46

%E/Ui%;%ﬂij ’ %&Lj( j\ﬂﬁﬁfﬁﬂ%%ﬁ_ﬁna Ea}ilgt#%;ﬁ%T]*E%/Z\ ’ ‘

1% 2004 F 5 AR
NEFERETEEERK - KIERNBRESE  IRAITFIN » TEH2EBWFINEE - EEEEEERD
RASXEMHFEIRET » SFRMER  EFFSHRRE  SEENAIFESERERESZAE
R - P@ME&R 2021 FERAREBHEEREZ - BAZUEE » 2022 FEEME » DhRBRUNE
FiR SR EBTENMIES » ZMRERFENRREEREE

T@OLBESMSFHBOOMURE » ERFLSAR  &/NRBE2 2212 BHEIBE20ER
BEE 1,401 ARRRERXESH - AREBHRAOEBEREZ - 7EORHIHESER » 515 140 ARX2
m:mem&7 =8 BEEHHESER » 518 154 AR2M -

2022 FREMFEMRE [ B -FREFESEXAIRRERRRE | IR 10828E2587EF
FiEsE2RERL U 1ES | SXE BIESF  BIEE  BEERHMKRESZTEMER
HRRFINESS ERRERSR W RANSEER - REBRRERFRERAMNZ SRS 2
RPEBEIMMEE—EAIFRL - LW REHTTEGTEHEMAIREZNERMAR - SEEGEST
LINE 5B R FIESE » UWERIBFRHBRMASENEIFED - £t » KRS RAEDFROBES
WHEEANGEBENS » EEZSHEARERFHRBRRERMEIFLAIRD -

2022 FgSUNIRE—BR

09/09~10/04 RIECSERE / BH— 2022 FREFRESEXAIRRERRE
2021/01/31 ~ 2022/02/15 SEER/ REtR EREKER
BB B 5IbKRE /) EnEmERE

¢ PERBIME—LEFHEEEF -

& RRUEMREEIERIUSHFRID

2 o
e .‘q Ewﬁgunnfw%oﬁﬁ % %‘g N

¢ EERINBE

& WREFR—HE -

B |

[ SR = &

¢ BHEEENIL LERELCIEMRE - BIFREF -

=

47



&% li‘*b:?#!@lf‘ é L::;r
LBlE® : slewEs &

Blolo|w| s 908 % &
ol o e

LB - FRB AREREINE TEHATENES » SEEGHREE  FEhRRRTRLEE
N2 BRRERFIEZEEHRENEE - 2022F - EXRBENES HEE » TRERFEMIBIR L
SRIE 0 BUIRERE © R LW THUEIERER STV » BN EIN B EEING TR R A ES RIE -

2022 FFERR
2022 F 4R LBGEMRIEN 2B 160 BE4B 13 BHMEOER » AP ELMZEEMAELTHRE
BY4UEEED » HeB 3B AZRBILTMBENREL 8B ) A8 U [ £ 2Tt ) BRAE » 3BAK
—IEEHENRGRIF—EREB N B CHBNER - T 7RI NEHNES R NIERER » WiEmm

m [ LINE BEBIRIIFIE ) RUBEREIAER AR R FRRAAIRS RIS - BiBRANERREN
A R7A7BESH 1 BHEOER  HAE 11 URE24 - ’_ﬁafﬁﬁi¥ » PEERORA
AIEEBECHMBEAR  WESERIESE - LIRIFUNE ZERBERBE  BEFRITEERNERS
FRXTTMER  BAGLO—X °

% -1 ¥ M e
pha-i k-
MLRREREEN S
mﬁ*%‘“ £\

o LY
>

¢ SEMEERMERRME R o

¢ LINE BEEIBIERREH ©

RIGEERIERE - RITRESRERAEEZN—F - FEARARBEBER
THRAEFREREASRHENRS - ARBER ’Qiﬁiiﬂiﬁ 2018 FRYIL [ 234
IhENEEAL R | 0 W TRREIES T | /X WS ERRBMA » EEE

BWE - BRI EMFEZMEX 5%75%&?“5%3%%%@%@ CBE—RETHKE [=].
BB EEHETRIEE » (EPIRARAEN WIERS BFAHL A BE B
2022 FEHE

SEMSABREUNTHRN (BXENES 1) B@F2E# 6B 12BE108308 111
EHIEL OMES  EMFEREEERERE -

HEEITRIBEMRER  SEARLE  KAREEMmYHAE Giancarlo A » A% B M
REBES » MASHABBEREEEB IR [ RFISEEEENZAERERE | | TEMER

o

uul

m H

WE—ERELRRMARRRE » DER : [ ABEPAERONEMURAOEEBIEM - R
BRABZHRH  —B/NKEEEMZ0V/VNSE ) ARB[NRRBEEARE TEIEJ%E
70 David » BRI AL » EREBEMBIEAT(F » AEIFUBNREET - EREEERE
& © 0 Giancarlo BB 2822 %! “We don't just translate Chinese into English. We give voice for those who are
unable to speak due to their rare diseases. Those special characters in the book represent a minority. Then the

work we do is unique. That's why | believe this group is so special and I'm very proud to be part of it.”

<EMBRN
What | learn in this article

p7

®ATEE .

Let's make a pinky promise.
Some words about basketball

ps

=3 FE 3 Step Layup

tﬂIﬁlE'F drive to the painted area
fbutnot T,

As | know, painted area is the grange area
on the figure.)

= 434551 a three-point shot

¢ SREFIEHHRRFR D TRMBEPHEEE
B RS REE | EXRE LR  HERENE
BEE

¢ ZBIEERAN ) AREHER  ERER - JIREEIU

49



50

2018 FHEENRHENMBHEEERERFEES —ENIBERSERELATERE » &8
R T ERNBEL | BIKBERE  TEE | PERESEESNGS | NEASFEEKEREBRE -
It TFR/NELT ) fiaBRKE > Ue—FIBERSEREAEFKESBR » Hmbit !
2022 FERHF

BASLERN [ FR/NEL | BEZEFIKE - BB 26 @R ERER 39IKE K% 31 buddy (B4
5ETL) 4k - SF | FR/NEL | ERKEFRARE DHIRERBR K L REHANWBOFET
RIEI 8 ERRRE -

7 B7 BY5 R Z2HHE N\ BB NMEIKIETEBIR SR ERE - R > BB 108 30 B2 A IbHBUE
IRERESITEERENEEM [ BEUES  BHEER ) BIAmE8) » WiEmm o

123 18 BRRBENGRAIFEITN [ F5/E LB NBERBEZEL@ENE | - /NELFIEZR
B2EH8BNBERERKEKRESHEN  RBER 155ER | HENSE - RE a8 2 kiR
WERRLEN  UREREOBUMNSZST 8 T FRNBELT | HEKNAZEARFEENES

¢ NELMFAR—Y) BIHRE -

HEFRRXBEE—BEEMANRELIE  ARARKRREBIEERE » ZEE8 2012FIE
HURBRESELINEREBN R TFRIE ) TLBIBYINRERESR  EXEEBRBIIFHE
TRZ » %S0 UBEEIEFEERKERNFEG  BRIEERIE -

2022 FEHR

v BRRASEE —FE5IEE
EFEBENEEMRE—E  EEPRIEEREN S

AR IR AR - BT RETE  BBRNEE ) BB

MERR TIRIE » h B BHRAREKMR T mimAIsEE -

2022% > FBHREERE 145F » BEFIFES0R%
RBEF > EBRE  TREMENERRMBEILEET L X
ECRBVSED FEEC RN - HEBREERLHBE 5 BIIK60
FANRIEH » HRFTTMRARDINB REMBAVEE

v BRRERIZERE oA 858

2022 LI D HEHFRERIZEEES » HBIBS 4
BoR I ZB8RQPRHRIERE ) - UWERI10A158 Tk |
Y. BHEEE | NERE - BHENRRERBREE M
261 MRSIEERN 118 12 DR [ B E R FEY
FE | ERBREBRETENEENE  BRES
HARE 20 ERBHREN 88 iHERKBLEM -

51



52

B \ i ¢ BECREELSISELE
FEFERRRERBHEERAFRNFE BRI B HRRIESRERRETIE - MmEZIE
Al > EEEBEHAL  HtREENEESEENSE 5’*ﬁ'ﬁ%_7f$ REMIHE » WAL ARERE © &
B E 2007 5 | ERBAMERERSHE | > BHEREEETH > EEHET 30UESTE y

KREERRA RS - EFFTTEGBERNMFER -

2022 FERR

PRICEST L EENIRBBE RS
REERE  AFBRMIFN AR
EEEN ) > 8 A7 HTE NU SKIN 3
MBEAER - BAFER EH
BRI El 3 E RB AR E NU SKIN
PHEFSABRERBREFIE &
BT -

SN - 20224 T R RBAKERE
B HEH ORER - BRE 0 BR
20BMIERBAFERNSTHE
m: BREBREEEHSENEA |
FHREME - BT — BF — I RER |
B FRIGEZ AR - BN KE
MBI ES Q B  SERMNARE
EENTRATRES -

E
t? BEREER mRER
-ﬁﬂa LR

¢ ERASAIEERATER

 DIEHMBERENS

*71\'
BRNGES  EEBAY—COEFAEREL  HAREEHSNER  NESIEESENEH Zﬁﬁémﬁﬁﬁ
Bz %é%$ﬁ§%®% BB AN FEREESESARRENILE - £

BE#E

2022 FERBAHBRR—ER

BHA

EEE
TEAEP AR
NUSKINTEEEFRZER BAFIESR
MZEF+H4 EEE NAEH
FRERECEXAIMEE—ERIBEIDMREEER DIV
ERERESEXAIHRRE—ESEEE DIY
FERERESSAIRRE—FRERZE DIY
ERERECEXANREE-—FESHEE DIY
2022 BEZRIRELE NS EH
X5 855 BROFIEIRE DIY
MBI ke 3522 B R B ANRERBERES I NSEH#
FZRRERSHRIE— &E%%@Dw
NU SKINTELRA4TSE  #arbEA ) HE DIY
(B O EES  ARIEEH
N 30 B FFE FUN 88 N

03/04 ~ 12 ~ 04/23
08/07
08/22
09/09

09/24
09/25
09/25
10/01
10/16
10/16
10/22
10/31
11/05
11/19
11/27

rﬁA RIEFENRITIEESE - BZ DIY

12/01 ~ 30 ZEBAAIERRBIABERORE
12/08 ~ 27 IKEZEE= % DIY
2FE (8A) RRBEIREESLAIEE
2FE /J\?«%/\Mﬁﬁﬁuuﬁz
e - 2FE RUMERSARERREHRXETE
' H1ar
MHEJEE # AADC R 938
#E5FE fiﬂﬂ/‘\]gaﬁ;}{{&ﬂﬂ%
& KRZA
BEER  FIge
wyvy Y

e =

# MRS ERE

# /@I\‘Bﬁ‘fgf\ E JE {‘9} i’ § z%l ¥ Z
| 2 ,,‘\,J'{ﬁ fji
-iﬁ 7 Wé N m%\?ﬂ j{ fE - mg % \ 'ﬁ‘ i
E % 3 N @ a8 Qéjl N }ilt‘ﬁa,%. \é#

53



%ﬁ i ﬁ 21
Ff%éé‘\&ﬁ%ﬁﬁ%ﬁﬂiﬁﬁﬁ Mﬁﬁ%‘&* %@%‘%&%%ﬁﬁﬁﬁ ﬂgelman FERE A o
%ﬁﬁﬁ o @l VEBER  @EEf . g N ERXFIfm

m”’_’y oo

o Fiiz
300 e] \ = L =

LB RBFRERR %’fﬁﬁﬂs&%ﬁ%ﬁ %Bﬁz;mag%iﬁﬁﬁxﬁ ﬁfﬁd\ﬁ;@tf@ﬂmﬁéﬁﬁ%ﬁ;ﬂa@i
R ElE P FIan w@ . EmREE BE 8l . ma

¥

El %EE . (1 1o
;ﬁ%@&ﬁﬁﬁﬁ %mﬁf@%ﬁ@%ﬁ 1 R SRR R
%gu g1 FIHE  FIe . mgy. g . pE - FRIEDR
FIL
¢ Uoe
] U °
. Seven P | *
‘g é g"‘gﬁ ) ISR CEARERR
# " 2 .
o X * g\'ﬁﬁ%‘ el Excave XA, Ue

\%\

A O B W
AT 7RI ) KO 1 g,
#a.rze iogf—’
ey 5
b &= e =
Psiilpiutdn gt L AT TN LT
it T T
SRR ST 3 07 - I Sy gy

W= S
R e 2 TN
- 5
FRATH R gy f:‘"

;:::'4’:;: F.‘;‘;t‘* bedia o "*_& ,:t: Mg may,
R e L it

= A
) i T

BRI/ BMEBAREZSREEEETRENEE  REBRINEHRRE  E2EBEBAE
o REBERBH - 27 Covid- 19RBHFE  HIRBSEBEIINEME » (BH1LA T RERIRMmEH
THE HREIMNEHAAIT ENBREE RRESR » HRALEENRPEEELRES LINFE - ARE
WAEMARGMERE » L TERFEEESINEEREER » BEHBARER AT FFER » I
SR U AR (iR e & AR S » BEPEAE 7 KPRV -

2022 FERER

ZEIFZFREXEBIRBABLURESR [ AXMER | BEAMRASBEMBERR - AERFTFE
MRRIRAZIBRE - RAOBMFIE ) BES - 1K2012F7 BRYRAMERESZE - BEEERES
FHWEER  AERRERTZ—RE -

MRS R ARSEREA—MNE - TEE2BRFRE > REAES - 0 ASEINERGE
KEE (BEARESR) O AAEINERSET « T8 » EREREBZAEHFRRATEEFE » A
ERERKAE—RBERS M (WA —ARRRERER) S FRIER » AR NI RIEEEZA
AT S IERER R

KA ERME2022F » BB 5080 BRRMIR - MBETRALE 3,145,261 78 ° 2023 FRAME
R EIFEE » Bl RARIIAMEREIR L EA SR EIRFERE -

RIGER | XERB2FEHERRA (EitEHEE  TaRE:
MRIMAE CIRER R B A )

RERE . BINSBURBRAS
2. BOMESERBRAAT
3. KM 15 BERRARBEINERRGN RERING

WEBHER - (ERHISEFEEHE)

RIBLEE : 30BT

® BB > OAZRIEMHEY

BEAT . ERRGE

55



2022 FERR 2022 FERRR

AEH2003F#E » FEBOREEEEREARN _Hilr - AR T 30BRAIREE » 4851E AEFREEIEFRERITHRED 2022 EfFE—BiRRR;EEH—8%
7425 N » 2022 YR 3R AR - HRIAO 8 18 ~ 19 BT {EEREAM S ¥ AR i) FEROINEE » A RENREIEE—HIEERE
1082~ 38 MERABB_AE] - URk11827~28 EI%%A@%JT]\@%EFJT%%E@ [ EHRE BIEE 0 2022 FABEINET 2535 |y | Y SRR ARE R AR %0
RAEHUEBB IR | - M5 6 AR R BSH - r&@alﬁ#rEﬁﬁ%#ﬁe@—%ﬁufm%@@ Da/05~06 | [AHEHA ”‘ff” FOERRERS =
X 03/13 FRH Bk 61
R RN A TR AR ED TENEFEIE  haHSRE T RIS THE &g P REEROFMEY  RREEAE | amemmam FDJJDIHHETE&%;Z%—EE%%@J 45
ey % SEIRFIHES AR BB AN - B« REREAR— A o122 AEETRE 108
#FEHEF 1,733 AKX2E - 155 R 07/30 B A BTN 141
LhXERNEHESR . A5 1580 08/06 EEFERIESE 58
SEENERNEE 08/07 BREAFER-BAFEY (A165) 80
08/12 FRERBHIAE 142
08/13 MR \IRTT — BT 67
08/28 BIEIRE)—X5 REAMETKE 97
09/03 B EREIE  WERFRTE 100
09/09 BEXAINREE —ERiEEIniREEm 75
09/17 BREAFER BAFER (B5) 35
09/24 BEEINRE—TEERE 26
09/24 BEYEINREEAEREE 52
09/25 BEIEIRE— RERE 41
09/25 BEEINRE - RERRK 58
10/01 MHEAlR ) BIARMERRIEERIEE) 26
10/15 TkEm¥ - FHEAL sEERFENEEREEH 39
10/16 X5 %55 BROFIE] FRxs —BiE 106
10/16-10/17 &R FrEEEER 73
10/29 [ESR4E  HFRE ) 2022 =R FH— R 89
11/27 - B mEFERFELOERE—REE 41
_ R . =N , 12/18 FHE LB FRNBTHERERRAGEE 80
& IR ARSI EEDK b 1,733
56 o FRABIOE LEHER A8 - 57



58

AICERRERRIERRRIL » A 1990 FRIZ 2RI B MRRAERE » FREERART
ERIL [ HEVEANGESERBEmITES | - TP EEEN ST BB E—RmiL | BBhEHE
5 [HtEES | HPER D BEE S REFR  AEEMEEEMIL [ EXNHE J -

MERFRERESKBEET  SERERASENENEY » FERERELEENNIFENRBES
B —EEENE - BRIE5EA 160BEBIE - BIRFZFIEIN - Sim i A RE M EIEE -

v BE—JR3 A BhETHE
BE2022F K » HFREEEMIIMEENWHEE » HHE 44 @8 —RERII EBNEE » BAER
IEFVABBRIBS IR R R - BARERIEHBER RIS ZBIMME » B RELER B CHEE -

BEFEXREHBIMIIZ E—fRiAaBhEE

KRB A ~ Alscom FGERAF MR EAMAREHEE  EEAMLE &R
IEBHATRE  BEAME  AREFAKEFTENE  RAFERENGIEEBEL
o R - B RH - FERKE - FHMFKE © Couon KIEMRE - BF —
W% KE X lidrE - CHARGE B & ~ K WBH IKJE ~ ¥ HIKJE ~ CFCHERA ~ &
#ZIE ~ Cockayne [IEREF ~ FFHARIM R BB ME RS - 6 F KR - MR EFECGEES - I
B GOEMREE B4 AR R F 38 E 5 KM AEE ~ Joubere KGEBAF ~ fL/MREE -
FIEAEAGTEAE CHhzE A - HEEMGEE  SHRERBEERS  ERETE
W AT RAERE  BATHRRXREANIETBRE  HERERTL2E  HERKE
¥ 50 AT [RJE f% Bf ~ Lesch-Nyhan FKUE A  BATHANAFE - TEHRE KRB E QG
JE > FFEEFAE - AR B FE - Wiskore-Aldrich K 4E f 2 ~ Meleda & /7 ~ Branchio-Orto-

Renal AE (R B 1L B AR RIS AR - 2 44 B -
AN /

RRXEBEAEREMERNBES 2 ERREINAS BRI EFHE - E178E
e~ BRERCEREIFEES - BEEENERABHHMESRAARE » BBEBERRER L HE
TR e

BRIHE 25 @R 24 EMEGEFT > 2022 FRGHENPHE 1 3IBHEESE) (H 258K ) » 85t
f881319,088 7T < ‘EEE S BFEBEE « RERSFERDE - STTERERBRENES - 8iE 2022F
& » ZEEMB 3705 RS > ABIRAEEE,358,1787T °

S/ BEEXFREEHZEXMEE (FIERILIBHEE) N

BRRMEE  KRBREALY FTHEBERABES REAKERAWEE - 4
HHREEENSRGERAN e FLREOEABRERAMHEE  LEERABEE
RELTERABEE  ARBRRHAZEHKE  AADC R KW & © Angelman [KIE i & B
e BOMAERBEEARGZERAMEET  KEFERERABHEES CMT RABHEE
HSP AT e - ENKERAHHEE s RBERN R R EHHEE LAM AK€ » PNH K
K& RISHKAHHE KERERAHHE FAPRAB S HERBERZ ERAHEE
BERERAB S &£ 24 EBEE 25 BRHRE -

AN /

FEF B BN M R Bt sE & #hBH AR

1,200,000 —
1,098,590

1,000,000 —

800,000 |-
710,497

650,737 639,743
L " 602,137
600,000 575,259 556,198
489,617 491,391
446,945 442,781 428,618
400,000 |- !
311,402 319,088
289,857 279,264 310,393 305,536
200,000 192,095
99,112
(£38) | 8500 13,000 42914 54,502
1999 2000 2001 2002 2003 2004 2005 2006 2007 2008 2009 2010 2011 2012 2013 2014 2015 2016 2017 2018 2019 2020 2021 2022
% 1 & 3 7 3 7 138 1 18 16 16 18 24 24 32 23 2 24 18 18 22 14 18 13

v EXiHE

HHREMIHEE  BAEEAKRENIRIBEZRAEES » ASRIBESRENBEINRERILE
BZRAWE  BIEGERE  EFEFSE  AAEREERUS  TRESHEBEERCENZE R
ERXRBRE [BRES ) MAF—FEFECE - BEERAGERE 14@REMiL » EF » HEZEAA
ESERRERGRES  FRATRERZBZRNTS -

v FEIRR S EFEE

AEI1990F 11 AFIE [ FREFBHBRKEREIMENINE ) T ASEMZER  THPEMER
FRERRRER  HEEAAFERBZEERHE - HEEZAQIETIENBILEERE « £EEA
EEREEDRES HEEZAPERBERRASRBBRZKHEFURB S ERT 2R - 2022
FHAEY 25 EFREEREHG » HEIRIEEE 28+ » fHBNABERE 6,000,7507T : BEFERFTMHEN6I0R
WEEHHERE  BEERELY, /33,3457 ¢

59



60

BEXEEMZERRE

HEEAGEHSREEERES HEZAFTENIZHERANE HEEAGE
%%%/TH%TKEWJ@‘ CHEFEATERBENARANRAB RS HEEAGE A EER
CHEREAGEEARKANE HEEAGEENRKERAWHE  HEEATERE
$k”%’%§*ﬁ7ﬁé\ﬁ#%7il%ﬁ¢%t%@ CHEZEAEEMLD FRARRAKMERE HEEIAZEF
FREREKBENE HEZAGBRAKERE ﬁ‘i@& eEERME  HEEAFE

RAE&A %ﬁ&ﬁ%a ° 7N 14/(0
] SRR
BFEREGS R
8,000,000 —
7,305,000 6,800,000
7,000,000 [~ 6,770,000 6,600,750
6,000,000 |- 5 640000 5,850,000 5,870,000
"I 5,800,000 5,425,000
5,190,000
5,000,000 |- 4,930,000
4,095,542
4,000,000 [~ 3,924,680
3,000,000 |- 2,872,045
2,818,485 2,724,271
2,206,789
2,000,000 |-
1,000,000 990,000 i
000,000 — 922,248
639,640 541500 589,835
(ﬁaﬁ) 90,610
1999 2000 2001 2002 2003 2004 2005 2006 2007 2008 2009 2010 2011 2012 2013 2014 2015 2016 2017 2018 2019 2020 2021 2022
w7 7 19 20 27 24 29 4 27 32 2 26 26 25 22 42 26 23 21 25 26 30 30 28

# DiGeorge FEBEEHRRME G [ & | &8R-

¢ M TEMEERES » BEREMOZECHRERSS - ¢ SRESARERESE () REFERREREM
UL ETH, o FEER DIY ©

o (VIMREEFEHEES - MERBNEGE (£2) ZRZ (2 ¢ RBEEFERRMEHBIEE 1084 -

1) BARRERETHRE -

o T
gﬁ ﬁﬁ mq()RDERS -
%E%JNDMW BT mﬁf iﬁ

¢ BREAR  ARBHERNEERMEIFR

i @m Wﬁﬁﬁ%ﬁ -

£ DY
TAIWAN muwmﬂow FOR RAW

¢ BEHERE ) 15 BAEHESRERELE R —

® EHFERMERK Crouzon FIEEEF—IETTEF L DIY ©

61






64

BERFVERN » BREEARDHETR - BRRARKEIZEER » fETEVBERER MR
1% RERNFREEABESBENREREMNRS - BERGHEINESERERTEAS L BAH
BRFPREHEEEATE - ENBAEMRA N —EEHET » WENREERRT S
BB EHIERES °

2022 FERR
¢ BURBEERERMEE
SEAERFERITR FE - BfF F/\QE %/uﬁiﬁi im0 TEM—RY I FRERE

EIRE L DA ERTIE | EEE) - SRR RE EE%ﬁEZ%@JﬁE—E%Hj:@ o IESh > TRERER
B (B2 A ) BE T Economist Impact # ¥ ~ §2 El B E S B EECEINFEEBERARE

¢ BRSEEAREE

BRT/NEEIRR  AGNEENGRENNE  SHEFSERZBEMNPLEEELTEHRIBED -
BEEG 2 (IBEFHREENE » 81728 OFF COFFEE [ R E | RIIMBFE ; IEERBEE B
HETRAWASE - EEHEST - BEASETREN /B Tawan Bar XM SEHER
MLZRER ~ EERIEREEERRENEMHRE -

¢ BUnSE R T B R AR

REFESEER ~ Facebook MARE ~ LINE B AR Instagram » UUIIAREZHEEZR - ZHE
FEZIE #&EE&/E@”’_‘#‘E SEEREMERG LNEXRE [ BIERER ! | > BERIEE - T
EmED > BERBERBEN (BXBHEE—F4=F) 14 MOIER AR - T#EEZJJFEEZ/J\%E%E
RE  METHBIN | TREREFTHEE » BEXHENFT o

¢ EXANBIIMEATTRESE
MBRFRAREE  BARBHAEEREZE  —BEESSRIPBINRSHE » 2022 FHM
E20ERLHBERERSHHERESE » 851030 A2 4 -

¢ bR B 1ERE TSR SCER RN
SERFEZLaRBRENT BEEFREFRRKSHRENE | 518 ¢ 5 24 BFRLIHRXE TS
HAB 122 BRBETERXETEERE -

¢ ST HEENERAR TS

36~ 1 F@E N e S TN E RIS R EE S S » M5 5 LIRS ARRFBUE A574 /N6 » #ig
T 252 BB 1028 EL - BESTIHEFASOREOEXEE - HA3RERSET2HE
PEE °

rs =
[ = ]
! llll ||=!

mét AR a2
L a mf

IR

AEBRIZZY)  BEFHEHBRAENRE RN R R FEUREERGERINE %H
Z [ BT ERBEERTF—2 T BHERL NES ) SERBEREME B2 SERLESTH
ESHIEMERIRE

2022 FERLHR

FRIKRERIRE < B ARTE | BFEE)
BRERTFENFRARBEHESZRE 288N 27 | FRERBERREZEHEFNE ) B
Fond)  BEHERER (9/24) WEB (9/27) ~5&£EG (10/5) RERIIFRERS -

FEBEEESK LA Economist Impact % F 2 &R AY [ Connecting the Dots: Embedding Progress on Rare Disease
into Healthcare | ¥R& MR A BN » SRS ER EFE RGN BERERSMERG 2 ELEER
F FABREREBRAARNZEE - WR  KIBEMESNREBNR  AGPHE [ EZHHFE
REBER | LEBY » EEZHRACARKERITK  BREAUFRRRRRBIRESNE » A
i BAL &R FREE HI &8

¢ FEERE i REER

EXRBEXMEZER ADC RRZIEREFAR - BB G THEESERFFINEY) » MEERRE
B FEATRE - s Bt RFEEAMACITHIIRSF - BB 2007 F » AGEEZEMEERAA
KE—EE » %8 AADC TRZIER BAERLHEES » WHBIMARF R L LHERBEESEEE
ERRBEERFREBCHORRELERIIHF - 2010E 201 5F @ » AERFULIBBIFIELRLREHESE
ERSERSEMETORE MDC RZIEARFTREZRFEE » BRRSHEBETERBRIFAE
RelBRAR - S FEMERBINEEYIRT) » B E SRR ER BERRFRGT -
¢ EIREMRET 2 FH

BEFFRRRE [ AHBERER2ETE | HiE [ B ESE TR AP » IR FAP 5
BIRGEN ) 1R% > IS F 1 B 6 HER 5492 AMizE » [ETUSBAEEPTE - NEHE) FAP AR HEHE A
BEREE > ARRE 132/WAK 1 SMURBEEZBAEHE » BRBERFIKRIHESSTBMREER

BLMNT  HBFERRBERENEX - KB—F257)  ReBlEFRENE)HRE L It

EF BB  WRRIES AR E -

65



66

¢ HIEEERMBEERER  HHQEFRRARN HRENE - & AFTESAERERBSHEERLEEN [ 2EERSE AADC
) ﬂlzrﬁﬂé’\%?’iuﬂﬁtfﬁﬁ_ﬂ DE%E
* = RERERE

8% 2000F5]1L [ FRERAKREYE | » BRI FERMERFEmMEZRREER - A
mo I BRERRIRRBART] » RS | | ZEIMABRAER T —BERFENRABE -T2
RAERYEERE > MELUFESS  BERERFRGNOHBEE - AENIL  RAMARKRETERER
e BINEBEE (LR) SASHEMZEXE ENDEHFENFEEEL -

6B Rz | EREREEENNEETEE |  ABREFEERERD » AZEZIRIBRF
%Eﬁ\@ﬁﬁﬁaéé BINFE L4 R EESEETERE AR 2 FIRIBR - M 2023 FREGTAB W EEERRIZL
» RS RIEFEREYE  HREZIHER  RKRTERBITNXST - EREHTANRFRII D EE
%EEEE%% s AR ERBAENE 6,000 NBBEEAEREE » RILARID EEH 0] SENIE K & B 7 B
7 MEAGHREEE » R AFELEBREMBRILDEERFEBEEE -
FESS] [

[AERREAEREen ]

ot O A k e o
Al 4
9 amain
BTENSN TSRS - SRS ERCAS - AN ATEEAY - W - SR PRI A0 T
L ML E B L e oL RLALE A
Flrmbam - . L I'l!vl!! .
AL R
1 - PR N RN mC - EI-( BT TRRANAY - G-! .II'I.I\ ¥« B R R

W A - FRME gy, - e nws nwmnu: "1: -
W BCRGSRENE - BRI T W - L .
e i e o SRR T T T R

FESEIERR - REET TS (ENER) - AR IE#! e IAERE RR=h

RN ¢ LYY AT SARNDEL - SIS W P A RS © S

5 Y LA S R - 5 AR
TRTRATAIE L« IR W CRA I oK ABBRE A M
ﬁ TR DT LR+ FRO T - ST 20 18- K-
TR A T RCENE - EABERTEE - Wl T
- R " - il - AN
R TR - S - P - A T

FREHEE - ORI REAGR  REESMARS GV ROCNR  RE  RNON - CHMEE - RIRAN R - R
T - IR AT O RS TR TR - A - TR A -

EHOM - WRHETTERIEGN A R R AN - N A KRR

PG Iy RO - Sk F; L i

MR IRAEG N RRAT - o AGAIMABRFE LI NRIN 28 28 %8 B 8 BB » At
GARREERFERBE -

1

& NEE) FAP AR IES

. <<J:$|§’< Y BUEEREE A [ ERE22FEMRERE | EXRE ¢ HEMTR(A)WBEREHE LEA BREREHKRS= )
R o FEZHERA ©

¢+ MABEERE

MABEREANEB 2019F L8 » [EEBABEHEM » FAEFE=FER/ABIMARFPL 8BTS
RERTRESTEF [ MABESBEHRMRBHRERS S ) » REEHEREGHETRENTE
Y BERELD - SEAALBR (FEAR B30 - ERESKR) ~ 113 IRRKERE » el E
FIREsER (ACP ) IREFRUBERE (AD) °

¢ BiOMEERRE

FEFRBRERS OERER > NBEZE—EERAEREFTE © $F Covid- 19 IBRFETE »
REMPBEGIE [ 5 OERGEEALEIYEARES | - B9 CRPD EBMBARES F OERE#
HEMABRKESE  AGEBRTZT  MAR (BLERERDFREE) BEER  XSTMARE
HEEEEE  WEREES  DEkE2ERBLARSHE  TBEBERS °

S » XESFRETES OERERDES/VEES 28 %18 CRPD £ - REIXBREEHERE
BERZERERRAREE  THERNGHE - TRMBEX - EEEEFERHEE -

2022 FEERBESDN

,,,,,,,,,,, 01/24CRPD%:ﬂ%EiVﬁé?%éi%ﬂaﬂ%ﬁ@fﬂ@*”
02/11  TCOVID-I9 BIRERHNSLOERENRERERIVE, BHE BRI

BN EREREBRREN S SRS S P
(178 ~ R « ERREE  ERRERSERS) | R & B

03/03 ERERE TR 22 FRREARE | BRE =
"""""" 0317 meEpkEE 0000000 EFSUEEAZE
L mps TR NETERpERSRERNLTCRE, 0 OErEnsinee
03/26 (BBEER) DUEWREE SRLEAROAR, SEFRRO
s DODEESH-REARLASE.,  SEEOEESERASTERGD.
05/05 "CRPD EREIFBEMBEEOERR , iHes
06/14 MRESRE %Winﬂﬁ %l%@h%é“‘:’%’
"""""" 06/29
"""""" 0630  TEMBREOUETIERBHD, Ee% 202020 gLEuiteRzEE
06/30
"""""" 07/01%&:@@@
"""""" 08/07 i EEwE REKE %ﬁjbm%Em“A
ﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁ@ﬁéﬁ/ﬁiﬁdﬁﬁﬁﬁfiﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁ%ﬁ%ﬁ%ﬁ@@%ﬁﬁéﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁ;ﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁﬁ """"""""""""""""""""""""
10/01 PRAHTLH RS e

l@%ﬁ&iﬁﬁﬂ%ﬁﬂ%ﬁﬁ

; TRABIEREE, ThfTE
11/20 FEE=RREF  EESAHENR BERE | e

11/22 3 1;@1%51%%@  BEECEENRTRSs

R 3 %5?%%&?&%%%%%

""""""" 2 E¢EFF&§?<¢@§§§—§HHf“]iTmﬂBEﬁiF%
| 2
,,,,,,,,,,,,, ES fﬁﬁjb?ﬁ%b"ﬁﬁﬁ%ﬁﬁé%ﬁﬁﬁﬁ%maﬁnﬁ@ﬁ‘jﬁi@%
B4 IS ¢ BNHABELEEERNSnER AT

67



*
] L
f 3 ogah

SEEAAWEEFRAXBEARMEBEE
i RMEBREFREE] - 'EEERE) - CNAREES

H [X]| 2R 2 2 B HY

FREREMNTE ? 202FHK » XEBEBETARNT  HEEAXT - BEET G BEATEHI
FRR 0 OHEIERE - (REANRRIIEEFEIE T RIRET ©

2022 FERER
¢ EEE X ZRYE

S XGHEFERTREX [ 8L Tawan Bar | BREF  HEMXEEHETH (6
HRFOHE] Kk (EEEENZ D 1 MFREAOEERE ) FEAEEE Taiwan Bar S FET7 AR
HEEE - DA - BBRAEES  TEARSEHAFEER  BEUERE - & T FRmEA - Bia
CRTAESSERtR ) A5 | BCAWER « FIEmREEiEhsA -

RIGECRNT 7 | . A
MBS ARARE [ IBF5nenR 7 O s )
T msm 122000 NIBEFHRING -

E37E 1/22000

BEEAERBEED BETEHHR130259
HEX - ERRAERE - HEE6H

[EEEEMNZL ? HFRRUMHERER ]
REELE " A REE . BRI -

¢ (BREERR) FREREHE

D2 ~ BEAD - BRI ATNEERMEL  JKHRBFERTRATIRE » KGHRFAEEIHA
MZHEERR - REIINITR « LEMEBRBERERL RELBETEERANEFRERKRBZ B
T FEETIH 8 BIRE » IR FREY) - MR - EanBESHE -

¢ BULEFEES (ARBEE)

BAETRFATROERFAGRIMARA L THRREAFROVIERZEE » SEERIVELRSH - F

RERHEEEE » LWBREMNNZE » ERTHEEAR -

¢ BEBAESE FINEHEA

BRTASCEERATHEAESEMNEB
o SEIHASAERELRLIE - B—BER
FHEREFER RS LEMRBE R ENER - 8

TE@ERERE ~ XIRER - MEEIRBLEECH |

F5H -

o =3E ( NERESR)

A

SETN=7AMiE

TBER SMABEX » BERAKESE » £AEA
B AERHBEXRSORE  TEREA10573
RIBHET - AMBENE NN FEE » XEMNHZE
MEER » BBl » BF 205 EAE -

setd 0
A

o

EY
=] } s
NEFERERBELR  ERHEEARER

STEE - AIE NEBRIEFFRIESS 5 2 S MERBLIE ©
e RER  SHWEHMER  BRFE/HE
BYRF] > MANEBBBEEEERS TIFREAE
¥ BIIERE  WEAL

—R=ZOHERBESTRENREK - Bt
FstERF R —t5&% > MPREETWE
THEEZE  ERABERES S SF50/)
BE  BRKGRAIRS > S8 SHNES
BERAEMEE -

69



Instagnam ) B3 =«

ik 1 i woulk 1 S5
ARkANDY #
: . mF R ‘* k b
. i%"lbﬁ
a v f‘?‘ ;
IREARE | h

DiGeorge JEfEEFHIAIEE K2 Rubinstein-Taybi FGIiE
EBNIGRE » tME A ERENHEK » ZEXE
BELEFENWMM - BBFTR  —BRATFEZHE
BB » UK F B —Bs FUAIREfE<FR AR -

LU

R SN

BPRTF R R GE RARS

WrT o . FESRMTL
ean nz

®.f 2022 FERR
PRZRIARARRRT

NKXEBR (EFzHK)

ST IRAEA ML - AIETE LIRIEAE
FBIENEZTF  160FR  BRHBEIEBHEERX -
M EHEILZFERNMESNLLBRRIERE
BEASSEMITE » ABRIRRVISIEERE—] - -

=ZUHEEE (KEFEBER)

BIZERREEHE (KEEKR )  SEEER
ERNERLBNER BEAEHRBF AmER L
8B - SEEBFINERBAIRERRE):
R E M N ZEEERE SIS ~ AADC RY/)
TESE S e [/ MR R J E B AR 45 45 2 Ed B B e
RAFEBAFERRVBIE
BORYELS el

i viE]

o BRREIRIEITE
TEE-EURARERRARRIEEANEATLARE &
2004 FRHIEZE 2022F 12 B » BB AREIE 500 8 A ° Facebook 44 EHEH
5 LINE E75IRSDFEALAE - 315520174 1 B 10 BB » BE 2022
EIE - M ABERBIB22,000 A ¢ LNE ESIRFIEARERRBRIL » 1
2018428 8 AEAIESH 3646 BT R » HARSTS—EAMENLN
B o RS A SRR B OREY H BYIRBE Instagram » A 2021 4 3
AIER L4 BRATEERENS BRSNS R TEERSER -
BE—ENE  ALEERAFRENFHETEE R IRTARE  #52
NBBRRIEIE » BIEES -
o 1§ EEE — WEIIER 1R LTOEAE
ARGIERE - ARSERNBEEE - #2 AAMEIIE  AFRE
ERZBNES » ABRNE—EERISAE [HIERER | | - BHEAR
{EFIR R Party APP S3BLEY  BASEAT Facebook SEBIEME - etk & N
2 ERNENFEEELT - RASREIEIBA 67 1 - S0B4 131 - M3 BOLERRTS - T
——EFFEREANEY B EAREEERRNIE - BEIEEEE  EHBEARE . Al
FIHTE -

71



72

[BRERAR - REDNEER ) - BRT/NERER > BE22TMEENTEEENGE  USEL
WEBETHEDFR - MIRAENRREZ T  AEEBFAmAEHEEREITE  AERFBILDHZF
T A BN SN -

2022 FERR
o BFEEM ZMARETR = o =
B3 coFree EMMmANE 3 e
SERAGHEMBEN PO - 2R AERSHEENE . T gy S

TEEESHFSF  FHIEEER join Bk —EHES [ =
r—if RESW ) TRIFEE K [ FHRHZEEY
BIENOEHE ] - AR URBEBEN D LB 208AF
REESRVNERES BT PREREEAE B
EMIMES 2V IBFHRASIF BT —E ERZxE |

ZYIMEEMRE - IR28 OFF COFFEE B » BATTEIEMN
SRRt o & R E(ELES OFF COFFEE MEAFRE ©

¢ BTRARWOASEMER
SEEAFHEBEREREL (AETE E2R5R) Am0S  SERFETE KR MAR
REFMBSWIRENENE - —OFREHORIREN S » HERREHRHEFO LTI -

g

o anal
@
2
)
wf

Jaind
e
ﬁ

* BRAEBRAIE OHARAFOS -

¢ BB BERNE

R EmEEE/SBE  HEHERRANU
LREIFREENTE - RTINS —f - #BF
—RETBEFETE) - FEFTNEBBERBL
BAUESHHE > 557848451 wEMR - BiRM
20010 Em T FREERIN B BB RERTR » XU
RAG R B SIRRIGTIE B -

¢ SFHEEERSE [ ERRxERRE S -

¢ THEHBIR SO GOOD /D FHER ~ 5060 (0
BRSOGOBE K FFEXTERINES ?ﬁmwf*%
g &l [ SO GOOD W/ Nz LFRIR | RBEE |
LA B RILSESEE  EiEm s Al
AR - SE 5 BIEET  HES 101 |
FRNEZE  MAGHEE [0 TERE | BE
EEI2UFERZEESR - b4 B SOGO BE
B SOGO W/ INLERL LRSS » B HRELF
MABLEIEEA Y — » EBENZTEREGFLOE -

[ ]
GO 0D#3)3% b =

+EYERERSE W =
T a0

L4
FannEe Hemmm—

¢ 55 SOCO BEAKTFRNMGR/INESLE » EYFHRIPERS

+OPEN POINT L1808

RUHIRERE 7-11 OPEN POINT BEIE0RIE/EE) » AR HEGBIB30ENHME » AERIALERN
LERM  ¥SERRERN—EARE - MTHRYE - PUGEYES » BRERAREZ —HE L
HIRE i o
o PENRE EREORE

R —ERF—ENEE » REMEEEERBEAEEHEORT - BILERESELMINER - &
BEEBTERATERLEESR 2 RXRRESE ] » LEREERXENEDBE 1 E3F&8T
HASEBSMSET 1 FR FERLERERNBIBGS/ &t AL REBtIFES 75188 » 5t
BISIENEEBMNEE : 8T GRS o FLURZFOBESN » BRASUBBIEEZMNAIE  BIE
FEMRFEFEIAGERTATRNE  EREBEBAES10BLER MERME R MEEREEES
2B I100BETHT [ ERMHAEEHEE ) BeMENERNESETXEcRETHREERRFX : &
ERFMRNHNERIBERIER  BRMTFE300- El BE_EEBFNDE - HUESEEBAEEE - T8
BRmEHgENE: TR ERNESE  ERAHGEHEERAES  SEMAIISFNTE
BHEZESXEST 5 IIRENTE « S1FEDERT - FRABERIKE - IBMELNEAE s Malt
MELEMNTE - AIEMERNTE  IIMEREFEITE ~ BEEH3510&E « 816RE / RE /-8 /
BE /M / K/ BR /M /EC/ B ERERET MBRXSBMZSESE A ERRHESHE
B B FERERRGEES

S0 RmBERMPERNERE ) SF2ERENS A RBERE - REEE - EMIHEEE - 196
FTSIREAS » ZT7PAECHIEEMERKE  AZHIRRGH -

73



74

WiZEARAN

¢ OfEFEmEREBAGE  —BESS 2B TADEE - ¢ BERIEZMREBOEERRFRYFR

¢ EERHENFIHRFRAFENZIT T TRFEERTE £ ¢ 2HEHIENEERESOATBEIE ORISR
R RETRAVEEE |

& SICEMEIRTER 6 F A TIRIRERE KR

¢ BEFERIFE300- 1 B —FE@BEMDRERGEERE
LETMATERRERESE -

[MMRFRAREES | BEZERIBINRBES A TERGAREEROZIRNR » B2E
ERBESENKREERMERREERT  SEE2EARRRKEES - REEEBEREELH
F - BFE—TIHHERRFASPER BRI > RESBIASRAZENE » EFRRBIR

HmE e

2022 FEERRR

* ﬁﬂ: n%*i

2022 FHHERERBHNEBREZAS » PHEMBRHE 20ER LIEFEEEHTHREZ  HE
479 E—RIRFA B2 H - RIZFIBEBRBIMARKRBNESEAMD ZTER KR - AbE—
MBEREE A B HTRRAREEBYIBART -

¢ tREE

FRRERRESTLNEE ) FEAIATRNIEREST  ASFHWEHHEeEE B
451 AN2H  EEHREEREGRBENTT - BEZREEZEZNXE - MEEXAS - BERE
Bh—RHEARE -

2022 FHRHZEFIEMREK
2021/12/21
0 F-BEELHEEN BT R LHERE EBEAS 36
2022/03/31
03/11 BRAETHEENRESSHTEE T 6
04/16 RENERERREFHEEES BREEDHKE 300
05/15 B EBRRHENE T ERRR LTS EBEAS 11
07/15~ 10/15 B REELEENE I SR L EERE BEAE 228
08/19 BPMAKRSETEEE MERR 30
09/24 MUBFRBPORBEEXAEEE WEZEAS 15
10/29 BB EBSHEENEIERRR TS EBEAS 204
12/04 BEEFREBUERRESE REEIRFE 100
a5t 930

75



76

ERMET  BEBRARR - MAKZEXEASHFRDAVREE » ULHEE S AFRENX
KEE ° BIE2022F » AGEINEGIFHR 7 AFFE » BITHRERRIIEZ 258 B8F4E

HER
ERREFM 247 G (FF)) $T28  STBHEBA 0B 670019 BFHRILET 1378 (3
BT RIIBRALIE 61 REAK2 ) H: FEGBRARRE 114 (510 2085

FHKRFERRERT)
2022 FER

o EREHIhRG

AEEEEIBEAET—HEN  SHTE
ERARAEF  RAEEERMVEEHRE
Rl ~ lEmsRE  BEORE C BEERER
ROBARH > BHEEBTIVEAREE
FREREZZN—H  FRRA AR
RZEIFRMERE - 2015F#E » BERIR
AUGHLAZ2RN [ FEEHFEMRRS |
AL BA—RY

AERBOEREHBMAAE » AEH 2005 FEF
R T FEBE | BRE—AEERAESFNEELS/MV -
m [ FREERR | RINER BAR  WARRE  BE
ANESSHEETR © B 2000 FEEGERE] » SEMENR O » BRREIA 1252 1305 » BIIEHEES
TRZIE ~ WAGR JEIREE ~ M B AME « o BT s KB M & B ERPEIE ~ Ayme-Gripp SE1&EE% 2 Branchio-
Oto-Renal fERETZE - thSh » SETMIBHAR [ RIEEBRMERSE L @ERE ) [ 5EK L —REE
IRFEEERTRZIE | MARRRETM » LUk TS~ 2022 F RERRAEM ) WRSEES B
TR EITE

o TEBFEFR , ERR

AER 2019 F R 2020 FHEEHTT (FRHFHRERR) Kk (58:H :
FIREAERMR)  SEEITE=E (RHFR I E=hR) » BFIF i
REMENAEMEIE R AR E N E—EEREA TR 20 B HHE ?
N8 HEBBABREREIEE 2R/ IRERDHER

+ ZRFREMIET

REFEE 12 FMTTRARSKRNS ODERENRBTO [ FREE ) » &1
2022F 10RB 22 HIEREA - FNABLHBSRURZELRIRB&ENT
ol FRERRE ) ESTENEEEEFRRRERES OBENEEREN - &5
£E - AKE > BR > EE - RZ2RES - OEER  IRERT  KEESELEH
SEEGEE » RE—UETRT - B TRFRENFREENKE -

o (BXBHEBIV ) 8%
TS - A — RIS M EREERERE - —EE— 1 ERERORE « ZH A\ MEM
ARG —EIRES » AR THRRIFE o -ooor

AEBFERRAR [ ANBRES | BREIENERABESZE » B 2017 FE 2020 FEEELR
3ER 12N (BABHES) RIBE > 88 (RAEBRES | ~II1) > 202252 1488 (EH N &K
EEIV) HEBURSOMEAFEREFRNEENS  ERESREFEMTHRE—RERABES > &
R EE KNP ERT Y o

g 0 wxswean 1 wemawmy © memmwmy & memwmy

;J\%Jliﬁé?-i-‘& ] A SR ,:_;_-5;. g

-

= W @ e s
T BB

77



78

A T A

oo 53 y —_ 7 English
@ FRISEERR—#E HEEARRAREEE
TE B I O e P ST
[thmE |[co
BR EIR A BEREM SNEE HEHE EEERE TEEEeRR TFIRES
iDL ~
RS mann
X8 FERAFERPIFENE
P .
N ——
—T—/
Min—E) e AR
REISHMEZAFRERE S RWE)
i BRAEHR
e SR T BRI 2023-03-29 rew EEIISEIRTERAB ERESSE £E552023/027

BB EZERBERAFTRBERRE  RABRKEEZRESHI » 88 1999 FERIL [ F
RIRERMAEZAEEE | - ZRABENEEARECBEERKRBREEEAES » HHFERZEET
- RESENEAZARBHAR -

2022 FERMR

BE2022FE » AEHFRFTASEARSE - RIEMBIFN20,539,224
7T AEH 2005 FAERAEAAERNBREETFREEFREGRREHNE [ ZRE
BRF—RLE | WEZEBNES—FUSSEMEMPNG I FExRB LS
BRERR - 178K | FREGHRFE B | BHEBACHSENRTE
R L F REERRPXERE » HUER 347 BRBZBRENAE ~ 603 Btk
Bl ~ 104 BEYERIRRITHE 3022 -

ZEESETRNENAEER LN 4 BERDEENEXE > TERH
OMERBREEE R » BIHBWEFIRZIE - WAGR fEMREF ~ M SHHHMEE -
e HTR R KB & HERFEAE ~ Ayme-Gripp fE1&E% A2 Branchio-Oto-Renal SEf&EEF »
HEARE B 2 R IE RIS E MR E RS EE - RERRABERRZ
E2 ARREFM » E2022FBRBHIRIEL 24 K BEFM - MAEARMFR
KE R EMERY B R R IRERRT AL -

FH > ZtERBER T —BLE
Wb RFEREEZBRE » SER
B YouTube $RIE [ BEAGERVEE B2 R |
SERIERINEFEFRAINAETA

2 P

) EERAARE! —RBETRNALE?
7 [RINRTERF] | BESRHESREP239
BESOBERD - BERY  73%% - 6 @AM

o B [ EEIRRRVBRSRM | SFRERINETE
FIRINAER A o

1SR T sR 3 EERD

R CEINF RERSMZTKE » RSB IBR T ENEF RRERME » 788 1999
FERIL [ ZRERERLIRXEINE | » NARIIREGRIE « BRTIEZEE » b Ztem R B i
FRERERE SRR - B2 2022 FJK » HEE8) 152 BT E 2 HRHRX » BRI 5828 7T °

2022 FFERR

2022 FFRARERLImXRPKIEEABEFIRERM A ENTZERN - BEE  IRNTE
BN - 2EXRMHABMERBMAIFNZENEREBEFEANETEE®R » HAUBLE  ORLTE
ZHREt 2R  BEESMUA BRSBTS RTEBMAES4 BT (PREEETE N
50% » X TERMEEMS50% ) » HRESEEA24E °

2022 FRZFIEMRER
o | wms | omaxss
1 EHFR #7809 SLC5A6 BERTEZRZSEED  {HIRIHAE VR EIESHE 2R
2 =l ET] MMERMSRRARREBELIREENRR | EREENSMERRE 2R
3 MEIL FREY NOMOs FEANS R B 2B/ IRz PP B A
4 SER FREVHT PCOH1 9 REFE XIS BBIECETERENBE
5 @ EBEMERRREBSIEES 2 H EOGERRH
6 WEE FI A RIBE T EIEBEIEAE (Noonan Syndrome ) 23S RERETIHASIETTR
7 551 FBEYRIFESREISIZEE A ALS BEBAREN TOP-43 £R
8 (5355153 FERSRAMBEERDIRIEERENR AR TOP43 £MIECHES
9 ZX P E8EREERA SRR EEER U ERBENHRRRR BRI < BHTES
10 PEASSES RIEMERRREERERENSNKZHEERDR
11 B8 DRRERRREE 458
12 ZIRR PIRBEERBRERFERFRRRER/) IEBIEER | ISRIERERAI

79



80

2022 FE R

¢ EREBET
2022%F » ABKGZRIEILFEE
HBI102METL » RFEE D AT
B~ RELESR G B
FET 2022%F » THE LR
228 AR BRFSARBFEN A 725.5
INEF s RIPETLE 381 AR » BRFS
13855/J\Iﬁ EEE T 142 A
» BRFE 15345/ WK B E L
SQJGA'E§%4 S50 BIES & mnamETHARE (1) EENESEIHET - BESRRER T RS
TUVAR BREES513/08 o s> 7%
E@FINA 2247 ~ FRl& 1 i ~ & 21 » H 25 (M AENRETHENE -

RGIFEMBEETIHIIRE » RETEARBRILRE S > SEQRRS B 28 BIHE [ R&
FREFSIEEREIREREZE ) 48 1608E T mES TFHFRBTERZ | R8B 6B
B I EeSTHRERB R ANEERIZ |

SIHEEAE @I/ 0RIBEE RN I#EE2NAT | REXHEE  W12B38&E5R
RKEEBET —HZESNRITAER AR - mERIE 11 A 20 B FERSHHES TR » B
mENPIREESE TRUS » AZREEITMHEE—FENHEERM - RESUSEESTEHEMNET
B BERREEETE » 2023F » BULRAOFE RFBEHNE—RNATINGTY  ETREHFE
AEHFREBERT - FEEHEEE

o DEXET
2022 FStB 5O REBOEREE « H453REST
SINERERBMSET  BIFANRBEZZH LR -

SHERES)  tPERRTFEIF U

_

02/19
03/13
07/22

07/30

08/06
08/07

08/12

08/13
08/28
09/03
09/17
09/24
09/24
09/24
09/25
09/25
10/01
10/16
10/29
12/25

¢ SltAE KR URERIE

2022 FREFRET2NEY—8

B R — RBEKEERE
IS%L—J“EI X EERE‘E%AE
REREITER

BENF ERBEEER

FERFRERIEHE
EEARER BAFES (81618)
FERBREIKE
BERMGT  EERIRIT
FRAMEIRE
FUERAHE NERFIEE
EEAER BASEL (SHS)
#E) - FRERNAINIERE - TRERE
#E-FRERNAINIER - H5EH8
BERHY TI-RIDE RITEIS ) BEFITE
#E) - ERERXEINRIER - Eavig
e - FEBRYEINRERE - RER A
#E) - FRER ARSI RE - BREs)E
X5 85F  BIOFHE
ER4E  FSEY
g . H1R, FPREREE=SLE

R/NBLRSHRE -

SETHIRT

BITESENFSE  AM BX

Btk - BRI BRAT

BIiRE R - BItMEREKRT « I BKET  B1E
BERImTL « BITATKRT « SIERERNT - SITHERIKR
it ~ BIbrM kR « BICTE KRN

BltAZ KR

NUSKIN YI5EEE ~ WIFhENEREEEE
{%%i}%ﬁﬁ%ﬁ—ﬁi@ﬁﬂ%ﬁ RS HETTREREL 21
ERAEXRIEmRIE

WBE X5 BiiEEESE

RPIEREmIL

NUSKIN Y0%FEEE ~ WIFFENEREEEE

B E ~ BT

BRI EIRAT

BERAR A BIRAT

BUmsE - BEnse e

BriKimnt ~JCEEKERL ~ FREERIRN ~ JtZiERimnt ~ LRI -
ALK « REERKRT - RIgHKIRNT

BEREER

MRBE X5 BEEESEEE

NUSKIN 20#TEE8 ~ WIS HSRERSE
BETAEERERTL

RABIRABMBHEMHET & RERHHERDHEM—ETEREEMFEIET
5o

* MMENNELSESENRRRE—REHNERN
FERKE -

20
16

39

5
43

30

20
25
21
30
16
14
5
20

21

13
38
37
20
453

81



: v

P D EBHRRIRES D K

BRI

Wi

' I_I_.'h![!_'h__uin}‘. LY LT AR hinm_mm

i . il
LOLEE LR

1




84

AEESE 23 FREBAVRF [ LULEM - WHBIFRGIRE » RSN FIMTREARER
FRERSOEREMN RGO (B8 [ ZRRE ) - EE'JE@EEEB’\J%/uﬁaﬁmmﬂﬁﬁkqﬂ/u  TERR
E ) EEEE  RE - B R KRZ2ES  DEEE  mMERS RETHEMEHESTELY
fE BB EREREEFRRXERRS OENEN  #IE—UERRS > BT RFHRENTREE
MKE - FE > ENZEBMFINRE EREERNBAR - HEERENERFLEREIZHE - I
EORATHNANER  BESSHRBEEBHEEERMT - 2020F 5881 2021 F485%M L
REI 0 W 2022F 10 BFR -

FRREU MEERES OER ) BERBEES ORTE | I BICHEARFRDH | K=K
B UMEERE ) TE8RE) T 0ERE ) TEEXF ) T HEER ) THERS IKIE
BiEE | At REH  FRFEFREORESTIWTEMRSENIIE » BaltR8E « PalkmEmiiis
Bz » TR B ST AR BIARTSATAS -

& BEPTERARARTS L © & HENEES o

2022 FEERRR

» FARFEE BRMiBRIZRE
108228 (7X) » A ULEBV NI SERAS BRI AR BRE L - [RERBIREBRGEIL ) E5FR
KELENBA - BIFARER » BODG%E « MRKERRAMAHTAREF > &L 400 ABIRER » TFEES
FRBA BZOERKREEARE  EERAIRIBHRVER

MR EBERRERT | HRREFRERESSEMTHREREREBENERRE » AWITH
WERRRI OERERKE - RHEBZENVRERS - EMERWTZE ) BERAEE—MIAIZ -1 X
ﬁMEﬁE%%%? ) TEFE12FHSHESE  FEXEESRBE TRINIEF T » BERUeE

MRS DRRER - IBEREES VRE > BREHTARBAFTRE=RER  BNARRER R EDERST
BEM -

o HRENF - WMHREREBERME (F) XERALEEE -

¢ AERREEFEMRCTERZREE - HRHERIER -

*HBEREEEE -

s DEZFEE RERIAGERS
GEZENELLRE HRFRXENVENERFESE ERARREETSWERS » —Ti8RF

RV RIS - At - KEERFHEEERERRINS—EEER  BEFEE—RER2SERAE - HBRE

RN ERFEEME R -

7B 308 (73) » it E kA E ) \BERTERFREKE - 8200 AZZ2RIEE R/ NABR
& BEREIERGE  SFAREBENARAOAE : TFRIREEEERRENEREZE - EHEZER
WRE—RBTAEES  RERHAENESE - B2 -
A168 (77) - IZHEANRENE  MBZE XSBMZSETIRFERRREES » T2
BIRESELERNSE - MEMES TACEEE - FFIEHMEASEESEAR » B ZUFEH
AHEFER DIY » BRL AHIRZEA -

85



ER 108298 (7%) BIZHRIEBARGHEEIUR Nuskin AFIE T EFEEBHERAREBRERA
FEREERREE » —FAGRIEMENEEREREN  TTFHFARERENERREEHE » WEET
MAIFERBATESE « WRISNER R EERR - BthES &R S DIY SRIZRVAIEBRE -

o R REE —IEFAIVES) - ¢ NIEZEERZETL  SBERRERNEEREA -
A B RS REEE ?ﬁﬁfﬂ@f'a“‘ﬁ

—F-ENGEMEEINREHERRES  BEERNMEEINEERSE  FIATANHERBHE
B2 FEREREERS [2022F86 %‘ T ERMNAERRIZRENIENEIMARFF LGS ) K H5—
RAFHPEESHERNES S FAaBRERVERFABREG  EERRBEE 2021 FFtEESHR
B ZS—EEENSTE °

SETEEMNEENBHFRTREEZERENIL - A0 E8FRRKFENRBHILHEEI - BHEN
2023 FEESMHE R » —BERENEEEY - I FREXENRS FIENEEEERGRERERE
FEERERERIBARIRESN » BIENRIREENKEEE -

s MTERERFES BEERBEGERIL

FERERFNERESTTIMNTERERT DO - FHIt - TRERKUBEREEEIIER - KE®
BIRIREEME TR A TR LIF - BEEENEHES  BEWTREZRNRBIER « JIEHEES
Kt » EERREEFIRAENTEFTELN » HBREF RXERBEEELNED -

ERNGEEREEFRCHNEERE - BRETEHNER - BERERREIVES - EZ2HENRERE
DkEMNTIENRS » HENESKEBESENEZIRFGRRLR -

» SRILTEHIE &8RS A BRILRITH
AT RTER AR IRTS - IR ERERINEEES - ERAEEHER - 108298 (FX) #17

B gREXEASRE  ERMAIRENE  BhEXEESRRHINEEABESG - HEEREZEEA
SR EXRERRBASEELE -

9228 (M) MMEMBEE-MNISERENRD » AIBINAFEXEERIBEIFLREIVRA - WIHEEE
SERFIEHAEBIHKRS » KANERBLNER  BARTESIIBIR  TEHARBRENE
FaM > BRAENBUTETOEEEFENRE » BBIRBRRIUAERE - 1281608 () HEES
HAEEMNEESEETTHHRERIIR  AZE—PEGXBEURAASERRS R - EHRKEWN
RENAEERIEA BT BNEETIE -

¢ BRI A TN AETSRENQBNESRRESE L . ¢ TR ERERLSYEAEINEATA SR -
BERGAGERTFREKE -

¢ RENERHEPORERLEELE - ¢ HTERRFERESR  BREXERN -




2022 FEWSZ LEHIZIRTFR D 1

2022 F I/ A P HEA
WABH o o
LE )
,,,,,,,,,, —fRIBREILA  56.85%
,,,,,,,,,, DEBRKA  19.78% B
,,,,, LEBBERWA 2042% — R A
,,,,,,,,,,,,,,, HEHMA  010% i 56.85%
I ON 1.78% ERRHBA
TON  100.00%
2022 F X[ H
IR RS BHAR
L) TR oo
RRBEREHE 32.083% 6.545% \ U
i ERHEREE
0.287%
AREBERIEE
32.083%

FERREHE
1.589%

A EEETE
20.833%
FRbAEEITER
6.981%

% AR FR SRS
A KRS | 100.00% e

RHUEEHE
8.081%

Mg B \

D REREERSE AR BEME - EESENE) - RERERY - RSO ERERE -
B REE -
2 REEEEE L R EEEMEME)  RRERBIRNEE - RELIE - REBRSMEIEES -
3 2HUEEHE | AREERENES  EBENRIEREES -
@ﬁ%ﬁ%ﬁl@“mﬁi ERBMATELRTE - ASIIRBZEEE  EFEIMESE -
6 FERMAEEHERTE ! BEbh AR EE KA -
© ERREE . E#EHFE %aliﬁﬁﬁﬁﬁﬁﬁo
7 FEiRIHEHES S | BUEHEFEE 2 ERER -
B BEEM | BYTHEEZERER -
O EHEM | #ERABREEY Am THASRERER -
0 AEEEHMNEZENREENAR [ BB AEBEEMEE | 481k (http://www.twnpos.org.tw ) ©

B EEEDINE SRR EERAEHILNE
7-11ib
LB g
,,,,,,,,,,,,,,,, 6817% ,,,,,,,,,,,,,,,, FamiPort
Az 8.94%
20.27% 0.01% R
"""""""""""""""""""""""""""""""""" LinePay
,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,, 7.39%
OK 8/
0.20%
OPEN APP
1.14%
&i% Pay
1.02% 13.09%
#0sft -
2.28% S
2K APP
0.20%
FEER
7.63%
1.70%
0.00%
30 - EBRHIEMEHRIR
28.47%
25
20 |
16.70%
15 |
11.69 %
10 | 9.06% 8.57%
6.12%
5 | 5.02%
17e% 8% - 1.42%
0 -y - 087% 0.84% 0.55% 0.65% 086% 0.42% 0.23% 0.10% 0.07% 0.01% |

(H4oth) BEm &l #itd #EH #HUh Sk BRE ath Ptk Bk EME BET Bak EaT S8t RRE HEEE SER ARk wHk 2Mk EIE RS

2022 FIEMHBE—FULS [ —fRNEBRIF ) » 5 TEEWA56.85% » #HEEFIRE TB » &
REEFVBEERR » LAEFERE » IR S00 TTA THBESBERVE 758 (68.17% ) » BEHE 1 BT
TEIEQQ.26% » REBERTER/FNRFEE » ARERR—F—F » MIBLEEXHAEBRER

BREELE > WERIBREEN 2% TEAF) - IRLEAF) R [FHEE ] A% &
53.66% i 122022 R T OKEBRE 1 ~T OPEN PONITAPP J ~[ 2 APP J & OX%N ] Bl &
BEIBRIBRIRN 3.82% » MAMKNZER : M [ 87 Pay | IBREEH2021 FH G 1.60% KBIEEE
13.09% » BIREFZMIBRNMEES] : EREBREHDUBET R EAE » SEEHHS57.16% © 2022
FHEENEMRBIEEBE > CEBHITZHER » RS2 RAREEEEARBERNOBERRE » XU
FENIBNZIHAGEIRHEE - AGHE—IBRANRNER - RERE  FEFESERSESN UE
ST AIBMANZIFRALE -

=







BIEiE

®IT A
w98 &
15 #
5% il 5% &t
EN !
ot hie 38 1T

s RN~ oKkAE A
F EEH REE > RER O OHER - 58 BB > 5508 - #ES
P RZE

P RN BRAREIRIS 2R BIRAT

 MEEAFEREREESS

FEBERRES
ANERERESE

MIZH

SGTEg

HEL DT

it
ih 3
S ER
FRERIRES IR
ih 3
S ER
=i E v
ih 3

g &

104 &itmHRILERER 20 5% 6 18
02-2521-0717 18E : 02-2567-3560

404 aephib@E 1tk 238 58 7 182 5
04-2236-3595 fEE : 04-2236-9853

800 B Bl RAE— 200 58 9 1222 3
07-229-8311 18E : 07-229-0095

FERERE/HTEIBER

b

i
£ Al

Eg,

306 FTRARAPRIAER T2 O /R 7 Z 6 5%
03-547-5528 ~ 03-547-552 {8E : 03-547-5580

BT
9

BB R 5 -
MR B

18
|

=

R I8

. tfrd@tfrd.org.tw
+ https://www.tfrd.org.tw

19343551 (R& : WEIZAFREREESS)
2023F 6 A

-d_taiwan j

LINE Pay 185k
A W,




A ER N ZE RN A ey

TAIWAN FOUNDATION FOR RARE DISORDERS

104 &t HhILERER 20 5% 6 18
02-2521-0717 02-2567-3560

m tird@tfrd.org.tw

@ https://www.tfrd.org.tw



