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[Abstract] Objective This study was designed to investigate the awareness of rare diseases among clinicians in Tangshan
general hospital, a medium-sized city in China. Methods A self-designed paper questionnaire was used to investigate the ba-
sic characteristics and related hot topic issues on rare diseases by selecting on—duty clinicians from 14 secondary or above pub-
lic general hospitals in Tangshan. The results were statistically analyzed. Results A total of 2025 valid questionnaires were col-
lected in this survey. The average awareness of rare diseases among clinicians was 39.8%. There were 61 (3.0%) clinicians
with high awareness of rare diseases, 460 (22.8%) clinicians with moderate awareness of rare diseases, 810 (40.0%) clini-
cians with poor awareness of rare diseases, and 694 (34.3%) clinicians with extremely poor awareness of rare diseases. Al-
though clinicians with a higher education level had a higher awareness of rare diseases, clinicians with longer medical career
showed a lower awareness of rare diseases. Clinicians in the first—level hospitals had a higher awareness of rare diseases than

those in the second—level hospitals and clinicians who had diagnosed and treated patients with rare diseases had a higher
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awareness of rare diseases than those who had not treated rare diseases. All differences were statistically significant (P<0.05).
Conclusion  General hospitals’ clinicians from Tangshan general hospital had a low awareness of rare diseases. Clinicians who
had any one or more of the four features (low education level, having a long medical career, working in secondary hospitals,
and having not diagnosed or treated rare diseases) had an even lower awareness. It is recommended to train clinicians on rare

disease knowledge to improve awareness in order to realize earlier diagnosis and standardized treatment of patients with rare

disease.

[Key words] clinicians; rare diseases; awareness; questionnaire; popular science education

UL SR S R ARMR AR L S — KU TR
ZAPEIR RGOSR I SRR . IR H RN
K2 RG ZNEas, B8 T FeRtE R R, 2N
L5 BB, Ty i R AN ) 8 A T T,
H LG KA A, — A R B A BAT . BT
AR GE— 1 DU 2 3, 2010 4F b [ 22 L
i L 3R AR R B 3 <1/500 000, 08T A L
KR <1/10 000 (55 T LAFR A v B i) 25 D
SEERE A T 7000 Fi g Bl 0 2 A LR L 2 A3
PEIR 1 10% , 29 80% 1Y W it 51 ke , K245
D995 (4 R i AR B > o E RIS I L 19 T VR R
B AE AN E 5% B I B TRTT 2 0. KA
WLARIIRIT S FH B S o [ 5 L S 3 AT
SRAE T A5 B B, B 5% )2 1T i TG 3 Ge M 1 2 W ST
s, BT e i BT R BRI

UGS WE 259 n] Btk 2% B R R BE
FEE L H AT 65% Y BRI UL AR R
WRIZHINIZ BGBh E SXFEAR AU I = WL
FBE TR o 2R B 4 3 A i T B R TR 2
PRI T O AR i g B U 5% 2 L9 4 IR, B 2 L
WIZIT o L SR R N DR T T VR YT
IR Ry 25 00 S Bt 2 M T s B SOAS F 5 X 3k [ o
A5 LT RO T —— A R LT L SR ST 2R
A B2 B I DA 15 0 2 UL DA R 15 0 T Jee i £ F 5, LA
T A ST I DA B U X A LR A A AR BB i
mr.

1 ARESFHE
1.1 &##

PERERE LT . =N SR E BRI IR
U EA T 48 o 1) A R 3

1.2 Ak

1.2.1 ¥#EEAFZE AERFWLT 7 MTEIX 2 M TEC R
Gt SATECE Y 4 RE 1 R X E B R A
SELE A BEBE (I Rz AT B X & A BT A LSRR R
Bt , BEBEIZA T IBCIX I N T J e KA S 25 R e 51 S 1A
WFEPRERE) .

1.2.2 FAEFFE RAETFEIREARF R
A MHE A SR U R A AT i IR A (R 45, 4G
FEAAT BRI A BE P 4 o FEA A B A5 = B
Lo I BHE D BRER ONBERAERR 296 7 0L
S5 A o N EE I A B I Y R R RS it
etk BT 2 W 53T S DR 5 T AY 10 18
RE 5 BEIA3 0 R« IR RS R AN HNE . T A R
LG — R SR o PR BT A I R R =
TE b BRI —%F— Al ) 45, T AE 4 H 3ihs H il %L
i R SNAZ SIS ARG P . Tl m) 45 0 5 B iy
ZE W2y HRBR DB AT PR 1S Be A5 4 S T AR 5 A4~
FEAAT B =1 T, 5 UL s oA R0 00 3 ] 2 ke 2K > 1
TE R T 4 e R TE A Bl R TR A

1.2.3 FEMERR DA IR A AN R ITA
PEN I R, 10 E ARSI H IE 554 100%,
A 00 FFIAKNBE 23 M5 (EAf3>80% ) \— Mt (1F
1% 60%~70% ) JAIK (IE#A7 40%~50% ) JRAL(EHf
F<30%)4 NG

1.2.4 SitFAE RS R SPSS 17. 0 # i3t
7Geit oo THECTERER IR AN B H AT 1A, 21
] Fb 35 R FHAE S BORR R 36 7 1%, P<O. 05 W24

giitrrE X
2 HR

2.1 EXER
HIATHAE B EE e 14 5%, Hirp = 90 B 25 P2 g 2



RiE, A5 FEULTTZE A R eI PR 2 015 DL DRI 7 £

R _HWHFER 12K, AR S 2536 0, LR
[ 2105 453 (AR 83. 0%) , Hh A %) 3 2025 4y
(BRI EH N 96.2%) o BEIG:T7 HAFK A EEARRR |
= e SE AR UL 1, FLh AR K DL B 2E P IR BRI
KDL FHAFR 20 4 K DA M EE AR BR S0 o L34 42
[ S 44 7K S0

R 2025 BRI )45 Tl PR B R A 10
R RA NEL 17 (%)
i}
LR} 159 7.9
AR 1444 71.3
i1 395 20.4
Tt 27 1.3
iRV
&1 52 2.6
&I 456 22.5
FIRE 843 41.6
Bl 2 AF B2 503 24.8
FALEIE 171 8.4
M EEAEBR (4F)
<5 345 17.0
6~10 441 21.8
11~20 715 35.3
21~30 406 20.0
>30 118 5.8
& B4 )
SRR 601 29.7
TREERE 1424 70.3
2.2 BEEINAEER

X 4 1) AT L H Y IR R T AT, BRI
R A3 7 DL 1) R IR LIS AN R T A B 5 D
o S 2 i PR A% AR 75, 7 L 1 R S R
IR 5 L HUE RS A v R A U457 3@ 1o
SRR A, 28 IS5 1 2 DU R vT LAAS B 12
MERE R AR Y T (PN N L B A NG 5 B
(149 109 7% UL T 4 FH 1) 25 0 3 2 B 5 B B 7 A8
2 5% W WK AT 25 PTG 7 2 BRELAE KAEAT 2000 F
LA B DL e [ 2 0 DU AT T ST R
9k B 1E A L 1 43 ) N 73.6% 65.7% . 64.5% . 43.4% |
38.1% .33.4% .22.8% . 13.6% . 12.0% .9.4% , 7] UL Ilfs I&
[ U X 27 DL 1) & AL R 2R | 3 A% M T T

SRV — P, 6T A2 40 R 8 AR 32 A I, o LAty T 17
INHTEEARAR

I A 2 % 27 L ) S R DA BEARAIR, [R) 451 1
IEHRALR 39. 8% FEHEIEMfRIEATHET , 45 R
F 2. A 614 (3.0%) B Ui 7= UL A0 3 A (O
H5=80%) , A 460 44 (22. 8% ) [ i e 2% Ui TN 0
J& — 8 CIE#f R 60%~70%) , 47 810 44 (40. 0% ) = Ui
XoF 2 U9 BTN B AR CIE B %8 40%~50%) , 1 694
2, (34, 3% ) 2= VIl 6 2% U9 79 DA 60 B AR KK CIE A 36 <
30%) .

T2 2025 G A A I PR B IO 57 DL B R 1 2

IEFFR (%) NEL di (%)
100 7 0.3
90 10 0.5
80 44 2.2
70 141 7.0
60 319 15.8
50 436 21.5
40 374 18.5
30 195 9.6
20 155 7.7
10 78 3.9
0 266 13.1

2.3 AEHFAEEHXE LA E R

ANTRVRRAIE B2 0T 272 DL A A R RS 0 L3R 3 #H
2 3 AT D, 2 Ty R v ) S UK 2 L AR s L A
[ AT R et 1 I % 2 DL 9 DA R B8 vy, — R s e
DX 2 DS A R v T PR e R 0T, 323 3 5 UL
I D% 27 DL AR B 8 T AR I2 VR 5 I BRI, 25 57
BIA et 22 L (P<0.05) o RS FMRR I X 2 I,
FRINANE 22 7 TG0 11247 L (P>0. 05)

3 it

BTGRPy ey DA R A R AU ) 12
RS 27 UL 8 AR RE Ay, P R R 22 B8 = D R
I A BIR JR ) B AT 50 1) 2 > 155 R B B R
TR R AF T 5T, ELA S 4 fih 21 57 UL 1 883 JLAF A 1
H ] 3 12 R A A ) B U £ AT G R I
NI A R e A 1% I Uil S BBOHT 15 5L ) 3 1 7 X

- 6] -



CALE AR

Il RZG P69 7 2% ks

Vol.18, No.1

202041 H Clinical Medication Journal January, 2020
F3 O[RVHA I PR P 0 2 LIS A FE A0 BRI PRA2 W7 R S I b 5 2 388 3 B X o
HHIE NE NI (%) Pl Pl ), B SRS W, I S iR ) sk 12 3
i 16,521 0.001 YT B 7 B0 1 b 90 R B 15 LA 187 H L IR T
7’;2 o 0 @75 FI T R A VU, 48 5 L R 2 AL, 48
it 305 s AT ZE VLI T e 2 DR s A 4
L 7 ans R TIF S AR 55 L35 AR 3 45 )
MZEAEBR (4F) 14.222  0.007 HATBETT A, 1 AR 28 B VP AR BE AR I 5
<5 345 41.7 o o 0 B PEAY S 2 BB E AT PG Dk AfrikE . =
6~10 441 41.7 A5 B e R T AT A 2R v [ R 22 B 28 e R
11~20 715 39.4 W2 BB B, el SR e v [ 2 UL 129 SR Al
21~30 00 08 S BAT— 2 S, TR 7 i e R e
g e e VTR ML ALY PR LA
EL oo s0e B S IS B R T B AR AR
HhEE 818 40.1 (5238
Ble i) 5187 0.000 1y g g s RO (2018) (M. JE 5t B 25
— G ERE 601 43.8 M L 2018 33-40.
— R 1424 38.1 (2] g, AE, Bkas, 4 o A LR B A RO ILIE S k). i
AL 49460000 ﬂjzﬁﬁgﬂfﬁgég‘gﬁ:ﬁamm&m. s T
2t 349 45.4 2019,5:66-67.
Kigihit 1676 38.7 (4] AR IRBA AU AR A )] 1S W B 155

WA INARRR PRI . = 2% IR e I DXl =7 AL # DA R0
B, 5 IR g I 7R FH 3 A 4 X8 5 DL % S A2
AP T 2 AL BETARA 5 0 230 5 D 1 = Ui
Xt UL BTN R B e, A5 A2 A o 5 L SR X
FIA S EMBINRA K. B, H AT i R 1=
Ui B A e fih 5 W HEA D, S RS T 22 8¢
XS DU AR ARG o A= DL B 3 e R Y Pk
AR ks P R U X 2 DL B AR R, 488 g o 45 T
R I Ui %ot 7 L AR T ke 5 LA 129 7 BOIR, el ik
FEBINT « OB A [5]3R5 L g B AR
FARERYI, DL v BE )2 BRI 52 WU B NI EE . (@2
B AR 55 W 45 B 28 0 BRI AR 15 1297 5 B
FRIE , af AT UL FIR IR I 4k 22 207 /Y
PR AR S D, 368 o Bl £ 25 190 2% D X0 2 i i
Pk SR Foll s 1 B X 5 WL 12 1A 1Y

#,2014,13(1):1-2.

[5] Boycott K M, Rath A, Chong ] X, et al. International coopera-

tion to enable the diagnosis of all rare genetic diseases[]].

Am J Hum Genet,2017,100(5):695-705.

Se F IRl A S, A R A R SR A L) )L BT R (RS

ii),2015,23:75-76.

FREdF, A ae Al VLYL PR 1 A L DR B T A e | ) R A

0], DA#RI#,2018,32(7):20-23.

Zeng B h P E A IR AR AP R DU AR A M ] b5t

I3 Bt S R Uk, 2014 :4-27.

O T U RE SR e R[] e R A 35 A% Ak, 2013, 13

(3):186.

[10] ERIDAMFEZ 2 2018 EDAMBESEIAELE[M] AL
P E MR SRR 2 kL, 2017 :32-33.

(1] SR, STk, 06 SCHE R LTI PR B2 AR A5 50 1297 M 515 2
WA ) ] R E 255, 2019,30(13) :1854-1858.

[12] Zhao H, Cui Y, Zhou X, et al. Study and analysis of the state
of rare diseases research in Shandong Province, China[J].In-
tractable Rare Dis Res,2012,1(4):161-166.

[13] BRokik , A A0 (O [ 2 DL SR I ) 3 B S 3R I i S 7 [) ] o
[E24)57,2018,29(4):433-436.

(6]

(7]

[8]

(9]

WiEEEF:2019-10-20 ARG JE

- 62 -



