(S ssennrn
ARDLF Hong Kong Alliance for Rare Diseases
BiEF LB
b g iRl RAR ¢ 65
pe (BB 2L iR fl 2 HE B VL Flaal 1)

RO LT
(2018 # 3 7 )

é%?iﬁ%%ECTfr“&J)**”2m4ﬁ129’{i%ﬁﬁﬂ%“%
Eiﬁ%ﬁA%%%ﬁﬁ’ﬂéypﬁgﬁﬁ A%m@ oo FR g B
T X RdEde g AR Mt K foRar o R E 4B A% 4if%mmﬁﬁ%%ﬁmx
FoLFREFOFR - AEAE KT 2R FLAAMENEL L A A -
B8 Efciff o FoF ¥ 2B  www. hkard. org °

B Rt 2007 3 2008 & RS 2y G k- W FRI 4 o BB
EEf o W EALE BT f&?ﬂ}i‘ui% ﬁﬁia*mzw%ﬂo%uﬁiﬁ
Jie bl - RS AT HF L A T BAAR  REF FRBEMDRA
] —FI,%% WL W F R ¢ FOEEE SRS DR 5 I ff&fﬂ °

FLARAGN S LB BAAR c FH R F T LR BT T T
FROIREMIFNREGFA LI o f P A H B RN
@’%%%iiéﬁﬁﬁﬁ,ﬁw?%ﬁ§%%?@ﬁ 43
EAHBEES 8 R HpAF o Tk kT B L BB A
R (R R RIeT R R R P BN g

B ¥t F o DR %&ﬁ&ﬁ“gw@*@ﬁﬂﬁﬁ’gﬁi&ﬁﬁ%%
%ﬁi@ﬁﬁﬂfhh%méﬁn)Jiw%F”‘ Bl e o gm A e en
@fﬁ$%§%%*$ﬁ’éi?@$%&%£ﬁ imﬂﬂ’%ﬁ$%~wﬁ\
W1ﬁ4%€ﬂ Lo TP F B2 Frao L TES

FH o R AR - BT R 'er?'j)f/ﬁ‘—?}?i%jﬁlf—ﬂﬁﬁ*mt‘
ﬁ’ ’ "‘““rid‘d\#"f‘}?:‘ éFh ~BE ek B ‘%ig EFTRYE -

Pl 2E il 2 D4 Fledd e FRERNT A

1
EBANERVEERTEZTEM TI1019% | 5 +852 2708 9363 | BE +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


http://www.hkard.org/

IS mmoeo e

ARD\® Hong Kong Alliance for Rare Diseases

2 %t R
o BFRFEHBETOAECILFRAZBPRAEGH  BALEPHANT
i Gl T 5 B PR LT
e ALEHPZV R li_bi'i?gl‘méﬂui—Flﬁaéja‘%r PRF% > :&fﬁ,ﬁ"kfrﬁ@éﬁ
E- ) G
o RERLFREFEERNIHEE TR REL S ALE D) Bk
e - BANEABEFRPTAD > d TE FRAEZEI I RRHK > F
FRE@hf§
o = %'}Eﬂ,[};‘a;ﬁ BIGIRFE ~ 5 % 4%%@[}%3'%‘11@_( FOE) B
TR g e
RO F PR FIREELG SR %&Tﬁ%iﬁ@ﬁﬁfﬁg%%‘ RoeBR i
THEEREDG BRI EPRERADE X Fedh o A sl "Hlk:i%ff?mvﬂr'
a1 0% o
2. FABRE LI
e JRIFREF > FEIIFRFIRE LRFROEBFTIHAN O ER
B2FREF P OAESR TEE R REP I F R £
e FRAFRIBERERIT O EHZZ 2 DFRHLE LY o
%%ﬁ%&%ﬁ#%%,jﬁﬁ&ﬁ@@ia@@ﬁgm}ﬁ ;,éi&%;
o (Patient Registry) » & &% 4 2 F Ropop e AT R nroffkfr;%frﬁ,&—‘g 4
PR F RV E IR A g% AR SR FL R PE RN L
49421“5;/5«3&55;11;?[,@ My & pr%,/\mﬁﬁ’“ J pfg&fr}%&%i £ ke o
3. R TFpR Y2t Bihigsm
o WEXEHIA "TFRLF DA BREE ) R é"‘ﬁ?ﬁ%ﬁ (* &
BE) MR AAEFE A FR o RT R KT R IR A
T A B AFET A fé%ﬁi%“@? » 1 g (' 4p &g&LFjﬁl R AR R R ETE

TR AR RIEOFREALE L
IR & ;mﬁg FIRE ;i

EBANERVEERTEZTEM TI1019% | 5 +852 2708 9363 | BE +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, BB R R ERHE
ARD\® Hong Kong Alliance for Rare Diseases
NP REBEL - LR BRER pﬁ)’@-ﬁ-ll} é,‘*‘”#ﬁ—?}]iip—{é&%’“’”l
fai merg £y m%%’u£9¢4%<@%W«ﬁ’Kmﬁ%*ﬁﬂ&ﬂa
?»o@% TR EEELRPFEAREL  ARLF BUFE  HUBLL
SRR R R E LA I U E Y el iid 0 BRSIL AR Y Sp Kk

L § Y CHAREEARLBREFEETR f RRDEd o

4, 8B #E® (Transitional Care)

o mMFAABLE (WAL, HER - RER FRERLTHPF A
B AP FA 2 An o R TEE ) EARTT 0 R § PR A
gz EE R

o BYTMFAEF LA ORI LA AH o BHERF R L
EA

o &mi%haﬁ f%& 4i@§%’i1$ﬁwﬁ@mﬁ$i%&
ﬁ BB & 3f frdc REIT RS R T PR o

bR Y W%ﬁﬁ’ﬂﬂ%ﬁ4%§’@$%®£%¢
SREAH R B P RL PR M- A ﬂ%4%
RRAEZLHBALY NG% 6 HERL Y FILETEA FR

g»@ﬁ§iiknﬁ§%ﬁﬁ,waéir&
TR L AR E R ER AR LY R EET R L DF

AEFLARHE §E gL

ZF-~FzZP Lo

3
EBANERVEERTEZTEM TI1019% | 5 +852 2708 9363 | BE +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



