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Abstract

Optic neuromyelitis optica spectrum disorders (NMOSD) are characterized by high recurrence and
disability, with blindness or paraplegia present early and accompanied by other different clinical
symptoms. The degree of disability increases with disease recurrence and has a significant impact
on patients’ daily life and mental health, as well as on their quality of life. The focus of research on
NMOSD in China has been on the pathogenesis, diagnosis and treatment of the disease, but quality
of life has not been widely emphasized, and there are few interventions for quality of life. In order
to have a more comprehensive and objective understanding of the quality of life of NMOSD pa-
tients and the factors influencing it, the evaluation tools and related factors affecting the quality of
life of NMOSD patients are reviewed with the aim of providing a basis for clinical research and
clinical practice. It is suggested that evidence-based personalized nursing interventions can be
carried out in future clinical work to further explore effective intervention methods that are suit-
able for our clinical reality and can improve the quality of life of NMOSD patients, and provide a
basis for the construction of systematic intervention programs.
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1. 3]

WA £ 46 26 1% 2 %97 (Neuromyelitis Optica Spectrum Disorders, NMOSD) & —41 H & %% /- 5 1) LA
R 22 R BE 52 B0 3 i X # 22 2 45 (Central Nervous System, CNS) 4 4 i B8 #5295 [ 1] [2] [3] [4]. IR
22 DL E A 22 98 (Optic Neuritis, ON)HIZ [a) S o F 4 5 Befd 53 1155 1 % (Longitudinally Extensive
Transverse Myelitis, LETM)SRHIERIL, & TN, ERELBIRE . WEAY, BiERELEK
FHX LB, Z219(1~5)/(10 JIN-4F) o ik, HLmtflmis 1:(9~11). SFERBI K
Wi, WEHERZ, TAHFERAN 0D, AAEERE, BURFSER S, 90%LL FAZ I AHRpFE, Hr
40%~60%1E 1 SENEIA, %1 90%(E 3 FFENE K. HIVWIEEE T, %) 50%7E 5~10 F A 1 B A ™ = L
IR B E) D ReRG . BEE BRI ERAE, EEMIGIKEISGITINE, KEZHCEE A ™ =0
71 FARThRE . PRAEIIRERERT, om0 H WG 3IRe RO EAERE, 45 B S KNy ok BOK 1 o
MG AH, TEEENERE AR EB]. Kk, 50 NMOSD B #H G EM SN FMEE, XTI
PR R BF R R ERN T A R AT .
2. EFEREHE

A3 5 & (Quiality of Life, QOL) MRk A fin i S Bl AR A7 i &, IR 4TI AH A 7T 46 T 20 thh 2 70 44K
Ko AR PAHLE LT AR ST E A R A A T HAR IEE . SRR O i A iR 1)
5, RN N, LE. AR TIREAAFUIRAS DU AN T T, ARG BB VP AS A AT DL B 28 1) A A
RIS FLREMA R 25, BN AR VA7 R 1) 32 B 53, R T il 1) LU et ST S 4t 708 1 &5 SR 48 4R [6] [7] .
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NMOSD & —Fh B & %y /v S 2 Ve BEE 0, 85 RN IARE 28 . Y\ BT 145 1 2 A/Es
FLEAE, ZRAARKRE., BUkE S WEZNRES, BT FECR TR ThRE S DL PR
Peo7 FEEEL AR, INRITIRE T RRSE, X AR VR R AR KR . A AR, NMOSD i
F (R R A T30 A BE[8]. A X 25 M4 210 4 NMOSD g AT 7 RN, 61%H3% %R
NMOSD XAl A= 36 B i i 1 1R R B G S [9], i s f 2 i By O RE A S, {d RV A 7 38
(SF-36) i fitt e v 4 515 B i FEVE 73 70 39 N 37.9 £ 43.7 4 % 44.8 + 44.3 4y Tt 8 ARt , fib
1535009 77.5 + 34.9 731 67.9 +39.4 73 . FR[E NMOSD & A4 % i B W BAR T 1IE % A\ o 28 [ — 1 =] Jis
PEMEERT RS o, 5 MS BF M ELEL, B NMOSD ] PLM R 53 R 55 (i HE R 5% ) A 375 5 B 52 401 o
H, HIETT PO AR R o R S5 I RORE IR A 3k A7 /E T NMOSD i ey, 7™ H e 3 (1 2R Vs
JRHE[10].

3. M EMAERKREBEEEEREMRENWITTIR

i 1 70 1 P A0 A DA R 0% A FE R4 1) NMOSD SR 3 A& i & (& VP R, H iR i 7t
IR 2 R AEREAGSE B8 B S0 T S AR e A BRI R, XA A R A R R ATV
fitio

3.1. BRIEZEEFR(The MOS Item Short from Health Survey, SF-36)

SF-36 HH3E E L AR FCFTA ], A& MR R, BRI NEFIIRE. AMEINRE. IR .
KRR WG, A Thae. EEIIEE. OFEMERERSE 8 ANERE, 36 Wik H, Hr 35 Wi TR S
LY RIEREIR G, 1 T T LR — R AT S g B, 150 B SRR AT ST . R R
HAWONPRES o IE, KAy R = 20 5r~60 4r). HEE(61 4r~95 4r). R (96 4r~100 4r). SF-36
R EIE. EARRISCAGIE N, B RIS BERIREE, #E)i2 F T PP Al &P BB AR08 & [11]
Kerry Mutch %5[12]i2 | SF-36 &£ 4 NMOSD & & (1) 435 i s 3T A, 45 SRR W JES INE RN 118 ) Re Fet
B B AR .

3.2. BRI EFREEFR (Multiple Sclerosis Quality of Life, MSQOL-54)

LRI RN B ) 1 2 R AR A0 20 8 261 R B e B A EE R, L 54 4
% H, HRUFM SF-36 1 18 Wi K VEMEL B E R R F B, $L 54 NEH, M T AERE. K
WA TIRE. K71 DARIAThRESUA 2 PR 70 PEThRE. MERERIML) . OER(NB. THEZIRGL.
T8 BUR 62 PR D EI T RE 0T AE 3 (35 5 R S BEAIR)  #E 2> (kL2 Th AE) S5 P9 K J7 T - Wenjuan Huang
2912 Ff MSQOL-54 &%} 210 ik H # [E 25 M4 411 NMOSD S AT i i 2, 61% M= 5%
N NMOSD XTI AR % i G i 1 BRI i sg e« e beH[13]45 F MSQOL-54 X A %Ny R
5 NMOSD & AT IvE, HaEREWIAERGIE. TAEILIZ 515 BARBE B K S Ak Dhfg 3 5 i
NMOSD &4 417 BT .

3.3. I BEBIFE TR (Expanded Disability Status Scale, EDSS)

EDSS & FhE bR AN EDR, TIPSR A VE R LR BEE 0% B8 M D Refahs, LR
Ry MBS T MRS R BEEE . ORI, ATBihREIL \ATIRER S, B IR TN A R
E9, W0 E 107y, Wi, SRt BiiE T, EDSS < 2.5 73Nk 4l, EDSS P3N 3
£67r, f&hirdl, EDSS > 6.5 70 Ny rdl. EDSS ¥4 B A AT LIRSS AR B 2 A AL, A
N 1ea) ALVAGH [ 79 77 T VP il SR ARG I B A5 384K o B 53 [14132 ] EDSS 173 R0 B A T M 2 R AL AL Ao
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LA BER B AT, SRRSO 2 B R WS i B EZ R . FAHEE%ESE[15]i2 1 EDSS
TR Barthel $540(B1)PFE TR RAR T T3 RS 47 BT FOH LA 22 B 1 AR 0 B F OS2, 45 R
N RS A G R TR T R A TR MR R H R AR VR TR E R ). BB ER[16]@ I B SR EDSS
PP AR NMO SBE R iE B, el Ay B @ e A LI A 11 PR S B b AT BLSE HVF £ NMO 3
(¥ EDSS 1¥7r, AR TR AR 55 N 5 SR R 1 A2 0% Jo R SR b AT a0 B 0 i

3.4. B A4S 5B R E &SR (European Five Dimensional Quality of Life Scale, EQ-5D)

BRI T2 f e VP-4t T L (EQ-5D) FH ok 78 24 i 8 A 7% Jo M) 2 AR fik RROFH SC il A T 7 2% (14 0t s
F o fR150 5 L fRT i 2 e 32 B e [958 90 EQ-5D B A e ik & 4/ EQVAS WA~ 43 . EQ-5D
R A (g RE IR 2R G o TN EREAT BN RE /. B IRIRBIRE /1. HHETENRETT . FOMBAEF I £ RS BMAR .
PIANESE PG = AR AR . A RO WA XERE . EQVAS 2 —4> 20 HR K 3R H
HIRLEZIE R . Tid Ay 100 703 “ o B iR I RRAROL I3 0 0 AR 0 H P i 22 O HEIR
BL7 [17]1[18]. Berthele A ZE[1918/F 7T JE-RAIER L HUXT AQP-4 FUAAKRH P 225 B 78 £ 3 1k i A 2R3 DL 1Y
S R L EQ-5D R 9k UL AR bR A 45 SR ARAS E E B B PP

4. HHEFERGERERBFERRENTWER
4.1. &EE

PR AR BE A TE I IUAEIR,  HOEH X DL SR T, Bt s AEm R E. H
A WU LR, NMOSD % 83.8% ISR, FLAIR 3 AR RIXURR, JaPesm iy r A B
B I AETE R [20]. SR — T 7T 7R, NMOSD 3 86.2% 2> tHBLEM[21] . A 23 % 50 il £
R BT A B B B A R AT T BT T TR B, 620 R 4 B K R A E A A EE
PO, IR SEA7 AR 20 BE R PR (B3 TP ) 68 U RFEA,  [RIIN IR L8 KR 1 3 2R 5T 3 HE /1 (Activities
of Daily Living, ADL)/K-4{K[22]. 7E NMOSD H, #JE 2T 80%, &MLk G EFE 2k
Jo A TR S MR, X SR T H I AE B R SIS MR i R [23] . TEIXEEPE Y, I
SERRAEVER, 0 R ARV R PR R [24] . SORAHOCHER T NMOSD 3 H W A0, H.
KIE T 2 AR B [25].

4.2. BAIFEREThHERERS

AP R, SO 20 R AH K R STV R BE R AR ), R RIS PR IGE )R
oG ERE R/ME IR, R I AR T IE R SO, B IR 7 T e SR 1) S e R I O HL R A
HALHI[26]. Kerry Mutch S [12]%F 60 5] AQPA-1gG BH AW A 22 i 4 1k F 5 AH S O BTV A il 4 F8
(R T THT B L7, 78Y% ) R A B I IR 2[RI I AT 5 i AH O 11 T i, 87 %1 S8 38 A 1% e 2 T i o
5o 55 D6 AN 738 T RE B A LE AL 2245 i 8 1% R AH OIS BE R R R AR W W, IF H R & &
BEW AP
4.3. HIFER

NMOSD 7748 ARE A2 FI RS2 SO0 3, E500 S A RT AT B0 7™ S (0 By, ELBEE ORI E K,
BB SAE A WAL EAW TR, HEAGAAEME, A3 B0 W70 AH ¢ 10 A 36 T &7 E R B
Schmidt F [27]% 12 F A1 Th ¢ 1 5 &7 (National Eye Institute Visual Function Questionnaire, NEI-VFQ)[1] 4%
Xf NMOSD &35 Fil MS &35 5 AR AR W& S S b AT LAt 5 R B, 5 22 R VERSEAL B8 5 A Lk NMOSD &
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HAEFEFERERER, ZAARLIERIIBA R, £ NMOSD 4, SHLAH M A3 PR 457k 1™
T P 55 e PR R IR A < A ™ ) ON 3R 17

4.4. TS

TEFREE[28]% NMOSD £ #9557 « B AN EN B REAE YD i 7o 45 R 2R, 33 45 NMOSD & # H,
H 64%(FER Ty, HIE57 % NMOSD &3 1) H A iE i i 2 7= AR S 52 . Z5ME [ 291 %) 35 51l NMOSD
BETRRI, 55 KA 54.29%, 55555 NMOSD i 8 AL 3 it &5 T o sem, 2 B8 Sk 53
A EmRS . B9, feiE. MERERER. EIIRe. R ) AR AR TS R I R .

4.5, BIKBERS

NMOSD B A m Z AR M B LR R, BEE RN E K, B RN, AR | &
I HEAFEMOHEER, 7 NMOSD B A E . Levy M Z5[30]%F NMOSD & & ik 5 A4
TG O B A G I T 4 SR AR A B A TR AR N, AR TR RS AW TR, ERH T NMOSD HE 3 5k
P 5 A B (AP AR SR FIAR O . Mealy M 25 [31]3R 7R FRIE A UERA & NMOSD 8 2 AR 1% i & 2 i
SETRIPE 2= o

4.6. INHIRER

AEHVTOLI, NMOSD B HIANRIIE S BE HERe . BE KT LR K, Bk,
INFNITh REA B 5, T A A TR R i) S8 O ZEAF R [32] . W TR W], NMOSD i & IR ARG
AR N 44% [33] . Ja T [3410F 7 R B, TAFICALRRT e A5 8 A0 FHIE 7] RE S WAL MR 20 8 R RSB R 70
DAL T B8O PR A o PP o AR 8 RS R i A 3 o i DO S £ ZE 5, T A TE S I RE AN
BN REANT N (AT PR . M EE[35]W SR, TR BRI 29 T, AR BLEsaE K
Z % NMOSD BFEHIEIG R, 1 H AT BSEZ ARG FIRF, XD [36155 /T Fi Rk I, i &
GVER B, B At E NMOSD S i S RN B 3R T =R, A R0 & 1 K.

47. HIER. EEI1FE

TRIEVE[STIEM LRI, FHE L& NMOD m R A#E. AmAEAERES . KNS, —
S BB AR R N E R . FIRE RES S SRS B0 AR BEHT REL, S E0R B R 2 7
B fa e [RIEE, I AN B R R B = B AR T BB 5 S0 P00 B i) 5 [38] [39] [40] .

Wang T 55 [41]8F 7232 B, NMOSD HA 5 iy (1 52 i Ze R P 28 DA K T R AR BE AR ) Flia 3 D e R A
AR, HEEs). ARSI 2 8 Em, 258, 17 Chen X &5 [42]HF
TR, PPHEARE 5% B E AMUFERME AT REHE, B ARBUED IR Tgs i e, X
e T A FE AR 1) e B R ARG, IR e ()t — B 5T AT e 2 i B TR 4 R AR 1 NMOSD i3
G RS BAE YT SR 0L AR . I A TR, BEARFEAS & NMOSD Ji 7B E BN &, BT Sk
AUCHE IR RAESS, 38 0] RE 9 K AR TR T 1) 2 AN R A2 SRS A ¢, 1T B AR TR it 1 B 5 A VG o o R P LA
JAERE . ARG BOIRAS 1Y I i 45 #H D [43].

48. ZFHEE

HT NMOSD HImEKF. mBURFERE S, AEFH AHFEER T E RS M, J+HEK
PEIIEIN, 697 3 A2 2R TH[44] [45]. Martin W 25 [46] 5% H £ droOBE WA 58, R [ A 40 B
ST A O B AT S VA R B, SIS e B N 59,574 T, 1RIT FH 5 EDSS
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PEO> Z AAFAE R EE SR &, EDSS 1308 BTF 1 7p, BREERCAHT N 6563 Wiot, Kk, NMOSD xf4
A~ FEERAE ARG R 7B .

5. /g5

Zx LATR, NMOSD B MG EA AL mE R, BAMEIRKES AR5 NMOSD A K
5T, NMOSD FIVGIT 5RE& A 1 BRI [47], L& — A iAWt R, 5 NMOSD &3 R H K8
SRR 2 BRI B AR . DB G 140 [48] [49]. AL, 7544 N A% NMSOD &3 I H R 5 55 5%
NGB A, REA NMOSD B3 St A 24 KA 7 A B it , 5 2R B I B R Th g, b 3T
B B A 3 R B R [50] [51], BRub 2z Ab, B RN FAE TR, OFE ., k4S5 TH St A 3 B
T, CAiR S B AT R, (R ERE R . HAl, £ NMOSD i3 K 245 9 78 X AL 1% I (1P
fli TR J R R b, 6T i) 52 SR ARV T, 6 AS A ACRE DR A AR % T = A DG i g b, HAR
TR VPG I R R 2 N E M R R EOR H T2 R B AT R R R VP R, N & S
NMOSD 5 2 s 57 B 2% LIS i o ff £k 2 375 S5 8 A T S e s A 1 79
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