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Study on the strategy of medical security for rare diseases in China from the perspective of public concern
and emotion: taking nosinasine as an example

TAI Yangfang, GUO Ying, WANG Ziqgiong, WANG Junhui, HUA Guomin, YANG Huili, WANG Xiaojie, HE
Peifeng(School of Management, Shanxi Medical University, Taiyuan 030001, China)

ABSTRACT OBJECTIVE To mine the focus and emotional attitude of the public on rare diseases, and to provide decision-
making reference for relevant departments to formulate and implement relevant policies, systems and strategies for medical security
of rare diseases. METHODS Latent Dirichlet allocation (LDA) topic model and sentiment analysis method were used to analyze
the comment text of short videos related to the “nosinasine” medical insurance admission event on the Bilibili video website, mine
the theme and sentiment tendency of the text, and put forward relevant strategy suggestions. RESULTS A total of 8 videos with
tens of thousands of playback and 7 109 text data were obtained. According to the LDA analysis, online public paid attention to 9
topics related to rare diseases (the price of rare disease drugs, the inclusion of rare disease drugs in medical insurance, the status
quo of research and development of rare disease drugs, the scope of medical insurance and the medical security system, the plight
of rare disease patients, the prevention and screening of rare diseases, the value of rare disease drugs in medical insurance, the
Chinese and western medical methods of rare diseases, and the supply and demand status of rare disease drugs), which could be
summarized into 4 categories according to the objects of concern (rare disease drugs, rare disease medical insurance, rare disease
medical and health services and rare disease patient groups). On the whole, the emotional tendency of the Internet public towards
cach topic showed a low positive and high negative tendency. CONCLUSIONS The public paid more attention to the price,
research and development, supply and demand of rare disease drugs, and was deeply worried about the current medical status of rare
diseases in China. To strengthen and improve the medical security for patients with rare diseases, such as actively carrying out
public health services for rare diseases, strengthening cooperation in the diagnosis and treatment of rare diseases, and researching
rare disease drugs, etc. Chinese medical and health departments can make concerted efforts in medical and health services, drug
supply security, medical security and other social security.

KEYWORDS rare diseases; latent Dirichlet allocation topic model; sentiment analysis; nosinasine; medical security
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1. saliency(term w) = frequency(w) * [sum_t p(t | w) * log(p(t | w)/p(t))] for topics t; see Chuang et. al (2012)
2. relevance(term w | topic t) = A * p(w | t) + (1 - A) * p(w | t)/p(w); see Sievert & Shirley (2014)

Bl e EEREAE

Rl FEXAHLDADHER

5 R %

T A0 b AR TR I K0 R IR A B EHL 1980
H4

2 PE ARG E U L R AR R R 1290
LN

FH3 SR AR L SR R SR A B SR, 100
W% IR

A4 R U LR R R R A e B L 1090
BN TN

FHs  BILAE IR R O A R R AT AR 1030

FHo Bk BB TR A R ACR B R AR R R 90
A

TH7 b EREEBILS R R ER BT A R S R, 90
il

FHS B TR TR KB G R R R T MR B R 830
e

Y SR AR NI R R T RS R R AR PR 760
PR TR R LA

2.1.2  EBCCRESCRMEE 6T SORY- U R Y
B~ R ORI SR 2 T S A (B P HES ),
BRI R3AT (E A 809% Hsf et Iy 14 SCAS Ay i = A A o/ N
SRR SRS 1SR 2 A AR A (R A ot 32
R0 5/ N SR BE SCRY R A A (o T R
IINICREBE SCRYE SR A AR B A 4ME , 15 B AR 1Y) S
FESCRYMER A B . 20158, ARIFIE A 32 S R SR
(RS AT (S {EL R 0.08 1, BIVEEAS F2 Y S5 SRS Ay S0k -
FUH PRI S AR S A (E = 0.081 Ay SCARY

< 776 - China Pharmacy 2023 Vol. 34 No. 7

2.1.3  FHEARBNERE KSR RS F Y
TSR] T 45 G E R SR SO (R B, N T 54
P R 1~ 9 1 A AR B 2

FR L W NS o IR T BN R
BUAS A RGP 24 A I 45 7 TS SO R DL 2
6 v I BLAR S S

T2 FEWIRA AN R EZENE NN
AT IR KA 55 D95 24 v P R A= Al Al A s AR
VAR 1 {5 L5 247 2 75 o 1 A B AAS B LR ) 0
LI IR R AR R AR 2 110 N B AR X IBURT s v 1 5 DL s
2NN B AR R SRR s A DB s AR
L UL KA 257 A B A2 B B PRI S im0 75 2
LA ONOEIE

F3 FE R 2 A R BOIR . % U BN
hy 1] N A0 ZE DL 2 AR ATE R B0 F 9 B R R AT SE RS
THT P ERAR S 22 5 o AH LG T 38 [ RORFIE 45 & Gk 1 4R
[ 2% DR 24 (AT 2 i Ak 226 B Bt

F 4 RO S BT IRREA R . R
WV S SR B AR 3 23 D AN i T AR R A5
P FIAE BAT R 97 (R B4 3R b dan 2% LG 8 1 3 T
2 BT DR R S ) R

5 IR B AR BT . % R RN
BRI DL A B LG B T A B (2 2R L
e 1 A5 5 TR A 15 1) L5 s bl

FH 6 FE LI TR S A . X Y BN

2 2023458 34 BH T



R L 1 T 5 0 A e B A S R, IR I 8 Ak
AR A3 L35 () T A AR o 0, A BT LUK 5 UL 2 0
R KRR S R B T, T 22 AT A A L A XL
W, SRR DA I B 2E R A

FUT WA AR AE . A AR TS
SCARR R, FILRA B B SRATH T8 H LK EER
CTERZT R RS B ZO A DU AR Y B 5
FAR, [ st fi i R 224 , Gl — o i A -

FR 8 FEWIR I PP B . % R BN
SRR Y B LI (R YT 0 RO LA BT . IR SC
AR 7 LI IO 2 ARG R IR 3R T SR 0B TR R ]
S NP EA A T

F9: A0 245 A AL TR BOIR . % FR R 3 G
AL 2 R RN B RN AR R T 3R Y
T ULIR 25 T ARASPEAR T SO AN AR 5
2.2 THEXAMBERSTER
221 BRTEREOT — L A5 BEAROT I S0 4 531
P EPEIS SO 421 2% BRSSO 1 616 5%, K
KT, W4 FH P 125 UL [ A4 DT B B 00 R Ak
ML, 69.00% FITTE SCAS FH P TR A BE L AUAT 24.59% 1)
TR SCAS P e 3 R B 1 Ja
2.2.2 HFBNEST G RO
TS BT a5 AL, 2 i) 2 - 18 8% o3 A B Tk R R 4% 32
MR SIE B (1 2) . thE 2 7] WL, 45 32 R AU 1
JE& 7 HE A 20.009% ~30.00% , 1 % 1 I8 7 HL ¥ 7E 70.00%
FeA SR — SO AR - i T AR 155 b )

1

IR
&
80%
F: M5 70% FH3

IR
AR ST

ZFEILE 1
WFR PR

9
LIRS Y

T8
I

[L1hgS HETFHIR
F:H6 Jt2
UL T3 ER/SEUN
5 55 A5 PEfi

T Eai]
FEIGEGA R BE AR S 12
PRIGHE SRR R
—o— TR —o— BRI o kiR

B2 JBEFHBERENSHE

3 Wig

FEITERT G, AR FLIR IO 23 A% 14 5 I i A3
IR AZE, IR NR R R SR R A R NI
¥, MO HHE AT N 2 A IRt ] 118

TEZG; 202345 34 55 TIH

3.1 FERFEHAWEERRHEBME

%I LS R DR s A 3
LI 24 (A FE 2 BRI R = T 9 4 L 24 ) L5 BRDIR o
122 F R T Y EL B (38.409% ) 15 i 2850 vh £
KB I SZ L KA ST R, 7E BRI 25 1) ik
RIUIR (E B 3) A F AR T, FRE TR
W 5 32 B RORNE 45 ik I AR L, i s T 20 B
B BRI ZBAR S AUHTRE s wht it e g
2 IR 2 PR E AR O . BB ARE BHIFREA
7 | & X T N AL & o N =1 S E S S el 5]
R ) EBEE . Rs T (ERE L) A A B F
FERRAR AR MERE R R RGP ™= A ks 2 B T 23
A SR R M R D 25 R BB R . bk 2
AN TR (S A5-28 D09 FH 24 S22 B0 B e R IE , —
T A 2B IR JE 24 mT 5, s — T BVt A 24 S DR A
o e (AR s FH 24 ] AR R AR (F89) o %28 Y
SCRFSCR R BB IR A PE SCARY i 25.30%, T AR 1
JERSCA 5 LR 67.71% , BEBH ZE WAR AU TR E A AR Y
I i hy K 4 I B, A ) 2 DL s 24 (R e Al 55 v
IR IR
32 FENREFREEFTREFRME

R EBE S EE 2 IR A G B4R
15905 B 5 B AR 2R AR 2 7 2 L 25 A EE A A
7, 58 R R (7 Lk 33.30%) o TR
P70 T LEFI IR 25 2R A5 LA 3 JT R JTHI M As A=
(B 2) R T SMA S 25 il i
T O UL R TR 0 DG T AN A e N R A 24
MR g BRI AR T 2R DL R 5 IE SR A
PRI AR BN RS (A DL 2 AR e A AR B T o6
T 6 [ L A 5 R 2 DL 2 0 K LA T il
FESHE N, X IE AR 2 A R AR AN E (F-7)
FIPAE o AL A At , 2 UL 15 24 f Bk 5% ) f5E ( A 4)
WEE T et SE. XTELWRESE THRARE
PRI BB AE 2 F UL — A 35 D0 & 1 R , 3
1o, ANE T RAR T R 55 S , N ST L TR i I 4 A
PO RN s S B L SR IR e NS %NS
P, I UURARAS 23 2 il B AR 22 5 07 HH ) 5 DL #1284
1], DTS B ORISR 1) 2 DL At o &b, I kb 72
[ 7 R 85 T Ml At B RSy 5 2 P R BT . AE
S FE Y S A SO, BRI B T SO
24.88% , WL 43 VTV SCAS I FH P 8 B0 22 DL 25 0 A 2
P N EEAR B R R EEAS” R WG R A AR A A
AT I 55 (AR, CIA AT e {5 L 245 A B (R el 22
ZR AL S, T 68.22% FTER SCAS Y P %) 28 Lo
1) B 7 AR B 2SI R B TR AN AR

China Pharmacy 2023 Vol. 34 No. 7 <777 -



3.3 FENREFIERSEETREBFRBME

T AR TR 65 UL (1) Ty 5 i A A 32
8“ LI I VT BEYTIR”, o LR 18.00% , 52 K F FEHE#A
553400, TEBRBIIA T, B K TIRYT TR 4 iR
() 2 DL B A o PRI U, SR A7 T T 2 DL 3 PR O
ZE ARG Ay AR LB 07 A 45, T ELDBI 2 DL ARG 2
R TR B RS W B R (R 6) Rk R
PR I A RN R R, 3R M A4 T T e R IR e A3 4K
. PUEE AL AYT A AT SRR 1 K A 5 W
I (AT LA T R 5 5 DL s v B P ) BEMESRAE
R T VR BEMESRAE 1 28 5 FC 'y n] Sk 5 L 12
FrEELAs St s Rk, v P X A LR A IR YT (ERE8)
HBA A, AR AR RO DYE o X6 T2 DL B B 7 A i
55 2H 20.72% WP SCAR PO BRI A B, Bk
[Fi) o0 S 4 o) 20 L B B 81 7 R A, A TR] v L P X
DR HVATT A & A% 72.67% T8 SCA H I
YRR S TR DL i A R 2 AHOCI B S
FRRE TS 5 i A R ae 2 55 2 W i2iR
IKOPAREE AL, IR AR
34 ENRBEHMELTIRHEERMGE

I F UGS N A5 L AR BRI IR S,
17 FRe/N(10.30%) B — 2 8, MPFE SUARNERE ,
I R B SR B e L) R B 2/ D I ) g
TP OE LT fiff £ MO G AL T4 SRS A R
RETCASFRIAYT o 7 LI 245 1 W B P vl AR A5 AN Y
AR ) Bl 2 U (), B — Ak s [l 4ttt
S L[R]85 7, o 5 O g SR MO R BRI &2 U 1 3
Fo AE RGBT, 5 W A AR R X — 32
FEAR B Sy A7 T AR 15 SRR ), S AR SR v A T B 1 TR S
Ak 68.28% WLUESE 13X — s s BB IR OSCA 5 25.00% ,
TR L5 PO A 5 WL 25 A B AR 5 L R
H B A A AT I 2 2%

H 3 A T, A DL P 2 I L R T AR
I 112 DL =7 IR 55 1) AR AR AN 25 5 W - % UL 1 12
ME TRITME T Z5ME 28 T 5t , 45 R M L G ke il
[ 285 B HH 5 28 OO0 5 DL R A TR 2, 3 [ X6 22 s
HY TR BCR AN 5 “ R B DU 2 A E AR Ry 5 0
o S5 Ok A B DL AR AR 0 b A 4y
PRI
4 MEXREERNFEARENRESEIN

BT IR 28 FH P RIS R A 25 A B4R S0 X 2 L
O B F2 R R B ), 45 A S R BUIR AR SR LR
TR TR ] 2 L 2 2 A B 1) SR
4.1 EMEE. MEFELFEETIERSRE

TEBRST DAEREA BRI FET , F IR 0 BT 55

- 778 - China Pharmacy 2023 Vol. 34 No. 7

LA TR R TGS T R BEAR IS, 3697 F B i 55 A7 Bl
SEA

“H=o

411 BRIFREWRAL DARS  H, mkER
P R B AL 2O B 1o 7 DG 1 2 AR T S5 R = B 7
B BT LUK, B R A T A R G531 o 5 LS 2 T
PERTATET A L = IR H 0 A 2 A3 AR RS, B
R BR JE Hiu 5 1k R 2 WL 1) e A R R B L e
FH Tl RS 48, 38 hn 55 WL TR B E IR & I 2, I
LA FE PR NS e B L
4.1.2  FEFEFEIRREEIT AA, s 01297 G A S it
5% FEIIEIIA RE I M e 2y T B S R Y
iR, B, EAE AR ST AA MRS L R Gk
14 45 L B IS FR AR 2R WP FE RS 45 A\ B L& R
PR RIS A T A A BRI XA B2 A i
B UL A G TR , (L RE S IR A5 2R L A0 5 L
H, T R W27 UME, I IR ISR RN
BARMBAR W . fe)o , B R AR5, 272
BIIARE ST o BRI T UL I DR IR A 345 Ak R BHE
PR, ina et 2 L3 1 B0 AL AN B 7R JE R AT 9T R R
TR T AR AR I 250 , 32 2 09 ARl Y92 % 20
AT PRIV o FEER AR v, B30 o o B A 2 DL A 5
FSY7 R VR
42 BIERSHEARWBE, BAFENRT R IRERE

e SRR ST 01 = i e v G O W
18 25 D 24 B/ FL ™ AR 1 S D) R B E R 2
ATEFE W FHZGAHSEBOR & AP i 5% 1
4.2.1 K E FBOR SCHF 1B, 5635 BUM 1 R BOR #
BehAs R SR GO K BOR SR I 8, SCREREL 3k
FE 5 W25 10 B £ & 5 A G Al b A T 4 T
B AL B, 25 H— g s 1) (4 T 3 22 WA 5 8 7 2 DL
2y RO IRIE”, i KRR LR T, 4 25 it bt
BFRR . BEAbh, S RAAR e 11 4% 0 gg 24 o AT T, in ot =
RSB N
422 SRAGIE B SEARHE RFELYPEQH B
e, W2 7 St e A D B P ) L, 5 A LR
BHE B RGE , RAE MG A B R AE P REAS S A0
95 114 225 0 I R AIE 5 S AR a4 5 FLuk s fb N T3
e 2 A s B2 T B R AR A 5 UL 2T A% 4k Ay
I 35 B 48 SR 29 5 SR L R B EL AT 29 1) i
TIE S B 200 4 B 5 BRI, 3T EE 2T ME
W, b A 2 DL R B EIME I, T B R ) £ B AR
A5 BN " BG , inss 5E L3 FH 26 15 B A A5 3%
R, RIS R IVE R, LKA AR & R4 50
TR R R UNCD W a d R/ NNt [ D& L SR A OB S
W W 25 ORI 2 FR A B S

thEZG B 2023 4E55 34 545 71



43 ZFZ5 REFRRBEEETREKT

figb R 5 DL R S HL G I T B P T A H EE A (R R
i SV UL R DR B I , i g S TR B KK
4.3.1 P REARERMIAGELRAVER AT, FE 5
W2 o BE R G 2 ST AN AL 1.5% , SEH i HE AL ]
A7V A Bt G AR S Z IR, i, i % &
A (L LG 24 A9 I AR ) TA 9 R L 24 9 12
DR S, nDIRy 7 05 I Bl A i D16 7R
5 IR 2GS A SEAR R A o RIS , 4 B 22 57 DL 2
AR BE ARG, X REAR PR AR Z Sh B B 0 45 T — K
R o
4.3.2 FNAHMESERDAEREIRIG & 5T, B ol il SE R
PN s S BN A R i e o Rl ORI ) S A5 T BE L 5
S L T L R S T A % 5 L, P B 2 W) TSR LA
Bt e 65 20 R A, A B e 55 5 D ) A
AP SR L, AU 5 UL DR B 7 i B4 T R A AR
55 BRI TIN5 22 HEAR [ 2 i 55 30T -5 27 DL R Bz 7
HRES & LT SO d i, I RN WL R
7 E AL T E B AR 5 L TR TH BRSO 5
L DR F) 1R
44 ERHSHE EERFNHFEMUESRE

Fhos Iy e 5 WL At A 2 PR s e B AN AR
ANBARAG AR, HEAE A PR 5 UL AT S IR ] 1
K&
441 HTTRBIRE S A B E SRR F SR
TR IR ) UK o 2 L 5 PR IBOAE , A =7 UL S 3 4
BUE B A7 a P EFE IR R AR E U
ZUnT3E I 25 A AR I | BT AR A IR A 5 L R S
B KBl s el A 22 D 5L ) S S TR AL A
BRI K W T IR e 25 | st JR A AR i
4.4.2  BEINE R D S UL L ORI A A AT
I =7 DL L ke By 2 < 0 1 RS AT X R R AN g
(B, — 7 T Z A BRI, A AT 2 2 i ok
AL U BB, SR 23 Ty s AURAL
ot E ) 2 DL e TR B R Gy 5 o5 — T T, A i 44 A AL
JO7 I 4 AR A, R 5 UL e T R B e At &
R
b 4iE

ARSCIRMALGE M R 70 BT R Al e K0
REEIIMTIT I8 A IR PP X KA 22 DL 245 v P

TEZG; 202345 34 55 TIH

NBA= BN AN B R A e SCARE , 34T T A AR

DL 1) 5 1 = A R AT JRART ), TR 122 AR KT 27 D g [ A

Y F2 Y] BT eV [ BUIR K s RS FE 2 N2 TE

58 v b AR5 5 24 10 A 40Uk ) A S [m] AT A3t T —

FE SRR T . T B A ST pr g R4y 7R

LI B 2R BETRME , Ak AT XS [R]N F1 22 R Y X 45

FHF AN R B ) 55 DL 25 A T R A ST, i — 20 (2 0

e E DL PR AR R UL R B 25 DA R

S 2 30k

[1] ZFRet, BORES, JEAm 45 B0+ 45 5 R AIULE T &
PEEE TR MG 5T« TR B RN [1]. TAEL TR,
2022,39(9):49-52.

[2] et SiE . b E e B A e S e i S S
HZE T[T, TP EAFE T, 2022,38(2) 1 153-156.

[3] e, RIGE ARTIFE IR SIT SIREAKPEH L 2
PMRBLEII]. o E B 2547, 2021,18(31) : 1-3.

[4] BLEID M,NG A,JORDAN M I. Latent dirichlet alloca-
tion[J]. J Mach Learn Res, 2003,3(1):993-1022.

(5] 2% Wskstk, 6L, 2 . TP B0E L X H P 5 BoA
PR BIFSE [J]. 4 4 A 5 R & B, 2018, 2(12) ¢
12-22.

[6] TEZENM, R E . 5T LDA B [ NSNS R A 5%
T 32 AL X A AT (0], 1 IR 2%, 2021, 39 (4)
174-185.

[7] BPELE, 08, TIN5 . SCAIE RGBT 5 1 B FHEZR
IR[I]. Bl b 5 AR A, 2021,5(6) : 1-13.

[8] HhF[F JEF IR, XU, & . FHRAIL DA F (i B
AYMEIT ARG « LUB RNl R B R[], shERk(E DRk
2:47,2021,23(2) : 331-340.

[9] A BRIGT , S0 SRS A e Z U5 T 454 5 B 1 i
TG B FE T b AR I8 R (W SR AT [J]. e D
2021,41(12):223-232.

[10] EEE40, RBEHE, 54T, 55 . EAMNE WLRIGIT IRREIR R
X E e HUE /R [I]. T E B, 2022, 35(10)
1088-1093.

[11] S\, B, Rme . LTIl 24 5 9450 e xfi e
I T R SR [J]. TP R 2 Ll ki, 2014, 45
(3):302-306.

[12] A" 0 5 0 25 AR PR AR BN, T TR,
2022-03-21(19).

(W F 1. 2022-11-14 & [8] F1151 . 2023-02-20)
(€120 D)

China Pharmacy 2023 Vol. 34 No. 7 <779 -



