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	ďFĕ  Fabulous speakers ! 

News of  World Rare Disease Day 2016 Symposium 
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'K�| �ŉ  
Our supporting organizations : 

ĐĐ�� 17�ßæÈ�ý�ò�|Ń 
We were proud to have representatives 
from 17 organizations to attend 
the Symposium !  They are : 
1. ǵ7¹bſ�U¯ǞĔ HK Angelman Syndrome 

Foundation  
2. Fragile X Hong kong 
3. ǵ7ǛƾƐś  Hong Kong Health Care Alliance 
4. ´uđÄtU¯ǞĔ Joshua Hellmann Foundation 

for Orphan Disease 
5. ÎƎ�ƇĖǷǸST¯ǞĔ Little People of HK 
6. ǵ7v�ÁĔIǌǋPæĠ�Ĕ HK Red Cross 

John F.Kennedy Centre Alumni Association  
7. ǵ7ǻ¶ǚUďƇĖǔpTT�Îy  

HK Mucopolysacchairidosis & Rare Genetic Disease 
Mutual Aid Group 

8. ǵ7ƒn�Ĕ HK Neuro-Muscular Disease Asso. 
9. ǵ7TXyƅƐś HK Alliance of Patients' 

Organizations Limited 
10. ǵ7TXĀqǏƂ Hong Kong Patients' Voices 
11. PNHTX(Yǣ3y  
12. ǵ7ƭƀƘTƿ�Ĕ Retina Hong Kong  
13. ǵ7ǬB0U�Ĕ HK Rett Syndrome Association 
14. ǵ7šǅ�Ĕ HK Slix Society 
15. ǵ7ÎƗƢƃU�Ĕ  HK Spinocerebellar Ataxia Asso. 
16. Ɩ"éƒƑƢƃUí¥¯Ǟ  Families of SMA 

Charitable Trust  
17. ǵ7zséb�U�Ĕ Tuberous Sclerosis Complex 

zŇÌÈ�çÿŃ  
Thank you for the support of all our guests and partners ! 
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HKARD WRDD 2016 Symposium – Care is not Rare was held successfully on 28 February 
2016 (Sunday), at St. James Settlement, Wan Chai, H.K.  We are pleased to have Prof  Hon 
Joseph Lee, LegCo member, as our officiating guest to support us. Over 170 guests participated; 
show up rate was over 90%. RD patients/carers from 17 patient groups joined us.  Journalists 

from 10 local media have attended. Total 23 media exposure on the next day. We hope that it 
will be a big step forward to raise RD attention in our community within the public and our 

policy makers for the purpose of a fair and justified allocation of resources to RD patients.  

Ĩ�ĂĦ¾  
Dr Brian Chung, HKU 

çÉÔY7ĦÆĎĊTD�	

gňĹPY�FČĦYī 

Ø7ı`jÔYÝòl*�~ 
 

Ĭ¬³�~  
Prof Edwin Chan, CUHK 
 
Prof Ĺ��PY¾AÔYÝ�~ 

�²ë�¾  
Mr Johnson Lee, HK PolyU 
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	ÓFĕ Officiating Guest               
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Prof Hon Joseph Lee, 
Legislative Council Member, HKSAR 
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P�Üø)q Snapshots  
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çÉ�ĩ  �ni�¾ô£ĝĉ  

Mr KP Tsang, President, HKARD, 
delivered welcome remarks. 

��PY�~ºÞ�Ħ¾B�u�Ħ¾ŀ  

We have Prof Raymond Wong and Prof CK Li of CUHK 
attended the meeting . 

Ã�PĬ¬³�~(d)ġ�PĬ}0�~(;)ŀ  

When Prof Edwin Chan  CUHK (L) met with Prof Danny Chan, HKU (R). 

ǵ7TXĀqǏƂQÓĜçǜsJŀ  

 Mr Alex Lam, Chairman of HK Patients’ Voices. 

ǵ7šǅ�Ĕ�ĔĔǡ�

ǟìÉÎ¼ŀMs Chung Oi Po, 

Founding President of HK 
Patients’ Voices. Voices. 

çÉ*�ĩ  �äĒ�¾�P�åàŀ  

Mr Dennis Fong, Vice-president, HKARD, concluded the Symposium 

Fĕõďì�’World Through our Eyes’b�(Áqŀb��ª1�?ÈçÅ��±	ķ Ň¿’Rainbow Across Borders Asia’

��ŀ(www.rabasia.org) 

Guests and Speakers in front of the ‘World Through our Eyes’ display panel , a project of  Rainbow Across Borders Asia.  It is 

an exhibit with the theme of : Rare Disease -  A Photographic Journal featured RD patients stories in Asia.  (www.rabasia.org) 

World Through My Eyes  
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[�ßæ��ŀThe 1st Council Members where elected in the AGM on 23rd 
Jan 2016.  1st Council Meeting was held on 2nd Feb 2016 and the organizational 
structure of HKARD Council is as follows : 
�ĩ President   :  �ni�¾   Mr KP Tsang 
*�ĩ Vice President  : �äĒ�¾   Mr Dennis Fong 
é/Õ� Hon. Secretary : �âĮRM   Ms Tso Yee Man 
é/<m Hon. Treasurer : ����¾   Mr Leung Chat Kan 

�/TD� House Committee ŉ  

	g Chairman :  �äĒ�¾   Mr Dennis Fong 
{DMembers :  

�âĮRMĿ����¾ĿĖ\ü�¾Ŀ�ni�¾B�×��¾   
Ms Tso Yee Man, Mr Leung Chat Kan, Mr Terry Lai, Mr KP Tsang 
& Mr Ho Lap Ming  

N/TD� External Affairs Committee ŉ 
	g Chairman  :  �ni�¾   Mr KP Tsang 
{DMembers :  

�äĒ�¾Ŀ@¡��¾ĿĖ\ü�¾Ŀľ� RMĿľV$RMĿ 
Ĭ}0�~Ŀ�âĮRMĿ�×��¾B´tĻRM   
Mr Dennis Fong, Mr Roanld Chow, Mr Terry Lai, Ms Amy Wong, 
Ms Maria Wong, Prof Danny Chan, Ms Tso Yee Man, 
Mr Ho Lap Ming & Ms Anchor Hung 

ÔY7ĦÆĎĊTD� Scientific & Medical Advisory Committee ŉ  
	g Chairman :  Ĩ�ĂĦ¾   Dr Brian Chung 
{DMembers     :  

Ĭ}0�~Ŀ�ni�¾Ŀ�äĒ�¾Ŀ@¡��¾BľV$RM 
  Prof Danny Chan, Mr KP Tsang, Mr Dennis Fong, 
  Mr Ronald Chow & Ms Maria Wong 

ĸE Advisors : 
Ěħ÷�~ĿĬļį�~ĿĬ¬³�~ĿĈĨS�~ĿºÞ��~ŀ 

  Prof SY Chair, Prof Cecilia Chan, Prof Edwin Chan, Dr Joannie Hui &  
  Dr Raymond Wong. 

çÉßæ��   The Organizational Structure of HKARD 
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Rare disease is a life-threatening disease with a very 
low incidence rate.  Currently, general public is 
unaware or have very little knowledge about rare 

diseases. With an aim to raise public awareness on 
the situation of rare disease in Hong Kong, this 
contest serves to explore new way of presentation to 
educate public on rare diseases through the creative 
minds of the diploma students of Hong Kong Design 
Institute (HKDI).  This contest is co-organized by the 

Hong Kong Alliance for Rare Diseases (HKARD) and 
the Hong Kong Association of the Pharmaceutical Industry (HKAPI). This 
meaningful program also won support by Cable TV as an official media partner. 

THE LOREM IPSUMS SPRING 2016 çx  RareCare 

ĹçÿÄÅïÉ    Hong Kong Alliance for Rare Diseases   ņ852 2703 9363    www.hkard.org    1st ed. 
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1st Council Members of HKARD and Symposium Speakers (from left to 
right) : 
Dr Brian Chung, Ms Amy Wong, Mr Johnson Lee (speaker), Prof Edwin Chan 
(speaker), Mr Leung Chat Kan, Prof Danny Chan, Ms Maria Wong, Mr Terry 
Lai, Mr KP Tsang, Mr Dennis Fong & Patti Lam (Project Officer).  KP’s guide 
dog : Deanna 
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Infographic Design Contest for World Rare Disease Day 2016 
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®ƧƥR� ǧx¾º³EÕǯƵƱãDƍȁÃǇ� ƉjèEVǇ� ĤEĢ E����
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Award Presenters & Awardees (from left to right) : 
Mr Wallace Lam, Vice-principal of HKDI and Acting Academic Director 
(Design), Ms Sabrina Chan,Executive Director, HKAPI, Infographics Award : 
Lo Wing Sze (2nd Runner-up), Yeung Yuk Mui (1st Runner-up) and Chan Ka 
Po (Winner); Best Motion Work : Lui Tsz Tung & Gan Junjun; Mr KP 
Tsang, President HKARD, Dr Braing Chung, Chairman, Scientific & Medical 
Advisory Committee, HKARD. 
 
s¸76ė�C:¯ā Please click the below link for student’s works : 
https://sites.google.com/site/de114102a/home/classwork 
https://youtube/3E5ifBC9o64 
https://drive.google.com/folderview?id=0B0qmETls150_RmV5UkhTWUdU
c00&usp=sharing 
 

iĳćă#ě�C  
Work of Infographics Winner 

çÉ 2016 «.Ę- �     2016 HKARD Activity Sponsors :  

Pantone 2768C
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