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e R O (337) : The studies were conducted for the purpose of improve nursing
practice abilities for people who have a genetic disease. We set up a Web page, and
developed an e-learning materials. We built a network among nurses who were doing care
for patients (clients) with a genetic disease and their parents. We also share information
in the workshop. We conducted some surveys about rare genetic diseases that haven’ t been
done research before, and announced results. It was possible through the invitation of
researchers and visits to foreign countries, to incorporate an international perspective
on nursing to genetic disease.

AR EHA
(BAHAL 2 1)
[ERETERN e & &t
2009 4EJE 3, 400, 000 1, 020, 000 4, 420, 000
2010 4 JE 3, 400, 000 1, 020, 000 4, 420, 000
2011 4R 3, 500, 000 1, 050, 000 4, 550, 000
2012 4FJ 3, 300, 000 990, 000 4, 290, 000
R

s Ek 13, 600, 000 4, 080, 000 17, 680, 000

WFIEs - IS
PO oF - #iE © FilE%, AERES
o

U N BERRE, BHEREN, T2V Ry hT—Y

1. ARSI O 5 I ISP O T, BEHE LD T4
BREROZGRERIZFRNC, BEST T T B LIOEE~D QUL Z{RET 5 7-H1T.,
A2 bOBEBERICET LT T4 30— SR G IERE O WTE L L COFHEMIC

O ERE 722 &~ DORE, BT H O Y % X9 5 2R ERE IR < . FREAD - BEEE
W7 EOFERRIBE AL LT D, 20X BHORIZTNESEE - BRETFE T ETHEL



o TUNA,
1997 A, WHO 1% DE{BES L& B — B X
B2 mEFEICE T D EBETA R T A )
2, —RHR - BIREFEERE I S8R
BOXLEMEZRAT Lz, L, bREO
BAEEHE OBURITFEEREKX - KZICE
5 EIAEEICEE L= R H OB
10% & & 772 < (Iino H et al. Nurs Health
Sci, 4:173-180, 2002), F#RT XA B
FOEZERERTHR Y Hbih T 5 BIRER
BLE DN - HEE D 3% RETH LD
(Tsujino K et al. Res Theory Nurs Pract,
17(4) :353-362, 2003). BHEILHEHEICHBIT
LELEETFOHBEREIATHD, £
ZTINETIC EE2IICKHST 5 EH#RD
DBULHAE 7 n 77 LOBFE ] (W%
H17-18) B L NoNEO LA RICR &
L7cM B OBEREREL L OERK 0/
7 LORFE ] GHENSE (B) H17-20) Ti#fs
FHEOT T T AR EINT, BRFEO
HEMFEAE DP VT B TE 57200
EEFEREET V) RBIEE#EF -7 —=
VT EBM B OFEE A S HYT Down SEfE
e, BHIEMERE., BRIMET L o — VEEBEREIC
DSWNWTD e-F—= > T HMIPB L O ta ki
WA LT < T D72 O E B & B
B LTo, T DOEMIIRKFHER I OER
HIEBRZHE I T —RICE>THHTHD Z
EMbhroTz, TNHLOENSHE S 0T T
LE I HICHEIY, BEREEROBRKBGIC
B L ST FE it ARt U, BB T
REBROAIIZL D HEHEFRER IO EEZYT
MMETHZENEETHD & OBHEFFS
IZE -T2,

2. WO HEHB

(1) BEHERE L OBRERCFEE~DE#
ZRETAT O Bk CRiERN, BhpERT, FR
fifi) ZHulsb LizEinFmi#ERr Yy NI —27 %A
SRS
(2)BIHHEICET D Web =T & PR L.
[k [BF#Er 72T I E,
ANDMFEE SN2\t O OB —fEUE 217 9
(3) BioE#xry hU—2712BWT, #Eix
EiEERE D

(4) Bl r 7 EERET NV EH Wz e~ T —=
VM ERFESE, FEROFHAT 5 web
VAT LEFMA L CERE LA L, BIRE
B FRIRDBREBOESR - B# T 2E -
HET 5

3. WHEDTik

BURHR B DOFE D DB E (AN,

BhEERM, FRAERT) R, HuIRRT. HiERE L&
BHERZ L OBE (V74 F), HR
LHEREEOR Y N —T BED,

X FT—278BL N Web VAT LEZIHEH L.

i REROEHRAHEZK Y | Fi#FEKTT
N BHEBEHEDDDOEME L Ce-T—=
VI OIEREIT O, R, B EEIRED
FHEEBRICBWTCEESF TOEERRD,
EHIC, BEOKHRTHDLI Tf = b K
BDO=—X %R L, VAR Y U LERET
5, EHEINT-FH#EERTT VERML L, &
BRI CTH 7 I = MZEDOEWE
AR TED L, HEEKROKEEL
m_EL TV,

4. WFFERE

(1) e=T—=V 7 HEMNEORKGT

A XY 2D Plymouth KF%FHM L. EEFHE
e B % S 415 Heather Skirton J54E
L e T =V TEMONEIZOW T L
7o F72. AXVATEBIITbNL TV &
REEBEONE GEFROI Y 27 L web
ZRIA LI-ERERY AT A, vkl
T OB LR L) [ZOWTOIERE S
HZENTE, AXY ATHELGHHEDOHE
IZHWHILD Telling Stories’ @ web A
T, BEEBZRFS 74 =0 b
FIEOFEST-FEN R STV D, EEOH
BIND, TD7 T A x> hORBZHELEL,
FEMELTEDLITITAZ L INRT
FIE~DIIEHEAT I RENEBZ T T
—AABT L EVNIETD e=TF—=2 T H
MIXEWNIZIE R 720, Telling Stories’
DOHH O HARGEFFR 22 & QI EMFE FH O
A GO N2, F OHEE| % I Hh B 5%
BITH HEt L 7 oTz, FHNT 2 L4 OW 1
HAGE~OFRZKIEH L 7=, Web ~— % B
L. B L= 16 F:61 (APALE. TN - &
BIEERE, FHRMERIEER Y A — A ek
FRIMERSE, Fragile X. QT IEESE, 7AH 7
NURAE, 7 T A 7 2V H —JEGERE, X —
F—IEERE, T2 o XA a7 ¢
— N\ TFU RN, T 0 U e
FE. A, BB B RIE . S8 e MR AE )
¥ oW L 7= . web :
http://web. cc. yamaguchi—u. ac. jp/  shouni
/

(2) BIBHEEEFF>V T4 = FPD=—
KoL

INFE T ThbA TV Wi ER
MEBERS T4 MRIFED =—
NaffE U, B XKD MBIk A
FEIZTHHIT, EEEFF>Z7 74 = b
CFEERBIIA U F 2 —HEEITo T,
BEFEEZB L CHIEEKEL, 774 —
74 U —JEERE, KT+ AT 7 X —FIE, <
VT 7 JEERE, BYERARIE. 9 piar B U
VIO TA T DO IFEENLE
EEEAED, NBEDHTOFEE AW Tt Lz
I =0 4 VR D O OREE A~
ORBEORET, REREEICET B EROH

/\O\__.:‘/

o



5T, FEELOROEBEIRICET % BAR
RIERARDO TWD Z ERHAL NI - T,
F o, FEEMIC L VIERN LT HAK A
TIE, BEERBICEDE I XELZITV., B8
NERZ L OONRF L OAEIEICHESTE D
LKL T LEEIRIB S LTz,
RNTBNT, HEORERELZITo T,

(3) BCHPERBA~OFEICRT 5 EFRAIHLS
BEEBR~OFES 7T 2 EHERR 7
BEERY ANDHWT, A=A U TO
ANHRIV L TCOREERITHT2, ANVKRLD
PETER MacCALLUM CANCER CENTRE TODRGIKHE
HAI~DBEH 7Y U THBIZHONT
DO EfEI, SRR EMICR LT, BB
FHEARERITO) L TORBREEBLENTE
77, H23 4EE 1% Deakin KE2D Megan—Jane
Johnstone JCAEZFHIE L, HEET R T T A
ZBRAME L= (2011 4210 A 15 H., A K=
PR A MRS TR . FiENE . B
FAEOSIMNE LT,

(4) F#HT Y U —7 OREE

O RSB REEARAEE I =28V,
H24 AEJEI21E 2012 4F 10 H 23 B (k). 2013
1 H29H (k) o 2E, F#EkAE %L
LicU—7 2 ay 7L, 20 LFEEOR
INE DS ST, R CERRIEREZ L OR
FHRFE~DFEH#ELZITO FERE TOR v
NO—J%54EY), U= a w7 a@UTE
WML EXD Z LN TE,

5. ERFERGRIE
(WFFEEA . WFFEHRE e ORI 72812
ER )

UEsEam s Ghs 1)

@O Kyoko Murakami . Kumiko Tsujino .
Masakatsu Sase. Masahiko Nakata, Misae
Ito . Saeko Kutsunugi . Japanese
women’ s attitudes towards routine
ultrasound screening during pregnancy.
Nursing and Health Sciences. #FHi A .
Vol. 14, No. 1, 2012,95—101

@ F b, ALY Bl M. ]
o, PRI, B OBRER
~ObY & TS R K
— A RIS T 2 JE PE - /N REIECE
W DBLR —, AARELEETSE, Ao
A, 10&%FE 15, 2011, 61—69

@ HTAET. ITHEOFER - LRAERTE S
FBRIZ 31T 2 18 B R R H R O, & R
. BARBRE#E TR A, 8 &
% 1,2 5, 2010, 21-23

@ Heather Skirton. Kyoko Murakami . Kumiko
Tsujino. Saeko Kutsunugi. Sue Turale,
Genetic competence of midwives in the

UK and Japan . Nursing and Health
Sciences, #HiA . Vol. 12, No. 3, 2010,
292-303

® AW EBAET K BT
BE . BARFEFRIL, WEHET., B
EN, BERMFRIEZ T 12 5 a2 HE
O AR IR O — s & 5%
TOWE—, HARBLEHEHE TS, &t
A, 8&E 1,2 5. 2010, 1-6

(FasR) GH1T1h)

@O Saeko Kutsunugi. Kumiko Tsujino. Kyoko
Murakami . Hidechika Iino . Kumiko
Takeuchi ., Nursing care for children
with PWS and their parents, 25 Annual
ISONG Conference . 2012.10.26 .
Philadelphia USA

@ Kyoko Murakami. A study on father’ s
involvement and emotional feeling in
parenting toddlers . The gth
International Conference with the
Global Network of WHO Collaborating
Centers for Nursing and Midwifery.
2012.7.1, Kobe Portpia Hotel Hyogo

® Hidechika Tino, Kumiko Tsujino. Kyoko
Murakami. Saeko Kutsunugi. Hideko Oda,
Emi Kajiwara., Teruko Honda., Kazuyoshi
Ohtsuka . Susan  Turale . The
psychological strength and changes in
Japanese mothers having children with
chromosomal abnormalities, 23" Annual
ISONG Conference . 2011.10.18 . The
Fairmont Dallas, Texas, USA

@ Kumiko Tsujino. Awareness of Prenatal
Diagnosis among Japanese University
Students, 24th Annual ISONG Conference,
2011.10. 10, Montreal, Quebec, Canada

® BU/E T, EEPAE T A BT R
PP 9E, PTN/ASES. Susan Turale, 7
FH—U 4 ) —EEHOTFEH L EDOXK
WRA~DOFHE - 55 2 8 - | 5 10 B H AR(S
FilEratriiES, 2011.9. 23, H AR+
FHERERT, R

® dHAEF. ARTE. 1EHOA, I
WAEE, Ab/ME. B B PR
EHBDOF T JEHR DAETE, BSLRILD%E
RE & RO B 28 10 B A ABISE &5
IS, 2011.9. 23, HAR+FFE#E
KF, B

@O BARTE. ¥UUEFEREZ DO EBIC
B D FAESOEFRECH O FERE
51~ TPIRAEERDOEIEDOERE~,
58 [al A A/ R R &= P S
2011.9.2, A RERESES ., =M

® HELUOA, ¥UUEEHEbHOTED
BT D PR DAETEL A LD FERE
B2 M~ PR ER DO AITOERE~ |




58 [a] H A /)N VR R i h &= 7 T 4R 2=
2011.9.2, 4 REEESES. M
WRAEE., ¥ U EEREZ SO E b
BT D FERBEHELOATECH IO FERE
53 WM~ TR AR DI D FERE~ |
58 [m] H A/ R R i h &= 7T 4R 2=
2011.9.2, A RERERSHES,. B0
BRI T, EEPAE T A BT R
Pl MTN/AZET-, Susan Turale, i
DEEMIREE ST 8D EFEOF R~
DEE - 77— 1 U —EBERIZOWN
T - VB 116 Bl AR R iR s
2011. 7. 16, 1L H KRR AE, LA
AL BN A ERCE
LERTZINIC R 2 R AR DGR, &6 30 [H]
H AR P27 ilitEs. 2010.12. 4,
Fig=m o _o v a2 — duiEE
BRI A E A B B T
FH— 4 )OO T EL L ZDOF
R~DFHETT - FH1H -, F9EHAAK
BASF#E TR TFINES. 2010.10. 3, BYS
BRRAZIRIT X v XA B

A B ERAET . BT ]
BpOeEl, FHEMIL, BBRERICBT D
JEEES - /NREIECEFER OB Y &
WD NERE, 56 9 [BIH ARBRF#E TS
TS, 2010, 10. 3, BHGFRARFAER
B % ¢ /R A L B

Saeko Kutsunugi. Kumiko Tsujino. Kyoko
Murakami . Susan Turale . Masato
Tsukahara ., Hidechika Iino. Nursing
practice for a child with
Mucopolysaccharidosis in enzyme
replacement therapy -Case Report-—.
22" Annual  ISONG Conference .
2009. 10. 18, The Catamaran Resort San
Diego, California USA

Kumiko Tsujino., Yuko Nakashima. Saeko
Kutsunugi . Kyoko Murakami . Masato
Tsukahara, Susan Turale, ASSESSMENT OF
GENETIC CONTENT IN JAPAN'S NATIONAL
BOARD EXAMS FOR REGISTERED NURSES AND
PUBLIC HEALTH NURSES, 2004-2008, 22
Annual ISONG Conference. 2009. 10. 18,
The Catamaran Resort San Diego,
California USA

Kyoko Murakami, Kumiko Tsujino. Saeko
Kutsunugi., Misae Ito. Hidechika Iino.
Masato Tsukahara . Experiences of
genetic nursing care among perinatal
and pediatric nurse professionals in
Japan, 22" Annual ISONG Conference,
2009. 10. 18, The Catamaran Resort San
Diego, California USA

Hidechika Iino. Masato Tsukahara .
Kumiko Tsujino. Kyoko Murakami. Saeko
Kutsunugi, Hideko Oda., Emi Kajiwara.

or (Y

Yuri Hara., Kazuyoshi Ohtsuka, Teruko
Honda . Susan Turale . The
characteristics of nursing diagnosis
for children with Wolf-Hirschhorn
Syndrome, 22" Annual ISONG Conference.
2009. 10. 18, The Catamaran Resort San

Diego, California USA
(D)
R B
B = F # % 83 B web X — U

http://web. cc. yamaguchi—u. ac. jp/  shouni

/

6. HFIERERE

(D) WFgefFRE

AW /M3 F (KUTSUNUGT  SAEKO)
LR« REFEBEE RS RE « Bh#
FgeE 5 - 50513785

(2) ooy

A 3 (MURAKAMI KYOKO)
R« REFEBEE RS RE - %
9535 : 10294662

fREF 2 (IINO HIDECHIKA)

VaFE I BE R« PREERE AR - B
HFge &5« 20284276

a8 AZETF (TSUJINO KUMIKO)

BRER KT « R - B
5% 5 60269157



