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Rare Disease Symposium 2024
Programme Rundown

(1) FAE&E Opening Ceremony
M2k Venue : 712 EEZ EE A Nina Ballroom Hall A, 7/F
BS . LiBAE KR TARE ( FRBNRF{ERE ) Languages: Putonghua & English ( with simultaneous interpretation )

EF5 Moderator : RIREBHIZE (BEEAERFTZNERREXREE(BRKER) )
Prof. Danny CHAN, ( Senior Advisor (Policy & Governance), LKS Faculty of Medicine, The
University of Hong Kong )

B5 & Time #2FF Programme i & Speaker
08:00 - 08:30 | &'5C.A5 Registration

ZEBEEF Btk BRI

Prof. LO Chung-mau, Secretary for Health, Hong Kong
BEBABFKR (1BF ) ~ FEAESLAR FEE
2

Prof. LAU Chak-sing, Vice-President & Pro-Vice-Chancellor
(Health), and Dean of Medicine, The University of Hong Kong

P G B (TIEE R EMETTE

Mr. LI Linkang, Executive Director, China Alliance for Rare Diseases
BEEEZERBEER EEFTE

Mr. TSANG Kin-ping, Chairman, Rare Disease Hong Kong

08:30 - 08:35 | ZW&E &t Congratulatory remarks

08:35-08:40 | ZEDEE Welcoming remarks

08:40 - 08:45 | ZLEDEY Welcoming remarks

08:45-08:50 | 281 &+ Vote of thanks

08:50 - 09:00 | A &HR Group photos

(1) EREiEE Keynotes

hEL C TIEEEE A Venue: Nina Ballroom Hall A, 7/F
BS . LiBAE KR ARE ( FRBNRF{ERE ) Languages: Putonghua & English ( with simultaneous interpretation )
A& Time = ## Topic #83& Speaker
‘ . 2 7ms U RFHEG IR FKFEHE
ST =R 2y oo Bgh n
09:0009:20 | T B RIRZ BB FIL 5250 Prof. ZHANG Shuyang, President, Peking

Rare Disease Diagnosis and Treatment Research in China Union Medical College Hospital

BBEEEGEEREEHE

0020 0940 | BEERRBRBEE EFUCE | |
Rare Disease Service Development in Hong Kong Dr. Michael WONG, Director (Quality &
Safety), Hospital Authority, Hong Kong
BEBABRYIBRNZERERS SRR Z B E R E 0 (17/E)
09:40 - 10:00 | Rare Disease Service Development in The University of | Representative, The University of Hong
HK-Shenzhen Hospital Kong-Shenzhen Hospital (TBC)

MEaEIKEGEMREIRE | RiEEESHREE
AREREHERNTENEE
10:00 - 10:20 | Bridging Global Commitments and Regional Realities:

Ms. Alexandra HEUMBER-PERRY,
Chief Executive Officer, Rare Diseases

. : . International
The Region’s Role in Sha.plng the Impa.ct of the World (B e B 8 1T I A
Health Assembly Resolution on Rare Diseases

10:20 - 10:50 % 8% Tea Break
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Science Keynotes: From Laboratory to Clinic

uhEh  TIREEEA

Venue: Nina Ballroom Hall A, 7/F
BES . BB N YERE ( FRBNMS{ERE ) Languages: Putonghua & English ( with simultaneous interpretation )

o B 57 s K 2R

China Alliance for Rare Diseases

A& Time = 7 Topic i8& Speaker
> 4 \ 2 pE ER 7 o B 4 B
BN ER AR R Pl
10:50 - 11:10 | Diagnostics and Treatment Developmentin Hong | *= /== _ _ o
Kong for Rare Diseases Dr. 'Br/an CHUNG, Chief Med/cal'and Scientific
Officer, Hong Kong Genome Institute
Prof. Laurence LEGEAI-MALLET, Director of
REREALETNERRE RE(EE Research, French National Institute for Health
11:10-11:30 | Basic Science and Translational Study on FGFR3- | and Medical Research, Imagine Institute,
related Osteochondrodysplasia Université de Paris Cité
(2B K 18 7 L B B BT R+ 1)
W R HE = SR
IERBANERFERREERER B FEHERS LI THEKL
11:30-11:50 | Rare Disease Service Development at Peking Prof. SHEN Min, Deputy Executive Director,
Union Medical College Hospital Department of Rare Diseases, Peking Union
Medical College Hospital
Egg;%éi;%fﬁg?gigﬁgﬁ%g%ﬁ Prof. Tiong Yang TAN, Clinical Geneticist,
"N TR = T Victorian Clinical Genetics Services, Murdoch
_ _ Outcomes of a Clinically Integrated Multi-omic ) , . ,
11:50-12:10 Rare Disease Programme, RDNow, for Individuals Ch/lqren§ Researgﬁ Institute, Australia o s
who Remain Undiagnosed’ after Clinical Genomic (M gﬁﬁgﬁfﬁﬁ% SR /A
Se : [EERFE I b KB EEX)
guencing
[E] £ 59 5% Round-table discussion
I 78 Topic: £ EFr=ZIER PR From Laboratory to Clinic
1210-12:50 | ZE$F Moderator: S /& 275 Prof. Danny CHAN?
sl & Panelists: Prof. Nick BISHOP? , Prof. Tae-Joon CHO3 , )& 52 #8284 Dr. FUNG Cheuk-
wing* , Prof. Laurence LEGEAI-MALLET? , Prof. Tiong Yang TANS , £ B¢ 1§2¢7< Prof. Michael TO7
12:50 - 14:00 FHRERFR Lunchtime

1 Senior Advisor (Policy and Governance), LKS Faculty of Medicine, The University of Hong Kong & B A 8255 i B8 7 & R BE /2 (1K

2 Chair in Paediatric Bone Disease, Clinical Medicine, School of Medicine and Population Health, University of Sheffield, UK 2225/ FE i1
ABEEHN [ FE kL S5 R TF

3 Professor, Department of Orthopaedic Surgery, Seoul National University College of Medicine, Korea #z/20E /20 I/ A £ 857 S RIZIR

4 Consultant (Metabolic Medicine), Department of Paediatrics and Adolescent Medicine, Hong Kong Children’s Hospital 2,& 5% &5 /% &

B ERIERTE L (ST MR CHF)

5 Director of Research, French National Institute for Health and Mediical Research, Imagine Institute, Université de Paris Cité /427255 (i 5724

BB IR IEE T

6 Clinical Geneticist, Victorian Clinical Genetics Services, Murdoch Children’s Research Institute, Australia 2l &2 7= 57 E #5 Br## 22 7l
SORG IR EE TS I B KB 1EE R

7 Head, the Orthopedic Centre, The University of Hong Kong-Shenzhen Hospital 2 & A £ %1)| &l & 7B £
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(IV) %4 5®1E Parallel Sessions

B35 i@mIE (—) Science breakout 1 :
ZE R A9 48 % 41 %% Rare Neurological Disorders
HiE4 Venue : 1112 2582 Rm 2, 11/F i8= Language : 2355E English only

Moderator : Dr. FUNG Cheuk-wing ( Consultant (Metabolic Medicine), Department of Paediatrics and
Adolescent Medicine, Hong Kong Children’s Hospital )

Time Topic Speaker

Experience Sharing on Diagnosis and
14:00 - 14:20 | Management of Duchenne Muscular
Dystrophy in China

Prof. DAI'Yi, Deputy Director, Department of Neurology,
Peking Union Medical College Hospital

Prof. Martin CHEUNG, Associate Professor, Associate
Director (Research & Innovation), School of Biomedical
Sciences, LKS Faculty of Medicine, The University of
Hong Kong

DLC1 isoform 1 (DLC1-i1) as a potential
14:20 - 14:40 | gene therapy for Spinal Muscular
Atrophy

Dr. LUK Ho-ming, Chief of Service, Department of

14:40 — 15:00 | Overview on Neurocutaneous Syndrome Clinical Genetics, Hong Kong Children's Hospital

Prof. Godfrey CHAN, Honorary Clinical Professor,

15:00 — 15:20 Treatments of Neurocutaneous Department of paediatrics and Adolescent Medicine,
' ' Syndromes School of Clinical Medicine, LKS Faculty of Medicine,
The University of Hong Kong
15:20 - 15:30 Q&A and Panel Discussion
15:30 — 1550 Personalized Treatment for Neurological

Prof .Sophelia CHAN, Clinical Associate Professor,
Department of Paediatrics and Adolescent Medicine,

Rare Diseases

Spinal Muscular Atrophy and Duchenne | School of Clinical Medicine, LKS Faculty of Medicine,
15:50 - 16:10 | Muscular Dystrophy: Development of The University of Hong Kong
New Treatments

Management Update of Neuromyelitis Dr. XIAO Haibing, Associate Consultant, Department of

16:10-16:30 Optica Spectrum Disorders Neurology, The University of HK-Shenzhen Hospital
Treatment Options in Neurometabolic Dr. Sheila WONG, Associate Consultant, Neurology
16:30 — 16:50 P team, Department of Paediatrics and Adolescent

Diseases Medicine, Hong Kong Children’s Hospital

Dr SHENG Bun, Consultant, Department of Medicine

16:50 - 17:10 | Lysosomal Storage Diseases in Adults and Geriatrics, Princess Margaret Hospita

17:10-17:20 Q&A and Panel Discussion

ZZiRTaT & 2024 § Rare Disease Symposium 2024 P.4/P.7
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(IV) % i@i8 Parallel Sessions

FIE2 55318 (Z) Science breakout 2 :
ERNBHREEEEE SRR Rare Skeletal Dysplasia & Orthopaedic Disorders
1 Eh Venue : 1112 3 55%= Rm 3, 11/F #2835 Language : 2355E English only
Moderator : Prof. Janus WONG ( Clinical Assistant Professor, Department of Orthopaedics & Traumatology,
School of Clinical Medicine, The University of Hong Kong )
Time Topic Speaker
1400  14:20 Pseudoachondroplasia / Multiple
Rt Epiphyseal Dysplasia Prof. Tae-Joon CHO, Department of Orthopaedic
Surgery, Seoul National University College of
1420 — 14:40 Orthopaedic Management in Skeletal Medicine, Korea
Dysplasia
. : o Prof. ZHANG Jianguo, Director, Department of
, , Diagnosis and Treatment of Prader Willi \ HEe = .
14:40 - 15:00 syndrome Scoliosis On‘hopedlcs, Peking Union Medical College
Hospital
, Prof. Nick Bishop, Chair in Paediatric Bone
15:00- 1520 | j\ovel Treatmens for Osteogenesis Disease, Clinical Medicine, School of Medicine and
P Population Health, University of Sheffield, UK
15:20 - 15:30 Q&A and Panel Discussion
. . ) , Prof. Michael TO, Head, the Orthopedic Centre,
15:30 - 15:50 Clinical Approach to Skeletal Dysplasia The University of HK-Shenzhen Hospital
Dr. Joanna Yuet-ling TUNG, Consultant
15:50 — 16:10 Updates on the Treatment of Bone (Endocrinology), Department of Paediatrics and
RS Mineralisation disorders Adolescent Medicine, Hong Kong Children’s
Hospital
Prof. Laurence LEGEAI-MALLET, Director of
. . : Research, French National Institute for Health and
16:10 - 16:30 Updates of Treatment for Achondroplasia Medical Research, Imagine Institute, Université de
Paris Cité
Prof. Janus WONG, Clinical Assistant Professor,
16:30 - 16:50 | Limb Lengthening for Patients with Department of Orthopaedics & Traumatology,
' ' Skeletal Dysplasia ~ To Do or Not to Do School of Clinical Medicine, The University of
Hong Kong
16:50 - 17:00 Q&A and Panel Discussion

Z2y5 et & 2024 § Rare Disease Symposium 2024

P.5/P.7




TRERERNY

LKS F: of Medi
B iKY permme,

HEAPFENERR Shenzhen Hospital

(IV) 2 imiE Parallel Sessions

78 = Languages :

835 4848 93 " 18 Patient Organisation Sub-forum

MhES Venue : 1118 4 58Z= Rm 4, 11/F
BEKNERTE (&

EH  FHEXE (PEERRBBARTESER)

14:00-14:10 | #rnEs
FE— HENEBNTESWE

14:10-14:20 | BAIZES /T
4opa | PPV RE SRR R R ARE

' | mREL: —s=EEEYE/VA (155) ( Dravet EEER A A )
4301040 | FHEZIE O HHEE

| BBt — RSB R ARRE D (TUIIRER) (MR / RGHEE CREE AR )

BEAMS BB
14:40-14:50
E%ﬁi AR X E ML AERBREAE DN (M)
EMEETE—EAUmMER. ~EAF _HERKEFNTF

14:50-15:00

PREL LT - TFESMARSIERE (CU1bEWL )

15:00-15:10 | P& 23577
FTRE_  ZLEITNESEHE
15:10-15:15 | RIS ES Y
15:15-15:25 | K@ 158t
BREELT —BEHRBEBEXRTE
15:25-15:35 FRAER

frfmieZ+ — HEAEER(CERS

15:35-15:45

B EFRNFERREEN DS ERE ?
MERTE —/\HEANZFERHFEZE SO G )

15:45-15:55

AOIRERY TEF L EB —ITRER
BML L —EFRTHE (F2E) (LXK

15:55-16:05

UTREMN (F) H—:ﬁlﬂtli!l:L TEIE
RIKITE — EE T R R

16:05-16:15

}.
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28 4348 93 s 18 Patient Organisation Sub-forum
25 Venue : 1112 2358Z Rm 2, 11/F

f8= Languages : Ti@EFE REREE ( F2BNAF{EEE ) Putonghua & Cantonese ( with simultaneous interpretation )

EH  FHEXE (PEERFHBARTESER)
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16:15-16:20 | BHIZEg /T
MEKIEER
16:20-16:30 .
SRR — EEEEEMEKERE
BIEF#/0 O BEO\ETT
16:30-16:40 ) o
S3MGEE — EBIBIFE (HCNAERBRAS )
401650 FEAHEN O HAIFKK
T BEYt —EEHSEERBECL CHERE) (FokiEd / BRSREERAES )
6501700 REELEREEZEE
T EmBR et — AR S EERE MAR IR D (PREER )
7004710 HRBEEER - REFEFESESEENE
T EEEE - UAESOARBRIL (LWEKER) (X8F / SSRERKAS )
17:10-17:20 | B ZERR

#it#
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