BT B A (R TER

BEECRIITE S G TER BEORITES3E) )

(&) s EbrTes &

PRREHRAEMEAE 1R (NF1) O FFRAIZ A3 2 s

WHoEr

A TR (FROERERERRY: BRECREE TR M)

WFIEE E

MM PATREME Z RT3 5 2 E R TH D,

PWIRUE - R DFORE « E & REBEL AT AOBEEED DITHTZ0 |
FEFRFZE N SIS ENTNWAS Z A LT, 5%, x24T 9 XX LSS 2 MER
HD, AFFRTIT, WREHEIFELDE (NF1) OEZHFRICHOWVWT, L B2 —%17\, H
ROEFLFHEORE L2 ELR Uiz, BRITEARNREAER CE 2 PICE L2 VIRITH
0. 5% EHITEAIEOHERE L — ©F o AOREIZIR Y M VERNDH D, BAETHAEE N ZED

INET

A. HFRE®

AWFSEHEL, AR R DV T, B2
FEYE - EIEE S ORE - WEE D, IR
DEENFICETHZ 2RO RN ET D, ZD%E
BT, 2N E TEFEFRNLH NS T
HTEEREHELT, 5%, ME1T I X&) E Uk
ZTDMENRD D, JEAEREEHESERXIRES
R XR M E B S TEER AR O Uiz > T
(23] TRV T, BEDHEDODEDIZ, O
RO ZRIEE T IEOBR & EROE O L2 8T,
2. HEWBE T — X ORE O E & AEH DR
3N, BEMIZIL, BET -2 % —uiicE
L., REMICEBE T A A, BEDORED
T CHRET — X ZBIIICIE T & A0
WETHD LIEHINT, 20X 5 7 BFREY
AT (T —a_x—=2k) #ilEDDH ETH, BEfF
DTET U AEHFET L ENEETHD,
ARRFTETlE, PRRHRMENEAE 178 (NF1) OyE22at
ZENZDONT, LRV B 2 — 1T\, HARDOESH
BEOREEELE LT,

B. #FZEFIE

Rk 26 4R - NF1 ORI 5 s

[E LR T — Z ~X— X PubMed., [E 738 Web
Z W T, NF1 O I3 D58 dE 2 0~ 72,
R OFE R B D R AE GRS gE L LT T4
TERBOELIZET 2098 WFREE AIHFE
Bl TABOEFRXIROH © BT 54858 (BF
TEREH MBRARLE) | OXHFTRIEON TR E £
ML=,

189

Rk 27 R - EAEEEICEA T oW

[ “F ST — % ~_X— Z PubMed % AT, HIE
BT e (2005 4ELIRE) & <7z,
X —U— N3RS (MeSH Major Topic) &
severity G HOE 7, FEBITRFEICRE LT,

Rk 28 AEFE - BT & QOL (ZBE9 % s

(R 22 Sk T — & ~X—A PubMed % T 4B &
QOL (297 2 W 7E it (2000 4F-LLRE) 230~ 7=,
F—U— N3 E4 (MeSH Major Topic) DIE
7, FETCIE mortality % 7213 survival (Mesh
Terms) & epidemiology. QOL X quality of life
F721% QOL ZHiA b=, SRBITRFEICIRE L
77

C. HroE#R

Rk 26 4EEE - NF1 OF 22 B 2 8

OEE DO, QIEROMEE, FIEE, QOL.
Q@K « FHEIZHOWT, FATHFZE 2~ 725G R
A AR DA ITET BB IEHEIC K 5 1985 4F &
1994 FFDOREFE L RomS oz, BEAE
OIFHIR & LT, BAEFBHEICL 2BEHAE,
IRFAAEME NZENZET D08, WIS IFTiR
RAICMEA 3 EF 2720 (F 1), OOIZE LTI,
REOEREH O T o — Mg E T BEEEC5E
M4 D Z EMEREMTHY, @I L TiE, B
W BRI 2 Fhi 325 = — NMEM 2 fefr4
DHMEND B,

ERR 27 AEFE - EAEEE BT D WAy
F—U— FREBET43HHEL, &Iz LE



2—RREIRST-DIF 1572572, 2 (T
R LUTm, WP GIEEBR R REZFEH L T
BO. . xbLEZhoToD
Hol,

X Riccardi severity scale T

IEJZ 28 4R : 1= & QOL (B4 % ik
CIZBE LT . F—U— FRET3LHES I,
W%% LE =Rl oix T1HZ -7

(£3), # LT, NF1EBFITRAD XY EG
ThDZ L&, HIRNTEMEEL, BB R
BRI S e b 2 < . FLR] (ICD10 =2 — K) 121
FEAHLER & S — RN T AR_RB N L AVRE
iz,

QOLIZH LT, F¥—Y— FHRETH3HEL L.
BRI L E 2 =R R o013 9, D)
BRAANZ SR LT=DIZ 5 H7E o7 (F4), LT
T. NF1 BT A D XV QOL BEEIND
ZEWIRE Nz, BRIRFRIET R & OBIFRIZOWT
IR TONTE LT, —ED NS
STV, ZOZ &iX Maria 5D AT ~¥7T
47 L Ea—bbiERINTEY, 67225
BERMETH D,

D. #£%

HAR®D NF1 O Fii81L, B9 R arse
FEIZ X 5 1985 4F & 1994 E DR [EFHA LA, H
HEEInTniw, TEEFRXHRO8EIZOWVWT (2
)1 o NCEEE (CERK 274 1 H 1 B hEfT)
BT, BET — X ERAFICERET DA
DR S ATV D DY, BURIZEEAR 22 E 5 T
SxHFIELNRVIRILTH D, 7277, AiF%E
DXERL B2 —DfER, WHAAETHZRITTH,
NF1 OFZFMFIENRIR L TEL N2 EAVRE

190

77

L% & HITEFMSEOHERE L — v F v A D
FICHY IR H 5, HARTAMIZ AT AHE
T —4 & LT, BRHEEAZEOFHNGRD &
NTWb, F—HERAIE, AR, BT R,
BHIEE, QOL R NG ENTEY ., SERER
W CTH DA, BEIEEVEN—E L ~ULLL EICRE
S, EFREEZ RSNV EDRMEE 2D,
AT — 2 OFAARENEE & D72 THRgd 5 =
EMPFEOOE SR HTEA D,

E. &

HA® NF1 BHFOIRPIZDOWNT, BURIZEEAR
IR EFIER TS Z+ICELNRVIRITH
D L% & DITEFIEOHEE L — v F > A D
FICHY ML MmN D B, ERARFAA M A ZZOF]
T %if*ﬁn—f—é‘é kﬁ’u%%fﬁ%é

=

2

TN
FIHEH LIRITHE TN E ORI LT,
PRI SR E O EEELZSRO Z L,

. BFERER
R SRR
&L
ﬁb

1.

2.

H. AWM EMEOHRE - BRI (TEEX ST, )
1. FFrEUS
L
2. FERH LG
Bl
3. FDfth
L



#1 HIAREOBEHEROTIEHRI
15 R i HEEFH
B EENG BCEELE S FE - | LEY MEA OIS D, B
(EA T 18E) IR O RX A 2 IET 2, FEARHEIZ ICD-10 (23D = | fffe
3 -1, MRMERERE 1 1 & 2 RIS X B & 41T
U\fib\o

F—H— A — FEEZ RT3, F— = A — NEEFH I SEE
PE B R AERRIERL - BOREAREBN O | 1SRG L TR S, ME I EE A
HERHAPBLE « SRR LORBEE | i 20N H D, AR
ZEoh b, TERAIE L TR0,

i A A A {1 N 2 HRIEIC D | FREER OERED) | S REF TEEE BN —E LA

FRO HGEH 2R D, AR
KRG ZIEET D,

WL BIZIRE ST 2D, BRRFHAE A
HEOBEA AT PRULTHE T RE T
Eoo&, £ET6 FIREICHE
60

F 2 PPESERAENRSE 1 B oo BIEE IC BT A HFZEERE (2005 AELARE)

EPEL, BRTE k5 EEE eF A5
Plasschaert, 2014 N Children Social Behavior Questionnaire | Z#& GH)
(Lutejin, 2002)
Granstrom, 2014 [FPN 1. Riccardi severity scale BRI RN
(Riccardi, 1992)
2. Perceived disease visibility :
SIZBE 5 4 THE OREHA
Garg, 2013 N Riccardi severity scale A NTAEH
(Riccardi, 1992)
Walsh, 2013 /N NIH @2Wr B E DY T H 1V T IR
Garg, 2013 /N Riccardi severity scale T VTG
(Riccardi, 1992)
Hummelvoll, 2013 TN Severity grading scale PERRC & 2 RTh
(Huson, 1989)
Pasini, 2012 NG 1. Riccardi severity scale VT )
(Riccardi, 1992)
2. Visibility rating scale
(Ablon, 1996)
Martin, 2012 IR | PRI 17 8 OR% Y H A L T VT G
Cosyns, 2012 PN Riccardi severity scale FERTLC X 5 3l
(Riccardi, 1992)
Boley, 2009 TN Neurocutaneous severity : ffHRHENR & | EEATIZ X 2R
B 7 = A LEEDOEEL
Krab, 2009 NG Child Health Questionnaire BRI B, KN
(Landgraf, 1996)
Krab, 2008 N Riccardi severity scale PERRC & 2 FTh
(Riccardi, 1992)
Oostenbrink, 2007 217 Infant/Toddler Quality of Life B B
Questionnaire (Landgraf, 1994)
Barton, 2007 NG Riccardi severity scale i A ]
(Riccardi, 1992)
Ribeiro, 2007 TN Riccardi severity scale PERTIC & 2 R
(Riccardi, 1992)

191




£ 3 HhiE

FRHENESE 1 RO CICBE T 2 0F2EH S (2000 4ELARR)

EF, BITE | H k5 R
Rasmussenn, TAUD LAy — N0 XLV 157 EMm Th o T,
2001 1983-1997 4 | LRI L WEIC, FEUEREE G2« fEAkaHk.
3770 4 M) . R, MAEEE, FHEZ . BERIE. T
A Ao, FERVRS RN, B CH o7 (THRITH
BlIZEWHDEIRT),
Khosrotehrani, | 7 7 v A BE B Gk FERNTZ OB, B AR RS R I, M8
2003 1995-2001 4 | 7 A bAoA h—~, WILTF /A NEETH-
378 4 776
Khosrotehrani, | 7 A U e RN FEIRNEZIELT , TR (R A fee A G |
2005 1977-1996 = | 7 A hutA h—-, FERRE, M), RO
703 4 AOHE, MEASOHE, Fi. AR Th-oT,
Masocco, A 2T YA —% N H X V) 20.7 B A T o T,
2011 1995-2006 - | LRI WIAIC, FEMEREE GHACR] @ fhE kAR,
632 4 M. #RR) . ARRRERMENEIE , TRERARIE R, MR ES
B, bR, il - P, hRRA, R
R, BRI BYME, KT CTh o7 (F
FR :Vﬁi‘ wb@%ra“)
Duong, 75 A | BEREL SEIX :t%%b\lllﬁ (2 EVERR PRSP
2011 1980-2006 4= | fEE, FHELIA, llas 8, HafilaE ch -7,
1895 44
Evans, A4FXY R S BE —fRANO XV SFEEMTH -T2,
2011 1900-2009 4 | FERNEZ WAL, M AE g (R éﬂ@f#ﬁﬂﬂfxﬁéﬂéf
1023 4 7V A—~, . KRG, i, i), 7EER%
B, MR TH o7,
Uusitalo. T4 T E R ek | JERITZ WIEIC, ML, TEEseik i, ARkl
2015 VN 1994-1996 - | HMEMEAE, PRULEREERR, SMRSE, FREME CTH -7,
1471 4

F 4 ARRGHAEIEE 1 7> QOL IZBE¥ 2 (2000 4 LARE)

&, BOF | H PIES WL
Wolkenstein, 7T A R SF-36 (Z L 25l 8 RAA T _RTHO%IR KL
2001 40.4+14.1 5% | WEEIZE»>72, 4 RAA > (Physical
128 4 function, Bodily pain, General health
perception, Vitality) T Riccardi EHEHE A 27
EHRERBRERDT,
Page, TAUT S BE SF-36 IZ X AFHMIEL 8 RAA T _RTHKIR K
2006 43.0£11.775% | W AEICE o7, WY Riccardi EIEE A
169 4 a7 ERBREREZRDI,
Kodra, AZVT ZRRE SF-36 IZ X AFHMIZ 8 RAA T _XTHAXHR K
2009 37.7+12.2 5% | W AREITKD o7, Ablon SMELA = 7 & HE e
129% '{“f‘%mu &)72@%))071:’_0
Merker, TAU, | Z2RE SF 36 (2 L DRHMMITHEM A a7 IR LD FE
2011 KA 39 (1870 | I - 728, AR a7 13 B AR D72 o
142 4 720 Euuﬂ?%é’])jﬁﬁ@ 9 HiEE KRG - %@J PR
i PR REEIL8 RAA y@b\fﬂﬁxkﬁ%ﬁf;
BER % 85671 D3 B DR RRHENE | A RIEE
7 V) A~ FHERERERD RIS,
Crawford, F—A L | 2B EHINFSE, F$@E”EKZJ>5F%E IRE W E LT,
2015 07 18-40 % ER LOME, FENE, Bin, A RRE
60 44 17, %%ﬁ?ﬁi‘%‘éﬁ‘%hto

192




