News of World Rare Disease Day 2016 Symposium
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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, HK. 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.
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Our supporting organizations :
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We were proud to have representatives

from 17 organizations to attend
the Symposium ! They are :

1.
2.
3.
4,

&
6.

7.

8.
9.

HHBRREGEERS
Foundation
Fragile X Hong kong
TR BE R YE Hong Kong Health Care Alliance
BH4EILFLER4 € Joshua Hellmann Foundation
for Orphan Disease
JINIT [E1 4575 B B i 1k 4> @ Little People of HK
AL s H0 RO 8 HK Red Cross
John F.Kennedy Centre Alumni Association
RS IHE S E A B E /N
HK Mucopolysacchairidosis & Rare Genetic Disease
Mutual Aid Group
H A&7 € HK Neuro-Muscular Disease Asso.
7 Hegps A 4H 48K 2E HK Alliance of Patients'
Organizations Limited

A A BSR4 Hong Kong Patients' Voices

HK Angelman Syndrome

. PNH 5 A REZS R E4H

T A 4B 5177 & Retina Hong Kong
AT ICAER, S HK Rett Syndrome Association
. EABHUE e HK Slix Society
. E A/ INESEYHER,E HK Spinocerebellar Ataxia Asst
BHEENL A ZE4EIE R =< Families of SMA
Charitable Trust
. EAELEETERE(LIERS S Tuberous Sclerosis Complex
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World Through My Eyes T —

2 Bl A" World Through our Eyes JEAR AT 5, AL N IE A R 225 (8 22 % 8 , H’Rainbow Across Borders Asia’
#2k, (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)
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HKARD 2016 World Rare Disease Day Symposium cum Press Conference - Care is not Rare
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(Hong Kong, 28 February 2016 ) According to The World Health Organization's
findings, Rare Disease (“ RD”) is defined as the prevalence of 6.5 to 10 disease cases for
every 10,000 of population. RD cases are commonly due to genetic mutation or resulted
from genetic defects. The anatomy has about 25,000 to 30,000 genes. If a pregnant wife
and husband carry the same recessive pathogenic genes or either partner has a history of
hereditary disease, or perhaps due to sporadic occurrences of gene mutation, their next
generation is likely to exhibit genetically abnormal RD.

Professor Edwin Ho-Yin Chan, CUHK says: "Take spinocerebellar ataxia, SCA, for instance, it
is autosomal dominant inheritance in terms of genetic mechanisms, meaning just one gene in a pair with
pathological mutation is sufficient for triggering symptoms. Pathological gene mutation can be passed
down to the next generation either from the father or mother. Each offspring has a 50% chance of
receiving pathological gene mutation, and this genetic probability is the same for both males and
females."

Rare Disease  Does it rare?

With reference to the World Health Organization 2013 “Priority Medicines for Europe and
Around the World” reported that, there are approximately 7,000 rare diseases worldwide.
About 1 in every 15 persons is a rare disease patient. Among these patients, affected
children constitute up to 75%, and 30% of child patients receive positive diagnoses before their 5th
birthday.

Therefore, it is inferred there are at least 400,000 people affected by rare
diseases in Hong Kong, and among them most cases are due to familial genetics. In view of the
absence of any rare disease definition in Hong Kong's health care system, while rare disease patient
registry and rare disease classification have yet to be established, hence medical and social welfare
supports are severely limited. However, rare diseases bring about long-term physical and psychological
trauma for sufferers, as well as endless heavy burden on carers.

In 2013, Dr Ko Wing Man, Secretary for Food and Health, once cited in Legislative Council:

"Presently, there is no unanimous definition in the international community regarding rare
diseases..., due to difficulties in ascertaining rare disease case statistics, while reliability of information
and data concerning underlying causes is questionable, and also treatment options for some of these
diseases have just been recently devised, the Hospital Authority currently has not determined any
definition regarding rare diseases.”

Early Diagnosis Better Control

Hong Kong possesses internationally recognized public health policies and exceptional medical
systems. However, prevention and safeguard measures against RD are lagging far behind than those
implemented in Europe, the USA and neighboring Asia regions.

Dr Brian Hon-Yin Chung, Clinical Associate Professor, Department of Paediatrics and
Adolescent Medicine, LKS Faculty of Medicine, HKU says: “Previously, when local genetic diagnosis
was not well developed, samples would usually be sent overseas for testing. In addition, doctors did not
have sufficient knowledge about rare diseases, patients exhibiting symptoms could only search for
related specialists for diagnosis. If doctors have satisfactory knowledge about rare diseases, patients can
be expediently referred for due medical treatment.” The government has been following the criterion of
patient numbers in resource allocation, therefore general common diseases receive more resources. On
the contrary, available support for rare disease patients is relatively inadequate due to their fewer
numbers.

Dr Chung says, we wish to strive for more resources for rare diseases, and particularly the
operation of Hong Kong Children's Hospital to be commenced in 2018, with the possibility of setting up
a genetics clinic within the location, thereby facilitating simultaneous treatment of RD child and their
family members.

The social needs of families with RD child patients - preliminary first research
findings in Hong Kong

By Mr Johnson Lee. Doctor of Social Work candidate, The Hong Kong Polytechnic University
Research Objectives: (1) To examine the stress and difficulties encountered by the patients in taking care
of children with rare diseases in Hong Kong; (2) To determine the caring needs and coping strategies
adopted by the parents in taking care of the children; (3) To inform health care professionals and policy
makers of the supports and needs of children with rare diseases and their families in policy advocacy,
health care, rehabilitation, education, welfare and social participation.

It is a qualitative cases study. Data collected by face-to-face semi-structured interviews with 12
families which have rare disease child under age of 18 years old. The research findings revealed that all
interviewed families were suffered stress and difficulties on:

«»  Medical aspects, eg. diagnosis, information and knowledge; ()
< Psychological and emotional stress; A
<& Spouse and family relationships; HK

< Care management; ARD

% Resources, eg. Social support and financial stress.

< Child development, schooling and social acceptance / stigmatization
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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 (2" Runner-up), Yeung Yuk Mui (1* 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
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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

HKAPRY
£k Gz, [FKANSID) 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.
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Work of Infographics Winner

18 Rk BB /E R 7T BB Please click the below link for student’s works :
https://sites.google.com/site/del14102a/home/ classwork
https://youtube/3ES5ifBC9064
https://drive.google.com/folderview?id=0BOgmETIs150_RmV5UkhTWUdU
c00&usp=sharing

ZZ A RH Rk 2848 The Organizational Structure of HKARD
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/ET/%FUF ZEHKE, The 1% Council Members where elected in the AGM on 23™
Jan 2016. 1% Council Meeting was held on 2™ Feb 2016 and the organizational
structure of HKARD Council is as follows :
& & President : W) Mr KP Tsang
BI€ £ Vice President JikERJeE Mr Dennis Fong
F LR E Hon. Secretary : B £+ Ms Tso Yee Man
# %5 5 £ Hon. Treasurer PR E Mr Leung Chat Kan
A% % B & House Committee :

FJf Chairman . JifER YA Mr Dennis Fong
% 2 Members :
Wi At GBS B e S A RN S B S AR
Ms Tso Yee Man, Mr Leung Chat Kan, Mr Terry Lai, Mr KP Tsang
& Mr Ho Lap Ming
4% Z B & External Affairs Committee :
FJf Chairman D ESESEA Mr KP Tsang
% 2 Members
FkgSe | R RERRSE A R R L B | Eivk Ak
BHR s 2 | W A2 A2 | (T SZ B SE AR B TR R e &
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
B8 K B R & B & Scientific & Medical Advisory Committee :
FJ# Chairman : #E{il 5% Dr Brian Chung
% &2 Members :
PR s 2 . e Se e, e S S HERR S AR A i vk £k
Prof Danny Chan, Mr KP Tsang, Mr Dennis Fong,
Mr Ronald Chow & Ms Maria Wong
M Advisors :
HUR AR | RE E R . BRIV IR | AR IR AR . ERRA IR,
Prof SY Chair, Prof Cecilia Chan, Prof Edwin Chan, Dr Joannie Hui &
Dr Raymond Wong.
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Hong Kong Alliance 101
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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

ZEE 2016 TEBI BIIEHE 2016 HKARD Activity Sponsors :
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HFHZERKEFRB Y Hong Kong Alliance for Rare Diseases + 8522703 9363 www.hkard.org 1%ed.

JiRE F R 22 LR U MES Hong Kong Alliance for Rare Diseases reserves the copyrights




