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Abstract

Objective: To investigate the current status of public awareness of rare diseases and its influenc-
ing factors in Binjiang District, Hangzhou, and to provide a basis for optimizing public education
strategies. Methods: A questionnaire survey (including basic information and 10 awareness test
questions) was conducted using random sampling. Data were analyzed using SPSS 23.0, and mul-
tivariate linear regression was used to explore influencing factors (P < 0.05 was considered sta-
tistically significant). Results: A total of 300 valid questionnaires were collected. The sample was
characterized by a young, highly educated demographic; overall awareness was low (mean ap-
proximately 50%, with the 40% correct response range having the highest proportion, and less
than 16% scoring 80% or higher). Awareness decreased with age and increased with educational
attainment; healthcare professionals demonstrated significantly higher awareness; Age (with the
strongest effect observed in the 26~35 age group), educational attainment (with the strongest
effect observed among those with a master’s degree or higher), and whether the respondent was
a healthcare professional were identified as independent influencing factors. Conclusion: Overall
awareness of rare diseases among the public in Binjiang District is insufficient, with significant
demographic disparities; new media has not eliminated core medical information asymmetry;
there is a need to develop standardized assessment tools, conduct longitudinal studies on science
communication interventions, and promote the transformation of individual awareness into a
collective effort for social security.
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I A — 2 R ARAR L 12 WA YT HME RO BB, e SO SN DT o 5l S LKy
i E AR /DT 20 73 NV BEE, 1 H AN @ SO BN EUD T 5 TBmE[1]-[3]. 23k iR liE
Ik 7000 FEE WL, ZHEEABALRE, BRRIELEMIRN, MmARRY 3LE 410 N1[4] [5]. H
ORI NILE, B2 90%M 5 Wk sk Z 4 20697 FBL6]. fEHRE, FWHRA ML TRLME, B
RIMARE BT E L, EPREEESRENSERENERFRT LT —, REEKT N2 —
(I AL 3 [ 7] o

DAETHFRI, I A DGANEIAFTE B3 (5 B8, XA RRMEARILIE 2 AR . ik 254
IR HA R E L R B S EGE S BN R, TR . RIS I 25 kA ) =
FEINHIN L8] PR AEBEAR BN EERFE I AT, L VR 5 5 7 [ A 00 20 T3 S i o 1) P 35) %5
XFFRAUN 40.13%, 14 [E A A5 BoR 72.97% M B Bl iR, PYHRERE 2.97 KIEBA #E#H2[9)
[10]e S L Wi b 6 3 6 2l S E RS B4 SEDUEE R 14 (G NIR[11], (MRS R &
TSR KANIE 4.3 45, RBCH RIS OSSR SE B RIAAFE R AT S [ 10]. ST FEX UM T TL X
AT DRI FI IS DU R AT T, DL T RO LR A RIR O, B R .
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2. EREHE
2.1. R

MEPERUM TIELL X HEAT BEAR ) 5 A
22. F&

(1) WHgeth ST

AW TR AT ERTL XA A A o %X M BRI s 3 I N A AR S IX, N 51
EULRE RS mAMLRHE, EEWRAN D ZEZNFE WA, XN REES, AT
FEFR I GEIR AT K PR At 15 8 AR Je R . TR, % DR AR TG IR, 8 T I AR A BUIR .

W50 R PR DT TR 5 11, i 22 o BB A LRSS 77 e R A BRI ECRTL X 1 3 AN, 7R
ANFEAAETE P BN LIEPEAL XA LI, Bk AR OSRE TR A A, B E 7R A A SR R G R0 1°F
HAMFAEET X B TR 6 NN S S . ERH—X—. BAHENEK TR, S35 EI.
R 325 43, BICE A3 300 4. BRSNS, KA SPSS 23.0 #AFHH TS84T

(2) AT RT3 WS ACH I DL A ] P AN DG FE A3 AUHT [ B AT B I 45, g
FEAAE BANENEEMR P 0y o FEARG BAFER . Bk, REUE RS BIEE. AANRERER
T MFEIT A TAESE . I E B & 2 R A 28 T8, BEIE. AW LS 12Wi 53697, o
DARBETTH ) 10 B WA NS HE NG — R BTN EIERRTA X R % — R,
FE HYC R B0 AL SEFH SR NEARE P . R A HE bRy JEAE Bk > 1 I, F RN
FEMAEIE R > 1 8.

(3) W TaER LA E A R AE NI BEACA N BEVEAN IO 4R AR . 10 T8 DA 1 B2 A B 1 A %6 d vk
100%, BAEN 0%, K5 INHIEE 73 A R (ERIZR > 80%) — (L2 60%~70%)~ BAR(IEHIZR 40%~50%)+
RIKOERIR <30%) 4 MEH.

) Geit o7k AR H SPSS 23.0 AT G0 #T . fd A HT 8 A B(E 2 bR, R
FORM /BT R ¢ K56, SR PR IRDA 2 S ma B O W N ARSI R 2R, BA P <0.05 N ZE A Gt
B
3. R
3.1. EXER

ARYUCGRRE LR R 2 325 433 1), SEBRBIY 305 4B 93.85%), HoA G %H 45 300 13 ( %5 i
B 98.3%). FEARZIFIRAM . R S B TT RBRFE R R-IE: 19~35 5 FFREAR T L 58.4%, AR
PLEZE DTS i BRME 2 A DAERE 24 4E.(23.0%) AR 51(18.0%) K BE % /A TR R (4% 17.0%) 8 E; E R
& 1 1 BE AT AR, TV IR ST R (27.3%) 5 FARST (24.7%) BON F BIRIE, 54k T BEE51E RN
4.7%

Table 1. Basic demographic information from 300 survey responses

5% 1.300 AERIEFREXERER
FEARSE A ANE & H(%)

18 % KULR 66 22.0
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19~25 ¥ 92 30.7
26~35 % 82 273
36~50 % 43 143
51% KU 17 5.7
fii & J A B 51 17.0
82
TR 69 23.0
AV ER 53 54 18.0
BUR /AT N 5 51 17.0
Bey7 TAE O 51 17.0
FoAth B IO 75 25.0
SRECER WL A S B TE
S T AR TE 63 21.0
FRACT- & (dks . T4 74 24.7
M ARSI, LR 61 203
LR IT WU B A (R 82 273
RN UREE, EARA 14 4.7
JUFA el 6 2.0
A NEH R R R A T BT A R AR
2 94 313
i 206 68.7

3.2. IERESE N ZFE LR IAFIKE

FEAHT A W I EE 15 K 1 10 AN 1] Rt 1E 7 2R 5 O 25 20 A (2 2), A eG4 BE 5 40.00%
BRI X ] N BUR 2(29.0%), 1 80.00% AL (15 70 B 5 EEAS 2 16.0%, 3R BAREQU 5 W73 R 2 48 5
Ab T EEREEAIETPIRES ;. RE 228 B&—EIWHEIMEL 50%), (HEAKFAIE BRI = .

Table 2. Public awareness of rare diseases based on 300 survey responses

5% 2. 300 AERIEFEANERFHIVANEFR

IEHR (%) kS ERis
20.00 9 3.0
30.00 40 133
40.00 87 29.0
50.00 70 233
60.00 32 10.7
70.00 23 7.7
80.00 18 6.0
90.00 14 4.7
100.00 7 23
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3.3. FRIAOFFFEEREEFERFARNKFEER

%3 AR EIRFEAT WFAFIACPIEA RN DA RRE AR A7 IR 235 0k . TERRZT, A5y
5 IR R KT 2 TH S B S . 19~25 %(5.23 £ 2.00 70) 5 26~35 %(5.61 + 1.95 73N FFEERER Y
SR i 2 T A AR (P < 0.001), Hirb 26~35 B B . 36~50 2 (5.30+1.63 7)K% 51 8 K%
PLE(5.24 + 1.44 S BRI AKX AR, 18 & R UL FHA S BAK@.11 £ 1.27 43). {E2EDIZ, A
HUKESBE R 2 H RS, Wb R UL 2 # - PIE 0 m(6.37£1.90 47), BEm T AR #
(5.48 £ 2.15 73) KRE2EJ1#H(4.70 £ 1.18 /1) S mb /& KL R 225411 £ 1.27 4), HEREAS
TR (P <0.001). 7EBNVE, BT A MOV B KK R A 4 3, JH-PI1355(7.92+1.32 47)
B F T AT B EARP < 0.001). BUR/F AL 51(4.55 £ 1.30 7). FERZEA(4.33 + 1.64 53).
AVHR 51(4.52 + 0.99 43) K oAt [ TRV (4.67 + 1.21 4M)Z A9 Z R BG4 8 L. ok, hr &
ARy ARV LIRS B ARG AR R RN 15 70 2 R B G (P = 0.08). ANSH REEETNFE
BRIT A OG TAE, A BN RIS 2 TR0 B35 2 57%:(P = 0.951).

Table 3. Comparison of public awareness of rare diseases across different demographic groups

3. NEAOFEHFHER AT RHIAFIKF LB

25 IH(xX*s) P14

G 18 Z VLT 411+1.27 <0.001
19~25 % 5.23+2.00
26~35 % 5.61+1.95
36~50 % 53+1.63
51 % kUL E 5.24+1.44

=371 /A R LT 411+1.27 <0.001
& 47+1.18
AF 5.48 £2.15
fisit: & A E 637+19

iR 4 R 433 +1.64 <0.001
AVER 53 4.52 +0.99
BURF /S AN T 455+13
Bey7 TAE MOl 7.92+1.32
Fofth B B R 4.67 121

ARIUE W IS5 R TE i I AR 1E 467+1.15 0.08
FRACE- & (Ehg . RT5H) 4.82+1.79
ARSI, D) 4.97+1.91
Ll R IT WU BRI AR (R 5.7+2.13
LR YRR, EAEE 5.64 +1.55
JUT- A 483+223

ANEH RSB G NFEST K TR = 5.11+1.93 0.951
i 5.09+1.8
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3.4. ISKRESF MR\ EKERIFE

BRGNS N &, BERER . 0. BUOLE R A N A A AT 2 e [ 04T .
A4 G R EIRBEARTE WRGNFI AR 4> AR . 2201 BN R 3 5 5 m . AE R 4EE 1, BL18 B UL A
SR, 19~25 % (B=1.122). 26~35 % (B=1.504). 36~50 % (B=1.196)5% 51 % } L\ (B =1.129)#4k )
IWHIFER 733 RIUERIEK, Hd 26~35 S FFFEN A R 8R4 B, X Tad/hE &
PURBER, KEMB=0.594). ARKB = 1.378) Jefiiit K& LL_F(B = 2.266)2 JiBEAR AR FE S 7 Vi 18,
H2ZHEREE, FHREEA, B4R b, M TR SA, AT A DO B 1A kN 1S
I3 2 L R 83 1) IE 7] 22 53 (B = 3.588), AV HR 51 . BUR B B A N B3R Hodth B e RO 2 (15 0y 22
TGt = (P > 0.05).

Table 4. Multiple linear regression analysis of factors influencing the public’s awareness of rare diseases

4. BARFERRIAFKFEZME RS TR A5

ESEN el el B PR 2 P {H
19~25 % 18 % K LLF 1.122 285 <0.001
26~35 % 1.504 292 <0.001

R
36~50 % 1.196 346 <0.001
51 % KUl E 1.129 480 019
K% mh/ R R 0.594 272 030

=] N 1.378 270 <0.001
fii L J LA B 2.266 313 <0.001
AV HR 5 TER A 185 240 441

BURT B E B A 216 244 378
ik =7 A otk 3.588 244 .000
FoAth B IO & 333 221 132
¥E: aP<0.05,
4. Wi

BT, TRILIX A AW WA HIKTLE 26~35 5 5 TR TIAFIEE, X — RS IHAER
AER SRR E VIR R8T, AR FIACH R WG, MEL 50%, X S5MHAER e
BN CBURMFT8]. EMRERMRE, RENR/KPRS i mme s Lo, E&rBob kR a
PR, R IR 2 IR R S R S AN A o SRS 2 W] RERE — 20 R PR S B P O R85, IR A 2R bR R S5
TR, B P2 ER KIS 4.3 E1EE, L1552 E B 55 N I HERA R R SR AT
FEMFAER]R[O] [10]. WETTIANAE R, JEHIAR Csou s BAL R I 1 2R, (HIFRA BOH % Lo R 2
F A MIASAR, X EMAIE 1 A0 BT B S5 (045 S AN AR I R PR LI W R T 5 i A L s [12] 0 241 9%
BN AR A, T REfE A AR b i A T AR R SRR, TR T 2 ik ER A R AR i 7R

N T AT AN Z B2 SR A R ABIEIEIR13],  ASREIRIHE SR 75 R A XS RS
—Ji T, NSRBI IR PR TR, IR RARE TR AR TT,  URHEPP AR
SRS IR . 3 — 7T, (ESERRJR I 5 K I AN R RIS . 22 DRI ORI € il B A, JFHESh A%
TAENM . BITHUS BRI GO RIRE A 1F, B I EEHER S WA AIEAR, IR—ITBURER
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