ax

- 03 %

' > :
HIEEANEREREEE B

BIANEEET
SILBFFIE
Bt 5833735R
A
FRER A I
8Lk S
ERRMART

IREIBRR LINE L7 1878 HOZAIER

THE YEAR OF THE

CUVIA MIN UVNOT ADAVH

R ek e g s s R

IFREEREARE R ERITHR

FE20/FFERIRZHB S IREZHMTE
SR H@®EEBXFEDO
ZFRERX=EIE



E£FR2%W - EIZREE - RlE&E

(3

ZFT

=

A RE » MPRRRSIEEE

IERERAPIETS  BHmXHEE !

N > ‘l
4

hEZH% Y

B RsA

2 & F

! ) 16
17
19

: BEEAZERRRETE

: RIS
: BRIE N
: BEEEIR
: RSN

FRET : EiE
: BRREES

TR E B R A TR

BEGT TREE~
F20EF MR BLIAE IS
BENBREINE —HILLE
BHER KREEXFEL
AERWAEX ERERREESLE

SRS T IR

SHIHE SFIERENIEIRGERED
LINEEH

TS BT E R TRIEIE

ElErs THEEFRER

FREMR X SZE

FETIXRES FF—iEREHE

LS 04

2 1), 2

CEEEEY oo

I -

HEEAER

Taiwan Foundation For Rare Disorders
ERBMRETIAL b WA > EADwEETIA
wat

RABZRZAN  RTHEMOLE ey -
SAREIEHEMILE A CHRELEE
FZ A 8 Beg P o

~BSTF (B ERETFeomA SRELZEEERE)

ZQR CODE

FERELLBYEERBERENHIEIRE
21 BEEH BERNE

22 KiECE BEZXS

23  BEBREN ZiiEkE

mEIWEE BIREIE

25 BAGBTE EFRRMER

26 HREEREE IRIDBFRE

27 BETFE EBZFEE

28  MFES|E BRI

29 RFRBE SRER

20228 10~128

BERAEEIE EREREZRERE
BRI A S HTILSIEZE B RR

-

SRR HEE  HES - FER

FRRIZIRAE  SUEIRINME

1 19343551 BB AEANERERESE
1 10450t MARLEBREE 2057612

EEER  MEBEAERERESE [‘.)
EEEMRSE © 19343551 P

ERRE
I 3064 T RITEIREE T R4\ F7 2 65

55 : 02-2521-0717 fBE : 02-2567-3560 EEEF : 03-547-5528 f{HE : 03-547-5580

i : www.tfrd.org.tw
EFELE(EFE : tfrd@tfrd.org.tw
Efl Al : FRIEENRIARIDERAS

HISERET : fSEaLL

FRERHISE

Bif - 4045 EE(EILEE2385R718:2 5
EE5E : 04-2236-3595 {HH : 04-2236-9853
e

B : 800 HEMATHEIERE—ER2065%912:23
&5E : 07-229-8311 {8H : 07-229-9095




[FE SRR IRFERANEIRITUS

BRERBEZRT
/AT

FHe ARt — R 2B ZE R EwR H
(Rare Disease Day) - Fy¥iiE B HHRZE R
Jo5 B T fEE - [ FRE T R AT S A R O B
W 2 EHid - AFFRRIEL (BRFRETtoday) &
FEDERREERE > WG EE - BEK
o~ TLZ -~ WE ER R - Iy FER B R SR
BREEEG TS AR -

R ENEREICES

3HeH (W) B4 AEFEBIRERIE
c AHERFIRERES - ZAILEZR BT
B H S BIR AR ERE Y] - ST BRI
R - LHiEE B HIFELHIREFEIEIA
ZHEE (SMA) FEEERERLG - FaRERA
BRI DMSE 2 - a0 - SRR Al A L R AL BE
AEEE > ERAIRFTEIEIE - TERE
JIL 222 ffig JiE T A< o 7 of e I B 2 R R IS
"B R FERFEERE L - —H A REERE A
By (BfEEE R H REIE B —(E#

—(ERYR A - NSEE A A EE - 2
RAJAERY S - 25 RIREIRBUF R > B SREH

BHE X5 I EBERG T RG - 2082 3EE

AEFIFREHRAZE  ASRFCED  WRERREENEEES -

Al

023 E = Bl

ARSRABRFIE L DB R AR SHEAI RS - BENTFREEUN —Bir T
FRIRRIRE -

Fi] L Al FFE A R O B 5 R - o REREEE
FEEM R RIRRAREE NGRS - TR HT 3
MEE AT d - BB PREER 2 20 38 7E (8 &
5 NIt EREC T2 0 IMEERRE - -
i 2 H By e Bl iR SMASE Y BT FG
THIE - WERRESFIHE > FEHEE
73 A FHESITRE T AET -

BXZERRA NASZIFEXFEREEERREE

AKEgSHFEEZTL GRARETtoday ) $1¥f1,124
FH20pk Dl 2 R - LT — 1y B R B AH A
BENREHRE  NEAS T HRERE
B THRFERREA L~ T HERGTEE
ERYE - REBSEEEE ) R T HERIGER
Ff o FIYKHEE -

FERR B - ZSERFEEHRAIREEED
SR REREHS - RE—EHEEEE
HRIE RE VAR B TS IR AR R 55 - (Al
R AR R R 2 2 TR e B By - B4
FIE AR A (88.4% ) KA EEE & Rid e
JEE AR A1 J\ i - B ) - HRRBEZZ IR B Z T
T (anE L) - EEIRL (91.3%) RMERZL

PEEAZRERESE Sl 2023.03 7



o]
EW/ ¢
TS EgHHE

. ) i o DS RN B S E 2RO e (A
FrE R RBRIia R - R RE R F 2 | R

4) o
o R B EE W E AR E > JRATK
MR A ik & B R HA B S (AnEl2 ) - SEBRFEREE wEBEY
TS A AL IS 0 MES 38% K T EURF 2020245 » ERERE RGN ZE23

e A RS R A A R B E - Eyy FE - TR oSN o B A M E 20234

44.5% R0k BRI BB ERE BT LH - FPET. 1440 - R - B R o%E A

BANEEMETE (B3 - A8 9% (2,072 0) BT B 5T 2 50
L S (R B R 2 L T A AR R BT

%}‘;Ez/‘}ﬁ RAREFE #ﬁj\‘ = 3Fﬁﬁx 7 3!5;%.*62% —

6.5%

‘ ~ ’ : WG
BEEH -
42.8% 38.0%

E1 Z=REFRERBERRDS IS - BREEE AR REEE B3 RERERHBEEFHEEMIEAEREERE

LR PAZFF FFHAZ

AER 0.6% =
8.0% | 0.1%

BETR .
39.0% IEH SR :
52.3% 42.1% 46.8%
B2 %R B4 (AR R S Ta S T RS

2 202303 MEEAZREREESE =3



b FE S = - BEFENERAS TR A6 < s 1978
B E A ST B IR A A R AHIE
7= K3 1T ANTEFEFEEYNaRIIEE -

ZE BT EE R BRI ERAG T - FE R S
TEHFEYERENEZERE - RIEAGFHETE
TN IR AR THE - AR RE
1% » TN R SE L EOCR T TH B 2
35.877{E - FREEESHE T RAKE - — ARV
BAA TR 86.79% » T AR I AR T
F544.44% » G - ATRETHN » TR
P R EERTEE BT - (HE SR FE R Al
WHEBSIERES - &% Rl T R AR
o BE T RIS EIE N EAE  FEH
TEfEET -

MBI EEF BRI

A 5 55 B B s (e E & iR2022
3 [F] B 35 3 o i 22 I BE URET I & - 18
KEB T3 I K e ZZ T i iR ] AN ] R B = B AL
FHFF - EARMEERRER o W AREFTRRIE
i R85 T ORAE R IRF PR B BE AL G 1B IR A
M RRIFEE B - AL - (1)
REEFEEGMNER . (2) WMAFEERHE
M (3) EfEITHEEEREE ; (4) &=
FEFPHEE - TR AN BB K
WEE > BELEmEBRD R BT AR -

HERIEGMRE RISGHEBIELED

" EAEEY) R DMERRRTE - # S
RIS - SEMEB S ZFERAIELEL0 - 1
%% AR T RBRNLALELE , - tR2BEA
BEEER - AARKREE et - EE
PR i 2 WnR L - REFEZEARAETT

o}

= IA/C
8 & 37 B 1"““\

S

g o S9N VY 5 i B 4 R A B2 52 BEW) VR T
% - WEE LSRN RERL - FHEthiEhs
577 PREEAEE IRE ) -

3pklERZ " DravetiEfEEE 5 WIEME - Ik A
BTHIEEY) 2 1% - B R DA T 58 1 Y Ry R A 4H
o BF ANPNHEGERAE A - AEMEXR
KEETE - R > FEHFTDARAESEEFEN -
—flE H 358 27T 14 A i R S g ARBEE B R
K~ BREMIN - SEYREINEIER - JER—(EH
AJRENNS ~ 68 - BLINE—RSIBEREFYIENS - W
SRR BEF TG 1

AfRES

—————

iR
“F{E a2
£ FRsech
EE =] FEVE: |
BNz SE=
EEEAF IR

ASFI0RIEN () - (ERMMEENRE S RMEs FISREEER -

PEEAZRERESE Gl 2023.03 3

—\



X/ S (NEiTHmmE)

F RS2 P E 5 SR 20
EAS ISR EF 11 He0H (H) TEEILCE
SRR PN I Gt R R L
GHEARGRER TR T REES -
gt TRRAEIE  Jh1 1 8TEEE - A53410K K JE
5% GEFEEHS,204,000 0B S - R FEE
Lz !

A T B AEETERA®ER (A
A T EOKTE) L HEE L 2E BRI ES
ZEACH IR R ER B R ML) - W ERE - &
T R AGE e EE EH SRS
HESfFETT - M RRRI A Al # - ER
T A E i N e EREEE R
RIS BN 2T -

ASUFEHFBETF HEEERHERINEE

BlE e o AR Bt R i =T IR AT A IR
SFH (REANZRE) - B5F " BEEERE
s /X STTERVEE LS MRS - fEFRF
fRE 2R - MEABNER - BEAT (&
M) EAEE L —  HEeEHEy - =il
Ui 12 F 25 R\ B Bl AN o KO B o T T RS2
SRR | R IR A ZICRITER > - B

202Z Bl &

AN PEREFRTIE (£2) ~ 2250 (H2) EHRSEPNRERAEE
IR AIERHL ©

4 2023.03 HEEAFREFRESE T

‘B
M
=1
FOle

MESES

DI RS B OEBEEE - SEERAZE
EENG ERS A - ARG E BSO8R TN
INABR  ABREF P — RS - ZEZ8H - i
FIINfERI33 77 > B0 He B N R & 7 -

REEAF FEBEHMNEEDLE

XEERR  XHFEERVBEE R
EEI - SR A A E 2 AT B A
B SEFERXIER " FRFREES ) - 1548
HZ BRI R R R/ N TR T R
KHLAZE EGE o BFEIRI 855 - it " A£G
RET L - METEREIEST) - BFETRm
far 72 A A - EREE S Fath - KRy BF B R HASE
i /NI o B B B PRI AR AT a8 /K I o fth i
REVFEE B EER 1S EFENREER » 7
FR{THIEF R E R G BRI A -

1] 5 4 0 15 ML i 4 oy S5 0 HE A B SR B Y
A ARG Y - AR AR BN A - B H A
IR F RS EEEE T RATEEE S
TR BEEERFRY 25 55 - —FERIAHH Ay s -
A CIEEREJTHY 25 25 Bl F8 M fE fim Ay L b 5 2K
W - FRRSUEBIR REE - FR TR NME ST
B BEAFHIAIAR - ERAGERISCRF & -
E20E] FEI B 555 |48 ph = o

A XTI TRRFEESS ) SEIEHREARNEEFE © SEERT
# (fA2) FEBEEEt L 2nme -



{; )
fffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffffff %%’Jﬁ%&\

BAEE REREERRK B EMEE RS R AR  AEER

T ORER o MR BRI S B EERCESEEE - WEmAEER T
BEEs . AGREEDEHEE  Bitgx B EREREFAEHATE  ZREEER
REEH R E SOORIEIEE - S K GBS EERA - BIELSTRREECEH
B AR RS E S g URTIER TR MEECEESEegHhE RS
PEIRATEE) « A TG T Taiwan 5 BEFERERARA A SEETE R - i
Bar, SIFEHMLEEHERS — [FRE  AOEETHSETETRAAYSERNS
BRI R T R ] [#ER B R RE TR L R e b

R & ihERE AP R KIS E SR e
A AALE & B S Bt R - b
Fan il E 2Rl S & - e REZE ARt
PRI I FR Y & gor Bobrol R - HFEHELE
HES R 2R B2 Iy

S
cH

Eite B —REEENZ D 2 iR RO HE
F] o EEMESRRE AR T - BEE R R I [E R ‘
BEER R A 55 IR /N -

[

O

Tl

sR

EE AFBEBFINHITR
AR BAGFR T A 7 2 A RS R B 55 5L

ZUte REMILBRERS
[FE20B]ZF B |95 8 fh = 2

A TEEBREBFERARE) EE2FEEREPSES  m2AWETE

ERER (A4) RFEFSEESE -

A SEMEBRBBFHREF o

PEEAFEREFESSE &M 2023.03 5



A

e

A B

N

=

S

A

X/E2= (FHammk) ~ RESCEHAMa

b

TR N B AR B E A - 1F
R IR S FHEUS T 5 - RN I i E R
RO - S VEE) - BB R L SRS
%% - 20224E11 H27~28H » RA—®&H A
A R ARTT - H BB 2 R 2 899 22 H il i
R hEE G E S HHIR -

THENSE — K REFIEFITRAERZE R
KIdE - —PE20224F KM 58 1T/ B0 FE B iE £
ARFE L o BRI ZE BE— R YR ZE R R &
PR BEEER - B2 AE Y SRR R

ik » DLRGEAIESTERG B N RIS BN A7 R8T T
PHVERYE SR IR T - B T e B ok by BERR A B
TE » RREHTITEA KRR SE - MRS - 78
FHERIR /NG BT B - 3 A [ A R B B N
it B RESZEMEL > B KR8

K ERIEHTALE

HAE)

— B\ EE

T

B - R RS TE w5 B B S R R rh 58 559
.

5 RAT AR AR E  5E T YIRS
TEYS Bl R n] R TR B A 8 - (&
B EERERERE - HEFHTESA o TR
7y EVCOGERRERE T - KA H S
HBIE R F IZ Y ok R B R A48 b
HEHCHBEG - — 53 I5e AV E E RS /MR
= R E EEOE AR - RE e BRI EA]
i E

BB IRIT IR R « BUEERYSRS T B S
W BT A EIEA S S EHERE AR LR - 3555
B AE IR ARIT R B S - IR R A LR
ZAHME - BIEE ZEE !

ANBBRICEIVINEREA » SERERERREREE -

6 2023.03 HMEIZAZREFRESE 25

ABTRREIRAWS - FRIR CERIEDIT IR o



[(FRRILEDE]
X/BES (REREERRTR)

B MR RS2 HEE e HHEE)
HENEHEeEEk b | EEEE - 3R
OIS B AN T A R AT SD 6 IR =l i AR SR E
T~ FHAAHTE AVERAT - 28— Uh 2R EI 22 R -
B & R T - A R BRI ET AL R R KR
SR - SR EETAE RGO 5 58 uhEET
TS MEAR - AU RS
B ARAMERSHEERERR - BERH -
w25 E > CHRREEEES
EMEAE - BEARFE—EIEEHIKE - 75 #
e EREAIRGE | 38 R EIRTHS
B - NIRRT ST - EIRRRS B RER
ECYNE 2 i

ek B e E R IR M A R 2 BLE R R — %
B AT E) - (TRETE B B E N EBE - RS,
HOTT Eh Pl A~ 5 (6 HLAg 12 - HIEE R HE iR B Y
WRFHIZ - Fr AR INHE R EIME - 55X
PRI — [ - BN R R ERE T EE T
TENB IR K ZBRIE T - B2 R L !
AR EmERTIEAE  #EERM 5
NIEE R EE -

.Q"G

AZR—RERSNMESSES B TEFOIE -

LR &

’t¥/ /

X/HEE (HREeE - FFIEYE 4R R L)

i KA R Z2 BRI - IR ERENE
IR — R Z ARG EAT > BRI F
FEETEAE 2 AR RIS - ALK —&E 200
TEENERE M - S RMEERI A - EETE
FEY) B il B TR AT R -

A E SR E2 IS8 AW - AT
[FETTHIR ANAERE EEEEE T FER S b
B - BREERMIERFRIAEIR - B 7 ESIIEEIHY A GE
FERG IR ] I 58 5l 22 A REL 72 e R B R A A o
HHIE T —LElF M TR L HE - BRI B
il - BMHEEZENHESZERKE - G TE
REJREER - SR AR AR A B o KRR EER
- NEERENTZEEHE T - hE6E
FEEEE -

TRIEKH B 2 S REAS THE AR S - G IR
Al DARERREE o2 B - M SH PR A AE AT S B KR
# o EEALE - BEITHE B NMEZEEE
R - EEF T Y A LR E R - R
NS R

i B

[ '\QSé "\ ¥

= g8 et -
i e
o

¥ g

et o
HEEERY) ) \ﬁ:\“:m
; 5..*"' )_ || e eseRs

\ Ild?,ﬁﬁi“-"'f—:lk
Lo fe |

P N '-h e I

AEE (A—) ARRKETEREBA  FEIERTESHEYRRDIY -

PEEAFEREFESSE &M 2023.03 7



IR RmEEBXEIL

S &

'll'

AERBUXERRKRESERE

/A Fe R (R MEREHEE)

202212 H 25 H EEFEEETRY K IR - g
ey T T K 5 Bl ik AR B PR PR iR 35 1 0 M & Y
?E%T + A T T R PR B i S A RO v B
HEIE 022 [ MR — 22 RN 2 5 42
F)] cERTEREERESER - EZE518
H - R F RS R AN NEGERE S
B s R & - B L E N H e E A
e N AR 2L R SR B DA R B B B
3510ME FRE EEREAI G E L - Bl E#EE SR
Bk H AP R - AR R R B b R
HIIEEE !
EXEIR&iENS :%:'
"I EEEE

EARTIACK
5035 0 5 0 5

L SRR EGHE B an R o R RE

A EHFEART ngEﬁﬂa

& 2023.03 HEIZAZRERESE 25

il H R EE BRI E - E AR R RIS
ANFERL » WATF 2R B Judyfs FEFETT - F2%
BRI - &R I8R5 [ E i
B AR T ERRE ) NEEEEE
HEFRENEREERH - dwtTHE =
5 R AI 22 e 25 b Bk i AR (AT - 2B B 2R
BERZ 0 Hudy= oY - mEeEiE T
15 wAE, > LR > ZRAMEELERE
FHA

BiH BE B R E EMTEE (FEESE) REH
Fre o TREBREINEIET - BRSO ZEM

PEHA D R L e | HERFEAFRREE
k- R — K EEIIRE - HoEEEEMEE
DR T BAETEEREE ) 3

AT B AT

ASEEERRATIEE 0 IRE R -




