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II. CHINA RARE DISEASES DRUG ACGESSIBILITY AND MEDICAL SECURITY STATUS
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= ERNA SR MIE | B (Citrullinemia
). FERBRAIRIHBRIMAE (AL) BRZE.
FERELES (ARG) TR ZJE
BB Actelion 2018/9/11 R EREB S E
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HmiBEA Hma B Z R E & RZfE
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e e . Takeda - N
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J
Siltuximab B Z & & Sylvant e?nssen 2014/4/23 Castleman &
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St B ERE R RAF IR T, AR F AN EF A RER, BT —FagoEE R
B R A AR B E AP BTG T

W THZ A A0 280697 5, HAE B % 5 &2 &AM KIY, A FABRKITHE &M K
YRR F, BEKRY®mH ML TRE D

BRILEFFERTEsEE, ABEFRKETA S L HAE &4, sae AN BEE SR
F o R B — &GS 2, AR, KIMAER K RAZ A TIHETF 0 R R A
BET R Je KA. SAANARERARKBN, LEERAKREIARMAEDT, BELE
[RHATHEE  BFERKIAARMT, #E B 2EHF AT E R, LAEERRFR 2%
P4y Y b FrACH s K AR bR H A, KR ILY B A S Zi8Y Am, YHRERTRE
FROT LKA, REREETAR M ERIL S 00— K KHBRRKIEER SIS,
HTEAHZZEEZRTY, RmBRI AT HRKI, thEREZEFRKENHE LT L5k
O, MEALHEHR T AT, EHEERXFNRINEKLT, EAF EHITT AF W,
BAILHF T ohtiEsae £ 8 TR, RGNS RIEW ERFHTIHRARE ST i
RAAIIA . B AR ICU ZAET ZRFFLidk, RafE a3 gein: “%
NRAECER, TREREIFRF, KREAETA D, LABERAEE o
\ J

REZFEFZY ] R IER S 2019
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II. CHINA RARE DISEASES DRUG ACGESSIBILITY AND MEDICAL SECURITY STATUS

2.5, hE 22 MERFE BEME" (EABTHY

(B—HEDNHFER) F 22 MENFHRE 20 #4254, BEERE LHNHFLEIMENFERL
RIENE, XEMRECIIERN_EHTERATIETX 22 MF K.

RET: 220 “BEME ERBTHMNERRE

BRE “BERE BB BB “BERE HWEH
B- B RS i EERST Noonan & &1 BENERRE
Castleman & FEERET Prader-Willi Z&1iE BHANEKESE
Erdheim-Chester J& EZIEE HITHENEFRAR TIIRER
RIS KA AR EERT
ssARAM SREAERS BN R, HEE
ZhmEE
R EmE | & T AIRE BRI =ie
SsEEZTAE 72
Leber (st AR SHEE e SE R
(B REi#R)
FER BT EERT B8/ M BILEE
SHEEHHER | SHBE. REREA| RANBLE HAEIE. BRI
BB MM G
% = =
yﬂ:mgm’?ﬁ A SRS R e S
HIALEATT
% RGN RESE HEENEE | K4e=E. AEEa
BEE B, EHHER . RRMTE , ERNRAQTREERNERT, 25

RELEMARE NS EFBFHIER.

E BEEE A S B ERhE RS

ERETHALEELERAHEAFTMEZRE O (MTOR) qH] 7 7 25 1 AALJE A % B o
& FiF WLAS 578 (Tuberous Sclerosis Complex - Renal Angiomyolipomas, TSC-RAML) #%
— &G E, BATRERES] (b CREL) B A E—3K#4E77 TSC-RAML &9 mTOR 47
H5 o

Rim, EARGEZE ST 2017 Sl Fla M NE R ER B T RIRAZ AT 69 R K — B 1)
2, BT EEFERMRG AR ARGEE, FEIGKEL) Z4EHRRF % mTOR #p#]
MeymF LS (XMAFMEE) . OFRIZARERDRCES S, KRMGET L
YIRS R B RARAE R, (28K M A “CTREE” BYIERIT A, MR FBR TR EE
EX 3 DN & &

BAT, B e % RART 1,50071, 6004l R 2 F F4), A &R RABLE LK 7 &7

B FREERTETHRENE R, ERFTCRNA LT R ETTRE T k255
\ HANTERRZE, )
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PAM, BEMELSNEE. EENERBEERANKL. K7 ERE X TEENERLY
EEER. HitREEMERCEZASBFTE, SIMEREETLAER, HRBRIEZEMN
BRSPZEAEEBERY., AREENRIRR, “—BREETELITER, ERMREKE, X
SEIEBIZT, BR&DE, BFMERSE, REEfans? ”

NFARBENELRSNERE, ATEAEERGILA, ABOIGKREEERHINGE “BEEEBEN
ELT” XRNZEREDHERLN. AEFIRETHNIRIEREEF . AMMBHE—ME
Fit, XEFR BEMELFEHNR BSHTBXKEMIZRETAT LEERANERE. FERMN
MAHE Mo

N ABBOEFEUREPERBRXFNRENE? ZRIGREERES, ML MmN
HEFEY TEMEFHELFIEPNGRFIFINER, “BOSRHGFITE, ZBR—TERMNEZE
ERTZENAmiMIRRIAE, BERFEEN. 7 I, WS “EHHA" NAAHEEIETH
RIFHA, FEEHHIZRMIL, RIAMGHDES B ABRIMUIGRIEIEFIEIMENER N I EF Eo

BERERBRANER, ETEBNUESENDRINMAIAEEE—PEHN, AMATER
I ZNANAERRER. EENRAYINEARNERT, BENEM “HIMTE" M “EH
AT BECE? MAMBIEMASIITIER, ®PIREEMBENNG, RNLIRAYIRA? 0
RN R RIVAE, BBE A RIE S ARG AEARRE?

3.5, B 13 MENFRZERSZ, EEAIGS—F “THAR"

BETBAL TS, (NIXNBBERAB LANE—F . FIURAYBET MAMNERERAMESEEXE
BRAB), YT HENT A RS RO tFEER TN EFENRARTET SEAD .
ERBETREERESNBERT, ERUREENAT A RNAFERARERS.

FENHRARIATERIIREZE? 1RIB IQVIA 2KMRIRMIRE &, UARNEENENITE
Bt (REERERXN) , 2017 FREFIRBETRMAYATT LNFERPIER 4.6 TETT,
374 MEMAN LES A 80.5% BIZHaT BRAAT 6,000 &7t / &, 1EXE 431 {Z%&7Thl LA
HETH, 92.7% KHERBRBE AT ERAAT 6,000 X7t / FHZY), RIBAFRE 1, 2018
FXEETHERSENENRAYZATIEEAEMBRZE (HMRRERTRE (F—HHFERR
BR) ) WERATEY) Glybera, FRTEARIE 121 A%, HREZNRAT ARIEREER
EiS (ZERNZIMIRERKRT (B—HFHRER) ) BY Ravicti, FRTEREE 79 FETT.
EvaluatePharma SR E/R 1, 2017 EXETHENHEF] 100 BNFERFA RN EBEEFEAT
BRAPERN 8.4 HETT. ERMN, BHMEIRAMOERRTERAN 1,251 2 40 HRRTAFE, FE
79 3.2 ARkt 12,

%?Efﬁ?ﬁ%ﬂ&’&?ﬁ% 2019
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II. CHINA RARE DISEASES DRUG ACGESSIBILITY AND MEDICAL SECURITY STATUS

#®H& 8: 2018 FRERFBHM I HENREHY (U (F—HERFKAR) P&EHHH)

Bas T SRS e e
FRMREEIRER (UCD) ,
L Glycerol Phenylbutyrate @iﬁ: %§H§§%$M$§*§E§
Ravicti B R, BEBAIENESK | 793,632 2013
BSEAZ SERN N RERMAE | B,
BRI S
Carglumic Acid N- ZEE A R ER & R BSTR = fiE
Carbaglu PR BERCRME. FARME. 790,000 2010
AR MEES RN ME
Lumizyme Alglumc;gg;g?”a BESAS IR EIEIE) 626000 2010
Eculizumab PR ERERR M MAT MR, 3F
Soliris RS MECAMMRELE. £HRE | 542,640 2007
FERFES
Coagulation factor IX
. Recombinant) % M&F
Alprolix 3('—|x (@) ,Ichusion mE»RIE 503,880 2014
protein Fc @& EH
Coagulation Factor IX
(Recombinant)
Idelvion ;;mjz IX. (R ’ MmEHRZE 500,000 2016
Albumin Fusion Protein
(rFIX-FP) AZARASE
=!
Naglazyme Galsulfase FhEVENCFE VI Y 485,747 2005
llaris Ca:s;;;’;ab RIEIEHEEH (FMF) 462,000 2016
Cinryze (hitqe:E?rZieggg;;;;u SR MEKE (HAE) 350,000 2008

BRIEEAETE LT EEFWRENER 55 MR, B 29 MAYBINEXRERER, Tk
18 FFE IR, X 29 MAMH, B IMERERERERPXRE, BTET 11 ENRENLE, 2
EEARLEFEE .

FLEREERERKHPEHI T F RHRLYH

o 2017 FRRANHRESHZRESED

BHFRaT MARBIELARMETF Vila, By ZRMEBUHNELAATIUR B-1b, MATETHRY
ENRERENAERERERIERE. 2018 FERESTREREITIRLKXFIR BT ERIRIEALE
MRERNANERERERIERE, ERBEBAOEHTE (F—HENKER) F. RERFEE
AREIRERIE L, BEBEHT RN K.
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1% 9: RECSLHTABRANERERERNZERHEY

BB TBRRT ERERESANRE
21- BUEHRSE BABA S (L AT Bk
B R T 7%
SR LR B BABA S (AT e
S SMEENES SEERAORA A Fsk
BEEAE EES SR F%
ARMEESAY 7%
ANJERIMEFVIN B
I 257 B A B IEFVI 22
SEST SR ARNET X 7%
SR EEA A RIET Vila 2017 FHMUMANZKER
R EBmE F%
SRS M A TR 7%
AR T 2%
A F R R B E R
ST RiEr SR EEmE e e
SESTRIR IR 7%
=& [ e IHEE B
B M MR S M B T B R et e
BRI A RERE 7%
Y ST RIS 7%
AL SRR E P
’ B 7%
= FHATFIHHE B-1b 2017 FHHMNZ KD T
| KRS EEM 7%
354 ) LIBERSS P o
ERSE | kLS ERER 2%
ESERE 7%
SRS AR e
MEBT (BER. SRW) HEBTRS A 7%
BRI 7%
HEATRELE 7%
S EE Fk
BB MRS B A RBRES (pHA) 7%
AEREMNE RAFET 7%
G REET 2017 FEXIIMNZ KBS
X- ST PR BEARBIRES (pH4) 7%

EF B A R ERE 2019
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II. CHINA RARE DISEASES DRUG ACGESSIBILITY AND MEDICAL SECURITY STATUS

BIyE 26 &4, Bk 21 MELR, BRARANERERER. HF, B I3HFELR, HREY
FREATEY, HARBRANKEERER. XEKREX 13 MFEIRHNEE LT B BRELENAYE
T2,

Fi% 10: EREHHE EHERBANERE RN 13 HERFEXGRERTERLAT

(AP St A BN AR R FEARAE: LR TR E 4G 10kg T, MAEHTIRET 4 50kg 11+ 5-;
ARERESRE TAAR RN, RERT EBNMRTHE, CERM: 1 £71=6.87 AR T;
ARIE RE YRR, BT HRZAER RARGE || RS mARGEE, Stk AR EARmEmARSEE)

ERAT EHERERAN  RTRS L hrt  IEF

SR MRS 1,061 (REEERSYT 4,880,281 _
P& M RERR M MAT & A R 6,188 RERE 3,660,211 * —_—

XIgE 2,357 RAKEES 3,219,947 643,989
¥ BT 26,639 kMR 3,162,994 _

ERERE B 12,966 ** FAIVEEBS o 2,943,464 587,080
BRIk EE 26,639 OEksiE 413,824 —_—

EE2L%E% 1,532 ZEEMM 312,857 52,143
¥ B AR 26,639 HEIBAR | 278490 _

EEARRRMIE 133,692 7D PR 205,936 41,187

PO A YRS TR = fiE 295 7D PR 205,936 41,187
KRR 26,639 FRAGIE | 191584 _
KB AR 26,639 R 168,180 _
BR MRk EE 26,639 Zir 48 81,597 —_—
A MBS E 26,639 AR 56,802 —_—
R S 4170 e 45457 _

FRAM AR ZE 8,479 EERET 41,539 15,577
ENEHRS 205 e 1,049 _
SRR B LTS 177 e 200 _
S 34,750 S 189 _

EX 13 MEILRIAYET LS, SR EASANE 500 ST, RN 189 7T, HE
7920 Bt X 13 MERERELITM 23 HEE8E, ABOAFBELRERDRT. HF, B 11
HYNERTEART 8 ATART, AREERZMANBRT, BEMRUARKARENETIZN
BT WRERY, XEHE KPWAR" , AEMAIR, BRUEATEEILABENES.
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BRSO 0 B B

~N

¥R ZA29m 1l & (Glycogen Storage Disease Type |1) , HAk& N5 (Pompe

Disease) , & —fripBathiziie, AVYECHLH T L&, EHAMETHE o (b
£mH%) A BAE—FEMNG LT RN ARG B, T2017 F@EhLFirFRATE LT, B
MHAMANBRERD K, RARE, FHAFTZREERIENABAANIT KA E
PR BT BBEs, SEETET—RREOMRM. TR ELERREARHE, —4
R EHRERFALGTFHSFRFL 00 7T, BELERD,

B HAnIE T, A KN EH LERT, BaEE 2018 F12 A, &?%%ﬁ&#c
5N KE L jmK & Py 166 & EHF, A 14 ARFEXEMRGETT, LPRAA
LILEEHRBIER TR TR, BRABBENCARAEREFIA ., SI, FRIMN
Farf R U & B RT3 2 By, KA B R 69 4E4S, BH A MO RBIE T, #Hmbd
FHRREBR AT T, EEFMEGITTT, 2017 56 A #2018 12 A M, 4 25 4
ILEEH L, TLTFEMNAHAEEZHOHEEL, REH—AAHS5 LEEFHF. 7

AT RN R EZEIRMK, EXELHAE—NERROHM, XRWAE 2018 FHF LK
KEFPOCETEEBREALGAEFTLLANE TOLERD, EH%RH—%, EBNmE
F H R BEIB KARAREE, WA ALt £ mif. MIRMA KL, TN L2ELHK
G HIB, TS —SAN: BN RIFIELG TS, HRLE

4. ENHEGMARY ‘RE—L2E7

&E, #RHNERBR, BHAEWEBE I LURMIRSET Y. FREAmAI R, PJRIEN “&
BE—RE" PHATHERE. FFTEREBREN, FRRAMETI RIS ENFT L, thil: B8RS
miEinRM. EfeRWyR. EMLSRE. 2R E. 2%i1277. ERETIEMAERSE,
AREERABRHEN,

1). EBTR M R

AHRRWHESHIRF. HELHNERSFIEFINZEEREZT, AUERETRAINNE
KERBRNSNFENRABKBERRZ. 8%, EXRDPERRERZNE, QAU=FPRFERS
KR M PR it AR S B SET 1,500 4, BUR, HELMERSTITHIRAIZERNE
BEZIER, AUERASEFZSAESIE 30% £H. RWEFRRSE “ImRFREN NFERR
Hm, TRNERDHFEEH KRR,

rg%mﬁ SR LIRS 2019

SEASE DRUG ACCESSIBILITY REPORT 2019

T
=z
=
2
=)
el
E



26

II. CHINA RARE DISEASES DRUG ACGESSIBILITY AND MEDICAL SECURITY STATUS

ZERMENERENEIER

E HEEARINERS

%97 5 KL (Multiple Sclerosis) #Z iz HATAATHE B-1b (W& L: &
A B 2017 FERRAMANERE FCEBA, BT HITVHARRmAE. ik 2018
FA2 0, BREMAES NTILRIEBREGT S AMRLGER (B3 MNT P LRFHREF
ZER. F—ER) #lr, SEFRERBELFAFME, BEANA 8,000 TAZ4Y
B, ANEFLEERRAFLT. FELE BRALAQKELTNARER. TEARM
HEEER Q0 ER) ARHRSIHLRTRAZFERLAAERRI L. EARSE. H
M R, TAFEL, BAARAETNEERRGRWEEZ?], BN, 2500947015
NG EH, SRR A, EAENERAREY., ik, A ERBHTLER
R FALETALS, ERCBRAEFIH DS, TG EEF AL 2017 Fi% )
R PINEMR# 0 “GEEE” , ARSI,

2018 41 A 1 HAz, BEALCHMNER, PREALL
BF IR AAF LR F iR, AR AT BRI A
Rimit—FhE T,

2 E5AF NS ERR L8 “3+97
BHGHLT, EHMH R

~N

2) Emak 75 PR

AL HENERSIERIZZIEADT, H@EERERRE, EMYHmILFTNAR LR,

MR RBEFEL A, EEMLSREBZIET, HmBREER/LFERER.

E FRE SRR —PCID BE MR E

B R R PEEES %95 414 (Primary Combined Immune Deficiency, {44k PCID) #9#%
ARIEHEA (pHL) (BHRAR) , CHANBRERD RCERY, E5FEEKNPESS
AN —RARME, REAFFS T ALLWERTRETIERBEERE A1 T LES,

BAHRLETSGTERAZZFER, AHEANERE TR S F ERE 509
“CAndE R, i RIRAHIT R KR KR S G &K B Fe T G L T ARAS SN, S
JRE G B AEBRHRILFRATTRNGF., YEXH2T55% ), EERILA
F BT s, 2L 2R R B T BERAT69 “STor”, B 05T R,

~N

J

2017 FERERKFE, (RED/I X2 B, TEF 22 MEOMXBETIZFIBZRAN
HELEHBREEER, 2018 F, EXRETRERLAT (ERETRERNAZE. ANWRFRLZRE
BHRT. ERDPERRZNATRTHET 17 MEXERXFFVELSHITELTIFER)  (ALE
& [2017]155) , BAHER “ERFEFURASE. A4 NETHIMERBLHERENHEM
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WABBNENSSERATR o FLAXERNREIFMT, 2018 FRFIBY 17 MHELE 5% 2017
FRH A R— T FHEET,

2019 18 30 B, ESHARTRBLAXN, ENEE =R RV ERNSEZISIRER T, “B
HBE—RHEER . BEASLEZNEUE, RRFENFRAHYEERRBAMEMLTS ERENE
HEEE—T R MERARXWHRERFNEREERFFNEEREFTLRAY EARE—RE"
ERIPERS,

3) M2 R EH IR

ARBDENRHAFTEZZKRERST, BN 20T R ERRERNER. MEfH
E&MATHI2%%E. Ni2RAER. BER. XF (B THSNENIXR ) REBRERRK,
MIRBIRHBOGERIPE. L. HINL. FRBLHIBEFAENMAE, ERERNNFEDLHRLMTE
BHBIRI R DR E T 2R ERE,

E £ “RER" #ENSF —RHAMRFELEENRE

~
B RE P AR (Idiopathic Pulmonary Fibrosis) &9t RERAR # (7
st B CAMANBRERD FCRMRH, 120 T K354 T & KK KA 42 4L
FINSHITH TR TR RmF A, o IE REAR AR T LTI AL -F BAF M
A BFEEARATE AL GO LT, BRETHE ZRF B RO, BRI
FROGFT, EXADPREREFESAT LRSS EH ERRA GG IE AR, HIN, ﬂ’/)ﬂ"f
TR AR ERS, EFFERHENAELLET . kﬁiﬁ W ARG R I T AT 84 %
FRETH, RAE 1\,1’&7’5 F e BFEERFTETT, RAKFERBA, Endafh s X
WK 2550
2017 45, 497 5P VA BCE L AF ROM R A A 0Y 6137 4 Bcke ) o IR 2h s R R AR SR
(7 S e 2 mdd) A2 P B 38 5 Beak 3% i@ il b, a8 i PR A AT IS B Kos BT R .
Foott JE RBAGY B NG, Rk RA AT RIRHH X 7T LAl “3GEE " B E A ERE S
HEMANREMR. XRKKMRTHRGTR, BERCET, RARKIBAEAR,
- J

Bl I2IREBERAEAR LN R BN EET ZROER, LU A OEZHERMEST 2R,
ERH A B ENMEEFENBLRMYE, REMTARBLAATRNAEBDBEENRE, RE58E
AR I, MIMTRIETT RIEBERTESSERAIZD, AEET “BR" BIER. BEREBTRMILE,
RMSEINEEENRER, HRNZKNETHREARNVERE, BE—PMET BEBTRIE,
EERNIIREBRNIRIT L, BRRZESERNESH, BESERTRESENBL R RS,

E}g E = B E Y e RIE RS 2019
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4) DRI R e EHRAE S

IEMFRRARNERTSMERERZ BHNEHEFERANER, EHFEGHR, MRFIME
FELARL. BTEERELBARMEEERSFRE, X80 MAH RAETEARIATES
MARERBHNE. KEHIFEIPUHHEELTREBHNENE, IEREERSAFRAmERE
KA. £ TREREENTMBERNEMIELNEEIHRIARBRT, KEDBEEHLIFEM
ERBITER M, HPNR2REBELSAEBM. TERERENEEAESWM, EFRFESLT, B
ERAWFIATT, AT HRM LR,

Bip 800 SABMGS — BEMAFBENES
N

FEFiEE, A% (Hemophilia) #9EJT FRALEF A£G TX—ANERWT, &b
HEBHTRALIEFEE, EARELT TRERIHEAE, AEH, BRAFHI BT
$B# 800 ZANE, KMAUTEH B—ANF Do, RAFNEEHEE— R,

BTG E L, 2017 S5 RAM A AR ETHOZTHIT LI 5 LhkmEERRE,
MR FLBELGTTRANP R, AP AL DEERELLLA, L—NHEERK
A 700 SN2 M, AR RKY S BHIA KRBT HFFHATR “OFiR” , BH “ET
FBTHE—RBRIESD T, WINKAGRE, AEEAleCiBHLRERS. he T,
EPRERT, REGERART T A E—RB T Fistizs” . FEE, ERLKRGFES
HEGE LT, RIS FHEGLZREFAEFRFAG LT, REHE ST E AN
WA ARG EBHTHE.

Wesh, AR AERF], HBAAERGILE, EHA GRS, bl
ZRP T, EHFERARPRELANE, EHERERHBSEFSFILEL., wREEEERI10X, —
EHEHRAR, BRSF25H%, TR ISt MrhRemANRNSEELR. £BT,
EXREHFFELZ N —METHHER, K, IR ELERIATERALLY, —2ikfhE 3],

[E A& o AR L B 2 )7 09 4 5T o
. J

EX L, BUEFERRBENSAMATRMERBRFIELTHE, TXRED, MRBNDRISTTRE
HARR T MRFI RS RAREENRR. —HE, PFEEFRZRMAFHRAN (B X2MmRFR)
ERIZIRM 24 NIPESIIRS . Z—HE, RETIEHEHAXHMET 14 RAHISTER, ¥
AHEES MK, TOBHRE T MARRERN. FL. Tl mREmeaTER.

5) BRZ5fel

fiigEBHNFEEAGE IR EHYE. TR, MM RN RNRHEEE~B,
HaBENRYRNSMER.

28
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09 B E=RETOR EF

09 gMG BEH %D

B/ A FAEREMAS (Generalized Myasthenia Gravis, ) #x gMG) &9 25 & % wt b a9 8,
SFeidEAR S, BCAMABRRERD ZTT RRH, RGLEH L TEREARSYS A X,
AT E A EARNL A F AKX Z TS LA (2018 2B EREME S £ HKRLAERE) ,
BATy E, A4 85% a9 EmMA N EH T 2L A IR LA,

FHR 60mg*60 B 7 & 69 % AT 69 B B A& M4 30760 T, AR 4D U A& Ao AT IR 4G B E AR,
F R AL A A ) R e 69 B R AR AR AR . B R IR e AT G B A E A ST 69 2h g A T b
HEZR, mFRFREITAF 6 RA P G =4 2h b A FR 3] 13,

BT E LN E R AR E R EGELE “HARNL” , BILFRAETSRGH R
B E M, 2015 F, iRl 6 0 B AR AS ST AR AT IT A FAR, 8 E e B R 4 ) TRy
B h, RAAFERGOHXEANIITENER. 201655, BAREEELES, Hoik
gy ey AL B @, FEABECRE A, 240 6B AR FE BN
£1,000 T/ o 2017 S5, H Aok A & Rist, Renliag sl = 440, 5l R —4#2
SeBf . 2017 SFd bl K5 s S AALG, BT E AR, MAZHMBERZNELE R
BAR. EHFL RN T, HIL201859 A, MA 76 LEEMATENTENLAERL
T K E S Rk 25 I A
. /)

ERNFEIRBYER, THERR. BRNEILRAYREHEMEMERD T HARERE
BEMB: FRENE, T, BUEFRRERS, £ ENARIELLD, BRFEESD
MIzZEEERNE, RRUIMHNARE. HNFENPH. MKERBNERMBIRRE AR R
BEM BT BRI BT TR , BRIBIRR AR N ERMERR 1I2IRIBHIEERS, TR “H
FzF RAEWHEFMHEGIRNGE, RME—PRET HREY R,

2017 &, REREEHEZERSERLRNEZE. TIHESHER. WEEL. AR RS RIESD.
BSE. BSRERE. IHSRNERARKBESBIEAT (XTHETERRE AN RENH
MSKHEEL) (BRHAEER (2017) 375) , HARIALHEREFNAR, “‘GalRsHE. B
BNHERSZNBRE. BUEFHHARERR, BEERES MM, BIBMFEN. M%H. ™
REFEMANHER —RBNE, BIFREEREF B, BEEEMXE, REXKNEGEHN. ~
FEEERMIE N B2 FIRABAEER, “MREZFZEERFIVRADLRESE, BIERFHREKR
TMEFERA LB SFFEUWMBARMUALEH, BRHERMS. RRISFZNHRBATINMLLEL
AR, TEMERFRBAMSCHEITEARSR, ~

2018 F 2 Afn, WARBIEEHEZRARMT. ERXUARS LBPAEZLH I ARTITERS,
RARUAREERHMRMHTHARNETHAE 8 RY BN 23R, SMMHEHE—XK, Erdilli
ERERERENERESNHEREHRN T, XERAEE LFRT HFENRBENL @A Ko
A, FIRBEMERAMIMNPEIE, HIELHR, BIRRNBETR, ERFNEMIARNZ
IR, BEBRANTIDRR TR EFRIRIEEER, HMEA A M K it.

g?ﬂ%%%ﬂ&ﬁ?ﬁ% 2019
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= BEERFRBERKHIERE

BN B, R ﬁ%%% &I+L%%% LR 2 BT A R KA AT LR E A
&7, kﬁhi‘f$%§]':ué’3#ﬂi?#?”$? o EEETMEKIIET, EXEBAK. BRAR.
Jl%lfi/ﬁ\ﬂ.;%»$x7'7iﬁ

NimEERRBEINS BB

ABDENREBEFTERLERY, AAYTIAI K. FAHRAENERT, HUERSKHEEN T
BT, EREANKRANEIE.

H 2014 FELE 2018 F 12 A, AFEIHBAEHL (Chinese Organization for Rare Disorders,

CORD) FHiEMMFNREEHIT 5810 A, HA 42% HIEE (2,448 N) REEZMEMATT, M
£ 58% ZZATIEBRED, BLEKREDRENTEREMRAET Y.

B& 1. FRNHEBEEFHIZSAETRRK (n=5,810)

BEFER BEESEW?Z BERTHEIERAT
BEHEMABILER

=

EEICH 5,810 BBEF, B—FLULHNBERRETL, Hb 29% BBENKEILRE, 15% 8%
ERE (BIEREMIML EAREEE) . FERERIN 3,174 REBEHR, 17% HNEBEERN—RIEE,
17% NZRIAFE, 8% N=2RI%FE, 5% NIURIAE,



Ex2

BEESEIERSBAE,
KGR ZER (n=5,810)

2%2% 3% 4%

s BRIRGREE < ZERE
MA5REE BiakE
« RBEERI

= B IkEE
FEHRRE

2. ERREEERRRE. ARRANREE

ILAEFELFRAYIRESETRELIR ©

! ERRBERRRAE RS

BEREEEDR
(n=3,174)

17%

€17%
P

L59%

53%

(F—#hFUHRER) POBIRMETARNESERTERPLT, ERZTENETREN
BRT, ATRREANBERRENRERETH, FIRBERRRA. ARERANRRNEE,

Z25ZNE&RESC (CORD) SEMEIEH 5810 BEMHEBEH, H 80% NEEFKEFWAR
F 5 A7, MASMDBESEERFAT LR SEREFWNR 80%, RIEtHFDELRFIENX
WL LEE 40%, KEDFERNFRETTAT LMEEEMAREESZH 14,

BEREFHEAN
(ANE™;n=5,810)

28929%

19%

12%
I8%
3%

1% 1%
I.-o-0
H = W Ul o~ W un
b R I A S I
EEE T
<

Sya+i I

BESFNETERE
(AR ;n=5,810)

25%

19%
12% 13%750,

o o1 I

e~z

Lo
o1~+s I
ccot~s I

Tyvay ot N

Tragoslyg

B&3: ERNHBEREVNSHEFRERRIT

BESENBYESR
(ANE™;n=5,810)

g G~T

-+t I ~
ERAES] :\o
=
; I
>
+c I
>
o -1 I
gor- I 8
Trag ot I 3

Ty os B

FEFRHELY A MRS 20
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II. CHINA RARE DISEASES DRUG ACGESSIBILITY AND MEDICAL SECURITY STATUS

ENFEFENHRERIIBHARF, HNEEABIERNREERKELNMBINENETTEHA,
ERBRA. BRERANREE:

. EHRE BRI 15, BE 21.3% MMk REE NS BATE 624 T8, 66.7% HE
EHTERRTAF R BIE 1.2-6 i), (VBRI —4£ MM ERREREIDATEA,
S \ATIRIERY 215 1 4 ~ 18 % MAFE) LORET, (08 3.7% SEBELAIBEFEA, 5
42.8% BREREESUBR VMR BATRA, 7.4% MRS S A REATH M.

- RS UER BT LR (2013 FRERERLEREEFRTEIHRE) & U6,
2012 FESAFURETSERES, AFRME 1~ 10 FENRESET 67%, EHRAE
RE, 611% BEHREANEABRESESEETRRENNTEE, ZEHERN EF
E 79.8%

. RIEERBBEANNR Y, SHELERSE. XRERE NEENRELE. KEEAE.
RS 5 MR FELERENT S BB 20 FARARE, SRR HOET
BRI, MUYTHERR 028 £, RENER 0.86 FHKA. REFNELRES, BYTH
HER LT . RIVER 286.64 MR, ENERMZBLE (ALS) BUATH, ENH

SBIFTEERN 5.5 FiTAh, W 2011 EMEIEAEE, ALS WERESIIZRER. LERY
EIRERNK) 2.52. 7.88 18, TERSRIRI A BISE 3.15 7 3.02 HABARE,

. RWEAENERE ENHEEERIRNOHRT 7 K5, RIS, REF. FHIRE.
MR, MAR. MHRSERSLEBLEEEETEFRAN 1093 5, 41/3
EENRENNELHATESRAZHEE RIS, HASET R R,

2013 FIRAZHERSEENHRAEF L (CORD) SEXT 982 EFENHEEEIEAP LI 18,
REFRE 1.3% NEBEEREFVATARTEEZAENRETER. RS RKENRATIRE
R0, 2017 &, 25FMNELREETE 1,867 BEETHENZE, F9RE, BEFED
AT8IE 80% MIETT 2R, BENTIIETSTHARESFWNE 58.9%, HARIFGEHENETFF
XBAREFWN 78.1%, LARDBECARERANEN A EBERER, BIRELTHR
KA IR RGBT 7118,

3. R EENHESMESRTE R

HRTEZSBNARECLX. ERERA, TLBELRKETRSEBRIEEEM. WTFFEL
MBERRERY, BEMERRR, mENRRNIESRENTSRETMN T ELFTRIEMLEER.

EENHRAREFRL (CORD) Fid/AMA 5,810 BEEH, 45% NFEEHEF, H 40% WEE
TLEEi%) Yfg__:—_%z?g 20/0; E‘:jl-:ﬂ.kzﬁ;'fng 43(%)0

KESHIEMNNET, PTASKENRREN=EEEMEMELZNZO. FUHREATR
Ak, MEEZMTBENIANEERE. mUERL REAZSHERE, CAREMHESHR
TNENRE, XEEMHEAN DABR , SNUEWTHNETHRRE, BH-IEETHRE
PRI 20,



ILAEFELFRAYIRESETRELIR ©

BX4: ERHBEET. FHSMUBERFT

BEFERDIT RABEBETIRR MABBETRR RABETRIRR
(n=5,810) (n=2,633) (n=2,633) (n=2,633)

0,

2
3%
22%
18% '

45%
57%

JLE ARA BB WBE, Tt pra = s INZ L@ Rl =gl
B ER Tl sEfEHE kT KR
MRERULE

REBMPEFLARGYE AR, M RIMEH. BREH” R, B “BARENIE" ,
B "MRZERETNZNMN , B “BHEERIEME , FELI, FURAYNENNERZML
FRFB RIEBELFRTE. ST RAMNET REFEERIRE, ILEMFEBXT, MEERRE.
AEE. EREER. BfIHEL. BISREAFENERN], &R “DARML” , 5187 —EHNEH
¥DR] K 1e) o

SEMRKITHEEBRADS A EESFEURAYNEERER 1. AIXf, NGTHEIHES
51K, HRNEAMINERER, NTFRERRNARTERIAT I RS BERTN T
AXFE o HAK. BAA. IGEERRRIVERITTAE, MLUBRRAFT L REELY I RS R
B ‘BE—RE" HRE, EAMIMEEN. EREFRENZIN, DABRFRI—ITHIER
RERDEM B E R A RTKMEENSG], LHERRMMT, MiEKER)EERSE, B6hfT
A ERE SIFA (S £ BRI, REYTILRFRERERANE S,

t5h, ERRAYEREEIRH A REEE, FHENERRNRREESDEREEESTT L
PREIGRIRE. FIVREAYIBIAI AL, U—Mimev 2 0H 7 REEER ERPka, B!
EMHARROERT, WAL “BEZF RRTH, EREBTTLRERRNESIFE; MR
SIS HEMETREBR, SARNSIIMRAREARZBREED), EPREEMMGEEZ
BB FAE, BEBNMRATHESE, SEBEEFRREENIMEE, NEFRRARNNESR, M
FLBEADL, BRBEORBRERNK, BN FEBAXL, MENAEEENAIEMAFELRE;
PR, snfmigitre v EER, ferta B A SIRTRENFEFRIRYE, MRELHE “REBHLA" ,
AR WEPORI T EH Lo

FRRERREEREGNEN—MER, RAFUHRETRE, BARENESRETSE
BISKE S5, EAIREEBIATRE, MERAZRMTL. BNERBILIHEES, RENHRFIRHE
AR H AR T 5o

REZFEFZY ] R IER S 2019
© CHINAR?
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II. CHINA RARE DISEASES DRUG ACGESSIBILITY AND MEDICAL SECURITY STATUS

=, REERRETREFRERGRE

Z 5 [ I AR AR P B BT @l 69 R, REASZ SR %ﬁ%&kﬂﬁﬁﬁ% C AR 8 77 X
ZAT EAAURN GG R T RSN TR, DRAEAEZHA? kA &4t
Bty v B AT RAeAL B, X Hoh EFRA AT 4 &@7L+$% %%E+L%?%%H&i
FayIRE, R R KERPTHEZE, BETFLREFZARENHZE, R, KRMNELED, H4
ERHAER, AT hmIEiEHTLRABREILFRL—HY BFA D58, ATBRAZK,

2005 Fiie £iB. BH. ANIFMARRRN TFIRAYIRET RIEREME, FR4LET A
AHENFILRAYREERE, E—EEE LB ERE T MR,

Hep, E8BANE+ENRRE, GITERES. ZHRTNERNRETRERIETHRERTISE
T8, Bk, MEEEANTEIT & SHMAE BN EIREARENEFRE. RETFENE
BREAMDLE 2, 82012 Fi2, ERHMHESEHE 3ZTATARRE, SROATHE, 312
THH 2.7 ZcHEREIEE, BTRHARMES5SERTCEMATMETHE, FR 0.31ZTHE
BERIAE, BTN RBAREEELHSHREE, MBRELTERRTER. TNETM. 2017
F, FRTEEEXRAELRIRETREGE, TESFEESE, BR (FamHETRIENE)
BTNFHENVBIRNAS, RUNEENHRETROEERS, HIAHEM, HEH. X ()

PRV BURIR 11 Eeffl 318, MBIRNRE T ZR2RRHREN, EAERKARET IEFH, 2R,
Bsm5 I SRAEUMBENNSS, PREEHHRDIEETEBNGITIE. FRHERHAL
B RILF, BREEARSH, BRRSEREIF “RAK™ , 8F ‘2K, HREMEIHE
MEENMEREED. HRBHEEERFHITHE), BEALINRNEEZEREAS, I, FHH
EHERERIEL, B THAGRANEG, REHZANSHAEWHTRAEN. HUEFAERE
REENI, TH—TMABRERANE, HABRBRHERHE. TRIZ. KEHEF 417
FEZRIBERS. &a, FRMERILT IRKRETITE, MEBERINE. EERAHEES2IENNE
= FE, FRERILT R EAEAHENFIEARYARN, KMTEADF, TMEEET
SEARMERFEMNE, TRETHAFMRENKILEE,

M 2012 FREAFHEFIEES, BEEHUMBHENTNEARABRNRE. 2017 FE, &
BRI 1.86 27T, XHUIERM E—FER 25% BEE 6% 22, X4 167 ZnEREEE
ZHH 1.1%.
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FRE S FRARE T EIRRE

ST

« 2005 FHFERTI NIZ AR
BN =M LR

. 2012 FRBHEVEHE. E

RENHRHEREIHIE

« 2017 FE T KA FET R

OHIE, Bl “BAREFFRR +
KIREST R + # 78 E TR
NZERETREER, &R
WEETRESSA. 51

T A& #1277 I B REM K EFR
FEFEER S

« 2011%) MIBmEHjJ%ﬁ (FH

EBTO+FR. THEE
RE. FE_EiJréﬁ)Zl'Z) RS
HEHL) L FLREEN
TREEEER;;

. 2017 F EBHERKAE

TR EETIRE AR
ELTTHBNESE

- 2018 F 8 A ,ENETNER

PASEMXHESR (g™
Fmhas®REDE (B
%) ) IR ENERRE

« 2015 FRAMEIIZELT

R AR mRFAE =1
BmM N KIRRIOIR T ;

« 2017 FBEE R ARR

POASTRES MR FILLLI TR
F IR HRNIF
WmAY

- EfR. BB WEBIHEL

. ST EEARITARES B 3:1:6 %45

HYETES (SRARMER . KRB AS R
g BLIHE), SEROATHE, - LIERTHES: Bl FRPA 60%, A 40%
T MESTHAICE EE 2T REIFEOESS, T OEA, S REMRT
n  CAMEGHIEE, BFS  SGSTATI07%/A  ANSERETRMES
D OEHRHSERDENAT . REETRESTRGES  PRENER, HPRTIA

EFHE); 03 ZTHRES | REEE B WA AR ]

RE, SERIARESE #, BEAKPNEER

SR NS, AL 40

JC
. SEMEL IHEEAAT . .o . . R SEEBEKEE

B #z (b PO R . BEREBNE: ARHE
B . pEREBLE BEPER P 205
& A e . RN B
M- BREBHHEE RESA 0T . BRERHEEE: RIE
[ |- ki ESHBEKES =R 8
% . mEm: ENEEANENR oL« EEEEL: AEw
m T EERANERERES, TIPS EICE g \ERERES,

FEANARER) FARBWEIRERIRS  xmsuisER)

. =S &
ARETROESRN 0%, - FEESESRORREE  ToT USRI A

o TREfIE B, EARIRE 80~85% A L
m - KOURIES, PASIBE . ) ERESEBI0ATR ol BE T
g " SORE. L | ERIRHAFET 60%
T shm/ELLES, B LD L
A o, FEREEHNAE - ARECRETTIRSES 7o SRS IEEE

s BRRARESRAERIZRH

RER MBS RET T M

ERERRBEMEIRERK
B

LI BN & A W EE
i RECKEBNRE T LMD

—-?JP'TH%%“%T& \&?Ei 2019
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II. CHINA RARE DISEASES DRUG ACGESSIBILITY AND MEDICAL SECURITY STATUS

Fi% 12: 2015-2017 £F SHIFHFMRELEER

2015 £ 2016 £ 2017 £
Kkl /| eRITEREE2EHZH (127T) 2.47 2.96 3.44
B2t (127) 141 1.76 1.86
LM AN TR ER 26 35 28
R RIEA LR 4,770 6,356 7,323

M 28 MEFLARMT, Bk (B—HFLHRER) PRENFETHNE 41, 2017 FENER
RIFEEEAN 2,301 B, SFARMIEN 12%, SFEEFRESSXHALEEA 0.14% (RS
13) o HILAIR, BEIRAYHNEST REX S HE SRR AAE R JITH.

®E13: 2017 FESHERNRFHERER

FEER
NS
SNEEH  Armmazs hos  FEATRA B
AR (Bx) -
(Bx)
SEREMME | BEHFHLEN 1 61.9 80% 495
RIS Ddasyi=) 83 232 80% 186
I5S

QMR | EEEKEE 9 958 90% 866

. SEEHREAN
Z KB Tz B-1b 100 1,530 80% 1,200
2it 203 2,782 e 2,301

HIE B 2015 FREIVBANRNRETRER, ERAREFRNFILFFHNZH Eh4ERTRA
RENMEEE, R (I8 ANTRMIMRRETE S SR TH—PTE KRR EREA)
AR (2017) 1355) , 2018 FE, HMIEARERIIRIHELLEIM 50% 122 60%, IR
TEL 2.7 1270, HHMRRRELY I8 21 MK M, BERHEZFTULINL 8 27T, MIUEM, 2EHE
MAHREEEZ N 10.7 1275, BE—FHH, WIERABRERNADERITEM 25 7t / FHEER
40 70 / &, FEESWNET.76 12, IMTFREE 11 MEAARANEREFTERBREMAKRKE
RPBER, X 4 2=, 2018 F£E, HIERKROESLIR LRSI T W T4, E1BE
%R, BT NREREFEE DT 2627,
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EJVE, BHftE™, WA, TE. KB TR T ARGBL. KBERSFTEAHSHNTF
RRAYHER. MERREMPER, BRSO EDHMPBEREBRTREN/VHMELR (0&
EANCARAE) , FIBESHBERELRANER, BoWHHKEMEEENNECT 1 88%E,

A FERNBERRARRMFEERKBRENIHZIK, ARERRENBETRERAVERILR
BT S RER R ENZE, AT, BIEED, TPREERENERT, HAERUHNRR
MEY KB AR DERFNAFE, MARAFINRRITHRA MR 7 S EAFERRERR IR A
. RFRENME. RS F0H,

1. ERMEBES FERHREFREME T EENRBIFFEEF

BRER, ANFF. AMHEERUNFENRETRE, ©NETXEAHDEFRIEUL
N EBERmBRTF,

B 5 2012 FHARNAXRETHENHIEXN TREFENERA “SMATHRER TERET R,
WHEERBEAETRIONSREE, EZFEEETREAFEXNFIBH, AIZEXIMEARKETHE
8" , ReNARETHBFENRANSSEINSREREFERRAZTINREERTH “mE
ZH”, ik 2016 FERHEICAMERARETHEN 7 2REHREESR, NE3BE "FHRE"
BR, HR 4 ZBEYRRAATEZNEEERNATBATEERAOIESTEN BREE 5,

FEUARNTHFIERIT T, BROENRBENESRZRET EHHANRBETKE, ESLTRF
XEIRHRPMRGRE: FERBETRESENEFNERNBENRHI? 5 RVKES S
R RENFINRBENETREND? “BRETEETREESAFRMAXKAEFEHERZE,
EEIRERENTFENER. ~ RERBMLITN S BER 2,

AREEEZETHRS, 2015 FHAFRET REBRNIEN TRENRNERR AT,
EX “MEMINIEERETRE, HRENIEFPFER S F0EE; SSINIEaERETRK,
FRFH S BY, ERE—ARGIIEFEH 5 FANIEFERE” 0, WFLEK. MZE%EN
REEW (BIFAANE) MEFRRRMENEEMNS, FHOEHIERTETNLE BE, 5%
e T EAFENEREENFMS, 2018 F 7 A, ERMANRENEZRERKSERTVEE
% (XF 0t < BRMHRET RS A mASHkRE M REE2TTIE B R > REXEEN
BER) (BAHM [2018]155) 29, PAHARREI, “MIMBEANATFEE, HENMERTERMSEST
RIEHNRERERNDE)LE , FIEENBAAREBRARERE, BREFTHITAERS F; FiRT
WS EAPY, FHRXB-HREFEHFER S Fo RIMSETRESRARIBIFAFERESS
HIRFETIE , FEFTRMESHGERSFE (REHED o 7

%?Efﬁ?ﬁ%ﬂ&’&?ﬁ% 2019
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II. CHINA RARE DISEASES DRUG ACGESSIBILITY AND MEDICAL SECURITY STATUS

ISR ARSETREMNAIBSLRNAE, "“WHRPEN TAEIF. Am, MEEES
KHABE, XERETHRTEENS —EHY A RNSE, EXEARMIE R BRIEEKNSX,
AR —PHARER LREE Z BT EFENER,

2. TNEig it BYERKR S A R EREESR BN ST A iHMA

wHEFIRERERL LORER, BEEREBIBED, MINERITHRIOAZTSEAFRE
BIINEREM, RATREEM IR,

EEHERRFNHRMAETRENLE, EBREETRESENARRARFNHEIRIT. L
BHEERRDAEES (LUABGALRETTREINE) T 2017 FHE 15~20% KIHME, £BE
BYRTT AN S EAET RIOIRIEEENF B AHERST 80~85% (BF “kfI#E, ERE" ) ,
BRI (TSN 15~20% RTE_Ei/D) LR SR M 10 Bl B0, R TFTNEEEMM “FSH&”
BEPNBHBHLEHFELRINAESE T IRVABEICIRELT KB ESRHAEN KB, Am, B
I LEhERLRAEERS V) ERESNTIFRNIRL, RZHEFAX, EETRERTH, R
[EIERRERRI ] M AT BB MBI SRR L5, R M MBS HBN B EE B A S ERAG NI,
BREERESNHSRERTEERFEFL,

FRY, HREZREESABFEIFRE R TENRRSEMNESSE, Bk 20184124,
LiEsmELRpEEEREN 15~20% MERMEHLKI T 6 BXEHEE, BARSRRHEEHL

BOEIWHRAES, "@ENEFEEEEFMEMESIERBER —RARRN, KREANERELAS
RENTHENE. HZERLEBEPERENRERELENAHDERTRI S, EHAFTER

B H, M—NaRFanEs, 7

FHEEAN LBRATE— M HENE R ERERAMTRE DB DA#D. ERRFLHEMS
FEEAWEKERRE, NENNFTEEFAES BN LENIMFRBENNEOAFE, LUE
EORI BB HHERNEIL T B ARt S RIERT. MTEREI TR R £, FOTRAE
IRETREEBERNEL—Y, MIRERITHA, BLEM MESFIRET RIEERIEE,

3. FIE#HENF T E SBRFEERE 1 ZIR

F—HH, BEERERERONSEBMIRAERE NE” , hREMTTZEBERED
Rk 1075 = IR ERNH ERIT.
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E EAGRHREERERTER" — RSEAESE N ES

~N
2015 F L& a7 Bsie K& (Acromegaly) 892 FESRR B ik (A b: &) 4
AT EAR, akaA B R E @ BRI RN 2k FH 69 KA, A T 3RoOP REUR TR, 2017
FRLEHBCH T &£ R T AR Ie Kz 69 B ARIR A BUR
AHERIES 20mg, BV RS h— ke 7 ETH, B ERELEANTEGETER
49,600 LA, T RIS EFRT, BRMWEELERE “IUFR—AA 6 TF 4L
£ . BEBHREKESEEH R, 2007 512 AEANRERBD ZHILE, RARE 10%
HEFTREEAF RS, EFXZALMT S5% ), ddma. TREH. ERiRE. Lk
TEAD, ERER. BHHAEENTRTHREY S, BFIGE L2 “IANAGLHTEE
%E%mlm”oﬁézm&?mﬂ,%iﬁﬁﬁ%&ﬂ%ﬁiﬁumkﬁﬁg%aici
WA, LHEMGRIERENEFE T X EHAE THZ,
- J

IE—FNERRETA, LEBRERETHRTIRANAER, FHERIRE M7 ERIEH (L
HABRH, SHREEROEEHTER,

4. st ARFREREN T SRR FEE

AFRMINIERP, HAEVBEFENFRETRENEEEAKR, TWIERXP, ER (BT
R  REL (B « WE (LK) =ZIevHELGIN 3:1:6 £6. FHEXFR, MEE]E
FHE 3 ZalFAMEETHEIEMES A TR REIA ATRED,

EERAARESELE, FEMEMMKANHEE, BEATEEDRANMSGRE, FIREE
ANERIHIFEERA T, EHMNSBFHEFIMARERNER, TREDLFRANETRE
m&%i%ﬁ?éﬁ,ﬁﬂﬁwﬁhAjﬁfEMETE AEEMEEOT%EMEWAﬁ%H%
RARXEELBTERSE, HE. Bl H2RE BERQHDESFTHX ZNRNEEKHAERT
MMM S BN T EEAR T EEHT IREEBAHRELFBLESBARKEE R EMFET$
1. "BRXMERDRIRFRIEEUTG, AATEKBVBRRES, —BIMNEEFIFRERYT,
RaERZMERELFNHRT. MBNRFBAANESZHN KF , MERZEMELE, 7 ity
HERE R TARRMBAREAVAIFRME R AT KIEH BT

MHZETREARRNRRE, ERNEETENE “ALML” , BMBENERREREEL,
BBEZFRRARAEDEERRVENST. BRERESHNAFELABRINMRNIE K™ £
ZIJ5MVIER, BETENHIEIRI, IR SENERENITGE. BRENSFIBNIGIIAMNESEEL,
FHBEFTREERESHAIRFRLRHIFLARBEZE, MPAREMSERMENDT DHRETR
&, WAREM S RREREANELEA, BRTIFEEMRAPMS K, #—F 3| RBENBF AT,

g?ﬁ%)zﬂ%?& MRS 2019
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. REFELFAYTRENLHRER ©

FR BT HR AT H R RGR, AR £ 5B R M Ff N, TG4 SRR L4509 5%
BRI R L RERESN . BAT, ERXFHPARLZB R X, EEZXARFTEER, et aBdi
PR AR T M, F IR CAHMANN LG, HBUREFRTM, AEBRXEBIRE RAMNBX
A AR IR AL A 75 g, AT R AT 89 F L gl AT IR LA, BIEHR IS F LR EE A AT Ak, A3
ShEEF, BMNARFE L ARG ERESWOHAAARLTEN, FHEEFRENAEL AL M
T4 8 K AR R

—. ERERBEFRERII

mIEIEF IRMREARE: SEMKRBAYMELL, FURAYIMAIEENRE, BE
ABL, IBRAEEEES. ERERIUAZENNERLT, EEEFERANERNBEATNG
BURR AL, BMEAY L, HFEEAMER, BIEBEFEURSHENRIEFERN; &
BXARD, BWERAHAY, AL, EFMaMBEEFENERKOVERT, B BEEIXY
FERHED WEER" BEERN.

Eitt, FEREZHERMMK, FIRRAANRLGERCHE, BJBFT, BEBERR
AR R AAANEE. ZERIAFIRERENESATESRERNE. EFNFLRPENELS
Pl B FEER, HRESHNERMMXAEREEINRNELAZERER, &FHEF LREZKY
Rk E R4 5238,

g 14: BPLEARME “FNHEERITR” LHEER

2009 £, MREBRIWEMSGETE 2013 FaitHE “FRAEI" & “FIRERAE
2004 £ 11 B, FEBEMA “FIRERITL”

2013 &, REDERNA “REFIKEZKHEEE

2013 %, e “ERFHTEITR"

2013 F, BAMEHE “BAFNFEHERITR"

2014 F, BAMM 199 5< “WERKRBENBEXIEER"

2017 F, FEESHERFEINELT DEMRERFBREN “FURETEREER"
2018 &, MAFILDERAH “BAFTENEREIHIER"

BRISEF LRAMRENERNME, B%EmH, BELZRTTHE, FENEIBUAHESRE,
ETRENGREERAER, TRAFTIHRGYENNEREZA L, 2MESHFEN—ERNHE.
KL, FEZMXEEETESAFRARER, UERNKRETRENTRIFTTRTING, BN
REAMENERER, ZEEESMBSNAETUFRNRAYMENEERTF, (RHFLRIZT
Ko FUNSE. BAFIL., BAMEEEMEOELSFNRREELM T MEREN. NIEHA
XIRAFZEEEATENRAYNETRESERN. SEIETNRTH. HELEFGERR
HEBATREELREERHRENER.

g?ﬂ%?ﬁ%ﬂ&ﬁ?ﬁ% 2019
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[II. GLOBAL PRAGTIGES IN IMPROVING THE RARE DISEASES DRUG ACCESSIBILITY

B&R5: BoERWRHNERNBEST REEEENIFT

= B ERES, (BT . BRI A LB RN
— DURIZTT SRR f=gi
2 Az

ARE T DARART, LR
RN (A IR LZ ' BERET AR RA T B
W E=en BRFATT
wE BSH
EEHETT I BOTI) LA E R
NEEER, BARE T o | EEERTHEHNENHER
BE AT ERNEEAFE wvr FEtEL
) RE
mE ENEE
=z B BT EEERES
B AARENENERLR BETHENTEIREERR
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HAF T hE&E

AR SEBINERAIEDR, HNVEM, BIIDEEXFIRNE R, RILEFEIH.
Zgtf. ERUNFNRALIMERFITHE, ERABTES. EREBS. 2HHMNFIRE
MIRERR, AFLR 2754@1&1%%%9’][1%&)&1312&?fnﬂi&*ﬂa{zﬁ ER R REE R

ZFREENBNER, EERANRZERDERRPERHNFERNHRETRENTREERN.

1. LEEXERF R FERHE

EFNRERESRENAAERMEX, MxE. RE. BAFIT. AEMNKESTHX, £
AF RN RES “LEER NEERDE, BRHE JJ“%%E’JL_??, AR AL it TE
MR ER LB RORIHT, HMERNAYIRI AT Rit. Fit, FRHRAYSHBIAEN T HEIF IR
HY eIk, AIZMNE—D,

BEIARET, MEMENBRERHAN RN ERNEFENHENEESZERE, RFZE
FUEZEBAMB M ERS . SHXRIBERFERITRFERRE T FENBRE ML, BHRE
BEEEEAM T NERER T AHRIRITRFHE BSIATNFEIREEZICTamAIHES
HNE XN EILESIRANIERT, ASEZEIINAHIRITRFRIENBEZIZER, BFZE
ESMN RN FRAEERNBRENELEE X
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% 15 BHERIUXFERNRFILERFEDRLEME HIAELERER

ExR /X ERAE HaEHn FNE | ERRGMBHAES G
1983 Orphan Drug Act, 1983 & BRADTF 20 BV, HEBBAKED 20
ESE Rare Diseases Act of Eﬁi‘ﬁwﬁﬂﬁ/n 7 29 SR EH S B LUK 1 & FR A B R
2003 &£
2002 ¥ 139
ERFRBRABET 5 AA, HBHFERET
R 1/2,500 %7, Bar&BERTIoM. MBhsvaTT
A% HEE L9935 | o p awmmiiasss, S50E~Saka
BEEERB B
BFehERRSBTERHENER, BRERT
5/10,000; fE&BEARRIIER TR
S TherapeutiF Goods 1697 & %ﬁ%?’\JJ:Fﬁifﬂﬂf iﬁﬁ%&%t IZ’R@ Dﬂfijt: %
Regulations ERAGYRERBIEL th;, BRNSERTZE
MENZA R LT, FARETHHLREMFEEE
BT B LriA “o4l
BT izn. TprsaTT B hER R SHEBNER,
- Regulation (EC) NO 2000 & ZmEBEREMT 5/10,000;, Bar&BRETFIZH. il
141/2000 PHE AT BT @, R5WME-RiEtteEnEE
HREAEL 242
REST | RUERPAREME | 2000 & BT EHEMTF 1/10,000 BI%HF ¥
Federal Law on the
#ZHr | Foundation of Health | 2011 £ SLBHREARFZT 10/100,000 AR 43
Protection in Russia
m Resolution RDC 2017 £ BTz, MBAEUATT R ERHSBHRIZNER,
205/2017 BEHEEMTF 65/100,000044

XA FEMERNMX, HZMEFBARENE “WEFARL” NEEERK, UBERE
#1975 UBARBUS AIANEIRY IR, 2011 F, BT HE (BT PP REFRIPELRE)  (Federal
Law on the Foundation of Health Protection in Russia) FEREBHEIVFHNENX . BFERST
10/100,000, HBEIRIBAITEIEHFIEH LM @3, #HIE 2017 FHUHE=MEFINENHKER: 7
MRS, HEFSBASA—RWARNELR, 24 HrEEMEmNEILR,; Uk 230
BEIVE W, BESSHXERT HE (RIERRMARAYE) , btHE T ERERTIRRAML S E,

20184 5 A, ERBEREZARR. BHEH. TUMEEAH. ERZLEEEER. ERFE
HEERAMIKERMT (F—#HFLRER) , BN THREREZEELREXHNZR. BAER
BHE, (F—HFNRER) NAHTFHRBERETRERNSS, ETHX, NAHE—PSHEL
WREMPRERNERREY, NARKEIRANETREER, DAEEMEIT

ng?lb—‘uﬁ?’i AR MRS 2
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GLOBAL PRACTICES IN IMPROVING THE RARE DISEASES DRUG ACCESSIBILITY

2. ERMEFE R ES M B HE B IR

XERLICEERRENFE RV L IR HBERRIENES, 1983 F£XE (HULHER)
teE, EBRHER—EHNEIRAMNRSN. ERUAMZAEMER. BHTEENEMESTH
TERRAZENEIARHESSF, RARE LRET FIRAYEXRENMRL, EBNTEXLEHHNEL
WL EH R T LhRtE, EERIIEMSREBERES.

*®iE 16: BHERIUXFRHELHMIGRFKIRIER L EMEEREERIF

Ex / X RIERZ 2 HIIG R T
FAlEing) i e 7k 5 HA —
IRFRIR IS 2R AR 50%

=E  [edguelonn N ~ ~ T o
ExE2 HERREETER v v v 10 v
TRAFIIE ¥ T v ¥ ¥ v
RESZ T v v I 10 & v
B7s A Z AR 12% v v v 10 4 N

EBBER S, BHRE B RIRIIRIHEBBRE T, FIREAYA RIS EHRIERETE .
KETE 1983 F (A LAEZR) Harisy 10 F2E 10 MERBAY L™, M 1983 F/5, B 503 i
HmiRE “MILE" BOAEFRII LR, Bk 731 MEMNE (Blk 20184 9 A) - 2017 &, 7%
E 80 42 Mersh, BE—FEFNREY 5

E* 6: XE 1983-2018 & (&1 9 A) SERIM EHERNRAGVIERENRE
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® D O N0 D 0,0 AR
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AT REZNRAYEIMFHENSENE, RAFIATAREER (Therapeutic Goods
Administration, TGA) EZEIJEAYIMEBEHE 20 F£5, F 2015~2016 £BEEIFTE IRV E X
EMIHETIE, 2017 F6 B, TCA ATENRAYSMIAEN 3 DEHTIEIME, HErXIERFERLamE
BEFEMERFRHAT TIERMWAE W, BXR: 1) WARHNBERESHERTERIZNER; 2)
EXTFFERENEABE R, 3) BalEB BT IZENENAY L/, HERAMETIHZEES
HEESTE LW

BROARDEFFNERNERATHERZENFBEAABBEANFELHRE, 5512
AEF IR TR TR FHIET EREAVBRT, MMREFERAREN. BRRIH E 148
FWEAMAFRNATE™E. AEHRR.

3. HES. ERES. fXEHE. THESR. SHHM

MBEKFHRAYRELE, HNAASERMMXETRERHEERE, BRI HBAT
FEHNEF NHRANZ I RENNES .

EREMEAFTE, HeRERERNERESABIFKETHE, WNFENHRAYBIZIE LU
WA E. BE. ZE. B4, RFHFNZESSHXATSFROER, HETRRESS
BAEDRERRANRERUSPIRESE, MERERHNTZROESERABSSIENENE
o EXERITHRRRARIMEX, WEMFDRAYNZNEERRBZEETRRES. 5FL
REYRELFRAMANERMMXAE, RTHERRFENRAYREND, ZXEPRIE
MMM TR 7+24 FF5RF IR ZHIRIRIE

R 17: BHERWOXFZRHFLMREEEFSEENL

B NHS WEMES (Fla0RiED
MER) ZAEDHEELRLY)
BZ2
HETEEFITR (PBS) R, B AZEMGAIME (Life Saving
BAFT | 2RFRM | Medicare EREE (KE89FKJET | DrugProgram, LSDP) H, HE%

i) =ft FBA B A

HE2RE  HEEETREES (KEBDRERERANEBUHNORE) A

RMEENERETREHIE (NHS) &

REL O ERRE L GmsmRTRM w6

?%\ 5£\
A

HEREFRES (FERETREARRRBUSHHRLEE) 2T, £
REFRHNENRABNILEMESHITER
BZEEETRMEES (EBRETE  BARRMEMBS VAR 7+24

A AN ETTRIVER) 21T =R IR Z YRR

HEAE MR

BT HERRE

%?E%Zﬁ%ﬂ&’&?ﬁ% 2019
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TERERTERFOEZHSFRONER MM, WERAYHIRERZIH T = KFHE:

- —RHEKER, WENFLFRAYNIHRFELRAYNZLERATENEESR. RE. B
FIE. BT HAKESTHXERA T XFEHNH o

- _RHBFES, ZHERBEUTHES, ARIMEHRENFLYEER, NEENRESY
EZEWH (Cancer Drug Fund). RAFIILAIFERZINE (Life Saving Drug Program, LSDP).
STHXNERNREIES. BTN 7+24 MERAWEIREN. LUKREIER Corpus
Fund.

- ZRBINSEEEREESTS, ZHHMN, FEE, UBHESEREESESHHN 1%, TEE,
WAL S ERE S SEIRY 12%, HE@HAEE S 6%, ERMMESL 2%, BT HIXNE LKL
YIRS A 7 PRI ERMNE, FESEHXNEIRAYNEMEE DR EXIEAE
B85,

O TEE, FNRAYSEEHY—FHIREEETRICEST, BEFIHEKUL “ER° B9
HITEE, BERHUR LEFRFTEIEETFRUFENER, ERESZNEHTERBTRENS
THMNETRICEE, RNVERSE/NBDR NG, 2017 &, BEVEEETRIAUSITEN ST
NEY 14.6%, HARERZATOANBHR—F. ZINFEAE) 145 2B, HEERESSHE 7% £
E [48]0

@ EERMNEE, ENRERAYLTHEEETRIEESAIE, 2016 EEEAHETRRIWNEXE
FRAE: EERATHEANETRIOE (64%) . FIE (16%) . WETL. EFTIARBEREST
RE& (Voluntary Health Insurance, VHI) B (12%) . H=EFEE (6%) REZRME Q%) 19,

© EAFILTF 1984 Fidd (2RETREE) , BT Medicare flE, KM T 2RETRE:
ERFBORLERRIZS. MNISMNERETIRS; REIEIMENFAASBMERETIRS; M5
#wYEFitil (PBS) ; £RBAVRIERI. HEHREMATRSS. Medicare FTEARTAED KR
TR, EtRREEEEDS ABNPISHPIEMNETRER. toERLEERARBF.
PBS NBERMEBLEIRSS, KB NEHNEM AR FAREMNN PBS BIERBIRIKHN
ENARNEIAINE, BRMGHHNBERE TR IMFIRN 14 50aT78Y), SEHRIERD
BXFBEUTR R A B RS, VB E TUARE S AT B IR (R 28 5052,

O FESIZHXTF 1995 FHIEEM (EREREFRIVE) , 2REREZRREIELURRALR
REBURFOFBMBAFRLEFBNE, 2002 FhE (FRERLERAYE) HMM, BHRRERE
FRERENERZFREEIHAZIEENX LGN EDNREENNERERFROENGHREE,
FERNREBENNS. EhaTrMARERRMRE, 2004 £ 9 BAR, 2RERYFENRAE R
EHEMEBERERE B, B, aEtX “DERAE (HPA) 7 VAT 223 M=F05%H, KE 15,297
HENREE, SP2RER (NH) EARREPEST AT 75 MELKREY.
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®/IE 18 BAFTERK G B RS FERHBHEMNRATEY
it | B Imiglucerase FRAKEEE Cerezyme
it | B Velaglucerase — VPRIV
it | B Taliglucerase HRIHES Elelyso
Xt | B Miglustat ZI&EM Zavesca
EMER Agalsidase alfa FRIINAEES Replagal
B Agalsidase beta AT IntEES B Fabrazyme
EMER Migalastat — Galafold
FLEMBICARAE | BY Laronidase Ve =T Aldurazyme
FZREICARE 1| B Idursulfase N EMEARLES Elaprase
FEZYBICARE IVA B Elosulfase alfa S Vimizim
FHZHBICARAE VI BY Galsulfase — Naglazyme
AR Alglucosidase alfa FEI¥EEEE a Myozyme
P& M EEAR M MAT R B AR Eculizumab RER B Soliris
R A M BE S FR I fiE Nitisinone BEAR Orfadin

O HTHEXFRHAT 2012 FH & 403 S, PAMHMS TEHZEAE 24 M EREREMHFRL

WEATT A, PRUBZEBMAR. BEFEN. EREKFEE. XK. SNRSFMKEARR
TIEME. ZRMEN. SENARBIES 7 e BARANSENFILRNETER. 2013 F, &
TH B MEHIHRN 44 2AL0 (29 126 BWIT) #BhT 24 MEFIRE 11,173 B EERETER.
2018 £ 8 B, AP HEAEREZJEMP RV A FEIRMEESR, F2019F18 1831
AR RARSNENR. BMERSESE. 2EBRGOFEHRMERTIR. HSREORE (1 2. 12,
VIE), MHtAMBRBEIIAEARRVEGAEE), RS IEES 55,

OENET2017TE5 8, AEES%F4AMR (Delhi High Court) BiliEid BEMKRERFIZE (Ministry
of Health and Family Welfare) 1228 “FEIRATTEREES (National Policy for Treatment of
Rare Diseases) ” , RHENEFRRBIFHEZAN 101255 (499,800 FARM) WA EEMIL
Corpus Fund B F & BB E MR IR BB EME 56T BRANES 365,

4. ERUHERENFENDERRITFGIER

PEFARIEM (Health Technology Assessment, HTA) 2# IO ERMMX N AT EFEND
HEITE. STFRIVEAY, FRIIBREERLD. BRETARER. TERAMFESFEZA, UL

PEZE R A RIERS 2019
® ; 47
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HTA AEZEENTFETAENERNMXEINRE, HNENHRAY, NEIXHIFEERYR HTA T
7k, AREEFMmEEN T EILE. BENEEEREIARAY S AMBEZmET —EREETEIA
HP N E, REREENRAMEAS I RERAEEHF (Quality-Adjusted Life Years, QALY) PR
EWERAMELL (Incremental Cost-Effectiveness Ratio, ICER) HITEZ[REZE,

O TEE, BRI EmAYBIBMHNEEETRNE(EE, BELTE 12 TARER
U B ENENNEHITIRE,. EEETREESEAZERSEEAENM (Gemeinsamer
Bundesausschuss, G-BA) SIRBEHBRFELENTE (Appropriate Comparator Therapy, ACT)
NESMAFIEEREHE £ 12 MAEHNERIRENIS. BE, SINRTRESNAMER: BF

(major) . &M (considerable) . ## (minor) . FAAIEM (non-quantifiable) . TMLHE (no
additional benefit) « %% (less benefit) . WRIMABRFELBENTIEREREIINRE, W
HNEFEEERIREEZATESTEEETE. BEENFAY LEHE 12 MANHESET 5,000 HER
76, ML ERRRSESERTENLLR S, NFEKRAY, Kt EHEIEREEARTEY
BT ARBOINRTEN, G-BANFXNHRGEEEHTIT(, WRIFBERRARE LFFERLFELY
REENBIIRENIE. MY TERNRLY), BATMELMAEE 100 FRRITA BEREEXT 2915738
JEHEREK BT,

@ ZEERIEEEER (Haute Autorité de la Santé, HAS) ZEBIHAM DAER ARG TIE, M
MATMNE (Service Médical Rendu, SMR) FEIMTMNE (Amélioration du Service Médical
Rendu, ASMR) . STRMEEEIFEBEIFERENTERENMANTH, HIREHLERIZERE
LA ETREIRELA, 579 0%. 15%. 35%. 65% Az 100%, XFFEIFHAY), HBERE
BAETE KT 3,000 ARRTTE HAS BHARBEBTRNE, BI—EREBNNERRETE. FIMNT
BNEEFETEHAERTE LT ENIRKRRERER, 27 1- BEKE. |- BRKRE. |- PEHE.
V- BREER V- 2B NE, REBETIINTRINETHHERS BETIRENSHES, B
RTEIRAYREBIAE - &iT, USTE L ANNERESRE B,

O EEERBESIGKRMELIHATE (National Institution for Health and Care Excellence, NICE)
AERNARTEIERATGIE, BETARMNIRKRT IR MRIREETEBAN NHS RFAHE
¥ 2015 FELHT, NICE W FEAEAMMNRAREEZRETEIEEHES N RSAEEHE (QALY) Fr
BIEMAMRELL (ICER) £F 3 AREE P, MENRAMERABRAK. EFEBEaE s THEE
B S ICER & NICE IENZARE LR, FRENERENEED .

2015 £, NICERRHTEATBFEIRAY (BRMENESKREMRT 1/50,000) MEEZ AR
(Highly Specialized Technology, HST) JH&iER, XaIFITEBZYHI HTA THERN, HBERL
YIFNE A MIGREER. RABRRLESEMESEEHTERMITE, FEBEAYNE QALY Fi%
ICER H{EH 3 AEEIATEN 10 H3EE, H33E QALY FrEE ICER 81D 10 FHEBEHNAMIHEIT QALY X
B, UREIRKTRRHEADNEREN O, Fla0, 754 A ENEEERRFE QALY FiE ICER
R 11 F5EE, BRBRTIVETABEBIRA 18 1 QALY, NZY) A ENERAEEHNIRFSE QALY Fik
ICER 9: 11 H%%5/1.8=6.1 HHE, BIRFE HST iR\ RS EBIFEE X 61,
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% 19: SETURATFERA T QALY MERM

QALY 12 LEE

<10 1
11-29 1~-3 ZiaEEEg
=30 3

W F HTA BEERATERRAYENHERNFIEHERER. BARE NICE EEXBEIRAY)
BERBTERKK ICER BlE, EMKLRELRAMHERENSRKE, Bk 2016 FK, RBEEFH
HETHEY 143 MEIFRZHR, 133 MIEEBENNEEHSREZ(IEE, MEEEEmAN
RYZEENRE 68 REWIHAMAN NHSIEZ,

E#% 8: 2016 FEUHUEFRBEHMERENKE

133
116
84
68 |||I
73Ed =

e BAF ;

EAERGHEER S BRANCERIY: XTFAEDH EHOEIREY), HAmEBE LUz
BRI AR RELFAIHEITE, MBRTEFNE, LBEBAAEFT I RIEEENRBIER,
EX b, PELKFTEYEY) “NME” EXHE, BN EERENZHEE, NBERSMESRE,
XEFNFRAYHNEFRENTET, ERENBAE. NEREERE, ZIHETREFEREAUE,
WANBGEH T DELFFEE, TNMESFRERITTNER, BANRIFREST RESE
Mt EMEZKFEFNE

O TBZK, RIE (BFE) WHE, FIEBEETRRSZANAMEEREESHE (Ministry of
Health, Labour and Welfare, MHLW) F#—EAMNIE. EEFRENMTZEDR, MHLW HITFERKH
MHE T MEMNENREE. EEREXAYMLETNERT (BEAMENN: ERMNAEEER. £M
BIIEERITRL. EMBIR D FIUFED AR EMBIFIRFRE) , HATHERTE LHEXEAYENR
B ERIEEKIERES 70~120% BEIFIEEN. 5~60% BERBMREMN. 5~20% 89) LEZBRERN
%% 10~20% 89523 (Sakigake) INIE#EN, NFRIRAMMS, PRILZIMEBIINES 5% HNEH
MR ARz 10%~20% BT LE N 164,

R EE LAY E R MER & 2019
@© CHINARA
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IMPROVING THE RARE DISEASES DRUG ACCESSIBILITY

5. R ERIREEBMNER, REEERENHERTER

ABLERMXBIRNEFRES S BELMOVFRNERRETEANNGYER, ZERE
FEAMSRARAABKN R, REEREBNRANEGRE D BN EAREREBNEMES

BEXMREANAR O,

% 20: BHAERWXEEHMRFERBLEMZHHERX

FEEETRIOEESBERN HRNBH

10%, &V 5KR7T, &= 10 Biog 60

WFBEMTHBIREENRAN 2% VEER
PREIE D RIEARE, NTRETEIEM
FEIREl Tk 60% FEnIMEE BN B
IREFWAN 1% BNA] RFFEI B 28R

348

EE

EEETRIOEESBERLN: RIEAY
wsLEH), ZEBMLEAIN 0%, 35%,
65%, 85% 3§ 100%, LA 35% F= (62

Xt T BT ESR (Affections de
Longue Durée, ALD) WEE, EF&AS
HHEREESZ M, HMALD BEXEE
BaTAEE 6 N RATBEARREN
ERRAT AN BEERESS

[62]

HRAFTE

PBS A @mEERBEIBBUFZ T, LEH
HMNAZS; AR PBSZ2M (E@EE
E 1,550.7 7T, HFEIEFEE 390 87T)
ZHl, LEERESXRESXZM 40.3#T,
FFREFEEERREXT 6.5 85T, HR
22 PBS 1 50

X3 F #2500 B 25 e 4 BB BB
1 61

EAF

M ZREESM AR, PARZGD
O EFZE A

1RHE 279/2001 SSWHE, NFREBIEE
& FEIE. HIVAMEERZAT S
BIRBEARRE (Essential levels of care,

LEA) BEMEITARS 07

EREFESSBEHRNE, N28mE
EBNEATBILZER 20%

&iE “2REEFRLFONREEITHIESR
BE" ME, EXBRESRARZREMIZ
B, AI%FRBE1THIEER, S 2EAN
R, EURETFEARMRERE 656

B4

ERBERK (NHI) it @RER (SHI)
5BFHM, BEEMTEE 30%, RIE
SRAERRBMNZERRNER BN
HEPR, B3 EREONERSFRANES

H 1% BI25F

T RERIER SR HIBERIE
TERNERBNXH LRI &)
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=, EXFERRHMRENNRE M

&S5RI T RS RERE 3, HELRAMWIETHAALET LT, MhEELAE
T HSERENIEERE T . K, AKIIEA, MEFLRGHESSREGRARNEH EFEE.
GH S, BT EES, TLRGMMNIELSBRIEIK, LHFRELMRA LK

FERBD FRNHRANRERARAN TG, FIHFHMZHSBAEGEZHNILGIRERA DT
B, KZRETF 2%~5%. ERUM, FRFBZY S LRI EIEENTE 3%~6.6%12, ERAFIL, s
HIME M AR 1.18%,. EREREMEX, FIR&M&AREE S RERALOIEEF4R
?_ 20/0 ZlET,lo

@ X 2010 &) 2016 &, EUNERMERNRAYHBEHENRRT, FENRAEIE HSEESR
THEBBIEKIBE, XM 3.3% AZE 4.6%. 2020 F, TN SLEFIEE T 4%~5%, GRS H A5
mipksT 12, 2013 &, EXWEEMIRARENSMNES, FUHRERZH SEEDRHILES)
179 3.2% #1 2.7%, F 2020 FRIFUMIEE WG LLRFE 4% B 5% 28] 1,

A& 211 2010-2020 FERMFRALaRSTh SEEFL @S HELH

2010 £ 2016 £ 2020 550
BiEmipansd (1ZET) 1400 2375 2794
EHFMHENHRALE 60 132 =
FIREMES Y (1ZETT) 46 109 112~140
F R H S B RS H ) 3.3% 4.6% 49%~5%

/4% 22: 2013-2020 FERMERS EIRF WAL M ST H G Z M7 LI

FRHLGmZ G EEGmIZ G EE Tmot &E
2013 4 3.2% 2.7% 3%
2020 EH 4.9% 4.1% —

@ RIFRAMT DERLFNEEMERES, 2015 FEMSBHMETERA 1.2128T, 958
RERZmZ A 1.2%727,

A& 231 2014-2015 FRAFMEHKEGHHBE AR & SAERZ R L ELH]

wyEFhtEE (1287T) 94.92 100.12
B AMESZY (287T) 1.54 1.20
e A E & AR ERA RS 1.59% 1.18%

g = 2019
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© IR IQVIA EEARZIGHEHIEA, M 2014 F£3) 2018 &, EEENRAMZE SBEY
Mz HAVEERF AR, WX ATHMTERmER 14,

&% 24: 2007-2017 FREFNFEMEL MZH GBEHRZH LG

2007 £ 2013 £ 2017 £
Bpaghihit (12%57) 3110 3370 4510
RITRBEN R mEE 210 356 503
FRRENESZE (1Z%77T) 150 300 431
TR H S B AL R B A 4.8% 8.9% 9.6%

O RIE 2018 &£ 8 A 24 HREGTHX “DERFMEERLE" BHH (2RERRRAYS
B RZMNE) , 2REREFMNHEEST 166 MTRMNENRLY (FESMARLATEY) -
M 2015 F 5 2017 &, TR ERMKZHL T H G2 RERSZHBILLHILRE 2% £5 575,

#®ig 25: HESTHXSREFRFEERETATEANE

K4mB 2015 £ 2016 £ 2017 & 2018 £F
—RRRS (BR#HEM) 367,631.5 387,145.3 406,525.0 422,153.5
% (BRHmam) 13,840.8 16,124.8 21,640.7 27,017.7
ENERAE 5,791.0
7,815.0 8,940.0
migFmHZE 3,149.0
13,960.5
ERBERIEATT A5 / / 3,500.0
TR 12.5 12.5 12.5
i2ENR (BRHam) 19,487.4 20,125.3 20,724.0 21,267.4
Bit (BR#HE™) 400,959.7 423,395.4 448.889.7 470,438.6
ENHEROEFRHE LS REFR
1.9% 2.1% 2.0%
S g ° ° /




. REFELFAYTRENLHRER ©

=, EFERBETHREFRI I Z REIFE

RBELRHNATORESEHE, BUFIKRETRERR, NMUERESRERDZ, EBF TR
AL BUFR, HEIRHIHES

1RIE IQVIA 2B mARHEEHIER T, TXE, ERAYHIZMEET AN —+FRARIE,
HAEF RS ERHE BB E WRIENIE Yo FRRAY S D INERERERIRIL, a7
HYEE WRENERY Bo

B&R9: 1992~2017 FXEFNHHMHERS (Bl HZ%rT)

120
100
| | | 61.4%

=]
=]

=]
=3

=
=)

> A > A >
@& \°§b Ky \‘fp \@% \%6\ \°-‘°’$ \Q'%% f\,@§ N ‘19@' ‘1965 S '1,@63 ‘19@ ‘L@/\ ‘L@% ‘L@g ‘1,ss N ‘19\“' ‘19'{5 & ‘19\6 ‘19'& ‘19’(\

F 0% E R E B FEFRHEEE

RIEFHARBAAMSIHRE, 2018 FEHMHHETTHAR 10 NAYH, B 8 PEEXER
T LE" BOINE, HPAE 4PEYRLU MILE" BHEHHFEHT BSNFERRHIFFE LR
BMYE, MEKHEEHRRETNRBER (Bt KEX) EXERMNMEEEREFE LKA
KRBT “MILE" BAE.

Eg E = B E Y e RIE RS 2019
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