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Theme 8 : How Should the Healthcare and Social Welfare Systems
respond to the Needs of Patients With Rare Diseases?
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Date HHf : 25 -02-2017 (Saturday, FEH7S)
Time BF[E: 14:00 - 17:00
Venue #2E : Chan Kei Biu Lecture Theatre (LT-6), 4/F, Academic 1,

The City University of Hong Kong
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Objective HHY: To raise awareness and concern on rare diseases in
Hong Kong for the ultimate purpose to improve the
community support of rare diseases management both in
aspects of resources and policy development
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Participants : patients, carers, clinicians, scientists, government officials,
ER- HA delegates, pharma companies, etc.

WR -~ FIE - BE - B2E - BIFEAR - BERNRE - Bt
BEERARE -

Sponsors :

BEIHE



Supporting Organizations :

R

K

€’

AKNVIFS

HEBEEKE

Hong Kong Health Care Alliance



EEIRE

HHH 2017 ££2 H 25 HERIN)
HirEE el T RS B (—) DU [ EE SR (LT-6)
FAFEZ | 14:00 - 14:05 | HFEERERFEE T E Y8 I A Z0EelEE
14:05 - 14:10 | Fra=%E UEGREERES - GEEEETETRI TR
BT AR B A B 3
14:10 - 14:15 | Sintirs BT REAYRE 2 2 T (T BTG
14:15 - 14:20 | il s ARG & (A3 2017 EE £ #EE B R0
14:20 — 14:25 = C
FEUHEE | 1425 - 1500 | MARMHEERERZ2EIGENEZRIER
- BB REDRZ ST RBIZY B B4
15:00 - 15:35 | BEHEHEOMEEEZRBENEE?
- HAMNSIEEREEEER /NI TR - BEERERER
LRI BRELE
TAEH 15:35 = 16:30 | (1) EILWA LT Q BENUTEHEHBEES
(4 1 B4-702 =) BEYEE CHEHMEEE LT-60)
FE O SR FE O EREs
FAERERREEE - FBK | FEELEEESEAEERE T
BERZWEE HENE/VER | NARIERE - TS R
B2 2\ BE PR B2 LRI - EEEERS
/INGERRE
BUEASR TSI EGRE | RS
e BRETHIT/INAEL ‘B S R MRS S
Mr Joson Chan & & RHEFEERE B
FRA BRI PR R R
R /N A B RS A FifJ& PNH 5 A REZS R E4H
AR 3 FIRERE S R LR R SR B
KA AR A Z RS PPARELSAE TRTER K B T [ B
HEaHs: MR ER B
L TR MEEER S ZEE R R T B R R
RS BRI B - Fs ook
EER B B PRSP (U
5 FE R )
TAEYS 16:35 - 16:55 | TIES (1) ~ OfEE
PR ¥y
B 16:55 - 17:00 | HEAZERFEHREFEEIG & HEA 042G

btad g oe £

[ 17:00 - 17:20 | BBERFREEE _Bda g




Program Rundown

Date 25 February, 2017 (Saturday)
Venue Chan Kei Biu Lecture Theatre (LT-6), 4/F., Academic 1, the City University of HK
Opening 14:00 - 1405 Welcoming Remarks by Mr KP Tsang, President, HKARD
Ceremony
14:05 - 14:10 Congratulatory Remarks by by Officiating Guest : Dr Hon Pierre Chan,
Legco member and Deputy Chairman of Panel of Health Services
14:10 - 14:15 Opening remarks by co-organiser : Prof Michael Yang, Head & Chair
Professor, Department of Biomedical Sciences, CityU
14:15 - 14:20 Opening remarks by co-organiser : Mr. Alan Chung, President 2017,
Junior Chamber International City
14:20 — 14:25 Group photo taking
Key Note | 14:25 - 15:00 The Importance of Patients Registry to Diagnosis and Treatment
Speech of Rare Diseases
— Dr Ava Kwong, Division Chief, Clinical Associate Professor, Assistant
Dean, Dept. of Surgery, LKS Faculty of Medicine, HKU
15.00 - 15:35 | How Should the Healthcare and Social Welfare Systems respond
to the Needs of Patients with Rare Diseases?
— Mr Terry Lai, Vice Chairperson of HK Mucopolysaccharidoses & Rare
Genetic Diseases Mutual Aid Group, Business Development Officer of
HKARD
Parallel 15:35 - 16:30 | (1) Building Up Patients Registry (2) Gaps between Healthcare / Social
Workshop (Room B4-702, 4/F) Welfare Systems and Needs of
Patients (Lecture Theatre LT-6)
Moderator : Dr Brian Chung, HKARD
Council Member, Clinical Associate Moderator : Mr Terry Lai, Vice Chairperson
Professor, Department of Paediatrics of HK Mucopolysaccharidoses & Rare
and Adolescent Medicine, LKS Faculty Genetic Disgases Mutual Aid Group, Patient
. of Pompe Disease
of Medicine, HKU Panelist :
o anelist :
Panelist : —
Prof Edwin Chan Ms Ir_|s Chan : ;
. . Patient of Spinocerebellar Ataxia
School of Life Sciences, CUHK Mr Alex Chan
Mr Joson Chan Patient of Paroxysmal Nocturnal Hemoglobinuria,
Founder_, HK Angelman Syndrome PNH patient group
Foundation Mr Ronald Chow
Ms S_erene Chu . Parent of child with Tuberous Sclerosis
Chalrp_erson, Little People of HK Complex
Ms Maria Wong
Executive Committee, Families of Spinal Mr Kenny Leqng .
' Parent of child with Costello Syndrome
Muscular Atrophy Charitable Trust Dr Kirsty Lee
MS. Tso Ye_e Man . Clinical Oncologist, Prince of Wales Hospital
Vlce_Chalrwo_mgn, HK Spinocerebellar (Representative of Melanoma patients)
Ataxia Association
Workshop | 16:35 - 16:55 Representatives of Workshop (1) & (2)
debriefing
Closing 16:55-17:00 Closing Remarks by Mr Dennis Fong, Vice-president, HKARD
Remarks

End of Symposium
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