2 hEneskw, Hb0
EE L TR WHIREASE S TH D E V) AL ER 5 L5NTLE D,
B, [Z20 )i SESAH e b TELLI) BRI ENLEV) &)
BRI EZRIZNIESTL D) EDOBEADOWHDIL, EEREIL, BEH-HIH
FPWBTIERWEV) ZEREPHIZL s TEEHITOENLILDOTLDH Y, HHAEW
W EFAZ D E O BEDNSHEN SN B L EDTHb, <A T, HEH
D2 NG, DNRNIIRAE L2720, EHITH 72558 ) g% o Tuwie
Vo TDD, [MEOWFE] #iEon e LT, EDSHAY, iAo T M
THDHID] #EREEHE2 01D,

6 &R

Dok iz, A%ﬂni —F— iR R e T OB e R e L&
W =50, Wikibo [HEIT52] S@frtWos sz, #LT
W%W@%,%??t”ﬁtﬁﬂ %mtt:&T,UtomﬁE?%%W%m
Fo oD AN E LTHMENNZe SIDMHHLMMI R o722 E1E, BRI
KD I3 ETIHD,

Bl

O BHEZEBHLS, HE - BECEL—HOREE V) S 2mH Lz
[#—F =] EWHEREETONL I Lo Tbb, EROIRICH
HWHI, FInndkhonenwTnbI L,

I% MRS THAEI LT, [GEH)EE TV RWL, BELOTY &wJ

REBTHBEHENODL, BHRKEO TMEOWFH] (CAGEEbEh

60



SHFLTWE I &, ARHRAETHAL I ET, HWEHME LTO [#ETH
STEHOEY ] #E v/, HHBEF(ZL -T [MIEOWE] (2§ 72<
TOLHNEVYHETH 5.

3 FLFL, R, BEICEETETVWALYIIRABIE

INH3IEABETAOD, BHEALOIMMEFEL TS WI L 23l
TE<OWLQ,%%T’D%WtAéAmiﬁx,imm#%ﬁwéﬂéif
(27 D OFFMAEE LY FEREIEEICZ v, $72, BEAOHNHD L2,

BEADINIZE L)W VBIETHUNDRFS 720 ) r—2AL %W
DRI TH B,

FAH L, BWHIHBEEZHMTE LR LIEFLENMTh b, I JU
Lz oz nwl & T, H'ﬁ!ti, A 1 I -# L_l»tl,f'té HeomigL
MWD 1 » AMO L) F 5% FHECmA g% &u,Mub%%&m
i%ﬂf,Mﬁf%éAb@&wwwfd BBLE - ATHI &M E Sbairn
Ehbnn, 70, ﬂﬂ@@ﬁ“%fVtimﬁi#Lm@HﬁéﬁofﬁW
JE Y &O)lL‘P)'Jb\b S N e B B AYA ER T e < NI A Al VR BNl Nt 97 (N7 C BT | B 14
LE25Bhv. HE2»SBEOMELSLGHEY) BN TLD2DEEDHTHD,
oM EZ2H 5,

TS, FBREKBEOBYICHY 2L L O EM L TuAI EITAIAR
BéA@T¢§dQéJT@%éofhab Iz fe Hboih &, £
DH)ZT, BB ~~OT7+ 0 —bEETH D, ¥ —F— B9 AL REED .
FNENIRL D UIRTIM A KL T b MHEFH-BIL, B CIRR T oY
HORNTEEZLIEPHIMMEIER L TWVE, £ LD EGbY S
N, Vo TEWELEFTELAL LN LNV, %ODr‘é"l"&T‘*‘f"i'iié"f'f
EIAMAEIRZ T de Lo L, — ATROWISIE SO iU % o uly
itmwaUfwéo%h%b M’Bﬁéo%ét@WAm~kMM&%w
THbH—FHT, HEWHRERNTHITHEFOOTVL D B 20060 76)e Evi) T
Eld, T LY F7 H—é’)béj D-=DTHhbEFzZ LI,

SOEN, KT S IR 72RY TY, BN ED [&05 5] 13
a\b;\amlsuwm DM TIRIL, FLAEEOIRZL [HEEI58] EHE Tl

e [[EFICWIS oz E1d, HMBHROKEL F /-, Ol L7z [
EoOH 8] 2 A Fwﬂ Hl THDH, TNHOHEL, HRMEEEE) SLE e
1) & A9 [R50 7 E 5 ( S S EBNTI VWL O THD, Ll VR,
AT, INHO [HEDHS] IR LTEDL ) LR (HH) 217255
FIRTIEITEL Do TNEASHOBEOVEDE LV,

FORSS

§z3)
1) AT, 258E [HEDH2] #HFRLLTV2, 2530 [ET5E]

61



b, ELITHEN - MmO LERETRLTVWADIZEL, fiéo“%‘éj 3%
DR THI, FE2%D ) 2 THRADEGEMBEDOHAERERL T A,

Sk

Frank, Arthur W., 1995, The Wounded Storyteller: Body, Illness, and Ethics,
The Universitiy of Chicago Press. (=2002, #AEZR [{Fov7-WiHio
MOT — Bk - A DA BN

B, 2006, [EK#GEHIGHOWENHRHET A, TOEFE - FHEZ -
PR EE (57 4 T EBEHL MR

BRUTEREL, 2017, THE22o8bErshi [HEDS 3] Ld ARSI
BUBEIRFI O 1B, ST HAVNE PR e, TREFCH - IR - B i
M, WME%ERE

2% URL
"ﬁ(ﬂf’iﬁﬁi": v % — (http://www.nanbyou.orjp/entry/652)
SRR SE RN i ~ 4 —  (https//www.shouman jp/disease/details/05_41
_088/)

62





