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[ Abstract] Objective To explore the quality of life among primary caregivers of patients with epidermolysis bullosa
and its influencing factors.Methods 166 primary caregivers of patients with epidermolysis bullosa were selected and
investigated by using general questionnaire,the MOS Item Short From Health Survey,and Caregiver Burden Inventory.
Results The total score of SF-36 for the primary caregivers of EB patients was (57.40+17.42) ,among which the
score of physical health was (64.05418.30) and the score of psychological health was (50.984-20.39).The burden of
care is negatively correlated with quality of life (P<C0.01).Multiple linear regression analysis showed that convenient
access to wound care materials, annual household income, patients’ wound area, daily care duration,and the level of
care burden were influencing factors on the quality of life of primary caregivers of EB patients (all P<C0.05). Conclu-
sions The primary caregivers of EB patients have a low quality of life, especially those with inconvenient access to
wound care materials,low annual household income, patients with large EB wound areas,long care duration,and heavy
care burden. This requires focused attention from medical staff.

[ Key words] epidermolysis bullosa; caregiver; care burden;quality of life;influencing factor
[ Mil Nurs,2024,41(05) :63-66 ]

1515 1 K M 2 B2 A8 R (epidermolysis bul- 2243 19.57/100 A, B K2 AN H 2,
losa, EB) j&—Fl { B S e st AL ME M 2 W » K FRRIRBE SR £k /B 3 7 AR KO8, KB Y I BB R A LT
R o N D N RN NP S S B - 3 111N

(B 20240102 [fEEIHH] 2024-03-19 gk TR iR B R | I e U T [ S
[(E€mB] EHEKAKPERES (82203919 A AR LK R R R Y T R

(MEF®A]  EAECBETES:, 28, B .021-25077975 -
(BRIER] B, i 021-25076122 ’ AL R RS AL A (LU R A VX 5 E A




. 64

ZEFAPH 2024 4FE 5 H,41(5)

bR E. LR T OG0 G A QY AR R RS 1y K
B EB REATA @8 B EB RH AR
A ER KR T A2 IR B 2 g R kA )
PRI AP 28 R HH G K B ) BRBRAT: 55 . MR B A
A B AR AN JE B AR I ) Rk 20 e 228 05 Bl L Bk At A
WMARFEE AR F R LML, EBREEN
MR 38 R T AL s 45 B i 2 00 0 55 A RE AR . (HAE
AR ER A H SR EB B E N HE ILER R
SR = BE RO T B AP 3 0 B R . H A G R
P8 IR Y SR AR T IR A A 0 BRI A
5% = R R A NRRE, B N EB B Y R
HOF R Bk Z 2 WA A . Bt A5
Pa A T A MR R A 0 e O A e R R DA
U AP 3 67 HEORT ol 58 L B0 R L

1 XN&5F%

L1 ARt & ARBEFER O (AR 1%, 2021 4F 9
2022 4F 6 HTEREAN 45 4 SURN BE = 90T 45 12 B 41 5%
WFFERTG . AFRUE: W =18 % s 7K EB & 1Y
F2 SR T R )R] e s R I A48 2 A ()
B HEBRARUE AT E R A . AR A A S b 2
RO HTREAS B AL B0 B R )RR AR A 2 D R AR
WA 10~20 5. 5340 R 10 % 1 1) 45 TCRICR B
TR A /D THE 132 ], ARUF5EERGE G
& B 2 5Y 2tk (AL v 5 . XHEC-D-2023-089) .

1.2 Fi&k

1.2.1 AR T A (D HB— BB A & A4 I
P8 SR E B — g O B DI O IR YT S B
ML K BEEAF A S, (2) SF-36 it HE i 25 it & (the
MOS item short form health survey, SF-36): {1 38
] = 2 45 Jmy WF 58 A1 T & 1 — A 3558 e B R
AL FE AR Bl ML B AR FE 2 SO T S 4 YRR,
30 i ) A= 3 o BT, 90 43 A B . 70~90 43,70
VAR 4358 8 KK SF s Cronbach”s o REH
0.9451, (3) B4 1 #H 2 3 (caregiver burden in-
ventory,CBD) : 1% & % H Novak 21 T 1989 4E #47
ikl AT 5 DYERE, B AE 0~96 43, <32 45 .32~
64 48 . >64 43, 4 Al S B Hr L HE B 4, Cron-
bach’s o %R 0.7757,

1.2.2  FHkEFx LNERE R ET R,
WSR3 2o UM FE A 0 5% [m) 5 o 1 RIS B S R B
[ RS I F 0 G 3k R B R . X RS TR ISR 4
58 WU W BRI 7 AT 4 A8 [ — AN fE TP bkl K fE
1WA B S Y B4 . BRI & IHE
AR <20 min A K B 5 (9% TG 50 1m1 2% Can i A 38 00—
O AW 166 G [a145 AR 10024,
1.2.3 %t $F 4 R SPSS 26.0 #1741t 4

Pro dHEBORH = £ om0 A A K
FCAE R . R I ST AR AR ¢ K 56 B8y 22 40 B, LA
A T A Ry TR AR e AT 22 e M T A0 A . SR L
WA 56 . P<<0.05 A G245 L,

2 &R

21 EBERFETZByPEAEFTREAR HiPH
SF-36 1543 A (57.40+17.42) 43, FAKRIK -, YK 4 fa
B 1T R (64.05418.30) 4 f 4 £ BEALAE (76.57 +
25.21) 43, A= BRERBE (48.04 £ 46.14) 43, 4K 4K < 0
(67.04416.67) 43 — M filt B IR L (53.24 £ 20.96)
Oy . U FRAERRE 7 T A (50,98 42 20.39) 43, 4L H5 A5 H1
(46.45+20.13) 43 AL TIBE(69.1329.41) 43 14 /B HR
AE(41.16 £43.41) 43 HE PHEERR (49.984+21.19) 57 .

22 EBRZITEBYPEAZREGERAETHMN
221 EBRBHFARBYPHEACFHIE EBBHEMLLE
153 4] JL 3 AR K (6.05+53.98) %, L1 K 13 il i A
(=18 %) AE#A Jy (27.31£5.63) %, 166 il i %
h 22~59(7.72£7.05) % . B 31 #(18.7%) . &
P 135 61 (81.3%) s EL U 154 #1(92.8%) B 5= 9
(5.4%) Fefl 3 B (1.8%) ;74 Bl (44.6 YD AHEFH 1 4
T2 92 BIG5. 40 AR 24 FLo. EIERES T
e BRI AR O WS AR AR AR BSOSO R
BE IS B 22 5 R g2 L (P >>0.05) , FRAP
HHEEN KR A LEBMER FEFRAMN2ESTY
HGiE L (P<<0.05), WWEI1,

®1 TREHFIRPELEERESI LR (N=166)

% [C¥ix ‘
mooH t B F P
[n(%)] (r+s)
HEBEEMXR 4,146 0.018
A% 18(10.84)  56.69+12.72
2% 139(83.74)  56.45+17.79
HAl 9(5.42)  73.35412.42%
1 T M 3.769 <C0.001
T 141(84.94)  59.21417.35
H 25(15.06)  47.17+14.19
FIEFIWA D) 5.771 <<0.001
<277 25(15.06)  46.71+17.04
2~577 52(31.33)  56.05+19.90
5~10 71 59(35.54)  59.33415.09°
>10 7 30(18.07)  64.84412,97%be

a: 55 1 2. P<<0.05;b: 5% 2 R HHK,P<<0.05;c: 5% 3 )2 Ik
i, P<<0.05

2.2.2 HwypEERL AETESS . REKRE
Bi 0 IR A 25 R E G L (P >>0.05)
Jo 1R TR B A BB R 3K B A
PEREH 2 e 2 R S TR E D B B B R
& 4 22 52 3598 G248 L (38 P<<0.05), WLEE 2,



S |
FH May 2024,41(5)

Mil Nurs e G5 .
®2 ARGOBERFERER B B B A S R B R IR BT R R, X
MRIPEETRERIH LR (n=166) PEAR PN 3R ) 0 i 0 BE A 20 PR RRE 1Y ¢
5 84 a NN
5o T e e B RBRTR SURLIE TRK R i S
n(%) (r=+s)
R 2,606 0.010 AR BOL IR 5 (A gE 1 g AL, 3R B
5 7 56.43+17.14 VL e T — — NI N
" T e F ) TAR BRI A S8 3 F W L A bR SR A
B3 AR 5 L 3.569  0.008 [RIA L 2 97 B U 43 A B S5 LA R R 30 N B X F 5
12(7.23)  69.80416.84 ; N S \
0 (7.2 6980 LI DA HIAS I 38 o gl s ) B, B R i e,
0.1 24(14.46) 63.76+13.00
0.1~0.3 51(30.72) 57.47419.252
7R E A
0.3~0.5 49(29.52) 54.30+18.27ab % 4 ZEME
=>0.5 30(18.07) 52.26+12.36ab Elgé M {ﬁ
PP R AR E R 15.979 <0.001 pEYe - - - - - -
7 fi 39(23.49)  67.3116.79 REE A C8 <327 =1532~ 647 =2;">647=3
— 93(56.03) 57.38--16.50a 5 BEE TR S =15 — =2 R =3
R fd 34(20.48)  46.06+13.60ab FEEFUA (T 70) “L2P=1;"2~5"=2;“5~10"=3;
B F 2 B (/) 8.591 <C0.001 “>=10"=14
<1 42(25.30)  61.964+14.76 G5O e CIP=1;4<0.17=2;%0.1~0.3"=3;
1~2 51(30.72) hZ.SOirlG.lO | “€0.3~0.5"—=4;%>0.5"—5
>2 73(43.98)  51.34+17.42 R G g P ] QP P
e 25 S8 15 A E U D —3.271  0.001 B I (/b <47=1;74-87=2;">87=3
B 79(53.61)  52.88-415.03
R B 46.: 49+ 18.4 - e = —
i ST OLATEISAY £5 BYPEEERENSTLEMEES (1 =166)
3 H I (/) 7.61 <20.001
<4 97(58.43)  59.94+15.75 Wi H b Sh b’ ! P
4~ 5 2.22417. o
1\88 iiii;of; j;;:+¥zfl BB 102.742  6.716 15.298 <C0.001
- — — TR A 67 4L R —12.315  1.928 —0.391 —6.386 <0.001
-0.05. 5% =L P<005. 5 =t L ds 3
2:P<0.05, 5% 1 B 18;b: P<<0.05, 5% 2 R IL# GEEHPERBPRORERIE —8.065 1.573  —0.308 —5.128 <<0.001
PN 2.595  1.119 0.142  2.320 0.022
23 By EAERETLERY AiedimX Mmoo BEGOmMB S —2.515 0.906 —0.166 —2.776  0.006
JiERNN N —2.856  1.220 —0.142 —2.342 0.020

CBI Jar J 5 MHefE 5 SF-36 M4y K& 2 A7 13 2
A (3 P<<0.01)., L3 3.

3 BPEAEFRESEPRBNEXESH (r,n=166)

T H K A ik 2 AL U fe Az I B RS
Fisf i) A 3 M 7 4H —0.410 —0.391 —0.445
K 22 IR A 40 —0.463 —0.658 —0.631
B A £ 0 —0.292 —0.342 —0.355
L ikl —0.438 —0.528 —0.540
i M 17 HH —0.360 —0.388 —0.417
EE TN NS —0.525 —0.623 —0.642
¥ P<<0.01

24 ByxAFREYwREZNLAEZo>HH L
SF-36 &3 Ay R 4B w5, DLBAL R 3R 43 B F0AE O 1 43 B
A G E AR B AR (R LR O, 3
17 22 JULAE 1A 43 17 - 38 3k 7 8 5% P R 3 A A7 A 3
Ak, 45K EoR, CBI R 5 14 #b RL 2R HCfE F)
PEVHEAFEWA O BT LR H R KO
N E, WK S,

3 itig

3.1 EBRFEAFREL TRAKF AKUFFLR
W, EB B BB B E 09 A T I AL FARKOF,
Ao L e B I T AR R . X 5 R — T
XF Ak L EE B4 3 I B g 4 SR 2 SRR AN R
EB BEMREK, MIP FR K E M A T 5L, IR

R?=0.448, % J5 R?=0.431,F=26.012,P<C0.001

3.2 EBEFWEFHKEE RS W4 OEBAR
B A 455 151 OB BEAH DG 1Y 2 5 A8 AH SC 48 m J
B R IR W 08 A ds S 6 R 1297, (3 WLk 12
IBANAFTE B Z IR PE IR 55 AT Je v 22 45 m) ., [ Ak
KFFIREAF R 7R, Uh i 51 A Re e if 4 e
PSS 4 K EE N X RE T . FREA 5 4L 8UFE EB
HEAP gl 21 T 2L VR L B A AE B> EB £l
B 4P & b PR AT RS M 2

3.3 EBRFPEALAERENY WAL

3.3.1 HoyaEMERREmn KRR, G
14 SR RE AR BB 7 (8 BR PP AR VS i M . H
HI R 43407 01 3 BEA R A A = A BORE 2 3
W SEAEHE , AR B LR 1 0 2% A 1 E R
HHAY AT S M 28 % 1 b An B B B K R B i
bkl sl 5 T EB BEREUR

3.3.2 RESFMAN AR RBIR, KEFIRA
S5 B4 E I AR E L. Angelis 457 diRGE L
# EB B E A S A B A B AR BT R
IE AR CRIY BR3P 38 (4 480 AIERD 19 TF 52 3¢ i) R 3
AV T . WORRIE R P == A R 558 o e 0 b Bl
At 48 ) B Wl EB S8 EE I 4 U L s 1



e 66

ZEFAPH 2024 4FE 5 H,41(5)

A R, PR AT AR S T 5 6 L T A
TS YT (R E AL, 8] B X 45 1 B 1 ] B
bR e XF EB R EE 59§ B G H BEAT AR AE AL 20 25,
A X B EB AR 19 58 E B 7 A0 W ) B A
ST B0 AR B BE AR WA BB 3 1 AR R A

3.3.3 EEZpudEsm bt AMRERER.BE
A AR R, IR 2 2R R T AR A IE . 5 1T
FUTE— 8 FRJE I RO T e 1 ™ B R B RN R 4 R
3o AT 0 TR ER K A S M R R U 1 R
SR H R AR KR R B A ]
12,1 EB B A0 2 ik 55 K A D i i dE S B
EAVERPNE ¢ & N a1l TN 2 TP iAE I
BN LRI B B2 T 454 =X, ok
X REAP 07 VAP LA 4R S W ST 4 1 A A R A
PG TR 5

3.3.4 HaRyek AUFRSRER, BPEK
=8 h By BRI 0 A T AR A I T A AR, S
Ab ARBIFSE R 35 40 M 7 HE A B A A . S X
1 5% % (AT X Noonan £ 1F L 3 22 i 4 3 B
TR 2, T, $E 7R T T B 6 7 K ) FhUA T R
155 9 NRE S RO S35 il Al AT ] 6 22 HE B AP 4F: 55, ) 3
AR R SR IR T R AL TR IO 8 X
EB REMF A A 8T FEE R A LR 2 5 By it
T, AU 2 2 BEAP 5 0 0 v Al 078 2 308 o o
3.3.5 B fide AR DR, B HEY R
fHZ EB B H RE IS AR MR R, X
5 AR T 25 B — B, B AR O S R S
Jit AP 1 o i e, DR CEG O 38 80 48 T 0T R Y 7 LA
T B =22 7 A ) A Dok 1 JER A2, 23 5% i) R 2 4 2B TR
Jhe . HEAP O R R A AT R B ALK T RE R A
FES DI RESZ A, (R EE 51 R AR | A5 R LB R 2 AL K
RS 1P T | B R o & N I A T VA R SN
T B B g5 N LY e TR AE O A T DL AE —
SEREE L RRAIE B A, ol sl AR S . R
EB fEN—Fl [ B G5 Pk 109 55 WL 75 B2 B o g,
R0 0 B EE ) & EB By & By %o m
. BEITHUE T BRI BR R A L 4 T 58 B i A 1L
JE L PE 45 11 4P A 5% St 4 10 A O R, RO
W — TR 5 s, Sk R B RR A2 4 K 28 R
POt EITEITIR S R R RER THE. KA
IRAFDTRHE T T BT A R 0 R R R
PR R CAEREWE BTG DR E R R H R B
FTF BP0 B B 1 TR B BRI R . 78 e &2
MIRFFT . 7 SRR IR &R L 4F X EB (3 I B3 H
Ji R M 55 5, AT 9 5 L A £ 4

[ &% k]

[1] MARIATH L M,SANTIN J T,SCHULER-FACCINI L,et al.
Inherited epidermolysis bullosa:update on the clinical and genet-
ic aspects[ J].An Bras Dermatol,2020,95(5) :551-569.

[2] BRUCKNER A L,LOSOW M, WISK J.et al. The challenges of
living with and managing epidermolysis bullosa: insights from
patients and caregivers[ J ].Orphanet J Rare Dis,2020.,15(1) ;1.
DOI:10.1186/s13023-019-1279-y.

[3] HERRMAN H, METELKO Z,SZABO S, et al.Study protocol
for the World Health Organization project to develop a quality of
life assessment instrument ( WHOQOL) [ ] ]. Qual Life Res,
1993,2(2) :153-159.

[4] WARE J E.SHERBOURNE C D.The MOS 36-item short-form
health survey (SF-36).1.Conceptual framework and item selec-
tion[J].Med Care,1992,30(6) :473-83.

[5] 2=, ELLIK, LR SF-36 {dt b 18 A 5k 3% o SCR Y OF ahl B M g
DKL), A A T 1€ 2 A 3, 2002, 36 (2) : 38-42.

[6] NOVAK M,GUEST C.Application of a multidimensional care-
giver burden inventory[ J ].Gerontologist,1989.29(6) ;:798-803.

C7] MG A2 w0 i, 55 R B 17 0 1) 5 10 £ BE R8O A 3 [ .
o LG B TLAE 44 7. 2006, 20(8) 1 562-564.

(8] BRFHZE, P, B 22, 45 ARy L3 BR 9P 3% A 3 T ik e Hos% o R R
SRALY. A A S 5 908, 2021, 27(10) : 1144-1151.

(97 XAk 5s . T 75 4 B A0 . %5 Noonan 28 & fif /& JL B8 37 6 48 X A&
1 Bk 5 0 [ ] R OLA 28 35, 2021,39(9) : 677-681.

[0 . % Jie #44 . X1 P} . 45 SF-36 A1 SF-12 75 A ffAE Ay 7 1 4 25
R P A LS ST ) BUR TR R 2%, 2017, 44(5) :852-862.

[11JBAUMBUSCH J,MAYER S,SLOAN-YIp L Alone in a crowd?
Parents of children with rare diseases’ experiences of navigating
the healthcare system.[J].] Genet Couns.2019(28) :80-90.

[12JANGELIS A.KANAVOS P, LOPEZ-BASTIDA J,et al.Social/
economic costs and health-related quality of life in patients with
epidermolysis bullosa in Europe[J].Eur J Health Econ,2016,17
(Suppl 1) :S31-S42.

[13]MURRELL D F M B. Epidermolysis bullosa in Australia and
New Zealand[ ] ].Dermatol Clin,2010,28(2) :433-438.

[14JTOTTOLI E M,DORATI R,GENTA I,et al.Skin wound heal-
ing process and new emerging technologies for skin wound care
and regeneration[ J ]. Pharmaceutics, 2020, 12 (8) : 735. DOI: 10.
3390/pharmaceutics12080735.

[15JANTONIADI A M,GALVIN M,HEVERIN M,et al.Prediction
of caregiver quality of life in amyotrophic lateral sclerosis using
explainable machine learning[J].Sci Rep,2021,11(1):12237.
DOI:10.1038/s41598-021-91632-2.

[16]JSTEVENS L J, MCKENNA S,MARTY ]J,et al. Understanding
the outcomes of a home nursing programme for patients with
epidermolysis bullosa: an Australian perspective[ J].Int Wound
J,2016,13(5) :863-869.

L7/ ik B, 35 3 o 55 0 B 5 0K 2 il 28 % 155 ik T L K 189
V5 AR P O K B R R G SRR ] h A i ek
2020,55(22) :799-802.

AR SC o 4 < PR IE )



