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Construction of a support model based on the life cycle of children with Turner
syndrome and their family members

Ichie, Kazuko
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The aim of this study was to conduct a fact-finding survey on girls with

Turner syndrome (TS) from childhood to adolescence and their family members concerning awareness of
TS and quality of life (QOL) of girls with TS and to use the results as basic information for
developing a scale to measure QOL in girls with TS and their family members.The girls’ thoughts on
QOL differed depending on their growth and development stage. Regarding family members’ thoughts on
girls with TS and the family environment, the importance of the family association and involvement
of others was suggested. Further analyses are needed to develop a scale on the QOL of girls with TS
and their family members during each life stage with a view towards adulthood.



(Turner syndrome, TS ) X

Turner(1938)
TS TS ( TS )
1,500 2,000
1 ( ,2005) 5 10 10 12
TS (
)
2 5 (Hovatt,1999)
TS
TS
QoL TS
TS QoL
3 (1 3) 1 TS
( ,2003a; ,2003b) QoL
Q0L 2 QoL
TS TS
Q0L QoL 1
3 2 TS QoL
TS QoL
Eeismas oo
1
EaRay @O —— P T
Te— T -
:r 1
| =TS o B - sl EFE DA fREE oo g S |<—> | IR S ST LT S FE PR Is - S P s LT S e s
1 TS QoL (WHO QOL26( , ,2001)
)
1.
1) QoL
(DTS
TS

TS
TS



TS

)18

TS

2)
€y

@

®

3)
TS
TS

TS
TS

TS

TS

GH
TS
QoL
QoL
QoL
QoL
( )
QoL
QoL
QoL
QoL
QoL
QoL

20

GH

Q0L

TS

12 25 )

TS

H—F—AEEEEE O VR L EHRICISITT D B A S E Lo Tr o se

=1

!

: TS 2« V2 & SR> QOL o> ##A S (WHO QOL26 (FHERF3E3F7 . iR SCE{E, 2001) =R L TIERR)

ZLARAD QOL oo FedE — ——

S i ik

— T~

™ [==1

TR ) ST FS A0 ERER

Fh=sAY - EkZEAT B S

| AETE OB - EREEDIRE 0O il 2 |<—> | RS LR o M FERESE -« frfE R L o

TS W L FEEEICIS T SFLSh RO QOL=FEE 5 5 B fEM o QOL=s% A Hioo QOL

TS

TS

TS
TS
QoL



4 0
27
QoL 2019
55-63
DOI
26
QoL 2018
31-39
DOI
26
QoL 2018
41-49
DOI
25
QoL 2017
49-57
DOI

1SSN1348-2017




QoL

2017

QoL

2016

2016




