®
LS EEE R RGNS
ARDYE Hong Kong Alliance for Rare Diseases
BiEF LA REE
q* <<é EEARTH S X)) w3
Fefe @ ] 2aE 3k

KL

(2019 & 4 % )

é%ﬁiﬁ@%ﬁ(TﬁrﬁﬁJ)ﬁi%2m4&129’ 2HEEBY BEYFE LR
B AR BES > 2WI MEREF AR B g AR R SR dfcg
B rc K fefRiax > &2 4B «ﬁ%if@mmﬁﬁﬁéimii’ﬁ PR E F R A
AE KT AEREEAAFENERE L P A - REIE Lok -

AP FHLEEFG A RFAUCRR AR > I S EARR  BRIRDFLE PP ¥ 2

PEARCEFREAM ‘:—‘FT:(’T}‘ ¥ F o fcdp > WA 7] (Orphanet Journal of Rare
Diseases) 54 ¢ % d i 4 HF 67T A F L A £ F T LA kAE AT P54 (T
L) RN REROTEGR

FORFLBR (BB BRVAIS ) we (PR HRER)  FRRUT A P
FEF IR RN Vs R S IR

D (Sa] =~ W DO
v
3 o
b
i

kb ek e AT B itk el (dof ) B EE B IR e

1
EENERVERETEESEM T1015% | 55 +852 2708 9363 | 8% +852 2708 8915 | info@hkard.org | www.hkard.org
101, G/F., Lai Huen House, Lai Kok Estate, Cheung Sha Wan, Kowloon, Hong Kong | T. +852 2708 9363 | F +852 2708 8915 | info@hkard.org | www.hkard.org



@
o B e

ARDYE Hong Kong Alliance for Rare Diseases

(=) RLF|#Rir (Fl323HAD 2 )

PR (F62REAFEE) I3 EM2ERA LT S5T.8F Gl rE AT
8.1% - FRP A HEMA P RERAII AR L > B PR FE T da &2 5 AL wE

BIRTAE B PRFE > D) P B AR PRIA 6 P ava- E % o

w

4
A~

B

MPFFCRrL 4 A EARTIF TEREA R L L REBRAH ) & TERESMG AL L
BRI ) G EFRARALEREFPOBRRIE A B e FE2REB RGO X3
5700 % (2018 & #cF ) '» & ™0 2.1 F 2 47 PR GALRAL g EAR AL
Hump A LEP 2 RES - LF R { RERGFRFE £ Lo

-

2019 &3 7 » FREFIH TARALATHE L ORLBERMIAFT R K ER L B
T8 A AL FHAE 2 AR Oy s BB R Y0 G O
%%?fgi?(/i?é-ﬁ”ﬁg:ﬁ5§ﬁ AL T8, Then= ;ﬁﬂ 4 )illiipﬂl_ m}_wz:iFl s A p{;}é;\ (11,4
R4 o R 2% E Y R AR RS PRRIRIE o ¥ IO AR R

HPRFE 0 31T PP RERIRIEE KRS Y AR R BRI E ERBE S PR o

-ﬁ’*ﬁ’ TPEAL R Y iR U e R AR A A LBEIRGE > TR R e
#4F TREAR L RLRATF R fr LR G AL LR SR FERD AT
2%

o [HEEARALAE R d 47’5“7/?}%‘?“"/% /r”%‘?“"’fq%@)" AL s

et HIWE FE AR e
o MY FARTEABERELRMGAALFE REBFALGLAKEAR L LHE
7 HRAEIRAE ] o EA A AT T T EA R A LG ¥ T 2 RIS

o JhERALEG o dei 2 PR P BBE GRS RIEF R -

L E R — e RN RSt B (2018)

2

EENERVERETEESEM T1015% | 55 +852 2708 9363 | 8% +852 2708 8915 | info@hkard.org | www.hkard.org
101, G/F., Lai Huen House, Lai Kok Estate, Cheung Sha Wan, Kowloon, Hong Kong | T. +852 2708 9363 | F +852 2708 8915 | info@hkard.org | www.hkard.org



S Emmmogems

ARD Hong Kong Alliance for Rare Diseases
F1A B # —*ﬂ;f}?—}mi’(j/%ﬁiﬁkhéﬁ’jgmﬁ L ﬁ"*"— BMEPELEBFARER - TFH
TFERREARERZGE ) FREBIEL S E A A ?‘fﬁﬁf?oé.°i%1§.§gi’é_7\%ﬁ”ﬂﬁf

45 d jrRE S ﬁ@;égipg@?,md%«iéfya%_gﬁafr\v lj__l_jxj/ﬂ}]%)\}!mi_i,z_
FF AR L [ pEE RS X L RERERRIET ¢

A AT F T E A R AR b TARR L W BT R DT & o 7 B0 PRI K
BREFDFE AR L > WA ERTF - B NN EF XRBPFRF L P E AR TS
=~ R PRARR L ?M*@d@ﬁ44‘$%&%ﬁ%%%ﬁii’$%%ﬂo

S RL BTFIRTS 0 FEEH -
o o BIHEHY ’iﬁﬁf’%?ﬁ%?ﬁfﬂ W e RRAEF FIR A IR F & TR R
o WHRDBFERAHIF - Le o FEY - X LRLARPEHERFZESED R

o

ER LR A )

o KB REBAR TJILE

T e pEE ,4535“( o

B A o DAk F AR R G RPE > G Sy BfGER T

—R @”‘

() RFHERAS LARRF LT R g AR L 251 » BAJRB T S chv 7
(FlzazgkAE R - L - )

it TR M g A LR R A BRI o TR EREAR L LRERNR
Wik pk g 2 TS EITT L IThF I AR RRAR P e R RE ISR SRR R D
REZR FRERL TR PR RS e pE o IR R R AR RER R
PET

t SR R

—X\ ki

£H L EE BYEREFRTR 0 FEEHK
o FHETIM AR LREFRELFIRRVI, 2 TS REAR AL REE

FuEm 2l pFo -:;;g"‘« B AL e = l;ﬁ-&p-ﬁﬁ—;e‘ g%—f.;‘gfi—fﬁ;@ °
o HETSEREAAALEEFUELERL ) DREEF Y 2 LIUE 0~ P i 100%
3 150%i i pb g A S L or L0 B 200% 0 R L 5 Y e

3

EENERVERETEESEM T1015% | 55 +852 2708 9363 | 8% +852 2708 8915 | info@hkard.org | www.hkard.org
101, G/F., Lai Huen House, Lai Kok Estate, Cheung Sha Wan, Kowloon, Hong Kong | T. +852 2708 9363 | F +852 2708 8915 | info@hkard.org | www.hkard.org



©
He e B 8 2 R m B BB
ARD

Hong Kong Alliance for Rare Diseases
o Hof TREMTT FI PR G LRATIE R R R AT iR R S
g PG R FA AR TE (R AMA PR AR (F o 3R pEF A

. ﬁ%??%%ﬁﬁﬁﬁﬁﬁiﬁ%%i(M%iﬁﬁ%ﬁAiﬁiﬁ)%%“i’ﬁﬁ
RAEF AR QLR 2D > FAFIRAFF P\ E AT pAR YL IF A LR
2 4k o

o BB PRIEN - REDRIFRY FRELF IR PEHEYE > T A 0
Wt gk L - AE (Y EHEE G RAR) ]

o J FTHRMRER ’4\#@%],]‘% REFFREEL PR 2 - R D fRERAR
PFRSFOBRBE IR LR IR T LFAAE AL A RIRGER* TR o

() ¥Ai (BUTEEAD 2= +7)

ﬂ%#%ﬁﬁ‘iﬁiﬁii?ﬁ’iiéﬁirﬁﬁ4ii%%W?ﬁJ‘r%%&iJ
B h s TREE AT A SRS L TRR P F A BB

o Bl T R

2 TOPick Hrl — FAZEWY S Fasle S Bnfa st A ZEHEi8Et (2016 57 H 29 H)
https://topick.hket.com/article/1473428/%E8%88%87%E5%A6%BB%ES%A2%ABY%ES%88%86%E9%96%8B%E4%BI%I8%E6%B8%AFY%
E9%90%B5%E3%80%80%E8%BC%AA%E6%AL%85%E6%BC%A2%ES5%85%A5%E7%A8%IF%EE%E8C%87%E6%AE%I8WET7%96%BE%EEY%
AD%A7%E8%A6%96
SIEE N B EEE A LB ERRE (2019 4 1 B 9 H)fR

https://www.info.gov.hk/gia/general 201901/09/P2019010900795.htm
CIEE ANTEREEY - ST EICERGS R EE (2001942 H)

https://www.legco.gov.hk/yr18-19/chinese/panels/mp/papers/mp20190219ch2-788-3-c.pdf

4
EENERVERETEESEM T1015% | 55 +852 2708 9363 | 8% +852 2708 8915 | info@hkard.org | www.hkard.org
101, G/F., Lai Huen House, Lai Kok Estate, Cheung Sha Wan, Kowloon, Hong Kong | T. +852 2708 9363 | F +852 2708 8915 | info@hkard.org | www.hkard.org




ARD

@
o, EE R R ERHE
Hong Kong Alliance for Rare Diseases
° X B AR A Hih
BT AL ARl RAEA X (17-18 4 &) 1 408 «
W OTpEokps by AR A s (17-18 & & ) 325 4
[ rﬁ}a‘;‘fg 4 ae3td] ) PRI A =0 (2017 & ) 2 802 4
BT d] ) R AR (B A AR L LRk 0 16-18 & ) 1 120 4
o EPAAALEEFFIIFHE

W Tk b I RIRAR (S FHFE 6B L A (17-18 & ) = 154 *+ (47%)

u rrikéf:@'ﬂj o U 19’%\'14)"*‘4’56 12 7 2 b A g (2017 & ) 2 360 ~ (44%) ~
230 ~ (28%)

T (% 0254843 ) mHR o TR F P F 43000 £#FF R EFOoRA AL BB

frwn;i,}a;f:;::,?: WARE G 34.T% > F A A A Jjj‘ui FIlRp > FREH B A A F orxeed o

FERA A LRI LR FREK

o JFE T HAMRIEA K o I BIICF YRR 0 A AR A LA ¥ Py
4 o

o EATHKAPMIR 0 ARG RITfBEF R TR e BIRFER Y KL L 0 FI9E
LRI o dts o F MP A3 nlikdf 3 8- Hro 2 RE R bldo: P HE R RS
WAL ch1 (EFRIRT ﬁﬁﬁ%m%W(P [tehs - a1 iv) & o

o R EEEALRLAATL B ARNDPFAGEP I BRBEAMERE I T
Bogr 2z et iRE -

o RFF AR AL BT (TIFR) TR

EFRTEZ2  FRAFFBPRIY PERT TP LRI BN RREF BT R
%;tiw}igl T psp &> g L d o2 u’?{tiﬁgﬁr}%:ﬁi REZHHEHEIRH RS > Bir
TPk E s o - BB R FRA C HUAR Il ROUs R B EEH

~HEG G - LB ALY R, > A B LY LR 2 W YR

5
EENERVERETEESEM T1015% | 55 +852 2708 9363 | 8% +852 2708 8915 | info@hkard.org | www.hkard.org
101, G/F., Lai Huen House, Lai Kok Estate, Cheung Sha Wan, Kowloon, Hong Kong | T. +852 2708 9363 | F +852 2708 8915 | info@hkard.org | www.hkard.org



S mmeo e smios

ARD Hong Kong Alliance for Rare Diseases

AP P RESIAEY IR HiE LN - AR
Fadkw o x ﬁ‘b*i?f# BT LR NP A

E:)
[
i
-
rad
e
|
iy
I
E)
3
=

ﬁ&i;ﬁgﬁﬁﬁiﬁﬁ'#ﬁﬁ¥'$ﬁgﬁf

o &z g 4%$5ﬁy$ﬁ?¥%aJ’éﬂ@% RN EERYEE |
PEMEASTRLY  RERTOLE S FRE I LE f% a4 B4 i - d
ST

° é_ﬁ/@“%‘%"ﬁ;l[”fﬂ LIT‘JL#-‘,T' ﬁPPE}%‘ _Q&.l 9;I7’ft|i:_t’l€¢l- l ’EE"L/\B?»E'
FEOACRE BB R PR R H e AR

(Z) &> "FHREPLBREA

FREFRLRY  AARBASBERP PRSP PRSP B PEFERE 24
AR AR L AR LR E o BTN Ao AR 0 FEF R EF R FLep K A o

FREHRS (FHAFR A BELD | TP P AT

o ROADEHHR TFRLERABRGIE RSB L FFRLE GHER) i
AL FRCRD CRE RS R B AR ELE TR R P
Feipaet > X RIEARM AR 3] o R RN R GG TR LT

o FREFXABREWAIZPRFT L PRAFE TP RAIALEIHFTRE | A2

1A LB R F ik § LR S PR R R RAE T X FBR K F &
Biva THPRIBDK o

AL EARTIF 2201697 2F 5 (BHRFRIRBEL )  FRERY AU ITER > FIRF
%ﬁﬂmﬁﬁmﬂ%“’iﬂéﬁTﬁ%r%@€i£4#%$@Jmﬁ°$Eﬁiﬁﬁﬁ

EEMZ EHR L

6
EENERVERETEESEM T1015% | 55 +852 2708 9363 | 8% +852 2708 8915 | info@hkard.org | www.hkard.org
101, G/F., Lai Huen House, Lai Kok Estate, Cheung Sha Wan, Kowloon, Hong Kong | T. +852 2708 9363 | F +852 2708 8915 | info@hkard.org | www.hkard.org



©
He e B 8 2 R m B BB
ARD

Hong Kong Alliance for Rare Diseases

(=) @i ¥ AFSFeE B

7 N - BN R = - FaEINREE= wd FRRRE
'*')]%"E‘FK’T R G~ A~FTEAAE P g é‘?%}%ci .a:__??}%fxig‘
b E Y AR B i

4\?
¢.\4.

FhE T AR A% 2 eRH AL R L -

RIRPFFEANR > FREFLAN IR iz PR JREHTHFTE 4§
PR O T RAAES E - JLEFRHAEYSELRALINER > 7 %@%;%ﬁ@%%
£ AU FIBME ] > Y GRASEOTR TRt iR Lugd
’iﬁmﬁi&ﬁﬂmﬁﬁéﬁﬁaﬁﬁﬁﬁﬁﬁﬁﬁgiﬁﬁi’ﬁm4@€ e 2
HeEE g

>

[
]

PIEPY  FELHK
o BYRPROSIIL L2 Fﬁ?”"z&!ﬁf%k“iﬁﬂ R ERISR TR AE AR

|| m:]‘i—/;i"—[ 5 |'{2§:’f 'F';- _’%“; 5 ﬁ¢/ m_'_rﬁng_q, E!FB)‘ °

dk

7
EENERVERETEESEM T1015% | 55 +852 2708 9363 | 8% +852 2708 8915 | info@hkard.org | www.hkard.org
101, G/F., Lai Huen House, Lai Kok Estate, Cheung Sha Wan, Kowloon, Hong Kong | T. +852 2708 9363 | F +852 2708 8915 | info@hkard.org | www.hkard.org



