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Analysis of the health service utilization among patients with rare diseases and the influencing fac-
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[ Abstract] Objective: The goal of this paper is to analyze the status quo of health service utilization and medi-
cal experience, as well as the influencing factors among patients with rare diseases in China. Methods; Patients with
rare diseases were surveyed online using a self-designed questionnaire in February 2016, and the data are analyzed u-
sing descriptive statistical methods and logistic regression. Results: Among 1771 patients surveyed, 66% had been
misdiagnosed before and 80.52% received related treatment after confirmed diagnosis. The high cost of treatment is
the first factor affecting medical treatment, followed by the lack of related drugs and rehabilitation methods. Age,
gender, race, education level and medical insurance have no significant effect on whether patients receive treatment
or not. Patients with spouse, normal urban residents, students, patients with acquired rare diseases, and patients
with complications have higher rate of receiving treatment. Conclusions: Among patients with rare diseases in China,
the misdiagnosis rate is relatively high, which is related to the low utilization rate of health services as well as the high
treatment cost. At the same time, the shortage of good therapeutic means and technical equipment is yet to be re-

solved in China.

[ Key words] Rare diseases; Health service utilization; Influencing factors

HAT, EPr EX W B G — i e B R 5O0, 2% 1R AR O 7K P AR LR E SO DL
SEAR SR BT RAAR AP . RIGHIAITRAT AR HE SOA U RAE 1/2 000 LUF B8 , 56

x AEETAN BIE, B (1976 4F—) LRI AE , FEAFR T 10 R A T SRHE R AL . E-mail : mazheng@ cefdie. org
BHAER FPIEEL, E-mail :xzheng@ pku. edu. cn

56



[l ST 3 [ 3 B PO BN T 20 59
Mo 2018 4E 6 H 8 I, [ TLA: fe e 2 5 45 % 13
TERAHIE R CE —HF B %) 1B kA, Hh
121 Rl iR L rp B8R 5 LG 14 SR R A
5 AR 338 A T B0 SR 0 446 % A 15
XL e AN

80% H) 2 LI % A A 2 ph 38 A5 2 PR 9 3y, B
P TR, RS R, B A AR T
BT HIRYT SR B S, 4 R R LR R R T Y
Sy tdH. AT ED T UL B AH A ST R B AR
HhE 2 RIF % 5 A I 7 A B S R B 1 S
ST R 52 WA LA T RO
VLSRR A Y, 5 L R BT AR IR 45 A R
EERAR R I — 2 M =BT AR
Il 45 Rt 23 SRR 5, 0 R B v AR 1 12 T, 5 15 1
(ORI NS T LI CE S )N R IR~ 2 b K S TR E|
TG T8 D 50 2 B 7 DB IR 55 7 R 15 15 36 2
IR SERIF S o 5% AT 92 1) FH AR G I8 2 50308 23
Tl [ 2 UL g B 2 A T A IR 55 R DR O B 5 i
SE

| RS ik

L1 BRSRIE

ARAIE ST B S R e e 2 L 6 2% L A

SURNHA A e ] A 1 v 6] 2 DL K8 e 2 D g
PRAAEIR DLV R . JHA 20T 2016 4F 2 A 7EFIH
WEBRMAETT IS, hA 28 A SUE R T2 e,
BTN G SIS A 2 05 W AR B2 R A2
TUE X2 UL B8 A A N T A RRAE 1R 55 R FH A
SLUEAT IR A, LA AL 1 771 4y, s T 142
FAS [] ) 27 D36 o
1.2 TEEREF

WA R A X G A 012 50U J5 2 & 2

Z /bR 5 P B A WL A S IR YT AR Ry PR AR 43 A

] 27 L AR B AR R s A S O . AR S 9
A&%ﬁA%ﬁ&ﬁu&$ﬁhﬁmm%E§o
N F 2 E B AR AR RN R . AR BRIk
FEASEF O B SZEE KRBT . &
I I 100, AL R D R LR 5 A T R o

1.3 othAFiE
iz Ffl STATA 14. 0 B4 AT 88 7 H o0 #r, R

[ DA R TS 2018 4F 11 A4 11 5 11 1]

FHFEIRPEGE T J7 2 R AR A FEAS AR 00 0 28 9 1 L i A7
iR, FIH] Logistic [0 X5 88 7E 6012 5 W J5 J& &
Fe 2 i ATAR 5 BT 58 5 W AR DG IR 9T AT A b, K
IS IKHE « =0. 05,

2 #R

2. 1 IAEXRERFFE

THA XS R4y 28 B, Bk %, £
S DU A FAE R 7 145 b 2 A X SR rheg
A TAEM B E YN 20% A4y, 5 AME 27% 1
BERK TSI, 66 D EFBA LM EITIRE,
h 4% (% 1),

1 AEARIEARRHE

AT N ¢ IR (% )
Bk 1070 60. 42
U 1 663 93.90
e[V IRl 838 47.32
iR
Tolk 356 20. 10
1w/ 554 539 30.43
FSEYAN 60 3.39
4 331 18. 69
FRTFE T 485 27.39
ZHE KT
AN LR 676 38.17
rheg 655 36. 98
KR L L 440 24. 84
TR
TRk 66 3.73
IR T A BT B 413 23.32
I B RS BT IR 452 25.52
B B AR 760 42.91
I 5 T RS BT IR 80 4.52

22 FAENGKERNREREBER

TE1 771 ZZUih G, NEUR 22 (02 1A H
Z A ZUIH 1. T% ORI LS AN
RIGEE N 9.0% , FEZBUE A 20E  JEAEALIC )
5859 M AR AE 9 B, i 7.3% .6.3%
6.2% , H AR Z U5 NE 5% (1) o

TP G2 DL 3R 12 W 8 I R S
Kt , FAME 26% (R T i B R IR . $Eir—2F
WEFHEWMER A CRAIERIE(T#12) ,40% 1)
BEFIRAE BT RAIRIE(E2),

57



Chinese Journal of Health Policy, November 2018, Vol. 11 No. 11

MA
HEATPENVESRA R
R A4
HAELIC S

S5 PEREALAE
IR AR

R IR
JULZE A ZR AL

P e P DR MR P T 1 5 1 DR
Z R AE

32 E AP T}
TRALIPENLE T2 A B
AL A ZE e

1 S

R pEI BT
FEs

11.74
9.03

6.27
6.15
3.73
3.39
3.27
2.99
2.48
2.09
2.09
2.03
1.92
1.75
1.75

IR LA ST LR 1.58
WEFRAR 1.41
SRR AR 1.36
RANER BEAR S 1.13

0.00 2.00 4.00

6.00 8.00 10.00 12.00 14.00 (%)

L R0 G i J 5 L 23 (T —H437)

2 PEAN G UL R

A5 g N F L (%)

SR

Je Rkt 922 52.06

Ja Kifts 392 22.13

RT i 457 25. 80
R BRI RAE

& 243 13.72

B2 812 45. 85

T 716 40. 43

23 ERREERSFABR

AV S, BRI 2/3 W VH AR X R AEH2 B
COPRZ TS S giRie ol , kA &Rz A
i 34.44% , PA X4 80. 52% WY B E ARSI HE
Zid B W5 P B WA S IRYT, e BB
BITFBELGYIRIT, 2RI AT A
87.73% Wy Hz 2 1k 253697, 3 A 43 ilA 30. 36% Fil
26. 65% M NE3Z 1t B IRIT FFRIGIT o

VIR XS RAE 25 e B2 20—k 50
B ILRAROCHIG T A R AR i, R 2 &R Logistic
MBI R 28 (3R 3) o Z5 A WoRAFES ()
ZHEREMEIT R B HE e T2 IR RA
PR, AL T B A A Y R
2 i G T MBER B R RS 176 £ A4k
Z IS AR YT MRS TC Mk A 5L 1Y 2. 29 1% 5 5 B
TEOURT , HX T e R st e B, 5 RARAS 75 WL Fi
AT DR DR ) JB 3 A2 VR T A A, oy R

58

Kt 3. 46 £5 A 1. 96 £ ; A I JAE M B FRYT
FBBA I IAEBHF M 2. 13 5,

F3 FUWHH IR Z I Logistic 4B

A OR 95% CI
RS 1. 006 (0.992 ~1.019)
B (S = Lotk) 0. 835 (0. 643 ~1.086)
PO (2841 = DR %) 1.597 (1.000 ~2.550)
1

Jede O (S8 = Al )
PP (2 B840 = Tolk)

.760°* (1.193 ~2.598)

1AL/ 554 1. 000 (0.695 ~1.438)

BRI 0.908 (0.352 ~2.341)

2 2.292%  (1.516 ~3.465)

Ko7l 1.319 (0.929 ~1.872)
TZHE KT (BB = /NFERUT)

i 1.265 (0.919 ~1.741)

KR LT 0.997 (0. 667 ~1.490)
156 (S BB = TR

PR T IEAR BRI RS 1. 896 (0.927 ~3.881)

B R BT IR B 1.111 (0.563 ~2.195)

HALR RS AEEST 1. 051 (0.542 ~2.038)

¥ % Ja RIEA BT IR B 0.961 (0.424 ~2.179)
BRI (S8 = B RIEH)

Ja Rk 3.463*  (2.334~5.138)

AT 1,959  (1.431 ~2.682)
R BIRAE (S = &)

2 2.126*  (1.461 ~3.093)

y N 1.163 (0.807 ~1.677)
i e 0. 657 (0.243 ~1.777)

¥ * P<0.001 ** P<0.01



TEFESZ A M SIR YT 1 55 DL B85 P AR T
A R B A f R ISR NR ST B i e, o 32% 5
VORI LS S MR FBU =, 5 16% ;I IRYT

ey RGOl
25y () Msikz
TR 22
A LB
LIS NSl

[ DA R TS 2018 4F 11 A4 11 5 11 1]

RORZE AR IR Rl B 3 e ) 8 5 4% 5 12%
A (K 2) .

32.07
15.81

12.25
12.14
11.80

0.00 5.00 10.00 15.00 20.00 25.00 30.00 35.00 (%)

P2 5 U R T 52T 1Y) a8 B8 A R ) A

3 g

I B B RTIA A EAL 58 & T WAE I E 7
FEMPEC RS, 0T 25 UL 8 3 1O 3k IS 28 7 A AR G
TR D, A 58 1) 8 A B0 X 25 D0 i 3 U
KRR AT b, 78— B BE B wkokb 1 AH SCHT
TEMZS o BIFTE 45 2 B, 3530 2/3 18 25 Xk 42 1
W12 A R Z R ¥ 2 9% i2 14, 80. 52% 1 i H AE
WG 132 3 A SE YR YT , VA YT 1 72 v 3 3 A A K
PRIME 6T 2 ek v, FLURORAH DG R 24 i R &2
Belh= .

T2 DL 2 A R B 2 il &R 4, R
SRV BE S B 0 R B R Y T AR AT R
9 N SR S W g I A 22 S5 I 2R, % 5 16
FER R GO A A o PRI 7 4 T 5L BB PN 28 DL s
FITRIS R LR i, 18 2 55 UL 28 35 R R I g A st
WIS HER G o 7E AR IE h 3R 2 1 1 s i 3]
66% , 5 BEAE BRI AR — 20 U8 T %, A 60% [ 5
DY B B A W AR 2, T RI2 ) R UL R
WS M 7 AR L ERRS 3 B A
SR 81% W E 12 52 1 AH DGR YT, H 2 5 HAth 18 A A
FUMEARS , T A -5 98 5 v 8255 T 2 UL 5 b 1) 20 A
A X,

SR BN 12 R AE rp AR 38 | ) R A i X 2
FeaZ i MO IR YT AR AT 3 , T A B AR A A
TV A T AH B B8 3 42 A2 b A OCTR YT R R AR,
ATREEM TARMIEE TSRS EZNEAR
JEE (4 57 35 , ST LA s ABT ) T R A AR 45,

TEAL ST RE T, 2 R X R 3 R
TRz iGyT B B, AR S A R
SRR A RS M X, AR X T A X B A T
AR, BEAS T S (4 2 o 31 AH S 0, DR R XS F

I X B EMEZ WA T (5 o A LEREARAE
— MR REAAR X T T0 M A B 2R 7 R A S
o, XA AR B9 TLAR R 55 R 1 B0 AH — 2, 7]
e T E RS Z RS TRE. MZHE R
JERIEE 7 PR B MU 2 2 [) B0 J 25 M IX ), 3 — T i
et TR R )T F B>, i H A & 5t AR D
A NBESUH RS ; 75 —J7 T2 i T 78 2016 4R Z | <
F RIS 2 L g S8 5 1) BT R e B ) B A, R G
AR A TE S H 3, Xt 5 B E AR
B BT LB A G DU — B 5 Bk — P
UL FH 248 o A B R H 53, TR Sy BE AR L I
B TR RBCR T 5% 4 Bort 2 8 B 45 5 DL 25 2%
ORI R T, 8 L 2 T Bt AR
Wi, 5 I 8 X IR 55 R AT AE — R A &
ZUAPERER , EEOR S M2 8] A A4

P DL B I DR RN A 15 DL S 52 et 757 4 32
IR BN R . SE R A B 26 9T YA
B, F2 R ol T 5 5 WL ) R B AR IR T 5 T
TNPRIXE, I SC I IR YT FBesk =2, I HAARr RO B %
AT I BB AR X T I AE B R T N ] RE
HEZIRIT , Al BB PN N O A 23 0 B8 B H R AR TS
T 22 AN, S SR B AR

A FE A FH A 2 R o = L g R R e s P
SPIHAT AT, BT — RE TR LR AN T AR BRI
23 1 B e — L8R BRPE . 25—, AT SR R
TERAGHIAE 7 12 18 B R AT A, R RE AT AR
TE AR i 175, 73 SR AR B9 AR R W] REAF 7R AN A2
S5 IRFEI R B M T AR IR A5 i A e B 4H
AT

4 B 5EW

ARG S B, T 5 UL 8 47 1 5 1210 1
59



Chinese Journal of Health Policy, November 2018, Vol. 11 No. 11

Ol , $52 5 BT R L AH 5 Y T AR IR 55 1 A R0 A
e, o BLAF A — B R BRI S A F 45 IR )T ST
m AT BB R AN R AR A N, B2
1o UL B2 IR K, T = UL AR B K A E
1, BARGHAN BRI BT R T, 3 v 0 2 T A e 55
] R, U1 AR AR SRR S IR 5 L B 16 40
7 BRI E A

EERRAARX TR BRSGEERFI & R .

Z % X W

(1] Biokik, (k. 5 W e b 2R L) ). b A
BURWIZE, 2014, 7(10) : 16-20.

(2] MZEDAAMEREZ A2 . TS 0w H ki
HLZ]. 2018.

[3] T, K, BN, 5. FIWR AT HR——1
WS HE N D R fE L[ T]. N5k, 2018 (1) .
72-84.

(4] AW, XAk, GKAE, 2. 3T e 24 a0 [ 55 0
FABIETERR R 3 B [0 ] b [ By s o 2 A, 2017 (1) .
20-23.

[S] M, FBmpk . b [ L 55 i 5 DL 5 FH 24 ) At
SCBCR AR R SCHR R L PP [ ] b [ B B 25 2 2R
2017, 37(17) : 1655-1660.

[6] Anderson M, Elliott E J, Zurynski Y A. Australian families
living with rare disease: experiences of diagnosis, health

services use and needs for psychosocial support[ J]. Orpha-

60

net J Rare Dis, 2013, 8(1): 1-9.

[7] Molster C, Urwin D, Pietro L. D, et al. Survey of healthcare
experiences of Australian adults living with rare diseases
[J]. Orphanet Journal of Rare Diseases, 2016, 11(1) ; 30.

[8] Xin X X, Zhao L, Guan X D, et al. Determinants and Equi-
ty Evaluation for Health Expenditure Among Patients with
Rare Diseases in China[J]. 1B E 2% & (LK) ,
2016, 129(12) . 1387.

(9] T, HmeAR, R, 5. o E 50 8 i BT
255 FI T 2 5F S A A BER B (3E30) [T, Journal
of Chinese Pharmaceutical Sciences, 2018(5) : 361-369.

[10] XMZE . RIS WIS [ N]. b [E 3 4F
), 2018-03-06.

[11] 2FH4 . a2l 5o 24 N ES7 IR F
AT S —— LA B B[] B 7 2895, 2016(1) .
11-27.

[12] SC#kar, AR4E, 5KJ7 . WP A 2593 R Boxt JR =
LTS RO R AR s [0 ] v R AR ORISR
2015, 8(8): 51-55.

[13] FR2MS, KM, S&&, & . PEFLRIFREICRS
AKLI]. PPRIEE A28, 2018(1) & 5-9.

[ 14] Detitek A, Locatelli I, Kos M. Patient Access to Medicines
for Rare Diseases in European Countries [ J]. Value in

Health, 2018, 21(5): 1-9.

[ icfs H 3. 2018-07-13  f&[6] H 1. 2018-09-25]
(4wiE  BABEIR)



