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Abstract: As an important part of the medical guarantee for the treatment of rare diseases, the stability and sustainability of the financing mechanism are
of great significance for the efficient and stable operation of the medical guarantee for the treatment of rare diseases. In order to study the rare disease
treatment raising mechanism, this paper summarizes the fair theory, the new structural economics theory and mechanism design theory, in accordance
with the overall process of financing mechanism of the overall logic system and key links, and on the basis of the rare disease treatment financing
mechanism optimization policy Suggestions.

Keywords: Rare Diseases; Treatment; Financing Mechanism; Mechanism Design

1 FNHNF IR ERFEHRF. PREZEERERBIKEHET (F2#t
FJA(rare disease, RD), XA MK , @EE FIKER) , #—PINRFENRLEEERES, EELEE
KRS EBHREYZERTENRRRMES, BEAEGRK BITIRSKT, TIRFRESENRRNG.

KIMSHE, BFEEERER. AFRESENRAYERE TS
i, AETERBELFMRFERBFRIABHAL, BFME
FENHENER, RERERBERZEMEGET A%, BT S
BAREMHEEREAMEY, BFRETADEE. 42
FRBKEEAEFIER, BRORTHRINETERZ—X
#, EHEEREEFERE—NERREXRES,
REZNHFESETELTESTER, MBLERNE LR
FATRF IR R M EC s =", 2018458,
ROREHFARIEE. TEH. BXGURRERTELEER
HEAGTRE (E—#HENKER) , FEEREFKRUE
FHEANELRLHOLEE, WE, (FRBEEREITIE
1BF) FRECH AT, ZEFHEmE “B&8ELFAE 5
SAFBRTME FAMANFHRNEESE, HEIHHAR
LRI, BIUDSEFNE, BATEREENRPESE
R4, 201928, BRDPERBEENATERT (ERNHLT
SRI(20194ER)) (A TEIFR (35/) ). (HER) BETEMRS
IR SHFHE, AEIFIRGN. A KSR MY
REMBE, GRBTHTISTFENRA. BISREARHEE.
2023%9H20H, ERDMEE. REZ. TED. ERELE.

(5—1FE] ¥#iE, &, ML7ER, TERRAD. HaEX5EERNER,

GEREE] rzis

2 ECER
L1 AFEE ATFIEXER, EEBUAEFERYE - T /RET(John
Rawls)EEH A &M (IEXIL) (A Theory of Justice) FXIEMit S
HRE DB RRME T NELE: — MRENHSRB N TSE
WMBRAFIRRRAVREAL, SFESRSENES . ARTRSE
R59%., BAMES, BREXERBIUFK. S5HHIEERL
BREE,; ARIAERBESEEMOEREZRNEN, MN5|SH
S miEinE, SRATFUEEEERTSEMG TAMAY
BEMNSINRS. ZREAECHZOENZ, EFREEXREHN
Bt b, HtaFENRETEFRESEBHIRA . EX—NH
T, HEHERITTRRLAR BB ENELEE,
HEATFERNEEAT. SRBEXHAFIRIAATR
HERA AT SRS REY, IANNEENHSATRELEIA
“BENR . ZERiEL, ATHNIVERTSIERNERE
T, FtEEETSEXHIER, WREETAEE, BdiE
HHIERH, RESBEHAEBRERELAETRS, FRHER
SR AT R,
EREATBILFERABREFELATNARBREFLE

EirRE. BELFFE. E-mail: xzj15128817598@163.com



FERFS 2025128 $£3256 £ 12 81 BE197H

, ENHSATRIERARMEW. BAKMNS6EK, REAT
BT ATHSIRELENEAEFER, BEHAENGR
F, MEAR—MNRERNERVIAMITHRE, W0 REEH
HEER BEREMBBENLAERERN A AHEBESETRENE
R, EANTECHEAENE “SEMsk, BNESR, it
SME, HA¥@ , RATEHNCHESETSEXFIENS
BT, BREAIARSENNAEEENROHENET, 3|15
R EIMES ARB S, TR REHRNE TS AR K
15, SRR R RS — NEEM ATERERIATEY,

DHIREERNATY, HRDEASNERERERAIEA

L(SIDATE1996FH (RS PAERSHATENE) ENPrsaiE,
ERBENEN, AFAEFTEEFY, el 7 =i
LHLUERRERAEKIE, MIEBUAT N ATt L SN
NENEMARSHERARB D ZLRBER, MABKBEIBLA
[ERERYERBENX R TANFIRG, PEFERTHN AT, BHMEET
PEREZBERARNIEEENXBAE, FRENENEEE—T"MK
REMEELRS, PERSEANATE R INEASEENATE
FEN, ZOEFRIEN ANEFAZRENIRIETER, X—&R
NERBIFAF AN BEEATSKEAT, BEEATIEEF
BENREI MEN B ERNET S, MMmBERfRNERZE
PSR T AR SN EIRS, BNHLESBRANESIELAR R, KF
NEMEREFHR RN A BERIBER K ENETZ H, MEA
TIERE, PEEARANTHEREIERFIRE. FEEFEMERA
SEEHEY, EfPAEAERTET)IM AR BIKEA.
RIEZR. HXKERZNTABN, F—, RKEAKREERIE
1, UKNeREAETBZNEN. £, FRREAGSHSE
AME W FREAMH, EPEIREERAEAATE LR
B, FANERMATIEESRME, £=, HKEXSERAE, ©
FEREFESEXIFTHHX, FIUIFRERNRISSVEETHIELL
WRBLHTER, 0, TABNRENAIXREEESZNIE
REBRE, BEART, (BRSHFEEXTENER, J5RS
FAZMIELL, DTABRINT, SFEEEHAFTAZRVENT T8
FE, AEH—SRIERRSEELMNEN, FRTEER.
FARREA, BUEIEEEENTEHIANT, HAFMEHRE
B AFRIIRAE S, mEl RS MABNARNFESHT
ANTREZNSENAIELLER,
2.2 FEWEFFERL RENEFTEREMREEROIN LR
ZFLIBCHITELR, ZBIHE T EAEMENT “TiH%
R WEBE—%E, REFHREREN “BIAR BTER
o TUFHHEEFZNERBRGAEL S, INA—NEFETE
SERTHRINAF LM, B EVAT A R M EX SR
HRELEH, ZBIEBEFE BN MEKERDKENSE
HEEE, HEKETHENRELRNER L, LA
WRIER, HEEDSFEARNBEREMSHNARSAEME
T, EEEFEMNEFTERRE, MENRFTFEASNATEFREN
HAIAGIHRT, ANGHLRETEREIE.

AR BBREET RS ZEEN G NABER S TEISHR
HEEEEHEEEN, MNRESUHRLE, EFRESAMAEAR
it EN Y, FNRAETRAFRNE LR, XES
ErREEANG AN ZERETRERA THENERRE

E41K, BB TER. U MBESHERXHNLFHE
BEE, KL TFEMEFENF W EEREAR, HRTENE
TIREEANFIFEEAT RN, BNTENELNE, TER
S H7RHMARER HREBBEENARURERAREHE
EbBIRVEMARE, BB RTRNELSDT PSS ESTRIERS
BREARSHER, NMERMETRSEZNSIRL,.
23 HERSBHEE  “NE” (mechanism)EE R FHRSTISATH] 28
METERE, 2EWSINEMEEERTE, BUERES
MR AL S 2 BRE R RERNENYE. HLEIE,
FlINRENH SR RENEIE, EHARPERRAAEFEH,
“E” B EUN—TEANZBNITIANHARIE, BT
BRAZNIRERNEMLH. HEXAMRNINEMEZE, R
BHRETFHEMGSP", SIESHSH. B0, UXFTE
FRRIEFRY, KERFNERITHENNEERE, &
AR EEER. ME. BER. EHES. KHIESNEREIE
15, RB—ENFIEAEIIERN—EALRHIER, 1%
BRETRERR. NFISFIENIIMAR, FHI2HENRN
e HENSIEHRETERAR, XEBXEEEER. HE
B&R, NMARETHE. ENRETERNNFBIBEEELR
ATIRSASER I, MEEASERAREWMASFKRR
. REEM. EARBAAR). BEESABAMBAERER
SHERITHSHY. HRIT IR,
MERGHIBIC AR T 19604603, EAOXTET: W
AEEE DB R A ST, WEH—FPEESEFIS 75 E5h
FLARINE], NTARZENERNE Y. X—IBCERLEES
NATFET PERSERMNEI D, EERREXTEFIEH
SMBREHSBIFFERNEEESZ/ VNP, — N RIFHH
AR R ETRE D BE B B RANBRMIRAFGETT, BT EE
E. £rEES5EERNEE",. SRS SETEEENET,
SN2E5ETBRESFHEIED, HITAERAIFHTEN
FhIgIHEFTEAEEEA BN, XIVGEITHR, XBETTHMEE
B, XBEEHETHNENFIETRRNIZESEN, SR
NEBHIR S T84, 7EICER b, AIHSHEIECIR, TN
MIBERI&T. AfTIECE, FHREESTREMNEEEN,

3 R

3.1 BZEAR BRI T AT ESNGINEESERE
Ro MIAFRE, TRARMBENEZNELTFRENENE
|, XEREUNVEFRNETRERERH. SELRE
JAMAIEX AR ERBFRNEG, UREEND RIS ERTE
ENERNF. MREERAESERNVERRE, HEEER
ETAMAREFER S EAESMERNH DL AIFT R B IR
g1, FARAAFBMGERBNIRE, FRERE—MFEER.
FNEHNS IR MEAKRE, STERRRTEREET
RERB TETNELRATEANG. 2 EEBE. 4
RPOAFARAEREANZTERLR, FEIRSEEMNIE
IR, REATAETRERET, FRBEREMNES
WTEREN RRIRER, EENEHER, XEBRNEBEX
RERERENISIRE, WM — N SeRAERemE
32 XBYY EFRURATERNGRRP, BRTUATER



JOURNAL OF RARE AND UNCOMMON DISEASES, DEC.2025Vol.32, No.12, Total No.197

SRHEEEEICARMIN, B5F T NRITECRELT
FEOMER. XEFCHTRAENSITRIERSEXH
EE, FEIHERT. BERIASMNGIE, EHHRZEE
WEES5AN M ERAEE. IR, 8E8LIR
R AR REEE R RABIRSH, ERRIRELR
AT EANGILCRRER KRN, BMAENSL RITHEL Al

HEJTIENSL NEIERIED. RENFIRR. EaFRFEE
TTEENEIRESE, BENGBETEERIELRETIRSER
nF; RISIRNESFE RS FERNEER; NSIRTED
] LUESREERGE D FE RS EREBTER; HEE
MR TANELZE RERBIHEF NRar F2KFE; RIEN
RSB E R BTN BREWTIFNRAT T & BB,

E
i *
& m| mEN. EROSDEATEAN i
= & SEHLF AT SR R
= #
i A
ph P P
E & ERER #
i =
;'j; S ) N (2) it B Am e et (4) MRS
iy & & AN TS 5 T R A T B P - Wﬁ%ﬁﬁ;ﬁﬂl
REHENRATE BN g
Bl FRER E G R AT RERER, E2 F IR IETERI B AR R,
43¢ 8 FIRIMEIERS, AIFHMIEESSZHOBKNMNE,

41 HEFNABEREAGASHEEAR MREHAREZ RN
MEERBIRIE TSR, BWRERR. ) LAFEXES, HUFE
TIRBRIEARIERSA ML, HRRESETHEIFREEER
By, fEMEM L, FESTETRAYIA. 5EER.
FRELTIRESFHENBRTH, BIEM “IOERASR
W ZRRBERINEIE BT IRE R REHIREES,

42 RUAZZENRLEBERDENG HTEF DHEEHBD
FI%iFHER, BUHEZIRKRSFNEIR AT AMANERE
TR e, HLEEHR B RARE TN NG Z518%
Wi, B RAREARER. BERERG. ML
FINRBEHINAFEE, RAAEBETIRBAZEANERE, F
i, RRBUHNBEFNHRARNS TG, BEEAE
R KinfRbe. EFRBINEERMSTZHRR, TERAFERN
HEN, RESERHIR. KAXENE=RETDERS
Mz, BENRETEEEANGERZS, WRBZHE. 12
i, BT, RESKHEENESERSKRE, MRAKRSHA
FiE. AIRMESAREN, ZPRESRFIERIZE. ME
M. REMFNE, H—FKEFImIST IMEMEER, B
MRERNSIAHE, EETERY. FERIIRSFENES
B, ERERILITE), FRBEBKEHET. I, &
M EIRET RS AL, BUBRESERSIEZER
BROEENG, REBETREFE. BERA. VERFES
HHNSZEHER, HHKALS. 2FRNEREE.

43 REBERKIVBENRENS TR NS n
BERRRSFNFENRAMBAIRE, MRS THBIEHZ T
RB%, BEIEREREIISINETEENREIEARTREIX LT
EFEIREATH, UIENES T IRAYIRANER
B RETEE. EHUTIRSAiNEndES, pikithEER

PN RSB R A THARIRER S T, MG SR ABXIEMERY AT 1T
HSRFE. NTRHAKESERBESNF IR LS, MiE—
SHDHIVERERR. ERRRSHTRELSARE, UEF
AT E N REEBRIATERY,

44 BUFNRETRSSESNMETNMER X TIRRFHFEL
WERAY), UBHEMARNIEERAHEER, BUNET
IRRR. BEAYEFE. RKREF. REBRRMEFES
FRUABNSESTENIGE, HRIEEFENHRBENRTEE
. SEMEREFFER. ATEREFECESE, ETRER
IZETEX D4 (DRGS)FHA R, KRRRFERATIRSSEA
wEEY, fRETEIRETRSSENETINER, hRER
TR T RN ETIRIEA N R MR AR,

BE R

(12 E 5%k, 5. F AR EETHRARE U] FORMAE, 2023,30(3): 109-112.

(2] ¥r it 3. FIALA F IR 1697 IS 58 FIAZ S A 7% (D). 44038 T K%, 2023

(31 s, ¥l s, LA, &, B WANE IR B I RIE R R AT 1 A6 TR Kk &R
[ 8% 1 dE b 5] [T]. o B 254 2955, 2019, 14 (6) : 23-30, 34.

41, . FEABLATERKE: HHRHEEANET RS U] FEERYE
2015, 35(5): 1-3.

[STE 2, AT, 2HA. TARFATHEAELNE I PELLEFLE
7, 2003, (1): 4-5, 47.

(6] K3, th¥ s, HAEMZHFNA T RE 2 AR RGP IR Z K T]. Rk %
7, 2022, (8): 33-35.

(7137, 3K EL AL — B A 1], b 5 %, 2015 (D) 13-15.

(8147 26 A-A M AL B9 WAL B9 55 (D). 178 4 K2, 2009.

D91 R E. HLEI TR —20074 3 W /REF £ LB EERIFN ], HTALHF,
2007, (6): 188-191.

[L01ARZ K, (4 #E, Aok, MR AR E: — AN ERERWE ). | B AFF/R (A
AR, 2021, 52 (5): 25-43.

(1] 7. I8 F U R 25 (R AL BT 58 (D], AR 7 K, 2022

(1213138, R, #h 3, 4. DROSH R T F AR ZHMAF AL 1], FORKRS, 2025,
32(2): 163-164+170.

(WefsHER: 2023-10-03)
(BRHREE . SIET)



