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 Disease effect(SMA)+Treatment  OSMA  ® SMA+Treatment

He4F~FES RS A RR SR RS R F o ma e — 8 - BRAEEOETIHERNR TR S HOMc 2B
#HER. SGBESTHEIY M OIS A TRERSSON Y b (HALHNDY) (B4 ZEMEELRBORHME, Fa2

HmaRIcEd SR
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SITREE DET

HAL Bi¥hfg;E HAL training
Vi

slow down of decline speed

REBRA N 57—
AEERMERE

slow down of decline speed

AaEE+HAL

gom: EEELID
HAL training

by,

—

complete improvement
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AEE (A, NEER. HRERE. #flld) +HALOBESRED R
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HALSITHE I K D 5TEMEDE{L - FE BERiER (GBER) [CHBIFTBPROMDE A

TR T * REESICERT ZRANYR WAutiity) HRTIE, B
For Child : HAL-FC) Uk EDEHNRRBH SERARZTMIT 55% 1 BEORET S
=9 ZFARE V¥ —THBRNIC RS 77 hAhL (Patient-reported outcome: PRO) ®EA
(#EQEB* ?mgﬁﬁz‘a*f’) _ 1SOQOL (International society of QOL) : PROFHZDZEE
RERBLER ;—g“?gﬁ’fffﬁ‘fﬁﬁﬁ%ﬁ U PROMIS : 20044 i 5 NIHIC & ZPRODBIEY —/L DY k OIS
: _ KEFDA. Guidance for Industry, Patient-Reported Outcome
Measures: Use in Medical Product Development to Support
Labelling Claims (EEXMIFPROFHMIEH AT VX | EEEM
RARICK T Z2DEXEBEERE Y R—NT3HOMER) (2009)

_ Patient-Centered D{2:# £ 5 Patient Reported Outcome D #13
FFEANDBRICEY 2% EREZBERMERN Y —FR—/—
1) =X No. 64 (2015)

Patient reported outcome:PRO
BEWRSES 7V A AFH

PROG#ERE (BF) [cL£DPHDT. BoiARThH, @EETH &
ANDFEERFHMICED < WA BEREELED, BIRLEDES, JE - THEEh260%
Bl VA DMEIL

QOLM5PRON

W3, BEELFELNIPROIGUTOHLBEDEBRES
(construct) ZRIE - T 5, : BEOTHMIFHHDOETH 5,

o ERFHME ( symptoms, impairments)
® #8E (functioning, disability)
® BEIRRBICDOWTODHIE (general health perceptions, HR-QOL), %)

QOLE WS EERIEBERBINTWS, FfE (utility)
Utility=QOL & L\ 3 55f# o 4EDE (QOL)

© NILAT 7 DFHE (Reports and rating of health care)
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HALEER (NCY-20015&Ek) TOPROFHE(E. =IRFHMEE

==t
v 2085 T A N (M)
{mIEE

v 10m&BT7 R b (m/s)

‘[F’ﬂ L?)lﬁiiéhi-! |:|

v &M (Modified Ashworth scale :
MAS) %

v TR O—3X 2R Bl (SCATS
Clonus scale)

CIEFHATAL (MMT)
v ADLEHME (Barthel index)
v HAL-HNO 1 OfER BT SR 1EE ¢

1. BEB S LB TN (Patient reported
outcome measure | PRO)

2, il

HERE SN EAERNOHRICEHNES S8 S, BREND
w40 (Visit 5) IZ{738IFFM (pre-test) . BHIAD
= (Visit 14) KT5%HH (post-test) . SEH
oRE (Visit 14) [SABEHACRY (Visit 5) ORE
BuhwHL., BEORASDSIRDIE> TITS> BFM
(then-test) MI3AEFEEYT %, ¥l (posttest) .
A (then-test) OEICEMIEZ L& L, #
#fiifi (post-test) , ¥ (then-test) DR, HERE
\CHEIFFl (pre-test) OBREHATERSREW,
SHifE R E. 100mmORTICL2ERFFATRE
MEEEN/CERO LRI SBENTE T 5.
RiEEE HEELME IS E BEVWRE. BEEE#HEE
FENEZZE 2 LBEVWRELEFELT. BalcmED
HTEsW, BHEIL. TmmEILLTERBLRERAE S
LT RT S,
3. FHiEE
1. ETBHORO2 -V BoLE (BRICHEVORE
(Do DENFEL BWRER100ET3)
2. ETHORD LMD LT E (BREICEWED A0
PTEIMme L LHBREEI00LTE)
3 EHTOEER (BRELBEVWSTOEERABELEE
LTWEREET00E 4 5)

v
X
-
DIII|=
=

L L 1 20 = B
weno

1 MROSO D I 0RNg 3

mE e #F

E ’A nzl:ﬁﬁ

aAN -

v

i pFoEEs
FOEFREET LTI IMN) CNl - BUONEE

PROFHM. &R MR

3. phoEEe

Vist SRS EBL LT IRAN
RHATSRON ST, VS ORSERY (| BEQ/) EANTALTIEN,

o 100 - pOMEEETLTERE
|

2 SNNCED: PORT A 11l
ApNCEER Li I !
39

akR/ ﬁﬁfﬂ?ﬁfﬁﬂ%ﬁ lcH H %5PRO

Wt

DY+ D 2
B W

I RRA B

TSAT)IURRA b

- EEVOERICHT AR —» - HFEOEERAIT (PROFHE)

YR—F TS

EALHF)IURRA R

» O EREART b o BERS—TF—TUR
< (PROZE = IXnon-PROEE()
o EBVIZEHELS & ErHIE

(PROETifi)
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PROEEE DR

H D (thing) & 58k (epistemology)
o £t (real entity) individual construct:{8A O S
o REEUTHEET IMAK. 2  TREOES
+ = (construct)

o ADEZICE>TDICESNZ 6D, Bl  "EHE"
o EA/MLZOWEHE (HINEREBISZARBEEHREZ EBLAATVS)
oER. KIE. BEKH., EI/N\F, LLER. &K, LF
o BRICHITZWABLE - ERERE L HAEL - HRAFBOICINERS

517 S

social
construct

meaning

<BREERIEAOFE (BLE, ££28, Wed, BEPTE, 2oEDR)
 EENEFICH T HEHE/QOL (B, H17. RABIR, &k

7 . S EAH)
« BREAFICH T 5 BEFE __ representation
HDTIHL —E (Events) OF#H%
+ 27«7 (narrative)

,%2‘%'1’

thing in itself
VENn B

FORNDA S TeBBER. TEY —RER

1

PRO%Z RI23Fli & T 5 BROfE=E
EREE OB R b DOEE
BERER  EDD-[dDREDGEE

-1

FIRRY

ERcEE (HEE) cHFke
NIcEER R (construc

H D (thing) & &k (epistemology)
individual construct:fA O S

Bl - St

S
Conceptualisation

social
construct

meaning

IR

’ representatio

ERRESENZRICEVWTHE
EI B RERBEAD & HER D
Ju\‘i—a—%ﬂ_ (‘_’_7’3“:'@% %b\o
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Narrative (1.57—_ « 7) BERERTE - HIFIEROTTIL-oFHERE(L

» Gold standard (supervisor) Z#E (Fl&, INEZ=E. WHO

+55 47 WEE (story) +5%E (F«ZXAI—X) DfZRRetc)  AZF & T 2NNNBZEMN. reinforcer (RIEF)
“DF—HEIciEA 5N %, AN RSP
ME (B, WD) BEEILI>TANSANEENS ¥ ANRT Y b RFFHI - Skinner, Konorski
Al BUYBEZELGSIEETEDIENTES » Game®EH : Von Neuman(Z7 4> - /A YY)

AlE. ABUERZELB /T FT 1 T TREDIENTES - EQ-5D(EuroQol) : RSz ER & U ARN—RITHE

The Cambridge introduction to Narrative, by H.Porter Abbott health related QOL(?)}%‘"E SR E
» Gold standard (supervisor) 3AE : ANLENIEVL., HZ

TWRIFEERSZ L

» SEIQoL : Schedule for the Evaluation of Individual
QoL (& A DQoLEHEE)

» DRG : Decision Regret Scale(EERAERIEBRE)

45 47

EBE/IREITEICEEICEST e 5?;3\
FSF4THEEEHZITND 1T&) vs A

BE, AlE. B0, @R, £5F. Ad%x v (TENOEEE
FRES b AR L > TRAT IS M ibEL TOES » Skiner(1904-1990) : AR5 > k&#(F1F (insturumental
RS NICBEDRERICKED HIeD &L e coditioning) i £ 21TEIDFE. BHCLOBRETE, (ZERHB.
55— REZ A=Y, oy AMER. REBERHE. Rv hOIIEEEMN) o reinforcer(@@({bF.
A= —FT07 A=UDBIKRZ N3, 1¥F) punisher(GEERIA. &F) 7TE:behavior

BmR - BE - FheHicaE TV RIS, F-ERERBYYE + Jerzy Konorski (1903 -1973 Poland) D73 b3, FEEIH—U T

Bl k5T Konorskildtt i Tid U s Tneural plasticity e WS AEE%E D<K 2o
ADDNCEE T E RIR > I AHERY B EEBRE 1. ¢ MBS
BEEFEIHMAS N, BELPEKEDEKEZD->TLS » Brunner(1915-) EEEE D 261X 2D EMillerDBEEHRS+2 DRA
- 4 N g " ==z 5 —_
Narrative means to therapeutic ends,Michael White & BB FrY I ESOSRROEARDICLTURRE L. 11990,
David Epston, 1990 Acts of meaning:BK I & WS1TR, . #2NHEDOIAE - YoOH

%{riﬁbo 5%0 %&ﬁb*ﬁ‘s%%o’\o ﬁﬁb(ﬁ?ﬁj)act

—BYEL. MBOEZZ (Re-storying)

-+ S5 4 7OBE#ER (Narrative reconstruction)
—EKDOBEEE (Meaning reconstruction) 12 13 14 Al3C
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F—ADERBICEDCHTMREICELD

%,
BEFEIS 19645,
(2010F) DfeifE
DY DETHRERICIEL W
Lt
EZLEERFRETHE
% T E

1 EEf@&E (TTO ! time trade off )
o PR (SG: standard gamble)

3 Expected utility theory of decision making under uncertainty (7=
VARV OT—LIER) - LOENBEESEOTILAIETEERET

# MAD : Mutual assured destruction, 185 faHiE— THRE, M+o

F ALK BBFIHDE  PLIR =T o I=T759 a9y
#ERERREE RIS BEIESESE, Utlity(QOL) oW B
o F—LOERICLSHTSHHERT. DEE (utiity) EBIEREEE
¥ BHAE (utility) ZADQOLEFHOEDEEZ, HESUHTERETESL

O BREBASFIOERBOSE, EETERSFAROZUEERDLISLESES iE

1 EREFFOSHMAE (VAS: visual analog rating scale)
4 FEERESEV, ZEEESICLD, HREROBENSEELRTERE

WlaRFeieh

TVTYAL
i tZa
s Al

(RN o M- R A -

AE PEF

ZREEQOL : EQ-5D (EuroQol)

EQ-5D (EuroQol) : =AY
R EREEQOLIMERE, —
M ADRER (n=3395)
lCf UTVAS & 3ERREEHE N 5
RE5IEHEERET Yty
N & BECIERINEEVEE

(| AVY =LY

HFREHNSIER 2 3RETEE
93 EEQ-5D index (GhFHME)
NEEENh 3,

QOLCHRfI L IcEFE
(quality-adjusted life year, QALY)
=$EYPENELFE X ZFEE

BEOREE
1 fEEEERD0CMEFEL
fudEEpaDic i S HENES
3 fd~w B () KBLEDTHS
SmE H OEE
1 fuUEBOED OEECMEREL
RIS ErEHI2080TIS0LC W S EENED
3 RREECEEAZAELTTERL
S AGESR (F : EH, 808, ik - REREE)
1 RESEADEMRESTSOEMBEREY
L IEAOERETSIOEW SHRENSES
3 REISEADESETSILNTEGY
s/ TR
Gi) TS OTRBL L
ThidFEEOFLCARENES
3 REDFLEMPTFRENBES
T/ & X
T BEFRETHELEFAALTELGL
RAPEECFAERI VLRI I FRATVS
HEDELAZHDLVEHEFRAATVD

#IEE — #AE (EQSD index)
1,1,1,1,1 = 1.000
222,13 — 0564
33322 — 0052
33333—= -01111

EQ-VAS

s

¥ T2ICRWERIKBOFTHZET & U,
FZ0ET B,

* "REOERRETHEGLIE, 5%
10FEFEZBZENTEBRELE
4, LML, BL. BB BEEZEZ
B3 ERMIFELRBREADHD
IhH. BRICRVWERIREICAN S
EDZETY, MFESSWVWEESH
& LB, HIRTIEFDRER R
UEITHh 7?7 EHEBREICEL

¥ ERENaF BRI,

#* Utility X10=1 X a
* BhAME(Utility)=a/10& %%,

%Fﬁﬁ :f’%l‘ 9&5% TTO: Time trade off

Utility =a,/10

81
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24318 D DIRKE
pAlEENE

11111 1.000

33333 -0.111
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BADEZDEFME. SEIQoL—DW
K ZAEPRO/QOLEHE
The Schedule for the Evaluation of Individual QolL-Direct Weighting (SEIQolL-DW)
Neudert et al., J Neurol. Sci. 191:103-109,2001

EQ-5DHY A [E]
HA DR DIZEXER RIS

WiRIiCiH U T @8 EULNEBRNEHDITET 5 EIRIE,

LENFEIVEBZEEZEE S > TWVWD ERTE,

DI 1
EQ-5DMDIEH Egﬁ%:@ ﬁ%% B
RTID | & D% w |
BE
-
1 BEHDEE 0.430| 0.570 33%
®
2| BOEYDER 0.747| 0.253 15%
w _ —
3 EBROES 0715 0285  17% BEICEH#DIELTHSS
L]
L} L Lg An example of 3 SEIQOL-1DW Qal. tetal score cakoalathon
4| fad TRk 0654 0346  20% [ ety Bt P T e
5| % 5&EAH | 0736 0264 15% Hovtuly = Behedit o e o2
\D’"‘— o s =02
h.‘w (1L %" .8 ::_:
EQ"SD@ ﬁ{;ﬁi; %%t@?&b‘ 5IEH (domam)&%f?jb'(%) Total score 23
55 FDGREEETENIC (VAS)FHET 3

SEIQeLithe word is pronounced, "See - Kwal" SEIQol index scoreZ=&H

“QolL is what the person says it is”
QOLIEZDANESLEB>TVWSHD
Patient-reported outcome®—>

SEIQoL :  (BAD4&FEDEETHmE)

* ZTDEADHHQOLZFHETE S
O BEDMLET EMELV LB ICENLT B,
0 FioZXREKd 2FBE{LEEE—>SEIQoL

B cumaral e
The Schedule for the evaluation of Individual QoL [ gardening
_ [ e ature
O QoL (FEANZEABEE (personal construct)  professn
© QoL BEDANES ERBEEREN S Lo TWB 1Y s
ELUTWAHhDFHINSEBREE1D 1 $pont {sctive)
© QoL XEAWNGHELICKDFHE=NS W taerity

O'Boyle, Joyce, McGee, Hickey, O'Malley, Lancet, 1992, 339, 1088-1091
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SEIQoL-DWIZ & 2 ALSEE DPROFH D HE

Neudert et al., ] Neurol. Sci. 191:103-109,2001
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PROZBIZ M & 3 2BROMER-2
Judgement Analysis AlZESP>THIEHL TSN ? SHAl GTE0EY) ONRE
Proaimal fsusface) LARYARAD 7+ TEWHHEASTHEREEGEEZE X5
Brunswick’s Probabilistic (0-100)
Functionalism reprioritization: BEIEMUZZEZ 5
P B, reframe : E2OBEAHEEZD
. _ 28 . 5"&"‘% X LCJ: %iﬁ%ﬁwﬁ‘fb | then-test(BF{m)
I]la‘rjnmond ; :omal A Judgement sre-test (3 2H) i post-test (& 2T)
udgment Theory :
Ys
_ . YD o
MillerD BEiEE 7 P 2 SEIQoL
771?4#7& 2; Y D aEE ) 5% 4 Index 40 e T
Working memory I(:“;[O(; 20 . i‘)fl =0
capacity({E3:C1E) Cues
0 =] _;
. R{ERE : 6 8 10 12 14 weeks
= a S ==4
Schedule for the Evaluation of Individual Quality of Life (SEIQoL) Decision Reg ret Scale(,j'%mfﬁ’r’éﬁfg)
b, Ef (ABIE. BEh. ZOMORBEREES) LELEL
meimal (surface) O—)E’./%j\—]‘g(t SN Uﬁuﬂ&ﬂﬁﬁ_ 'C‘: ?EF) 'lE'"’ L":' _’:TEL\Q %\.

100) lICDWTESRBUDM. 1 h55IcOZE2HTLIES W,
h’ - . i =z . E’L 3 g - =
() . SIS =<
‘ %y " 28 MU iRl
. s PDET LT .

Judgement '©

QoL

| ] 1 1?)#_‘1) 'U\ Lg (‘:
585 EH5TH  E51E Fo1(E501F e
B BbBL Bhik =1

R o 283 #iEd
Total 64 (0-100) ™
+ The Decision Regret Scale measures “distress or remorse after a health care decision.” (Brehaut, 2003},

» Brehaut JC, O'Connor AM, Woaod TJ, Hack TF, Siminoff L, Gordon E, Feldman-Stewart D. Validation of a
decision regret scale. Med Decis Making. 2003 Jul-Aug;23(4):281-92.

Cues . FEE%. BAZE. BAEI Decision Regret Scale & MHEE QOL, BHEROMIF ——MiEAL = 7 G,
58 R RN —TEECETIENFAE BAER- - BREEFSMIE. 5284% 20155108
58 &0
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EFEL< W TWVE - FBED

.. - : \V/ N W/ N S
Decision Regret Scale DRRT 7 OTRE X (K0gE) & A TRX (%088) -1 BRIGHT -
100 100 =R— 2 Y
Y=o B =) - I
RERBREITZ LTWVWSH L BRILLIAV
0 » AOR : BONeuronBRiCiZEHE N BV, —E0%o | IRIUD
. - s . —2—Ovhts EOTBEMBECERNTEZS | K
Sl :f: .ﬁ@%ﬁﬁ DRG g0 80 2a—AYHRIVFTFRES ? u:” ;mj
i, il o DTIEEWSEZ T, Bright Air, Brilliant fire, On the| [
0 Matter of the mind, (3854 : Bin 5O~ GERMLD
— ' BO s BD e G.M.Edelman, A s
PR 5 o 50 » Za—0Ov, EBEAEESER (allor-none principle) =
HALSZ{THER lC&DEEBLTWADT 0or 1, true or falseizx &2
+* W EOEWE S X fc i ERE=BoolRETYIal—Y 3
O prospective post FHliDEE 0 P ¥ IR o ‘
g s 45 o v SRABAILAIBE. AGI : Artificial general Intelligence)
retrospective postz¥i lEneural network EFILETENIE, LA—7 DA _
10 10 o RESNDRNEH OBLBEBEMERITH S O TEBAR NEAR
o— o0— BIE MAMER > CAGIDE >MFZADMES. ZLTZD e
0.0 00 ERFIES SNBWHE LRV, BET ST EDEBEIR, KURZWEIL
=61 =412 RZWEIL
&1 63
EF< W >TNE - BED
.. . : W PN N\ L
Decision Regret Scale DERT F O RE BN (&NRE) & A TRY(A1RE) -2
100 - 100 =Ry—
[ I S} Hv =] 3 T = _ = 1=z
3 0 \ \ » RAATHEE (AG) ON—RVIFEIRY—TLIAVRXA
,kmféﬁﬁgtiﬂé L/ T l} % b ol a0 O OEFERERA—N—O v E21—%
» BR D VIBREBEESEC LR E/E,
EFEHH [Ef&: i@@%ﬁﬁ DRG 80 - 80 NSPCA (Neuro-Synaptic programmable connection
3D array)—NSPU(Neuro-Synaptic Processing Unit)%&
70 -0 700 Tl IHEBIEY, (HEITE)
&0~ 50 - » BEREAR R ER (HSTM:Hierarchical Space-Time Lol e re ey S
Memory) DFE, (HHE=SH)
P 50 © 50 - » EERORY hEAIZEEEHIENE, RV T7FEL
HALZTIRE B, NGO, TELE—, BE. ERUE. 550342
40 40 MBEE—F¥RATEIRT (FEIE+ILSER)
v LA A THIBE(AG) ORIl & DIRICEHET NI L WD - B
O ERBROMEESM e W VO
O pFOSpeCtive pOSt ?Ffﬂﬁo) EE’% 20 20 e » FLOPS:Floating-point Operations Per Second{x 1>
Ea—9OUREERO—D, 11EICFESSERED
10 10 senme e agED. THEEL,
FHRLDFT—& BLB3R@IEB o o BIE » TH (human) : —ADADHEEE BILT 2
& o feo hiombicoic, YT 0.0 = » 1P(patient):100PT 100 ADEESKARD FHEY 2 I L —
${§u -I $ﬁu2 hTES, FlRERERARAEZORIL.
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. sE \ Ry Humanity+ magazine
B (FNgE) & AR (FNgE) -3 y+ mag

» AGIOZREHOFH (Zx1Ilt—7)

v EBEDSingularity;i TDIREDEREE R Y 2 /-

HICEFENEREIRE .

¥ AGI@%EEE‘?’%?%TCM){C\ ﬁtﬂﬁiﬁiﬂé? H+ Magazlne ' xmnmm
AZ—=7IT) X LDRRE,

» BWWMFEE. supervisori U Drepresentation
learning’a EQOBRZFIFEEL TV, HDTE
Stz [El#,

v EIRZM, BELTF - RE - ZWPATA #E
1277 (BE B BhH. KEVATL) .
B, B&R. AEREFZILITINL—FTr IV R
Th, ERVAT A, BORKIDEEERRD O
RO—=IPYERIATLICYT 70 RPAIZE
SBROAA R4 VPEHZ TVWDDHEE,

» AOEBIETFILTUXLEIYAY—FILTUX
LT PN HHEHE,

| Am Ironman!

AL (M i L
Cpernart R

Tintam Csillend

Cpberiyne Corporstion of fagun, =

®

[ T [ N
mam prabaten o o chesete abemi
[ T r———
cTese e et (ey wp e Ao,
Tha HAL (Fighrd Assiotsn [Limhi]

it e by detecting; fuisn brosientrical
ek asg pute plard o oS e

o
Tl e
s v PR, Mg e . - dagn ferns |

Publisheis ¥ Open Source Robotics Looks Becter Than Ever
" ! Asywery L — 1]
hey s, rary e e b

devrrd b warfuen of the ki, 1AL

The Singular Impact of
Exa-Scale Computing on Us

~ [~

| TR ————
Tt ssmiog 0 Nakes P, s sond
e R el
o o 400 anctn sl thary bl b e
wtrd o apprmmat ely $4.300 13 dullan

t The Mesning of Liky Liss in Iy Sackinens
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Wag the Dog

Why does a dog wag its tail?
Because a dog is smarter than its tail.

If the tail were smarter, the tail would wag the dog.
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