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- A booklet about consensus building towards a bright future for children who needs medical care -

SN 7 -
W7 “\(/é Wi SR Y v
W

~ A ) P < - N\ W
S o M‘;M?/,l WY D D
W SN W7 - - .
| I/ \
,&“ 0/ \\'{\‘Y‘Zv‘;/{ﬁw 4 \\\\,’\‘/f);f A Al W% l W, ” N : ‘\\%wm/’ \*\\*\‘"’,{ﬂ
S W Wi \\M W7 S By
N7\ 7 z W ot



| 0 B e 1
> Ly L e 2
(CIL] — F%T-" - A-" DODfEK—
- - - %1 - Ao Teke=™M= 4
/?/?8 i— |—<:>||-e
— - %1 - A:o-oTekd 4=
44 'O n 24 = s 5
. - - %1 8 — - %
he £- @ 3=L< -l ae.
gfi 2D .13
Loy
gfi 2D noo .16
- e k— =|
g i 24D L 23
— -= ™= e <
......................................................... 25
- YeV k— =|
L > L $fi 2D noo 29
O R R R %z % | < - oqls
de % 31
> L—y gy d ~T-||\/ L
.......................................................... 35
L L 4 vL
................................................... .. 40
IV %k 4 4 -
..................................................... ..45
OdDe JweMdnNhOe' w2 2>
L] — |—2/3T-|| — Ne - = ™M= —
S SR S
1 gfiad L 52
/3?=||— ........................................................................... 64
........................................................................... 65



I|a|=.—

SMA

2019
11

2026 1
2020 3




cEBYA 3 dtiBsE SMALE

TEHPDIENC &
JUNERTYERIUS (FAZBARDCE
s EBNWET,
SEHBDZFAZERBELTSE.
RKANDNBRTWDREDZMUNDET,
BREENMLND T . A AXESEDTED
OCANTEHSEBEZEDODULTWET,
WO\ KRIEHAIRTEEZHAT
B U (FAZBRSNIESE S
Lo e ESET

CEMHSA INEeEE BHE SMALE
JISEDE(CDVWT. CEHCOBETHMASETHEIE U,
AL KE< BB —FBEAD BHEBELEVNTT.
W o SR BT RO BT —F R NS EIREEDTEWREBO TVET,
RS ZORHICTOIS I I% M UIEVWT I ENT I —FESAIC
o T —FEE> 120 UT HARICETESWNEVNTY.
2t r—FTIETT—FHESNTLBRTT,

MNDSA 35E Fzm
AU ZANF—(REZA)F—)
SR BTIZa—s->3>%E5TVET,
- (REELYY-Fry NCERETECETIET |)

SELEAZES 120 LT BARBEERZ THE LR, —
TROBIZAT A UICE LR EERVEETT.
BETELETVWION. LS 1 2—) (—OR—Lt>9—-DL T,
BATH MIBEI SN EXZFIEFIFIBA, TNE/\ 1. 5T
BTES TOE L PDRVDEL S, CNEEERE EB> TOET,

———, D Y.




ZTS55pA 6% ERBE SMALE

i@ o EOFER S A gknE: BEEA

REF L EECRDET !

sHBEOPERESE ERIU/NERTIZL SABEATED.
BIERLIED BARTECFrLOZUTHRELNTT !
HHB ISRV DIFAENTIRL < TSP SERBD T,
FLRDDYDATRITEF LS UZNWTT !
BERELEBLRTENMEEED.
SESEICEDTEDRIENTREETHELLTT,
412> TEEDIDONELLNTTY !

RECFATICBITERVWTT . T XAZ—3 > FIC -
TETE VT IR ORITH(CER D THIZWT Y.
woEWCEFRELKEATY !

DSEA
2
T
SMA 1A
RELBDIS
ITA S T(EIRDTZL,
L SO DNEA PELEE BER SAF—
AR £ (o> THEVEE U TOME IR AL ZRTHEN | ITT.
o e B CRENSINRZ SNV T 2ENBDET.
: SNSRI TNBESTT . -

> N — o N & ——

AR ETEHHRSETHIFZL ! LTV S LTOIBIGER/ \yFU EFEXERAD
= o (C R T BBMFERED T,
k(B | | &> THEDUXLICRS TREZLTHIED
2 AR O TIEEER CANTVBOTE ? LB TNET.

BESA BR1E4 EREBERE SMA1H
BEnBEZEELT

SZEEM—FE4E TOEBERITERT 1 XA=Z—3 > F)IC
PRES—ECITLTED

= (L EEMEADLSIIRRDADEICIITIEBUVAL
RBZEREESTY.

BEHORIFEETNT .
BLPDDHBIACHRELTEBWEZWTT,

\Y D \"4>4




AYT T i A1 s T AT AnNYANVV

2019 8 31

A-E

Zoom

UD




A1 s Y AMANT Y

25 2 A I

. — |—2/31-|| - A-”:D-OTEKL 4 =

%wom™ g

SMA 1
11 10
24

10 1

10
0 19 844
2017
3,800 12008
2 NICU

1

EEAIFRIBFEZFHNO~19FSET
1500 3834
4000
3500
3000
2500
2000
1500
1000

500

2005 2007 2009 2011 2013 2015 2017
1



30

2019
12
2007 8
20
3 2
70
7
18
12 2018
24 365
3
3
2019 8 31
45
2016

2011 7

20



A1 s Y AMANT Y

24

20

ICU 4-2

S HOGEERM

1LBHOERBEAST L. EI(X.
Mo TULVEL (Bl TLVELY),
*1AlICU - WRERAESE WEN= A
NIRRT MRV -ERBE. XS 4 9
CIARERE -HCEEHENEE
IANFRISEHE - BHMIX T

17

1A DEFELT? 20

2

4-1 ICU
ICU



SMA

YES/NO

ON/OFF
4-3 ICT

ICT

10

SMA

SMA




1994

2015

2016

2014

2006

2030

24



accommodation

inclusion

1iPad

inclusion

2016




2008

25 10~24
5
150
2030 4
7
6
1
6
67 5 467-474
2001
1
SMA 1
2012 p.1 0-100 4(4) 315-320
2 2019
2
3
(1995) 112 94 101 2008

3




>«

~aif— I
6
71 5 658662 2012 24(11) 41-45 2019
4 7 2011
2017
28 8 SMAI
48 47-59 2018
2016 9 Inclusive Diversity
5 2020 Yahoo!

2020 1 2 2020 3 5

https://mews.yahoo.co.jp/byline/yuasamakoto/
2014 20200102-00157342/

No.1147 2014

12



https://news.yahoo.co.jp/byline/yuasamakoto/20200102-00157342/
https://news.yahoo.co.jp/byline/yuasamakoto/20200102-00157342/

I e

L

1990

IC

30

3=Lls vis-o

he £- ® 5=1Lc< -l se.

$fi 2D L ™5 7

2015

IC

QOL




, NICU ,
, 2014.

" , , 2013.

, , 2019.




A1 s Y AMANT Y

o — - %t - Af:>5e- T pK
o = |
iEROBERREN7OLAR

SRB—ARETIV

{if fiE %8
ALEETE - FYF

ALEDICHT=6IZ

o NBAR] & T FBEBIADPRERSE
cCMNETDHODAET, EEMEELENDKSIC
HEH->TELEN?
EEMEANEDLSICEEFSIALEEDLH-T
i )54

RONI-REB T, HIFSIIEENHDHD
TEIE

EPWEM (biological)
—REEE - EFOM#E
TR S BEOHE

LDOEDOWEEY M
(biographical)
He0MmEs -

BEZOLTO AEDESES - T
fE5I4E L= BOGHERENS
BEROEK

Informced Conscnt

AT —ALE » b2 b,

KEDHBHRNELEASACP
- ARl o [MEHRHEF-EE]
ETFILHDS =
ET I

AN - REHN DDA ZELT,
LRSS T 8BRA) LT
(ACP TAERE) DFFIKA)

A\ ?‘ 4
A\ Y /\\‘l\ iy
RN /

\

15 )




W ‘i(‘ﬂ"“
e )\%\

BYe= =<9

-

$fi 24D

1949

65

30

16







50




10







10







—

A1 8

Y AMA4ANT

3

NPO

NHK

23

$fi 4D




doing value being value




YAMANT

8

41

Vi

el

Il
2

I

1

T

L =

A S

SMA

ICT
24

SMA

e

<
[«
=

0
N



9

D Wamfi J #

R:

ICT

B™Me™g / @ A0

©
N




3

Y AMA4ANT

8

41

25

16

S

5
i
i

o

S,

b2

o
b2

5
5
!

b2
it

o
b3

i

2
o
i

2 o
bk ¥
e
S
R







A1 & Y AMAANT

vieL 4

p > L ¥ fi 20

2002

NICU 2008

2010

29






41

s Y AMAANT

Icl—‘ﬁ-Jo’fi Ye# % | < - gl <
™og
dew%
3
12
3
‘\
5 10
> ﬁ*ﬁl\_i:f?o
s |t BICEEMTTIZIE
ﬁh_vfjili#.r_ww;ﬁ:(% NAETIHESLTLE
f‘:?sjﬂ)ﬁﬁ'ﬁﬁﬁb LoEE(Z, OS2
= BECHETHAES,
KTSAHE EAEPSA
FLTES HF. R/ Rkt
3
4
YouTube

31




VOCA

DropTalk

PPS

VOCA
PPS

VOCA

DropTalk

ICTHERREFICTHEMTETEH -
a3a=H—1avhTCIzeEnd L5z
BAEDITTIEAN

THATENS - NAT DS - (XA FRAL

- BBAADLEAT DL, BHEMNESIESI
T =FAOFEZIHT 2HBTE |
PCIZIEBEUEEF Lz =r—aviiEdEo
TWTFESHICIEOBLRENE

FELDBRREEAD

B XIEE

ST RE@YL
WYMHEER B

BEXEENLD V-0 HEHEMELL !

KEEOTENARERBETEHEIMN G
BOERYECS,




A1 s Y AMANT Y

10 ICT

ICT

ICT

iPad# 9 D + - Y 149V

ol ev ek™ fi) =

33



7

TR Y

BT

HIFELT




YAMANT

8

41

=V k-

Y89 L

> L—,

(2]
!

SMA

1998
WEB

SMA

SMA

100

12

|le]
(2]



19




20
100




20

24

30







SMA
24

14

30kg

40




NO

1.3

20

20

30

30

50

NO




TOMORROW

50




PDF

ICT

LINE




SNS

QOL

ICT

SNS

SOS
ICT




v w44

A4

s Y AMAANT

3

1 SMA1
24 NPPV
12
2019
PC
= N
24 24

38

45

ICT

™ - 0 %L

WEB




SMA1 1 2 3

OoT PT




20




50

10




11




SOS

10

PTA




ILP




-1 — Nef

TM=

Introduction

SMA

JBDA
Com Lab Japan

SMA

52

$fi 4D 6 L™%

7



A1 8

. BERAMOFEIR B CHTAR A
4 - B B ICHTAR A 5
[J=] EEEFEAN —
D ‘ SEERMNTT ‘
= RERDFET ‘ ZPROIOER
?r (" Yir TS —E
#HE&m T —
; e g SR - { EIZEENIRE ]
HEZES ’ .
= e HEZLDREHE
7|_ s EDREHE 3 3/7*'J 5 R
.o PRRAE : = EBEREMNHES
~ Saxe || mERTER || NOEERES
asmog . - REME |
PRERR ? HEEHLD
i\/7 BEFEL [ sprogonE |

53

Y AMA4ANT

3



ICT
2016




ER
BHEEDHE
REXIE

HREHEF A
BEEERAXEE
HEE
(ICTHER . BEHF)

REMICEEEEN
S=T 14—k

55

A1 8 Y AMAANT

#BE (FR)

HE~DOFEHRIRM
wR(BE)
XEENDES

=¥ I)LT O3y

RO
BEMGHEESRME
LEHEH

3



( 2-3)

20

SNS

Shared.Decision.Making




41 s Y A4MANTN

BEMNFICEANTE D AE L =— XA
AREtEA DA B, Chh B,
HMNIBATERLL, - L OBEHEH
—fEIE R, RS DEIW Y- 1AV
mEFLTHELL, b,

WIS TEFTLEENTTRD
NEYT—23208—LETILA DL

QOL

57




10

40




early exposure

PT

SMA




SMA

s TLVEL
M TR

[ HR %R —rﬁ‘iftuhﬂ\] EZ

[ mﬁfaj-mwﬂfﬂrmx] [ AHABSTHL —

Biz2&I=<{Ly

r il —— X DR HEER
S EswmEERpeLE } T—ILOBE .
F T —F 2
f { bt & [ YRR
|{ B BRE LT } #A ik
T~ L1
\ I B R B B R 4R ;E&é‘%ﬁ%
o DAY 1]
N\ [E*ﬁﬁﬁgﬁm‘] T R J—F ALY
\\&. --.-___,.-
e _ -

SRR LOHEMEE

60



41

8

Y AMANT

-Evidence Based Medicine EBM & Narrative Based Medicine

NBM

Evidence

Evidence
EBM
NBM

Good Practice

Deviance

61

Positive



ICT




a,
3
3
{3}
#&
i

A1 8

Y AMANT

. 1992 .p76
John Wyatt. QOL :Douglas S.Diekema, Mark R.Mercurio,
Mary B.Adam .
.2020 .p120
.2014  .p73
b b b b ’ SMA
.2018 6 1
.p130
.2016 .p16
, .2006
NICU Vol.3 No.2 pp82-84. 2006
2020 1
2016
.2017
UFJ &
30 .2019
. 26(1).pp3-13.2015
1977
1979
.2018
10 .1969

11 Arvind Singhal, Everett M.Rogers .

63

2011




2016

COVID-19

COVID-19

ICT

TV

2019.12.13

2016.10.15

64




SNS

2019 12

web

http://tenohira-sora.com




!
- ®) 8 KP o ¢ @ ufi

i 8
— ,_".J'E o= Mg A9




