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< W (B) EVvd Z EEHRE L7z, Danoff-Burg
BITKENCEBIT A SLEWCET AT Ay h=—X
FHAIZOUNT SLENQ 2 FHUNSLE B 112 44 &2 kP41
ToTMR TRTOBRENMANLLDOT Ay b
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==X ERATEY | BB 90%, 2L & O
80% & HYARHIIEIR DFEHIKDFF ZNZ N L7 7 )
HHRT AV HIANOBEFZX, AANOBELY L, [EFE
PR EERICERET A ST =—
XD VLIV RENZ &7 E a2 S L7 (7),Nikpour
SIZEBZEMDSLEBREDT v Ay h=—XICH
TAHEVATFT 4 v 7 L Ea—TIE 368 3Lk D
24 SCERICKE W IAIA, I AT DA TR RLBOHE
DFEE L2 A s LT 72 (8), Winthrop 51,
2017 D> D 2019 4EI2H>F T, annual
international Targeted Therapies meeting & \»
IHRNERIET, HTEWT. VU TFF, D
fh OB 385D 100 A LL OB A B 2,
BAER Y v~ HrfetEBIE A, whtEFHERIEI R &
GV T~ h—T A, ZOMO A CERER (v
= — 7 U EER, 2EEEE, X—F = v M
R0 1gG4 FEHR B A G T M R) O 5HRBIZONT
FNFEN 20740 4 DEBEFAZFE AZE| D 4 T =¥ ZA/3—
A=A LTEEDET VA Y h=—X%
WELTWD (2-4), I DIXEFRENRS%E B
W LTRODDBT Ay b=—XZhHLEZbD
T, FIT, BHERBIZH T DIREERO A% FHE 3
DGR T A L OBROWEOMAZ KD 5
HDIE o7 (Table. 2),

® HEWN»H® U 2T 384G

4210 FREIZOWT 675 SN A7 ) — =0 75t 5

LRy IT RNV Ea—DxtG Lot
(Table. 3),

1. SLE

Literature search flow diagram. | Total abstracts retrieved |
SLE | n=280 J

~ Duplicates |

| n=2

‘ Total abstracts screened |
| n=278 |

Excluded: n =268

Not on SLE (or LN only) = 54
| No relevant information = 88
| Not human/ clinical = 24

| Not focused on Japan = 28
Case report = 78

Article included

n=7

[ Fulltext not available = 1

Full text reviewed
n=6

280 SCHKH, 6 SCHK (10-15) WY Liz, 74 7 A X
A v, QOL B L7=#iE 28 3 STk (10-12) , REEHR[E
FATOUWT 1 ICHR (13) L BRI DT 2 3CHR (14,
15) 23 fhi = 7z,

Ishiguro HITEEREDH D) T~ h—TF A H
F & x50 Skindex—29 (B EE D QOL Z7F
i 5¥54E) & Cutaneous Lupus Erythematosus
Disease Area and Severity Index (CLASI)Z >
o7 v — FRAEEATVIER AT CTHEIZ QOL 23
WETH L ERELTWAR  F—Aar hr—
NAZT 4 & UTREE N & R 7 — & Tl



Sl T v — RO r—2ay ba— LA LT
41X 2 3CHRAN LY L 7=, Takahashi & {5 A & SLE
BEODITA T7AZANLFABICEH L THMBDOT 7
— FRAZHWTHAE L B L 2 F L A28 SLE D%
JEU A7 ThHalRerEnd 5 Z L, SLE BF Cldfs
H ORI A b L ARZ OO FK 2 BRU T B
JERNMEFH AL V@D R Lz (1),
Furukawa & 1% Short Form 36 Health Survey (SF—36)
Z AT SLE 3 @ QOL Z Mty A & Hhlk U725 51
SLE @ QOL {5 Fid— A RAEFE LA R, BIf
Voy~F, vo—J VLV UERRERETHDL &,
MEHRFE )Y SLE BB O RS IR A b L R % B
MEFETWD Z & B TIRIEEBRE O SLE B34
HHRD SLE B I R EL T H ® AR I
XA &7 L9V & SLEDAT X° SDI A =27 C
ITHRFE O QL £ CRMEc&Ernwo &, 2HE L
(12), Inoue 5 1% SLE BRF OREIRDE & QOL IO\
T Pittsburgh Sleep Quality Index (PSQI) . Medical
Outcome Study Short Form-12 (SF-12) % FHWTCEE
L, WEE5ZT L7 206 A\OEFD S L, 62.9%
MNIEIROENE/)N - 7= LR L7=, Japan Medical
Data Center claims database (JMDC - CDB) (#8%%
DOREFEFEAA LIV FELRZLE T~ (B, 4t
d, HAD B O T — X 2ERE L TWHEFL
v F N F—HZ_—R) ZFH L. Tanaka 513 SLE
BE O 3SEMITH )L ERE O P EA US $ 27004
THYEEFITE ENDZ L (14), Miyazaki Hix
SLE fF 12230 % EIFRRRBE 1T DOV TR
379380 HCTH Y . TNENDIERNR, APiE7e
Elzon T L7z (15),

2. gt 7%_ (DM)

Literature search flow diagram,
oM < Total abstracts retrieved
n=61
Duplicates
— n=0
Total abstracts screened
n=61

Excluded: n =60

Noton DM = 6
No relevant information = 42
Not human/ clinical = 0
Not focused on Japan = 4
Case report = 8

Full text not available = 0

Article included
n=1

61 SCHRH, 1 SCHk2SE% Y L7z, Kawasumi 51X, H
KRIZBT DR E LD B IREEREREF OB %
Japanese version of the Health Assessment
Questionnaire Disability Index (J-HAQ) %
THT, 7T NDHERED 57%1%, 1RE%E O B AE
(RN B 0 | FEREAEES, PERI. IRHERATOD CK L
Jb. BELOWUSRP 25, DM TOiRIE% O L (AHERERE
FIZHETLHERTHRFTH L Z LHmES
A7z (16),
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3. AR R BIR 2 (JIA)

Literature search flow diagram,
1A ¢ Total abstracts retrieved
n=33

—

Total abstracts screened
n=33
Mot on JIA = 2

No relevant information = 23
Mat human/ clinical = 0
Not focused on Japan = 4
Case report = 3

Duplicates

Excluded: n =32

Full text not available = 0

Article included
n=1

33 SCHRHT, 1 SCHRZSEZ Y L7z,

Matsui 1% JIA BE OBATHIERIZB L TR AF
V~FEENRLE LIZT v r— b EITV, 44%D
ERAS/NBEEADN G D JIA #3259 22 LTk L
T HNDIERELE > TWA Z L 2REE LTH
HELZAD, iz, V o~FHREICET D BITHE
FRIZOWTIE, JIACHRRE L2 Tz v

Miyamae 5%V 7~ FMHEBEIEOBITHIEREIZ
ML CONEEMNTH D AR v~ TF 225 #A
PERT 2 XU T v — M E S LT b (18),

4, o — T VUSEERE (S)S)

Literature search flow diagram.
sis < Total abstracts retrieved
n=66
Duplicates
— n=0
Total abstracts screened
n=66
Mot on SjS = 12

No relevant information = 42
Not human/ clinical = 0
Not focused on Japan = 7
Case report = 4

Excluded: n =65

Full text not available = 0

Article included

=1

66 SCHRF, 2 SCHRSEEY L7, BAEUEIZRET 2
WRAED 1 SCEREZEY L7 BREEIC DWW TR A KT
A NCRREBE OIEIR TH 2 5 EFRE WD 7
WielZiBEhne L,

Yoshikawa & [ZFRAVE RIS RICZFZ L2276 4
BXRP T 5% Ny = — 7 U EERE L 2 S d.
ZHE—RER LY b ARICEWERETH 5 & #H
HL72(19),

5. B AFEIE A F 195  (AOSD)



Literature search flow diagram.
AOSD a Total abstracts retrieved
n=13
Duplicates
- n=0
Total abstracts screened
n=13

Excluded: n=13

MNotonTD = 1
No relevant information = 4
Not human/ clinical = 0
Mot focused on Japan = 1
Case report = 7

Full text not available = 0

Article included
n=0

13 LHRA 7 ) —= 7 LI AWZEBED UMD (124
BT DIHERITE LN 2o T,

6. 71U VAREDUIERERE (APS)

Literature search flow diagram. :
APS o Total abstracts retrieved
n=21
Duplicates
" n=0
Total abstracts screened
n=21
Not on APS = 4

No relevant information = 11
Not human/ clinical = 0
Not focused on Japan = 2
Case report = 4

Excluded: n=21

Full text not available = 0

Article included

21 TERA 7 U —= 7 L= ARHIZREED UMD IZ&
BT o EHRIIE LN -T2,

7RG MERE AR (MCTD)

Literature search flow diagram,
g diag Total abstracts retrieved
n=11
Duplicates
— n=0
Total abstracts screened
n=11

Excluded: n =10

Mot on MCTD = 1
No relevant information = 7
Not human/ clinical = 0
Not focused on Japan = 0
Case report = 4

Full text not available = 0

Article included
n=1

11 SCHRHY, 1 SCHERASEZE Y Lz,

Washio BIZT7A 7 AZANIEHT DT o — Nl
2935 MCTD FEFED U A 7 K+ D[R E &I+, MCTD
BE TIH S OEBEN & < A OBBEEME W

ZEMBEETEORCK LA MCTD BIED U 2 7 [N+
DOFREMEN S D LG LTz,

8. SRELAE (SSc)
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Literature search flow diagram.
S5¢ 9 Total abstracts retrieved
n=101
Duplicates
— n=0
Total abstracts screened
n=101

Excluded: n=96

Mot on S5¢c = 1
Mo relevant information = 83
Not human/ clinical = 0
Not facused on Japan = 4
Case report = 9

Article included
n=4

101 SCHERH, 4 SCHRDSR% Y L7z, SSc BED A K L
ANZDWTHA L2 #iE23 1 3k, QOL, fERET v
r— MCBEfR L7 b 023 2 SCHK, @IS B b2 B9
DHEN 1 kT > 7=,

Matsuura &% short form health survey
questionnaire (SF-8) .modified health assessment
questionnaire (mHAQ) % AV T SSc B & sy N %
g L7e A b L AFHEZITV, SSe B TIREE A
& AEABO B R 2 TR ZEN IRV B IR
FERSH 2 o I3 A IRV 2 & 2 HiE L= (20),
Yoshimatsu 5%, #EY LRI L L — N DIEEZ
FH)EC Skindex—16 % /= QOL §HH &2 1TV, 1R
WIS CHBICKEL WS Z E2HE L2,
Mugii Hida—m vy XTRIE I
EuroQol-5-Domain-5-Level T » 7 — k

(EQ-5D-5L) & HAQ-DI: Disability Index of the
Health Assessment Questionnaire Z{#H L T, SSc
D HANEE OBERERE 2 38fi L, EQ-5D-5L 2K
WREE RS IR E I BfR 72 < . SSe [ @ QOL
M & L TR S LT (22),

9. X—F = v ~M§

Literature search flow diagram., -
Behcet's disease (BD Total abstracts retrieved
n=53
Duplicates
" n=0
Total abstracts screened
n=53

Excluded: n =52

Mot on BD = 4
No relevant information = 29
Not human/ clinical = 0
Mot focused on Japan = 7
Case report = 12

Full text not available = 0

Article included
n=1

53 Lk, 1 STERDNEEY L7- (Figure. 5),

Sakai HIIA 7 VY F U~ TIRFEEZITTND
N—F v MEELS E S KB 20 4 X R,
TERERII% C The EuroQol-5D questionnaire (EQ-5D)
L the 25-item National Eye Institute Visual
Function Questionnaire (NEI VFQ-25) % v 7=
QOL IZB39 27 v — FE 2TV, TR TH
HWHIA a7 KA a7 Omm RPN H 722
L RS LT (23),



10. 229

Literature search flow diagram,
Takayasu disease (TD)

Total abstracts retrieved
n=36
Duplicates
" n=0
Total abstracts screened
n=36
MNoton TD = 0

No relevant information = 20
Not human/ clinical = 0
Not focused on Japan = 4
Case report = 11

Excluded: n=35

Full text not available = 0

Article included

36 SCERHT. 1 STERANEEY LT,

Tanaka & |38 229 838 O J& FE I & OFE 2 B & 2>
T B0, 204 (GF 2T IEIR) Zxt4lc % H I
WCHFFE LI & 2 A, 40FR (15%) CTHHsE, |1
R ENRBTREZBO 08, 0ME A X b
< | BREIIRK D IR RTERE TR X, oDy
MEA R FEFIET DY R 7 MEL B S M
JEREADF O T, FRITE, IRIERERIE, 7
WIFBEDFIEICHEFER T D Z E RN EE R A[REMRH
HTZ EEHELE(24),

11. 7 U4 o e 5 S i

Literature search from diagram
CAPS Additional records identified

through other sources
(n=0)

I |

‘ Records after duplicates removed ‘

Records identified through
database searching

(n=132)

Records excluded
(n=125)

Not on CAPS 47

Not written in English 8
Not focus on QOL 43
Case report 27

Full-text articles assessed
for eligibility

(n=7)

132 3Lk, Patient reported needs |ZBJ L T3¢k
DE%Y L7z,

FIZH T ¥ X~ T DI Heal th Assessment
Questionnaire (HAQ) & A\ & Childhood Health
Assess— ment Questionnaire (C-HAQ) Z#FH T
QOL Z 3l L, /&I X W EEERRDbNDH Z L &
HELTWD, O, Functional Assessment of
Chronic Illness Therapy-fatigue (FACIT-F).
Medical Outcomes Study Short Form—36 survey
(SF-36) . EQ-5D-5L 72 &', IO LM AE D
TIHli 21T > TV 5, & Ot FEROMRAD I % FH 7
BOETRRICIVEET L Z LRI TND,

12. Blau JEfERE
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Literaturs search from diagram N —
Blau Records identified through Additional records identified
latabase searching through other sources
fn= 137} n=3)
FRecords after duplicates removed
{n=140)
Records screened Records excluded
{n=140) (n=133)
Full-text articles assessed Full-text articles excluded,
for eligibility with reasons
=7 n=3)
studies included in
qualitative synthesis
(n=4)

XIE YRR & international registry M EE S L
T2ODEREEBEM LT, £, BARERNIZEIT S
Blau JEMEREIZ 69 280 INF IBEDORN BA2 £ LT
1 CHkZ BN LT, &k 12 STk 5 B 4 ST
BNV Ea—X 8L L TFEoT-, patient reported
needs ICEA L TWAMmLIX 1O ATH T, Z
DL TIL Blau JEMERETA LD BRERELR, B
JEMR, ARGER &) 3 E 1 O )G, HAQ (Health
Assesment Questionaire) I J0O'CHAQ (Childhood
HAQ ; 9 it LA F O BEICITB O WE 2 ) 2w
TR RUICE B U CHBRBRERE M 21T > T\ 5, £ D
WER Blau SEEREERE O 41%ITEFR Th A LA
L7=DIZxt LT, 31% TR, 17% CHERE, 11%
THEEOBEERL LN (HAQ/CHAQ TIX&KIAH %
0-3DAEMETHEL, T IV —NOEKE %
BRAL, ZORHEELAaT T4, BEKIZE O
=1E%, O0<EREE=<0.5 0.5<HfEE=<1.5 1.5
< HECTRHMET 5, 2RMMERE LR AT
FUVAS CTEEAf L, 0.03 Z #hi) 7-fE CEAEE 24 E
T5),

13. SRRV P EEL

Literature search from diagram
FMF

1 languages other than English or Japanese = 14

‘ Articles included (1=19) ‘

331 SCHRTT 19 STHRASRZ Y L7,

HEH SN TWZRWEHRIERIZET 5 2 & (B : #EhE
P NI E . MERREERERE) © 6 STk, D BERAYRSEE
(57, MENRRESE, RZE, #1095 -2) @ 6 3CHK, QOL
BT 252 L 6 30k, TRRICEET52 L 0 1 3CHk
ThHoT,




@ ZFoff. KEEFE B ORERR - & RIER
FEICBET 2@
WA, BE RGBT, BARD BIRKEE DAL
EHEIT Z OB A FEIEIMERIC S D
(https://www. chusho. meti. go. jp/pamflet/hakus
y0/2019/PDF/chusho/05Hakusyo_part3_chap2_web.
pdf), H O A & SEFEICBE LT UN & LTl
TERVWNEEB 2 SRR Z TR OB B L
7o
("systemic lupus erythematosus” OR “systemic
sclerosis” OR “dermatomyositis” OR ”juvenile
idiopathic arthritis” OR “adult onset still’ s
disease” OR “antiphospholipid syndrome” OR
"mixed connective tissue disease” OR “takayasu
arthritis” OR “sjogren’ s syndrome” OR “Behcet’ s
disease” OR Rheumatology) AND (Disaster OR
earthquake) AND Japan
AER 44 TN A7V —= 7 S, | TR E B
TR L KFICET 2 b D7E-72(25),
Kohriyama & I 1998 4E(ZBif « SEHLRE S D>
= — 7 U AEERERRE (TR D EFIR T R OB D
PFHEZREL, 64 ADSJSHEEFEDHI B, 14 ATH
FATANRENL, 6 ATHEELL, KREIZ
LR LI TCHIE R SN H
B EHME L2 (25),

D. &%

WA O UMN (B9 25 STk 2 B E 12, AHTO

UMN (& DN CHREFEIC SCHRIR SR 21T - 7=, BEATRD
LB, UINOERITERTHY (1), WSO
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MR ERHALNE T2, F9E. SR
BEEERNKRD D UIN OEFRER T ILENDD

LEZ N,

B O B - 8 RIE AR FEE Tl UMN O E 35
EIWERETA RIA4 VFEICHI SN T RVDER
==X LIRET D L TELIERE RO

DIRTEZIT - T-F5H 675 SCHkF . 17 STk &
N ZMD SLEBEDT Ay h=—XIZET 5
VAFT 4 w7 L E 2 —TlX 368 SCHERT 24 Uik
WD IAE N TN (8) Z < DNEZMIEHD H D
ThdI LaB x5 AWETHI Ui et
ZUTH D,

QOL (DWW TEEfl S A7z #5238 > 72 D 1% SLE, SSe,
DM, X—F = v MED 4 EETE -7, TNENDH
HTQOL OFME BT — S T bT. & 5lcr
—Zay ha—/b (BEFHEE LT BEOE) ©
QOL 245 L= b DILSLE 2%t 4 & L= 1 ik 7
(12) TH o772, H O EREEENREE &
B L, EOFEE QOL 203 5 D 9 BB 72
F—H AT Z LT TERNo T, £0, R
OHEHRT L 0 B PRI E SN BT
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H O RIEMRBIIADIEEBTH Y  ARFRITRE L 72
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“transitional care” REDFETHEL WD
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BRI DT RFFETIH, 7T A v h=—X(T
i L. £9° “unmet need” F771F “unmet medical
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7~ MeSH tag & v 7~

E. fEaf
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Table. 3 X5k 10 IREDIRZREHER

SERER  (IRXREE IRZSCHA HRER SRR #R8ER
systemic lupus erythematosus 280 6
systemic sclerosis 101 4
Sjogren's syndrome 66 2
dermatomyositis 61 1
Behcet's disease 53 1
Takayasu's disease (aortitis syndrome) 36 1
juvenile idiopathic arthritis 33 1
antiphospholipid syndrome 21 0
adult (onset) still's disease 13 0
mixed connective tissue disease 11 1
Total 675 17
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