AR EE ESELIHLEAETHER
BT BAERYA - RIEAAH N E RN ARZ
EHBIEE S o

7 &
g (@

438D+ LAV R IR AR




‘?—aff\/f C0BFHEE

e £ Y B — 22w T

FHEEERZRRK
PEBEEALMBEREFNBEEYNZE  ZEEH

(F RPmbia gy (LUTEBaRE ) SkE

R 20 FETHYE RRERE » S0 BRAR %%ﬁ@ﬁ
o MMBTERIRE R TRE » AT BRTEXHIERRE
% B P A B E S by o Bl B R R B 2% A BB mI 2k An R
JES  EEBRAALLELR  ERME - REEEENEE
REFT T BN 22 RAREYN NS - FTLL - R S AR
HIRER - B G R ARBRENE  HIE EEEHBE
RSN EERIEE -

H 8 Z 19 AR 8 vy 5 W 1 PH /Y F- &
FIRENLIE 2] > R EREE - Y6 3 E Ha Y
BiEL > INMRVE e RS > A8 BT IR - AR ERNEEIE
WA TRETF S FE S gl EEEREE - A IEE
R BRI A A R IR A HEES - R
AV ZE FoR s R 22 %Bkmiiéfﬁ%ﬁ% RIERZS. 3]
EEITE ﬁﬁywﬁf FET B A AR ZEY) RS T~ B - i
% AlRETR EEUENRER > m—H HERIE zﬂxllﬁ%z%\%i

%106



O PR——

T E MR AR Al REEESZETIE T BRI E
RRRZEY) BRI — RV B E TR ERREH
7 RERM2FERHEEE (RENEERNE) HRE
PEMYE I GE AR I B I e - R BT 45t e
BHIAAARAT - MBS H B S 7 B R 2R 5 2E9) ~ 1B
HHEEY) > B IERES) 0 AL T T ERERENEE
BRYmBL

E R R R R B AR T R L - B AR
BREENEERT - LR EBRTEL  BEIREHH - EY)
G R FPRBI G E A 5 TR RS B AR R I R = R
M5 » AR Em TR RS - FREYRSOmBITEd -
EREEFTE AR SR - IR T EBUIRE R E R B K
IFEA - ERREESFEESEASVAT  HHSHIHEA
ik REHFIR BRI B 220m B g B2 A - HRER
R AT PR AR AL AR AR - EAE T 20 4 0 AR - EE TSR
AR —E S A A AL - R AR S B e
EAHEC TEEN - MRELEER -

a2 B A m A - — il B4 g &

Pz 228 A% 1% (Enzyme Replacement Therapy, ERT) » 7=
EAE B ST < B ERIZREIRIRFIT 2 0 18 G 3 2 R T %

107*



e Y N N o
DV gk comESE

BEZE > DIEERIE (Gaucher's Disease ) ## {=5% 19 5 Bl it
Aor (I8 > RAE M BEEMEYVEAGE - nREPIa0RE B KAE
( Pompe Disease ) ~ %A% FCUE ( Fabry Disease ) ~ % 2 B IE
( Mucopolysaccharidoses Typel-TypeVI ) % » B& % E 5 5
TEERERNREZT » BEEHESERIRE - HEmS
BENEREEEERN > EERRENRARZT  BEEA
BLERNESE  WERENEREZE  BHEFREEFRK
JEREFNZ TR/ RN G E R » B & KRBT &
FTA—P)FRR 22K » TR A SR - 77 FAZR a0

SHaHEE -

\

B e

CAKLEERS E

2000 ‘SRR EAF (& =) S M4 LR EE -

*108



BRES AR HE  H—RIUE » —RIDIE - EHYEHTHY
FERRFR B - EERERE RS BIBRERNERRE - F#
AR PR EE BEPR BT IR - (HLIERRZR R ALERRT » EARNEERTZ
MEELHZFRNERENZFRE - DIHBRERER -
E g ATHREMIHEE EALAE - B2 RMAE R £
FIERE L R EERREEAFRA > RIOEFERENE
HFE —EHFARED  BEEAHFEBE AL FHRRILELE -
BLin R ER ISR EMIRE 2 - NEBEEE G - EEMUEMT
o HIBEEEA > ROLARZIR/ AT TR RER] » 5108
MUEEHY H AR K Be ARG - B iR R ER - Bifa

109‘r



e Y N N o
DV gk comESE

IR A B E T - RAMEERGEERE - hFE
BMNFEREEHE R ER & TRRBGRRI I BE R
B BEREERT TR OK » FIRE - [HEHAARK
AR » HWAERFE  HOK - ) REHEZERERE
EREANS  FREERNERER -

FERBREYIANGR - REBHEBREE - HRERY
BERER  Ra@RAABEERESE 1 2 2REZE
2,300 A TSR " EE MG N EZE - HMErEsHE
o BB T E SRR 15 SRR B = A R
A M szin R EEREEZRRLE  TUER—CZ
FIEI RSt & - AT B T U IR - ANFEI R AT
REMBEEREHE  EERNEBREREFESIRAER -
—EEAETIO L BB MEHRERIRRRARRIES -

16 968 %2 T 5 s 45 U e SEE R
R 7k 3 0 M i T DL 7S R

ERENEE B THERLREEEREY  HRAEE
PR BT GG R B R B4 - 20 S AT MM TRk -
P2 B T B PR AE R D O (R B » 5 K RBA T B
BREEIE A RERHZ BT BAALISE R SR
B WMBIEEMT - RETRIRR o BER0B (BB AT

*110



fs WS PR R R NE - WRIFRIAE R 5 e
H—l - REERE T - EEREREY B EEHE
FIFHBEERERI AR - BB i 85 07k - BIAAT
fEiER ~ RS B 6 FEmin et —0rmE - S
RATRENEIGHIE A G - TUEITR A BRI seis i - B
e EREIIAZ 8/ -

bRy B3 BEZHFHAD

LS T E R NEYERE ) BIE  VIINERA
LUBERE ST - ZLIRBFEREEHHBRIEE M2
BRAMG - A TR 22Y)  BEF AR BRI
B FREBGLERLE - SHIOKENRREE R - &
JEEER R EHEH - EHREE i 5 EIZE (L F
HERSELEEmERS » (LR EYVLE g A8REFES
TR A 2R S TR LT (HEE ) T BEUEAESR
BAERER, > NIEFE S BN ENEREG - HERK
TRz A AEE E B A T EEI -y - SCR] DSk B et
ERERMELEZBFEFE I -

111 ‘A



e Y N N o
DV gk comESE

o] & AR WE 5 - 05 £F 52 9 H 4T

HRATNFRBEIR AN BEY) ~ BRI e BT e i—
LEEEATFE A 1T BCE BB AR (ERAFK EHE AT RN E
—FEARER  FRNEEFERFK—EET]  ERKE
TR BEIRTE 5 B A LR RBERARHIRT - BT DUB R~ HRES
HHEOBEE » ERELERIRATRZENR T R ZEER - 20
FA o i FEERES BRI AR E AL - EEEERA
IR » NREFTERTER EE TR - ATl S HIER
TEARGARI[FIMEE - WAL A A S RESHY IR R Al i
By - EVPEETREGRE  TEETEEMTFERE - HiS
EEMERS - SEgRETETEER M2 EREERET
FHER - NAEPEARRAL » B E 7R B EE IR IR IE - (B
RRE B T IEMERIHREE - SRR R B PR SR EE - s
MEIER MR B B ERT -

%112



FEPR £ i —
R RERBELD
YRS F S S L

(FERIREAREEYE) % 33 1% ~ 28 34-1 {FEHIFREA
% 33 1% PREEMEIEIRIITAS - HEIZFE REIRTRR &tk
MR BRHEERKERBRRBERERN ZFERER
3N O ~ T~ TR ERENM IRGE RIET EOn TR
ZEHREBRD  BRERIRESEMER - ol
ABREMBESIAZINE - BPREEHEEL -
RUIRHENICE @ SR aRRENIBZDEINZIE
WESHIE - BRR2IBE) ©
534118 PRIEHBRBBNSTRERRFRERREA @
RFEOMBEZEHEERaRERFREREREYZE

DEUS ©

(fbt) hAmFE® T A L LKL
A B B ORERBRIE o SO NME B S AR R AR BRIy 0 AR AR S RFAL
&

& THEIBERR BN BRY Z ARG RA R 0 E R R LGRS
KB TR R R o AT R A RAB RS RUEEG R
SR A BERIRL T IR K& GRS R RK G SRS

113‘



e Y N N o
DV gk comESE

RAFEF ERMAER E TR RN HEZTRLERN S
Moo BODNHIE B R T 0 A S b RIS EAE - MR R 4
HTEFNRY MEGEFFAARREE RN ELZH
B EERE R 0 BATCIRIFA LR 0 AT 0

HOCHAEGET Y -

200 % % R e —RERE R E R AR L BER
HERBR—BA—5F  BERGFEEREHE - BNz X
MEREER - BAEUEHI TR RS BRI E R
HI TR - REFERE FTTE BRI PRIE - 2 — IR EER
BEE R > BEEREAH L AT ( Phenylalanine,
PHE ) HUMERE - BRI FIGE  ATRE g EISHGE -

e BTG D Be I B I 2R 05 o 5L S S R 58

R BRI A — 2 AR TS PR A Sl A A R
B SR RARBEOMNE - R TRAMBRAENLE
BT T ) RULTE BRI R 2 PR B B
RERS EHR LA (M PIB Sr AKF RUADH) » BB B R R BEIR
B - £ 2000 4F (F QBN REYIE) BIBZH - % H
AREREAICRRAEBRFAED SRR IS &
A EhREE CRARREES) B0 - ERESE

* 114



FAZE o W R AIER AL T 5 IR EEY) N i i B S RS
B, o \@%Tﬁﬁﬁﬁ - BB M ZER T B — (B 4R A B iR B
i EEEREE - mEREESFEK -
FEREERE  BRERS (HABRRBEE) RER

2001 4 8 AL T E REREESFEERLMERERL
B T EREREYYIRTL 0 ATEEEREREEIERLAE
BB R EREE MEE RERRREER S WHBUNE
FARYIHAE MY > BEHPREE RN R ER R o g
JE& B REHEZIRA A BT REREY » DIERRE N8
FZECFHEK - cBMETLOHRES T EREREREERLE
EEg S %;FH%%%(MP»UJ (Yt ) o BEIRRER
b & EENE 5 1 H 2012 FEER B R EEE RN B oA -

Vi H L B SE TS 60 B T B A R R R R L B RN EEY)
FREE ~ 518 IO BB R T 4 R - DA oL Adnk
HA A A B R A BT~ T BRI LR A RE R B B IR K
ik o EREHSELW - o ZHEEEEEUERE - =77
VIvi 2 EER IR B BB IR E RS (IR AREIEE
Eﬁfmﬁﬂéﬁiﬁpﬁﬁ itk » —HEEEDS iﬂﬁuﬁf& EERR L
[F] 27 B 5 229 78 RN T RN i R D AR =3 IR R R T M 45 T R K
JEEA -

RIMEA B EPIFRY I HAM N RREEnEH

115*



‘?—QFF\//f C0BFHEE

ANTE 2011 £ 4 ABER (FERERSREMBIRE) o 2
FAE@H TEBRE - HEHRENRE A B M A nLIEE

BB A IRE - IR A TS AR AR 12 K
BHREELERN  WAGERAEMNES B &G Tt sE
U8 o A REEEEMM R A - BTSRRI 0 R
AMRFEHAREMAZZERNEEA RS - BEEZUE
HIATE IR ST - It FiRES S CIERR S e R
HREERESEBERARBEEEER K822z -
FIERBERFRER (F RERE RIS 3 RES A T #
FAEGMHRCRREERNEAZERY )  BE2  RHE
B R AR R IRE R R SRR RS R BB UK

il &% DIREREAE

'miﬁﬁez@

MEARASAESD SIBRQDBR WEM N2

2002 4R o8 RS Z WA F IR R R HE o 2005 FF Lkim &0 B RITFEE AR AR T -

%116



HEMEEEESRN AERILH

1E7E RBRI SR T o IR TSR MR
A KR (TRATA o RN R A 6 AR
PR (R R SR S PRI TR A, » TR TR AR
7 B R B R AT OB R T IR R R T AR R
PERINTE R « SE AR T R R A - BRI AR R
OB TIF - 25356 @ 1 2001 4 (TR R 51| 3 26
AT RIRBEE R IR o R KSR e R
SLE(EEE - IRt R AR TR AR - B IR
BRHEES - ERAREN AT S ER I
RSB -

FRgm IR @t B AR R R AR 8 AR KR G KRR RS R TR AL
R FH

117‘



e Y N N o
DV gk comESE

AT S Y R A A A N B — (A R AR 2 X
HRIRKRE - s FE s EANHERTNE  EHEEE
TITEN R R E G B - 2011 12 HEIER (F
REREEEBIE) MU LR » IREEPUF /B EE 6 K
BER 250 TTHVE BTN » EEERRFKEA N L
BHE > RERHRERRMZEN -

B % 2K 405 % b R 1 8 0 4 Rl B

FE R A B R R A TR YRR PR L 5 W b B B AS BURF Y
L HFEFIEE - /MR KHERER FREVNEL OISR
WG - HEREFREEORANREANEERS > ABTH
ESNETEE  BBURRE S EE I A NEEEE 5 & - sEES -
B TR R E R AR EEEZ(LE - B 2003
TR HENESREOHELERES  BEEE RN - BN
FIARERHE - DIRESHAR RHEE AN BEFENMEE O &
e Bty WEEERE 0755 1 R BHZHHR K ZREL - R M
DEZIZFE RIS - 2005 FHE ERE AR MR E S
REREORMEAS  HRRAREEEEREORS  EE
FHAMBHBEEORGNER  FERMBEAMELSSREE L
M 2017 G TRE HIRAHFMB R ) A E R AR K
EEERS BN - 8 2019 F > FERES gL

=il

i'118



T AR ERIT

& & 2014 F 5@ BUN B R ER LRI F s
B ERERS (0 (REK 5 ) B RMEAREH R BE
SrraBh > BB IEER K ATEE - R 2015 F£AE T ZERERR
MNEE PR TS > HBEEZRERCE AR EERM
BIEEMAE » SHEHERERBE Y CERR A REENEF
B 7,000 TCHEBD » JRESEER R ERT B E -

2t FRMEFRE O R A B R & B
TRECT Ry ~ R - RENRESE SEM TR - MER
FERESEORERTBIT TR R FERERE—ATEN
FREA - e EEE W DU B R B E R
Ko BIFIFRAE - IF PRI -

119*



DN oomEEE

SR IA I ERT—
& TV R R 2R
2R kA e H 0 Bl

RS R R IRIE W & B RIR L F R 6 MR IR IRIE R
&
4

Kl G FMEPITRE « F ARG EFR (FR
Bl AR T R s 248) BRHRT -

ZERPRMEARER - BT —EmE AR, | PEEE
BERH HRT H £ BB BRI - 312 NG ZIERE
PEREIR IR IE 2k 0 R IRIE Y B R E e - 1
AN—TERERIFIS - ZEMIERILEAET » BERB R EEBNER

1998 SF-#Rlg i B 6 4 & 00 B ROE % A 1= 25 1998 6 % E X 5] i BERT » St R4 -




B NERERERE  meAENRERH  RAaE N -
BAE - REBRZEES L -

1998 F£ 9 H 12 H » BEZHREE - MEIEAEIER
ERECE  EEEERGHIEE  mEE  HgR8LE
PRI AEE ~ ERRIEGEE - B FHURELERARH#HER "5
IKE ( Gaucher Disease, GD ) ; Z& ¥ Cerezyme I #E 1 - 1998
F10 A > BEIEAGERZE R EZ (Enzyme Replacement
Therapy * ERT ) » Z2EE—HRV R ZERN  EHTEE FI1E
13 BB S ZINE - RGNy N CES
ENERBCEHEENE > WAFSEREREEH —KRE
e B AR AR/ INMEBHETEE ( Lysosomal Storage Disease,
LSD ) HFEWIZ; % EEE ( Mucopolysaccharidoses, MPS ) ~ JiE &

121 “



e Y N N o
DV gk comESE

IKGE (Pompe Disease, PD ) %41 %5 [GUE ( Fabry Disease, FD )
FRE R ME2E R - mAFUERANELEZRE - FZ2N4E
o EMRFEREERENEERR -

20 R 29 W A E 18 TR BOR 3

[B1F] 20 /T 1M R EEREZ R MEIHRIEA S EE
FRRIZE T ERER ) IS BERRER LB RIERE
P EEMEER o TR S BT EE ER AR TR - iR
RERLDIME] T2l o B TRE ) IR TFEES DA
REEEYI AT -

D A0 rysr sHHE R R R E B KE » (HEE
BEYGE > RRAEAET - VM EFIRREEHIE
e MR B PR R A S R R s B R o B R A
fp B R > S A RERRIE - BEERER - THE&
RAREVRE A s —iR > RHI M - FEABME R > B
AT AR IR e (CEE NIRRT bR - MRS 7 T 2R (EIRIRHD
B EIER EES » N E A R RE R A 2 2 A A e
FORFEE - BB R 2R — 5 BRI B SEAN 4 Al i -

1l EVEAE B 2 SRRV I ES > R e RIS - R E A - —
A D > 35 5 ABEBMGKE B KEE—E
Rl & F 8% o -galactosidase ( a-GAL) EEZRRYEERERIEFTA

% 122



FRHIRIA - R AR Z IR R - (1508 E SR A e
FERT 2 AMBEATTE/NE A A B O PR EE S I e < B
R KB N H LR R g B8 FEHERS 5 [ HU AW & - 20
I3 A B EBCEREA T - TG IR B E R IR
& BIEEATEERIRRRIEE -

ERFEAKE - BRATEFEEES 8 2—REREEE
B B ARG LAY - R RERRNAFEHERERAT
PR LA EIE - TGRSR T - BRE B 3 R IERE
TR & Th DAE I T B R B2 B A s BB - IR E H
PO & FRE IR BB R DRI - RLHE DR AT AR R AR A ~ (UL
WIRTT ~ IR NEESE - R A R A REIRR - BEEER
— Bk BT BT AL DR R = IR T T

EEREELERR R PHRERNEHEEAE - T
fE 1995 5= DART » T ¥ 7a 255 8 B R E OB 5 2 e
s - BE R REEARR R T2 &k ' - BRUSIE
Y BEE > BEOS% i ANEFEBRE & SEB )
e E A EEES - BRI 2RERR - SRS 4 E
B - T8 FREERNBREEK - B EREHERGE » 1)
BT WRER - HEEER  RLEEmE
EIRAEREE - —TIRNEREEER -

123‘



e Y N N o
DV gk comESE

Gl ERT Z25 i A & 3 1 4

1983 435 B HY 3R 2 i G288 — 0 A R B8k 58 R IEZE
BT > BERIEREA T EIRH AR iR T %
B DA HZERIGE G REVE S > ERT fieH e — - EEst
A/ NEREEE R —EnE T A FER TR
IEREE R T R EE ARSI o DU AR SR AL 2 2 AT 1 DT BEAS
BB B A/ NEN BRI E 5 LUE U R RIR
FEAR © 7E 1990 S HE - BERT 4838 B 0yl - fEB A IE
% B - THEEY) -

BRSO CEEHET 7 LT R ERT 7] UG UL E
HIR B (BZEYVIRETERS. » AR K - RANA TELCEES
g EFMERESFEMREFEAIIES  FHGHD
uh 2R B 3k S RA s E AR g =R BRMFE
ZEYINEE - EREELENTER - BAREER RS0 o B
Cerezyme FIELRZG N - AR ZTE 1998 FERNEEELST
T ERT (U —8f » R AT RENEREY) -

JErt e ERT BB - BEREE R SHEE (MPS 1)
HISEEE » 78 2002 FEBHRL T MPS 5 A #3Z ERT 89453 5 1 &
B E RS2 2 0 B 2011 8% ERT £5 0 %
FERIE BRI SR RER RENER - SR
13 REMZHEZE  WEEHEE > SRR FHEER R

% 124



EHR  AURERE R RERH AN S R - RS TRy
WBRSZRINGR  BRANKEERE - BEZSFLIK
5 AR IR W A B el ®] - fFTE S BrZEr#h—
R S — T AT A RV

IR B K R ERFTEEAABUR » W RARZEN S
PRAERERE  CEBOTEARMAITILY - "EESRK
HERE TRIFE=EAT - ) EREBB LEEEMHIERS - 2
R % it 5 2 R R EIVR B A AR IE R A REFR B e FH AL
ERE - ETHESEBR MERENEER RS - B
INFEECRI Y AR R BRI R BOREER R B L S VIR

fk:’x,
e 4 0
™

Rimgrt (A) JHER A REEREY » ERB2ERFS EH -




e Y N N o
DV gk comESE

FZOBEESE — <Y ~ JNBUAY ERT » BV EURRIERIG RS
—{E R R ZEVIRT IR - WA —FRERIREZ K FIRE
AR % IEE s MRS  BEREER T B
FrEy ] gE -

20 1% PEZ 7K E kL

2000 42 ER BT 1 + L7 T TER BB 0 B o R I
UMY AL E G RIS - B TR R
VTSI IR R 2 5 AR S ) R T B A
S TRIEIE R - HESAE V)03 SR 7/ 2 3 R A5 |
o AT © A QBRI S T T —
EPISE  IEMBAOREE BRI T o ERRARAY SET B
BAEAERN R (TR B R SR e 5 T B R
HERIUHRE S AT EURERKREIRA  REH
B -

AT AT RE AR R B AR L
BHAEREABER - BEAADT SEEEAB LA 2 H T AL
AP - EREBR—EESIE  RE0ER  —EGEE
5 SR A AT B - LB (ORI - 1B
HIRAN - R TR B TER - TR AT —
5 MR AR B -

%126



TIL 5d S ek PRAGAT Z et —
e H EORE e i 57 256

Bram & BXRITHE

(FRIERRBERENE §19) V. (ZRERRIGED A
IR K154 § 35) BEIFREA
%19 % FREREYPRICERBCNERIRE-RE=

EORIBIZ—E - BTHE - BREE - FRERRA
HXBEREHEEEE 22 {H8  SEXRPFPREE
HEIETD o BRNSERERIARE -

RIIRSERHH - PREEHEARD I @ 15F5T3E
e Eﬁ%*ﬁiﬁ%%ﬁiﬂﬁ% ®

AT IREXPHERBISEEL  BEREFRAEME
BITBIRZINE - EBEF'QEIAH%EE 2

—,

ERER EESIRwASINEE RN

AL — ~ BARECINEND « BIASRIEZIE @ KSR
NSNS FTGIE S BRI E/RAITHE - BREREDNE=RES

angs 2l | HERE B —BESSTalEE - IR RS T 2535

E3B1E ER

F218 FRERBEBNES SRS IVLE

127‘



<N N N o
DV gk comESE

FRECINSRBEEFTUECERERALE - BR=
FARRGEYFIENTERBEREELERENEEZ
BRI - ARIREARAEVSABRAS4HE » BUBHGIY » {BEY
SEENEMA LS - AR - WSEFRFEAES
BRSEDZh -

— TN IRERLUAER TN 2 R
FIISIA T 4RI » BT AN IS R BT B T
FERER: - HIZE5 5 K+ D H BT O+ LBRE AR
Ko GEHIAERE S R o BIAEEE 1R » R 4 /NSRS
MR T ERE ST SIPE R (I B

AR ZAT R AR S R - s R A wsh i o

h‘ 128



9 RAH - (e IEHIENER E S MR RER - BN T3
H e G EERBED - AR EE T 0 PR
I [N AMATE F] DUERS -

EREEREHE/ N A T inBaifEES o R KE
A 17 WO ERBRRERZE IR R 22 HE
BN aEE LTS E R ERE R > FEREE LN
MER - AR EDIRE » IE AR IR ~ |IIFFE -

T Y 8 1) 7o B 8 AR G s — M8 JRE B ERiE SR B - BRSAAY
BEE A28 H A g K A DREAER ~ FFBgRE R ~ B EALN
|7~ FEEIER - PP ANEES > MR AR AIRE 0 B
HEAE 1 pkET - g R A RIEmMIET - f5E5  7£ 2000
FHT > B ERE H RER R R 2R ERNE  fOREKE
Bo ~ B2EEE > —EF 2005 F 0 5 H IRERIZEY) Myozyme #71
ARG BEKENZ RN EREER 1B -

HRTBENZFZERER 84 & (HEWEERERGEN  —3
HH 56 1 IRA 28 MEEEFFEANGMN - FENISEE
—RERME IR » WA > A B N ERED > (B
Bk HIRFBER KL » BEEORRIRE 3 4 > 3 F£RE
BIEIEEARN SRS - A AREREESRRENT > SR
IR R AT REFR A ZEVI B IR et -

IRMAE AR B BT - B [E]R= 5978 FEE th R Bl E 4

129 *



2 ) N N o
DNk OB

—H HRREYABIEE - sE R RS T -

FEEES B AN R BE - 2 R g Sk [F A PR
faH - FENRSE—RERIMECE VRS » NMEFIE S M LA
7 —H ] Dl AR e Y EEZE - BEAUAZEEGEE © BIEIE
FOE ~ FHEERLE - BRSNS HEEEENE R

— B REUE BT Myozyme » @ AR RAVEHE - —
G L TEAMB I B - BEYAIERIER R
I HE=21E » ZEYEST R - MR EUR 7 T » mILARE ~ RTLASK
I LGERS ~ ATDAEER - FRAEBVNYEL - EEE R » =
Bk L BERENFIE - BATRES  JEAEERE - BiEE 1
g BEE TRAN " REZT) ) MEFM - RITEMA
THEEREK - e OER AN U] - RS IR MR NI —
B ATDAEER ~ BhEE - WIDIE T -

IEEZRRIEILE 20 4 - ARASAS O B RE - e - 3
BHAIR=2E - FRAMAD AT DISEAS - FTLGERS » ATDIE TR - A%
VIR LIGEIR » R IERI R - 15— 1B R ME R 7 R
[_fﬁj °

%130



J/_,\ [~ M
B SR L —
aHUS 8 2%
ZRIERESEH R LA
ZERBEIREENZIA v TR %ﬁ%’@@%m—&
HHZEHISES ﬁ%ﬁzﬁﬁmﬁ? %5 %
KR ZER L 28 33 1R HHE T BRI A T 228 ?é?ﬁ% A

EFFREEY) BRERAKEMZEN )  GHEPBHEISE -
FE AU B RN AR ERE - RS A RE -

2014 F 12 A 13 B Fom A a0 Em A N1 508 T Fom s OB R B E -

131‘r



e Y N N o
DV gk comESE

FH P (R (R BT 2E 40 (T A RE P H RS - BB L% EIE
RATRERZE » HESIINERS T AT - RIEEEEER
ERERE » SERUBBEARGTIZEE - fEER A FEH
B R 2 S EEY S E R RS B RENTIEE - [’
FIFTHY (ZE REREREMIIRE) 2SR E 33 15RET
E BB EEMER -

EWEE 33 R Z E MR

2016 “F4n > BEH R AR B b R AR R 0 B E AL
R AR b B AMERTAKIE B ARAR B R AR
HeL i R o BT B RS T SR AL R A R o JE AR A
(aHUS) | - B 6p At 1758 /) o 5 B 4 » 42 o N AR BAE AT
WA BEH R A B R B AT A B — AR
#1] 7] Eculizumab @ — %38 8 4% o NARIE WRAZ BT T LARRAR
R BT BB 4 G IR AR AT B

BE F =] FA 3647 Bculizumab AT 1% 694K 0 s VA AT % & 74 R
W A9 30v% 0 TR R B AT AR TRl BN B 0 LR
FRELT A AWM AT — TR - BLAER 83T T E
$F o xERY  WAEAEY  MIFABE kK o

B 28— B B R L o X 0 4F & A Eculizumab $& 4
B FHEMGRIFHET - Mk BHERERFARHE 45



Eculizumab 493637 * SR — 414920 B a9 & » £ 255K 2~ 3
A AR AT RABB 400 ¥ B S » TR AWERTRIBRE —FK
R R, A TFOMRE AR AR SRR S

Koeene .

AR ERBIE L —RIRE X% GRS ARAE
St BT E R SELASEE S BEEIRG 2016 F4 A
FIZEE D 38 A ) AR AL 0 R RE mm$3ﬂ’%%%

FL BRI (F AukmBERMpitE) e ETFERE
1 B A 0 7 A AR B R R R s R AR B A B A

JE 4 2% 260 ¥ 7T 0

EEREEEAEEAERNE  H#EZE HEES Eculizumab &
THEEY) B ZERE R 33 IR B R R R 4G T 2 EZE -

IR EFREREAN T HAREARRBN T ZR
o RIS BRI EBER LGRS E - FItE
EEHEMBIER - WEIEAIELE - FRNERE  EAEESE
EgIreE IR EEER HIEAN S Rm2EY - £98 1500 K
B8 RS (R AEIR S ﬁﬁ)*%@$6ﬂlﬁ’
Eculizumab #4158 S| & (R 45 {7 A5 - (RSB R IE S AN E
AR T WL o B AR IR -

133 ‘A



DN oomEEE

9% A AT I P

TSR0 = B IGE Y ZE = AR 45 (T R ZE R R A > 78 aHUS
HIZERLE FERIE R (T R IR R RE A T < FEZER R R -

& I » Eculizumab £ ER 2014 4 6 H 30 H A AiRE
aHUS MyZE3E - ZE8E— HmmERERGER  RETORA
ZEEYER B IRE LS R EE N SR SR A R

" EAFEENERE RIS EBRGMN ) 2B [EREEUA

o
=

T
=

- 3
HNd ) BRSNS E®RG @
ST o T\ ot B R

NP 61
{Eﬁ/ﬁﬁ‘um ol & s
EEBERNRK 1 LBE
it il
ERMARY REQFAERT o
Al LEREE  AnEEER ﬂi
ﬁ%ﬁhﬁ@ﬂ%ﬂ~¢ﬁﬂ'ﬁ 1
cERZYman - HEHEAE -
grEArEany HE EAAKG
%ﬁlﬁﬂ%E%E &E*ﬂg gﬁ
BEmpzAE: HEAH 2
Ao R nmEEE BEEE. gg
i kpsain MEIE ;
i Hugguf 72 Wi
ERAGER B-NZABNE
H ﬂgm'um% 7 m L
i ZFREONE HEAN
e ‘!*ﬂ
]
B
g
K
%
i
fi
'F
- H

S - IEEWERENER SN

S C RSOSSN SRS
SERRIRSEEEES - REAIRD - WRARS - SRR - IS
e
| ETEEmSEEE | - EERME AN

e
- PSR TS AR S e -

IR o g S e FLH B K IR R LAY
Ab o R EE A DRGNP MY o AR
* 20146 A 78 °




2013.09 > 6 3By TN F
B & % aHUS & % Soliris
GEMFI AR EMIE > HA
A AR (kR &
NAEAREAT |

A

2014.06.06 * A aHUS 5 & & 2014.08.20 » 5 3R 49 3k o fn
kR 28 R A G BFIRE RBMT A B ARk
ARG T HGFRE B 33 1448 50-70% 47 Soliris
WREREH T — 183 F o4k

H? | REE

2017 2018 2019

2013 2014 2015 2016

2014.10 2019.02

2013.12.13
f ARG (T3 8
\,‘L
O RO R 24 R 24t

2014.06.30 2016.12 2019.06.01
245 B Soliris 4538 Soliris AT B4 34 7T 25 TEAR AT A 3K

aHUS &4p 5 ise (Fmikadiim) -

R ESREIRGEY) WIS EREETERELES
FRZETR 7 B R B 2 ELANFROK -

Bl HEE-SREBUFEREER > 2014 £ 12 H 13
H> EegmE TEmMERECRERERE | - B 30 @)%
KEREL 63 MK WEHEENR  iEEE  YWEA—

EREFMTFHFE - RS E R KBS S 250 B
IEE) > A LEETTFMER - i RARERIEERER
ERBEIE (ERERREERHINIE) 1 BB R

-BS'F



?EQFTV$CW BFHEE

'_'/t_

BERNE TRBIHTE RIS - SR BRIV F I EREE

G{EmATE » WMEEmEREETT » BROEE - IEAHE - #
BIER - DUEREESHREK -

1. 2015463 A 6 A Bl RE JE F 16 (F Lkm BRmpiix) » #%7)

FotEE RS LR TR EARARAEDERCE RN EE P k£
BN S FRRBYEY B R BERRENSATIAR A FAT
RRREZ A RAZ T RIERAEIIN D RAE AR 404 o2 B AT » 3B )
oA ¥ m - mh T AAEFELRBRAENERTERDTH S
Mo A AMGHE=Z wA: TH_GF A5 bRACZHY &
kz%%%%ﬁ%%%&mm¥£¢m’LPiﬁﬁ&k%%%éé
RATH LR o ATAMBAEF i&ﬁ&%%@%%%%wki%#
ke EE MM AL LT LRBEME=ZFN > e B
A B A o Pk A P 3 LB BT D </\+é’~aFE’w
HA—BEFAMMERARS LRFEHFE BT -



I B A — A L I B R
% R b 45 b Sl

_HFI

HEwEMN RGN

S ORE 29 B AR ) A % 8 Ry &b
RAH BAGGHN » SEAE2RF P FE—RILE " RAZ
Bl ey % T - CEEFEEFMRATHE » EREERFHE
YEG B LRI PT » A5 6 AT AR B 9 ik Al ik o

WA AL EF MR KB 0 T AR R AL
oo FEFEE mmm%ﬁéﬁmﬁﬁﬁfﬂi’%@~%@
B ZRF|IEA o AR vk 0 B A E R ETIEE S
T2MH -,

kEZmErEac s T ROELA MR E S AHEE

KRIVEF B SHRBEFHRWIZ T >  YHEBI AR ZRELMEHZ
Foo R ENIMRAEZTS®R ?ﬁrﬁk%:\ﬁ“l”“‘ W %R E

o FFREBEITH T LGB  RALE—FHADS R < o]

PSR SV TR LB R R R g AR R B
TS S ATERAE D B

EESF B I 0 F A LT T RN T A S 4 KR

AT —MBAR 14 % > 8403 112 Boh e K b > Hh N RAEM

137‘



2 ) N N o
DNk OB

R AAEAE ST T) 2 2015 AP 4 KB AT R % 5 — 100 Fgm B AT
JEHEAFAEAREAT » B BIREHF S TR RENIR T » BHELML
ARG 4T 0 BARRBEH A Fo &M 71 T3 TTHLAZE — F B
—IRJ] AR ARG E AT BE TR TRAEH =k
FHe o TMERIFTRFGALTEY » FRETREEWNRS -

MINE B ¢ e RBFETEA RN SERKY
X AN ERABR =L T EEFERLMEA ) FRAK
ANE Y WagE  ERBRTFR BTSSR > SN E Z
B0 gk R 0 R

(F RBEIRYIR K EEYE) (21 T2, B8 TR,
"B MARSENFEREHEREIR S RIS  EERET

zzsxnperer A
BBV

2011 SFARRMRE A REMIEH ML T & 2R RMAFT F2EBRTATH,  Dr. Jay Shapiro 2 F
b bg BT s (B &RELIITROLFH) -

w‘138



ol
il
3
il

% 4iF ( Osteogenesis Imperfecta, O1 ) & & ¥ 75 5 F 21 45 7k B5 7
HIZER - BN RIERERARERSET > BIhEFETM
BABANEE  EEEREFREERE  BIRER RWEF3 ~
5 FLABREE > SEAR/INVESTE BB T T
IR A FE T EAETTERN A - 2011 ERIHEHEANE
— fé {1 45 #E N £] T Fassier-Duval Telescopic IM System ; » A it
BETHEEEREE "THE ) RE  EBEEAN S RFiE
REEGE » 2012 F 5 A& B R #E 7 PEGA A F]
ZRt PR AR AFEE R ERESE ~ ERMKEHET R
IEREW G EH - A G EE —REREM AT
.

WaEkE N 4r4 (IR A PEGA B4) -



?fo\/ﬁ& C0BFHEE

mﬁﬁm%%¢@%£ = RERIIE R EERE A EE

B REHEEREM S HE 2013 F 10 H 7 HEHRET A
& Ay 7E A F&Z%%%ﬁ JEAE 8 M8 H IS5 77 » #41E 2014
F6 H 10 HRGHKE L FE—RFEFREMFTE > HZFRH
EREE 10 Fp9E2E - W E 2015 4 1 H 1 HEERGN -
TR XEENET ) & B EME ARG (T M ——TEEE AR
2019 F 2 R (8 B AR b & A EH ED P BT R SR & A > 2015 ~
2019 SEHART » BARILAAT 11.34 HE TRE RIERE » BE
e A R R Bt 61 1F > BIERH I AR M I ERR A - VA
BESRA - WA -

FRFEREER (FERERVREEE) Kk (2RMEE
PRbEE ) MIERIREE - R ABRADK B HrH 2E
BRI > REDT S TE LAV EIREES, M S IRRUERER
B —ERBERERRAM  BEEREE T EEZREAN
E 0

%140



7B K Bt an M il B —
W22 2K i 1 il B

Bram & BXRITHE

(ERERAaRENE §33) BHIFRA
% 33 1% PREEHEIERIITAE HEIZE REIRTR &R
MR BB ERIKERERARRE RGN ZFRER
28 B ~ B~ ST MEREAIM R AT oo P
ZEHEBRD  BRERVESEMER - Hpmghol
ABREMBRESIAECINE - BPREEMETEL
RUIRHENICE @ SR aRRENIBZDBEINZE

RTINS - BRSZiEE) -

TEHRLBERI R 2E - HHERRE T EEE  BUETFE
HIRUIEEN(E - AIBRIRIKEE 26 20 AU AL S - /23R B AL
REENZS - RESHENZOMH - DIk (FERERVR X
ZEY)ER) WIRAE R BRGNS - A DA RE E— 8T LA R &
WESE - FFEJE—B— eyl - 045 28 Ry hEE
FERFEIR b BAE 5 IR AR HEM » WL EE H iR
—PRIBRAY IR ] RERE R e MY A dn TR A DL
Ry B — B A -

141 ‘r



2 ) N N o
DNk OB

€3~ 4pBG > BABEHETIEE  SAEBHEASN
ISR R IR E BRI AHL) - HUE 7 RS REEH.L 0 50
BT —EEENERZE T RRRINRESE

FRERES G PR RE T ERITER - KB
FE ( Duchenne Muscular Dystrophy, DMD ) » 24 [E 4 EE
TR I AR E R R R - N g BRECREIRNER > 5
MG I EEFE FR R B & 389w - DMD R g 85 —fE B EAY AL
feEn - BihERNEDER > SRR SRR
AL IR Z B IR T -

BB ERAEFIIR—K > RIS —5 » LAFEARPRE
B2 - A eEEN AT MR EMAY N —BRPE T R

1
P

R A ( “_ :
RIE KU R AIE T W B 9 ZAL R 4 A RBE e R 84T -

% 142




%) =R

B o RIS E — 5 158 A A AR ALy 27— 1%
FAILIEH B2 AL —BE A -

HAREEET  BROIREOBRSEMIERES ) EW
THERITFE R - NSRS BB AAR LAY E
Bty - B R MEEEE s S HAFHRENE
AR REZ 2 FE I A I U 260 - BB R IEEE - 20 A0/ NRFIR B G
T o MK - (B2 R 71218 1085 & A AL T -

RAGERBISRER » HELARIA & K ERE -
SR A AR N JRIRAYCIKERER - BERFE AT REEE R -
HEHEEIR - IR AR —RITE - R RERERHT - it
BEM » RHALALRI RS - BRIRE - 2R R ER

TR I AE R R B RA B -

143 ‘A



?fo\/ﬁ& C0BFHEE

R BERETHREZRE - BBERERERIEEM - 15
M 0 (RSEIERY > 2013 FEFEIZER T - 1 HER A K
TR - T ISR A T SRR R

AR MR B — 225 HREE RN AEENRK -
TRMNEEMEE - 557 > #RTHEEHRM  #EFE
R B - EHIE R R AR -

R H—ER20 ZE T BUILES  BAEREEE
RS EM AR (ERAEE R T RIARE
BT ERENRE » WA ] LIRSS BUR B R S  w 8 -
AT KB — LR ERESEEERM BB A
ANH—TE#ET) B T HEIEER @b - A TE R - T
REEERA—E, -

"RV BRI - BERLINAEZRE 0 IR
FEESF-ARELEEE - HE > MBI WHRKERE
AREERY S48 - At B m] DA F ARG S » 04 B
W e R RE—R > KRR K M EREEES
BAMTEEE—F LDIERVEE - ERHFANE—K > 2R
FTAE = 5 PRALE A EAL IR -

i
T

% 144



	00-A_7
	01-B_7
	02-B_7
	03-B_7
	04-B_7
	05-B_7
	06-B_7
	空白頁面
	空白頁面

