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Rare Disease Symposium 2024
Programme Rundown

(1) BE&E L Opening Ceremony
HhEh Venue : 72 Z EE A Nina Ballroom Hall A, 7/F
B . ELEAE M YEEE (RRBENRS{EEE ) Languages: Putonghua & English ( with simultaneous interpretation )

E+5 Moderator : [RiIkIFHIZ (BEAREEMEERERXBB(MRRER) )
Prof. Danny CHAN, ( Senior Advisor (Policy & Governance), LKS Faculty of Medicine, The
University of Hong Kong )

B & Time #2FF Programme i& & Speaker
08:00 - 08:30 | B &C. A% Registration

EBEH L BEELZHIE
Prof. LO Chung-mau, Secretary for Health, Hong Kong

EBEAEGIRE (BF) FEAEZG A 2EE
HE

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

PEJEZ Rl BB THEE K FMELE

Mr. LI Linkang, Executive Director, China Alliance for Rare Diseases
EBEZE R ER &L

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

08:30 - 08:35 | Z2&E &% Congratulatory remarks

08:35-08:40 | ZRERIDEF Welcoming remarks

08:40 - 08:45 | ZERNEF Welcoming remarks

08:45 - 08:50 | 251 E+ Vote of thanks

08:50 - 09:00 | KX EHR Group photos

(Il) EREEBE Keynotes

AL TIEESEA Venue: Nina Ballroom Hall A, 7/F
S . LiEFE MRS ( FRBNRS{ERE ) Languages: Putonghua & English ( with simultaneous interpretation )
A5 & Time = #& Topic #8& Speaker
: . . WRGHEG R RITFEHE
A=Y ZU B N
09:00 - 09:20 PR R R R E R E R Prof. ZHANG Shuyang, President, Peking

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

ZEEE G EERL T E

09:20 — 09:40 BEEREREER %ﬂﬁ’%”‘i’-‘ _ '
' ' Rare Disease Service Development in Hong Kong Dr. Michael WONG, Director (Quality &
Safety), Hospital Authority, Hong Kong
BERERYIBRNERRBREERE EBXE XY E 107 (15.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)

WEEIKEFEGENREIRE | BINEEESHREE
RBHFRNVTENAES
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 B 1T AR 2D
Health Assembly Resolution on Rare Diseases

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

e TIRESEA

Venue: Nina Ballroom Hall A, 7/F
ES . LiBAE RS ( FRBNMF{ERE ) Languages: Putonghua & English ( with simultaneous interpretation )

China Alliance for Rare Diseases

X Topic i#&& Speaker
BRI P10 BT RIS
= EEAS T R SRR kil
10:50 - 11:10 | Diagnostics and Treatment Development in Hon V=
agnostes ant. VEIOPMENHINTONT | b Brian CHUNG, Chief Medical and Scientifc
Kong for Rare Diseases _ )
Officer, Hong Kong Genome Institute
Prof. Laurence LEGEAI-MALLET, Director of
NEREAETHNERRBRECHR 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
(ZEE] X (2 7 22 BB TR P T 75 1)
IR HE = SR
IR MERERRBEERER BEEIFHFEF L) THER
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
&t ¥ iR R ERA T P ZHFER , L "
%g?g?ﬁf Z—Ez?gfggﬁwﬁé};&%ﬁﬁ Prof. Tiong Yang TAN, Clinical Geneticist,
FREMRIE R 2 msal 5 Nt Victorian Clinical Genetics Services, Murdoch
_ _ Outcomes of a Clinically Integrated Multi-omic ) . . ;
11:50 - 12:10 Rare Disease Proaramme. RDNow. for Individuals Children's Research Institute, Australia
who Remain Undiggnosed’ after CIir’licaI Genomic (;E;%/%%f%ﬁﬁ\?%ﬁifﬁﬁ{ﬁ%ﬂﬁgﬁ/z‘?‘ﬁ
S : EEREE P bR B EEXR)
equencing
[E £ 595 Round-table discussion
37 Topic: it E 5= ZIER PR From Laboratory to Clinic
12:10-12:40 | FE 55 Moderator: &/ /# 2(7< Prof. Danny CHAN'
N EmE & Panelists: Prof. Nick BISHOP? , Prof. Tae-Joon CHO? , /%278 284 Dr. FUNG Cheuk-
wing* , Prof. Laurence LEGEAI-MALLETS , Prof. Tiong Yang TANE , £/ F{UE#(#Z Prof. Michael TO7
12:40 - 14:00 FHERFRE Lunchtime

1 Senior Advisor (Policy and Govemance), LKS Faculty of Medicine, The University of Hong Kong & & A &2 5 i B 58 i & 77 2 (1]

2 Chair in Paedliatric Bone Disease, Clinical Medicine, School of Medicine and Population Health, University of Sheffield, UK 2222/ 3E i 72
AEBEEHN [ FE &8\ B 5w

3 Professor, Department of Orthopaedic Surgery, Seoul National University College of Medicine, Korea #2975 /2 7 A E5 &8 n B RIZIHE

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

BN ERI BT L ST MEFTR AR

5 Director of Research, French National Institute for Health and Medical Research, Imagine Institute, Université de Paris Cité ;7 2255 18 522

EENTTAH LT

6 Clinical Geneticist, Victorian Clinical Genetics Services, Murdoch Children's Research Institute, Australia 225 75 572 & A Z At 2 7/
SORG R B (E R ) g R i 1 K

7 Head, the Orthopedic Centre, The University of Hong Kong-Shenzhen Hospital ZEA£2:51)/E xS 7B & 10 F1F
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(IV) 4% &l Parallel Sessions

I E2 53> #MIE (—) Science breakout 1 :
ZE R A9t 48 % 4 %% Rare Neurological Disorders
&4 Venue : 1112 2 582 Rm 2, 11/F f8= Language : 23558 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 — 15:50 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 Ontions 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 Hospital

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

ZEJEITET € 2024 = Rare Disease Symposium 2024 P.4/P.7
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(IV) 4% &l Parallel Sessions

BB 5R1E (Z) Science breakout 2 :
ZFERNBHEEREHB TR Rare Skeletal Dysplasia & Orthopaedic Disorders
i E4 Venue : 1112 3 58Z Rm 3, 11/F #8= Language : 2 3E3E English only
Moderator : Prof. Janus WONG ( Clinical Assistant Professor, Department of Orthopedic & Traumatology,
School of Clinical Medicine, The University of Hong Kong )
Time Topic Speaker
, , Pseudoachondroplasia / Multiple
LAY 1AL Epiphyseal Dysplasia Prof. Tae-Joon CHO, Department of Orthopaedic
Surgery, Seoul National University College of
1490 — 14-40 Orthopagdlc Management in Skeletal Medicine, Korea
Dysplasia
. . - Prof. ZHANG Jianguo, Director, Department of
14:40-15:00 | Diagnosis and Treatment of Prader Wil | 0 jioe " Paking Union Medical College
syndrome Scoliosis ;
Hospital
. Prof. Nick Bishop, Chair in Paediatric Bone
15:00 — 15:20 ll\rlr(])vs'l_flgte:tments 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
R 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 1650 | Limb Lengthening for Patients with Department of Orthopaedic & 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
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(IV) % imiE Parallel Sessions
25 & 44 9 5w 18 Patient Organisation Sub-forum
25 Venue : 1118 4 552 Rm 4, 11/F
f8 = Languages : ZiEE RERRE ( 5%BNIS{E5E ) Putonghua & Cantonese ( with simultaneous interpretation )

5 FMEREE (PEFERRHBRTESR)

14:00-14:10 | EraD By

FE— HERBNAEHNR

14:10-14:20 | BHGZRE T

Dravet Fal = r/\u..\rﬁﬂ:%gﬂ§i—ila£\
14:20-14:30

TREXL —=RERXFE/NE (16R) (Dravet AREERA A )

MEBZE « HMZEH
14:30-14:40

EMEL + — BERBERATMIB RO (LIIAER ) (1E5m / RaiEhe{CaemA A )

BEBESEHEYI R
E%‘tﬁi EEREMEMAARREEDL (RYIH)

14:40-14:50

EMGESTE-RAOUmMSE. ~ EAS_MERRERNTF
PREL LT - ITFESMARSIEEE (CU1EWL )

14:50-15:00

15:00-15:10 | R & EAZIMR

FE  STEMNESHE

15:10-15:15 | BIZES /Y

15:15-15:25 | Rig# &t
REEL+ — HEEEMEEBEXRITE

FREAER

15:25-15:35
efiic X+ — FBAEEHELIERS
B/ R FE RRE RS EME ?
15:35-15:45

MR E —/\HENERHREE RO G )

AOlEERY "EF ., EFH —THER
BMZ L —EFRTHE (8 ) (SCREFERRHBEAAESE )

15:45-15:55

PITREI (F ) SiREEETIIR
15:55-16:05

RKEE —EEFERBREEDL (HERZEUFRRAZHE ) (JIREM)

16:05-16:15 | B ZEAR 7
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(IV) 4% &iE Parallel Sessions

5 & 448 9 5% 18 Patient Organisation Sub-forum
34 Venue : 1142 2 522 Rm 2, 11/F

f8= Languages : Zi@EFE RERAE ( 5%BNMS{E5E ) Putonghua & Cantonese ( with simultaneous interpretation )

EH  FMEEE (PEFERRRBRTESR)

FE=  OREZFENFENMEXK

16:15-16:20

FZEN

16:20-16:30

MmEKIEER
SIRNITE —BEEEHMEKERS

16:30-16:40

EEEH0  BORAT
AXMITE —BEINRBE (SR RERRAAEL )

16:40-16:50

[E 2 AHED « HAIFKRK
BEX LT —REHSEMRS O OPIERZE ) (HEiiaEt / BlGkOERAHER)

16:50-17:00

FrEREERRERSE
BRI L £ — ALK S HEEI BZ MERT R AR /0 (BRI % )

17:00-17:10

BERBERK - XHRBTERERIEEN A
TERE - AS O AmERFO (LAKR) (X&)% / SSERERAHES )

17:10-17:20
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