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Meeting Held Successfully
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HKARD's 1st AGM was held on January 23, 2016 at

Duke of Windsor Social Service Building, Wan Chai,
1st Council Members were elected.
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The new Council consists of members from four rare disease patients, four
caregivers and four professionals. Mr K P Tsang, on behalf of the 1% Council
Members, expressed the gratitude to members of the Provisional Executive
Board. He stated that 1st Council Members would work as per HKARD's
mission & objective, commit to put their full efforts to collaborate with various
patients groups and stakeholders in Hong Kong, for a fair and rational allocation
of social resources in managing rare diseases. The AGM ended by Ms Sabrina
Chan, Executive Director of the Hong Kong Association of the Pharmaceutical
Industry, who delivered an education session
to all the participants with topic "Drug
Registration System in Hong Kong and the
Impact on Patients". Although the outdoor
temperature was only 10 degrees Celsius, the
meeting hall was filled with an atmosphere of
warm solidarity. Members asked questions
actively and expressed invaluable opinions to
Council Members. HKARD 1st AGM ended-in
a happy atmosphere of communion.
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Current members of HKARD are patients or carers of the below 18 kinds of NS g
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1. emAl RIE (B NE, Acromegaly) _ gj; f@n:ﬂugﬁ%igﬁiﬁiﬁﬁ .
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4. WUE &1 i (MD, Myotonic Dystrophy) R - R A - OIEAT - BRI - SR
5. AR (Neurofibromatosis) HABERS - 5 AT LR B H RO A%
6. & FFECIE (Rett Syndrome) v BERUERSEHE RO HEE - EREHHE
7. /NISZEREIE (SCA, Spinocerebellar Ataxia) BB E R B SHHZRA IRSSE £ # o EH
8. PRI R F kR AEE (HUS, Hemolytic-uremic Syndrome) FREIE | TP ER A » ARG =k
9. KFEAIE (Angelman Syndrome) By & # R BRIV R -
10. JiE HEGHE (Pompe Disease) HKARD’s Provisional Council Members
11. WCH i H A 2JE (Achondroplasia) met with the Task Force Members of HK
12. BEWNIE-FR VKRS E (RTS, Rubinstein Tabyi Syndrome) Children Hospital in HA headquarter
13. FEEERE(LIE (TSC, Tuberous Sclerosis Complex) On behalf rare diseases patients and their carers,
14. MMt 3 %% (RP, Retinitis Pigmentosa) EKARP _memgers f::ﬂ with HfCtH Pltannir?g iﬂd

=4 = H ommission ommittee representatives to share e
15. fﬁ'ﬁ’%f%ﬁﬁ((fkeletal DyspIaSIa) Alliance's oginions and exgectations on the service
16. T HEVE LA 26 iE (SMA, Spinal Muscular Atrophy) deliverable of HK's future Children's Hospital.  The
17. K2 RGFEIE (KS, Kallmann Syndrome) Alliance stated that new born babies screening, early
18. GRIN 1 (Glutamate Receptor, lonotropic, N-Methyl D-Aspartate 1) diagnostic support, effective & fast treatment and

evidence base registry & research were crucial in rare
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FOIECHR B hnoa s 28 SBma 2 1% - service implementation. The Committee committed to
We look forward to work together for the maintain communication with HKARD at every HKCH's
objective to educate and raise the public development and opinion gathering phase.

awareness of rare diseases. Thus,
gradually strengthen the community’s
support for rare diseases in terms of

resources and policy.
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HKARD wrote to the Hospital Authority
suggesting ways to optimize the newly

launched “Medication Capping Program”
HKARD wrote to Dr Cheung Wai-lun, Director (Cluster
Services), Hong Kong Hospital Authority, on 23"

Patient aroup meeting on 30" November, 2015. November, 2015 to express our concern on and

suggested ways to optimize the newly launched
gﬁ@%%%ﬁ: %@ﬂﬁ r%%ﬁ]ﬁ%%ﬂj iﬁ%ﬁk Mlecatlon Cdapplng Plrogram for rarﬁ cal?cers,
S AN ol e a0 e L N TR e o e et should conaiar
s LR SR TN i - P - suggested that the government should consider
22 Gy B2 J e R SR N FNZ2 FL ALK Jifiges i) [ 858 B TE 31 1 R & subsidizing patients who fall into the safety net by paying
Lo %2 S R BB TR DAL, AN 72 A S T S the self-paid portion of the Capping Program under the
NN TR TR SN VG Conniniy Cate Fund or e Samarian Fund. | This i
i TSR BT THE B O ZESL B AFED Gy, ZREE AR 12 1 28 H eI sR B A E ] Safety Net Patients”. The Alliance received a reply letter

P, (AR SR B AR R AE 88K, from Dr Cheung on 28th December,2015. No specific
commitment was stated.

FHE-EHEHE (BEELG) @ H&HLE - EERERL
FtER e ~ EaEt - ROt - BB PIRE - =5
KA~ BRIERACE: ~ BRIREE R - EME R A (B%) -
IS (B ) s it (B%) -
HEEME (WHMER) - Modiiict: - BER  Deanna

1st Council Members of HKARD (from left to right) :
Mr Dennis Fong, Mr Terry Lai, Mr Ronald Chow, Ms Tso Yee
Man, Mr Leung Chat Kan, Mr K P Tsang, Ms Maria Wong, Ms
Anchor Hung, Prof Danny Chan. (Apologise : Dr Brian Chung, Mr
Ho Lap Ming and Ms Amy Wong)
Project Officer (External Affairs) : Patti Lam
KP’s guide dog : Deanna




“Rare disease to me , is not

uncommon.” ....... unconditional acceptance and
commitment - Huntington Disease, HD

“The onset of HD of my mom was 12 or 13 years ago
when she was around the age of 50. This disease affects her body
balance and coordination, involuntary trembling muscles and fall
down very often. She keeps losing her body weight, follows by
eating and digestive difficulties ; her language ability, mobilization
and cognitive ability deteriorated  progressively........ At this
moment, | cherish every single words which my mom speaks out.
She is my babe now !”

“In fact, rare disease to me, is not uncommon !”

Ken To, around 35 years old, serving the corporate
communication field, obtained his first degree in Lingustic and
Translation. He recalled that his first experience on HD signs
should be at the time he was in primary school.

“The current condition of my mom just like the situation
of Grandma in the old days. Our neighbourhoods even say so.”
Ken said, “I am experiencing HD’s 50% inheritability amongst
members of my whole family.” Ken's mom is an Indonesian
overseas Chinese, with 10 silbings. His mom is the eldest sister.
There were three members of her generation showed the signs &
symtoms of HD and an uncle even passed away. Ken is the eldest
brother in his family. He is single with two married sisters. Ken
said, “I don't think receiving genetic test for myself can bring any
good news to me.....Let’s live in the moment!”

“l think no one wants to prove his/her ability by
experiencing suffers intentionally, however, if it is the fact that |
need to face such a rare experience, | think it is a hint to me that |
have the ability to contribute and commit for something.” Ken
smiled. Therefore, Ken is being active in collaborating with China’s
HD stakeholders, providing volunterring support to HKMPS and
sharing his experience constantly amongst RD
patients. He recently joined a family trip in Indonesia
with over 60 family members organised by several
uncles and aunts in last Christmas. The gathering
concluded with a dinner nite with a touching HD
sharing session among all their family members.

Members of the family, who travelled from different
places, were closely bonded and united. Ken stated,
“The mutual care and support from family members is
of ulmost importance in RD family. “ “With the active

collaboration of different RD patients or mutual aid
groups, | hope all the different experiences from
various parties can be consolidated effectively and
can help to establish a quality Rare Disease Policy in
the society with breadth and depth.” Ken raised out
the dreams of every RD conern individuals.
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HKARD submitted letter of opinion to HKSAR government for the preparation of 2016
Chief Executive Policy Address and 2016/17 Budget Proposal on 14th December 2015

In view of the current health policy on HK’s rare diseases management, HKARD’s recommendations are summarized as follows:

(1) To urge the Government to collaborate with the stakeholders of rare diseases to establish a proper definition on rare diseases in
Hong Kong and set out of relevant policy; (2) To enhance the support of early diagnosis of rare diseases; (3) To make better use of
resources to provide treatment for more patients with rare diseases under transparent guidelines; (4) To have better coordination
of different aspects of medical and social services providers to facilitate all-rounded comprehensive rare diseases care to patients
and their care givers; (5) To establish HK rare diseases patients registry and to reinforce the conduction of clinical research which is
engaged with patients and patient groups; (6) To set up Center for Rare Diseases at Hong Kong Children’s Hospital, which is going to
commence its service in 2018, to play an active and leading role in coordination and management of rare diseases in Hong Kong;
(7)To provide proactive support to patient groups of rare diseases; (8) To establish policy in Social Welfare Department for a one-
stop case management infrastructure; (9) To implement screening to all newborn babies.
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(1) $eRMEANSEE (Congenital Muscular Dystrophy)

(2) BR5EMATEEARE M ASHH RS = JiE (Infantile form Lysosomal Acid Lipase Deficiency / Wolman Disease)

(3) KA MR 4 5385 R (Permanent Neonatal Diabetes Mellitus)
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/&K - Canadian Organization for Rare Disorders (CORD) established Canada’s Rare Disease Strategy, May 2015

About 1 in 12 Canadians, two-thirds of them children, are affected by a rare disorder. But because each disease affects only a small number of individuals,
understanding and expertise may be limited and fragmented across the country. Canada’ s Rare Disease Strategy proposes a five-point action plan that will address
unnecessary delays in testing, wrong diagnoses and missed opportunities to treat.

1. Improving early detection and prevention,

2. Providing timely, equitable and evidence-informed care,

3. Enhancing community support,

4. Providing sustainable access to promising therapies and

5. Promoting innovative research-«-+-+-- Canadian Organization for Rare Disorders
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