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Our mission:
To respect differences & ensure rights

What we do:
Policy advocacy, public awareness & capacity building

Development strategy:
To maintain and enhance networks and collaborative partnerships

Management philosophy:
Optimal resource utilisation & outcome-based approach

Governance principles:
Openness, transparency, integrity & accountability
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Since 2019 till now, COVID-19 has been raging throughout
the world. Every time when Hong Kong was about to
achieve zero local infection and relax the pandemic control
measures, there came some sporadic cases or community-
level outbreaks. The outbreak of the fifth wave of COVID-19
infections early this year has made the fight against the
pandemic seemingly endless. Nevertheless, Rare Disease
Hong Kong (RDHK) has already adapted to the new normal
of the post-COVID-19 world. By overcoming challenges with
unwavering faith and flexible approaches, RDHK was able to
make the desired progress in different aspects of work.

1.1.

In recent years, the Government has proposed
new measures in the Policy Address to respond to
the demands of RDHK and other patient groups,
for example, enhancing the orphan drug coverage
and means test mechanism under the Safety Net,
developing a patient database, providing public
education, increasing manpower and supporting
scientific and clinical research, etc. To ensure that
those measures dealing with rare diseases are properly
implemented, RDHK has taken the initiative to contact
the Food and Health Bureau (FHB) and the Hospital
Authority (HA) from time to time. In May 2021, the
relevant officials were invited to update RDHK on the
implementation progress of the measures for rare
diseases in an online meeting.
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Thinking that the Government in previous years
only proposed some measures on rare diseases on
a piecemeal basis without long-term planning, in
September last year, RDHK responded to the 2021
Policy Address Public Consultation with a submission,

where the Government was urged to adopt a macro
perspective and foreword-thinking approach to policy
development. The following recommendations were
made in the submission:

\‘.

To set up the “Steering Committee on Strategy for
Rare Diseases” with tripartite collaboration
among the government, the business sector and the
community;

To define “rare diseases” and compile the rare
disease list;

To speed up the process of introduction of new drugs;
To adopt “risk sharing” arrangements, and to speed
up the inclusion of orphan drugs in the Safety Net
by providing clear guidelines on the review mechanism;
To enrich the rare disease database;

To expand the scope of newborn screening for rare
diseases; and

To promote and develop one-stop consultation
service with a view to gaining experience in
establishing the “Centre of Excellence for Rare
Diseases”.
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1.3

1.4.

Although the Government introduced a new drug
(nusinersen) for treating spinal muscular dystrophy
(SMA) in September 2018, only a dozen or so young
patients and one adult patient have since been treated,
leaving the remaining dozens of adult patients waiting
in despair. After two years of advocacy by RDHK, and in
collaboration with HA and the pharmaceutical company,
more than 20 pediatric and adult patients with SMA
types | & Il were offered a new oral drug (risdiplam) for
free from November 2021 to the end of 2022.

Knowing that HA will only assess the motor function
in those SMA patients participating in the “Risdiplam
Compassionate Use Programme” (CUP) without
measuring their quality of life, RDHK commissioned
the Jockey Club School of Public Health and Primary
Care, CUHK in November 2021 to conduct a one-year
research study to collect data on the quality of life of
SMA patients who participated in or did not participate
in the CUP. These supplementary data can help HA
to make a more comprehensive assessment of both
clinical and quality of life outcomes of risdiplam when
considering whether to include it in the Drug Formulary
and Safety Net. It is hoped that this research study can
serve as an example for the authorities concerned, so
that more performance-based risk-sharing schemes
can be adopted in the future to collect clinical data and
real-world evidence, which will reduce the approval lag
of orphan drugs.
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1.5. Since the means test mechanism of the Samaritan Fund

(SF) and Community Care Fund (CCF) was optimised
in early 2019, RDHK has been concerned about the
effectiveness of the new mechanism, and therefore
conducted a survey on the implementation of the drug
cost-sharing mechanism for expensive orphan drugs
between February and March 2021. 16 successful
applicants who applied for SF or CCF in 2020 were
interviewed about their opinions on the eligibility
requirements, application procedures, amount of
subsidy and every detailed arrangement of the new
mechanism. The findings
were submitted to FHB
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together with suggestions
for improvement and request
for continuous optimisation
of the operation of the
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mechanism.
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1.6.

1.7.

To assess the effectiveness of “Smart Patient Website”
which is under the auspices of HA in raising public
awareness of specific diseases, RDHK conducted an
online survey of more than 200 patients and caregivers
with rare diseases, cancers or chronic diseases
between May and June 2021. The findings and
suggestions for improvement were submitted to FHB
and HA for reference.

Honoured by the participation of experts from all sides,
scholars, patients with rare diseases and different
stakeholders, RDHK organised two roundtables last
year. The theme of the open roundtable held on 28
February 2021 was “How to improve orphan drug
accessibility in Hong Kong”. After reviewing the views
and opinions of the participants, RDHK submitted in
mid-April a proposal on “Ways to improve access to
orphan drugs in Hong Kong” to the Chief Executive
and FHB for consideration. Then, a press release with
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the proposal attached was sent out in May in order

to arouse public awareness and provoke discussion
on the topic. The closed-door roundtable held on 11
December aimed to explore the feasibility of including
Pompe disease in the scope of the Newborn Screening
Programme for Inborn Errors of Metabolism in Hong
Kong. After in-depth discussions, RDHK decided that
more data would be required before feasible and
pragmatic recommendations could be made to the
Government.
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1.8. RDHK wrote to HA at different times with concerns

about orphan drugs. The authority concerned was urged
to clarify the definition of “uncommon disorders” and
the criteria of granting subsidies for ultra-expensive
drugs so as to further enhance the public awareness
and understanding of rare diseases; and to approve
the listing of another indication of “tafamidis” for the
treatment of transthyretin amyloid cardiomyopathy and
the indication of “icatibant injection” for the treatment
of hereditary angioedema on the Drug Formulary with
safety net coverage so that the relevant patients can
receive appropriate treatment at an early stage.
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1.9.

Learning that the United Nations General Assembly
formally adopted a resolution on addressing the
challenges of persons living with rare disease and
their families in December 2021, RDHK immediately
stroke a chord by sending out a press release urging the
Government to formulate and implement strategies and
plans for rare diseases that are geared to the international
standards, and to undertake the responsibility of dealing
with rare diseases in Hong Kong.

e Public awareness

2.1
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Drawing on the experience of holding activities
during the pandemic in recent years, RDHK held the
Rare Disease Symposium 2021 with the theme of
“Tackling Differences and Implementing Equity” in
hybrid mode on September 25 last year. A record
number of more than 400 people from different
sectors participated in the event. Apart from sharing
their insights or research findings, the guest speakers
from the healthcare sector and academia also
responded to questions from the audience, and to
explore the special needs of rare disease patients for
public healthcare services.

EEFREFBEATEFRMAT 2021,

Eﬁ?ﬁ*gﬂ ﬁ m.?%

N




2.2. BIRFTARRHANEF REHNER
BIENRH  FEIRNEFE
T = USRS S I
HEE ~ EEVERR ~ MBIRE &

Z BRI B MR A BB R AR
BEE TEEBREFER

fmE R AR L W FEEAR
HESREMOZE  BRABE
27 8 o R FRTELEE
,,\HE (https://www.knowingild.org.
» DINABL B 4L 18
E’%@ET B - BHEBEARTIES
BRLVES: o Itoh  FREFE
EEETRERBEEH T IRER
B - BERELBEMES ) E
g ERETES|EEE 6 BAH
MEERRMNEENEE -

i mavnaoms
{ —'.tit
|] E _ EEIE R

Ll SHARER
2223 i

ffi &R B 18 [ i

2.2. To raise public awareness of different rare diseases
and rare cancers, RDHK launched public awareness
campaigns on idiopathic pulmonary fibrosis (IPF),
interstitial lung disease, pulmonary hypertension, rare
cancers and malignant pleural mesothelioma in the
second, third and fourth quarters of last year. Messages
were conveyed to the public through photo and video
posts on RDHK Facebook page. Having been shared
by some social media KOLs, those Facebook posts
reached nearly 270,000 people. At the same time,
RDHK launched a dedicated webpage (https://www.
knowingild.org.hk) to introduce a variety of diseases
related to pulmonary fibrosis, thereby reminding the
public to be alert to the warning signs from the body.
In addition, RDHK and the Community Rehabilitation
Network, Hong Kong Society for Rehabhilitation
jointly organised a Facebook event called “You Like,
| Donate - Care for patients with IPF and chronic
obstructive pulmonary disease”. Aiming to arouse
public awareness of the relevant diseases and support
for the patients, the event attracted the attention of
more than 60,000 people.
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2.3. The Human Library Programme has been launched

since 2018 for students from primary, secondary and
tertiary schools. It aims to enhance young people’s
understanding of rare diseases and rare disease
community through storytelling and immediate
interaction with the rare disease patients. Students
are also encouraged to push through adversity during
challenging times and build a caring and inclusive
society. A total of 21 interactive talks for 15 schools
were held in 2021, addressing an audience of about
3,500 people.

. With funding from the Labour and Welfare Bureau,

RDHK was able to optimise the layout and content of
its website. After over a year of preparation, the new
website was finally launched in April last year with
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more information such as the “Rare
Disease Wiki” which introduces the
basic information of rare diseases,
the “Rare Diseases Bookshelf” for
different rare disease booklets or
books, the latest news about RDHK
which are presented in multimedia
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formats, and so on. As at the end
of 2021, the new website received
347,416 hits.
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2.5. Last year, RDHK's Facebook posts reached a total of

661,734 people, an increase of over 50% compared
with 2020.



26. (FBE) 2HEANMEREEE S 26. RareCareis a quarterly newsletter closely related to the

HEENETF - IS B EERFA local rare disease community. It covers not only major
HEYE A RIS, o thiRE A intgrnationgl _apd Io;:al_li rareKdisease p(;ljcies, but also
oo, e s s . various activities of Hong Kong rare disease groups
:;J%_EEE’\J%*E,E@ ' B3 E with numerous illustrations. RareCare has become an
RBURFEF ~ BRESHNS ~ W AERS important channel for government departments, service
M EARRRBL T BEREEE organisations, patient groups and the public to learn about
ANBEEN - HERAREEW and understand information relating to rare diseases. To

=3, FYIREEFARFIEIRIAR © cater for the needs of different readers, the publication is

available in bath electronic and print formats.
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© wnmzm € capacity building
3.1 B 2021 &£ B YRS 3.1, Two training workshops for leaders of rare disease
Zo S AEa B || T /eSS » =B RIA groups were run in the first half of 2021. The
M E SR | F % themes were “Media training” and “Lobbying skills”
R &%;ﬁFj . j;u Rk I{; respectively. Those workshops aimed to enhance
T} E'_Thﬂ_/ N E SR participants’ media interview, advocacy and lobbying
shf ~ EATIEEN S LIERFTS skills.
FTS o
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3.2. AfE2ENMAGHAEBESE » 228 3.2, Inresponse to the different needs of members and the

Plig + ~ EREE FINERESTE public, RDHK organised a variety of activities in online,
HEWL TRES) » FIEEE offline or hybrid modes, for instance, subject talks on
/ <

rare diseases (topics included: facioscapulohumeral
muscular dystrophy, neurofibromatosis, neuromuscular
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SHBAE ~ FRASHIAERENE ~ AL disease patient registry and coping during a pandemic,
RRm ARG EEE « TTRAE transthyretin cardiomyopathy, precise medicine and
B RS RE TS| REM OISR 2 ~ (& genetic testing), boccia experience day, member
AMEBREAER SR )  BER orientation day, movie appreciation, laughter yoga,

sand painting classes, painting classes, and so on. The
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HERH ~ RAMA - BRME total number of participants was about 300.
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3.3. To enhance public understanding of and support for the

rare disease community, RDHK co-organises volunteer
training programmes with various organisations from
time to time. Last year, RDHK became a supporting
organisation of the “Local Service-learning Partnership
Programme 2020-21 — Life Enrichment Learning” rolled
out by the University of Hong Kong School of Nursing.
Mentored by RDHK's Nursing Advisor, 7 student
nurses took part in different activities and met the
rare disease patients in person from June to August.
Upon completion of the Programme, they reflected
that they had acquired better communication skills and
understanding of the nurse-patient relationship, and
were grateful for having the opportunity to practise
physical assessment and history taking, and realise
the difficulties that rare disease patients may face in
daily life, which made them better equipped for the
future work. Besides, RDHK co-organised the 18-month
“Share Your Dreams” Volunteer Project with the Agency
for Volunteer Service in the hope of involving a group
of HSBC staff serving as volunteers in the process of
fulfilling the dreams of children with rare diseases or
disabilities and improving their living environment. The
relevant volunteer training began in December last year.
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o Hith T{E Q Miscellaneous work

41 FRE"FEFEFFTARIH 2021 4.1, The second Annual General Meeting of RDHK was

F6H 12887 BRYESN=E held on 12 June 2021. In addition to the usual agenda,

24N » DBBRHE T —(EEEN S a sharing session on nursing tips conducted by nurse

AE®  [ES SIS students from HKU School of Nursing was arranged
=1 / FAixlEF i

iy . after the meeting.
BATH o g

4.2. BN EBRKENRKIEG—ELLFIZR 42 As a certain proportion of RDHK's funding comes from

B ANEBMNET » thFEHIES sponsorships and grants from the business sector,
@358 (BRI /EERESTA) - the RDHK Council adopted the Code of Practice for

Collaboration with the Business Sector
with a view to reinforcing integrity

LD 58 sk (= & 2 A A T

BA 47T, s .

By \Eﬁ{fﬁﬁﬁﬂéﬁﬁéﬁﬁ s ot management and internal controls;
MNEE ~ EYMARIFRE ensuring that all the money, goods
BWEBEERERFT SRS (SR 7 A FE R3S TRl and services from the business sector

WEZERFTHZBEW TIEA are lawful and ethical; and providing
E RN B Z2 B9 1 e P e practical guidance to all RDHK

I o staff and commercial organisations
ISR collaborating with RDHK.

A3. EFEZFEBERZEHENIEELS  43. Big thanks to the generous support from a number of

B BRYRARNTESTHHNZE organisations last year, RDHK became a beneficiary
MRS AN BRI S « AT of different fundraising activities, and also received

donations of face masks, lucky bags, alcohol-free
\(3;\ E 2 Paray ® 7Oofg
BRSEAMNS - FRCTREY) disinfectant wipes and so on. All the supplies were

B 200 @EFENSE - distributed to more than 200 members in need.
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BE 2021 FFEALL SERAZES
b33 s HMA:

1. TiEEeE @&&i%#ﬁ%%k
+) #H

2. ZARE8 (BRBEXARE) HH -
480

(R 2REEER )

(In alphabetical order)

o HEVBNABESZHRAT

Hong Kong Leiomyosarcoma Foundation Limited

Appendix | - Members and types of diseases

As at the end of 2021, the total number of members was
533, among which:

1. Number of ordinary members (those who care about
and support rare disease patients): 53

2. Number of full members (rare disease patients or
families): 480
a) Number of individual members: 472
b) Number of organisational members: 8

PN
g

o« BEMKHEERERE

Hong Kong Neurofibromatosis Association

. ERERREGS

Hong Kong Rett Syndrome Association

O
HKRETT.org

o HANNEEEDS

Hong Kong Spinocerebellar Ataxia Association

O{.lg
.'f'
U

«Jv B 08 10 W rmescan

. BHHBEREHE

Hong Kong Wilson's Disease Patient Group

Die_\(

\’:«“"Oi;
¥ e
= -

I’I—I .!..

o PNH R AREm M
PNH Concern Group

N\
PNH f5 AREZREREAE
\ PNH CONCERN GROUP

* WEREWESHRAT

Primary Immunodeficiency League Association Limited

o BERBRRENS
Retina Hong Kong
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10926 Microdeletion Syndrome

14q (genetic disorder)

16911.2-g22.2 (genetic disorder)

18021.2 x 3 (genetic disorder)

1p36 Deletion Syndrome

1g44 deletion (genetic disorder)

22913.33 Microdeletion Syndrome
3923-3g25 Deletion (genetic disorder)
Achondroplasia ( BXB 2B R20E )
Acromegaly ( IRIEAVE ( EAJE )
Albinism ( B1b5% )

Alexander Disease ( Z5 1| A% )

Alstrom Syndrome (Alstrom ECRE{&ET )
Alveolar Soft Part Sarcoma ( fil/E AR B 48 45 Y 82 )
Amyloidosis ( $EBJIAEAE )
Amyotrophic lateral sclerosis ( fJ| Z=4E 144 A =B/ iE )
Angelman Syndrome ( R{EAREAE )
Anti-MOG associated encephalomyelitis
Anti-NMDA Encephalltls (BRAEMIA)
Apert Syndrome ( 5348 K4E )

Aplastic Anemia ( BAERRMEM )
Aromatic L- amino Acid Decarboxylase Deficiency (J5 &1k L - BR BB SN A BB ERZAE )
Arthrogryposis Multiplex Congenita ( 4k IE%’;%%IEEE%E” A 4EIE )

ATRX Thalassemia Syndrome (o BUEFMEIN / REEEEE )
Atypical Hemolytic Uremic Syndrome FEHAY |$)?%/7§[ﬂlr{lﬁﬁi
Autosomal recessive spastic ataxia of Charlevoix-Saguenay (ARSACS)
Behcet's Disease ( B &4 KAE )

Bilateral Perisylvian Polymicrogyria ( R E A CHTE B 2/ )\ BT )
Burning Mouth Syndrome ( [ Z0E 7 EE )

Cardiofaciocutaneous Syndrome (CFC #=&4E)

Central Core Disease (CCD) ( HILEPQ&EHJHEF

Charcot Marie Tooth Disease ( #E{T & M BE B 45 )

Chronic Hemolytic Anemia (18R M S M )

Cockayne Syndrome ( faf gL [ ECHE ¥ )

Collagen XlI Myopathy ( BRBRRERZE 12 ERS|HPLAFE )

Cone-rod Dystrophy (fGEr R E SRR )

Congenital Glaucoma ( 2 XM F R )

Congenital Insensitivity to Pain with Anhidrosis, CIPS ( SE R4 B A SURES FHETIE )
Congenital Muscular Dystrophy ( S5 R 4<EEE )

COQ10D7 (genetic disorder)

Costello Syndrome ( sz A& KB M & B B HRIEGE )

Cri Du Chat Syndrome ( 5584 ) / Chromosome 5p Deletion Syndrome
Crohn's Disease ( 5o[& FCHE )

CTNNB1 Syndrome (CTNNB1 #R&%E )

Cushing's Syndrome ( [Efik ECAE(&RET )

Dandy Walker Syndrome (Dandy-Walker #z&11F )

DDx3x (genetic disorder) (DDx3x E X Z=e%: )

De Lange Syndrome ( kB8 & FCAE(EET )

DiGeorge Syndrome (& EIE(&RET )

DNM1-L (genetic disorder)

Duchenne Muscular Dystrophy ( #+81 FCH| Y& &R RAE )

Ectodermal Dysplasia ( 4N /BEEE R~ RAE )

Ehlers-Danlos Syndrome (3247 - &% — FOAERET )

Eosinophilic Granulomatosis with Polyangiitis (@84 RAZFEME 4 )
Epidermolysis Bullosa ( 5 57 AR K BEAE )

Fabry Disease ( j=#n¥#k FOiE )

HFEZER BRI EAR/AT) Rare Disease Hong Kong Limited
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Facioscapulohumeral Muscular Dystrophy ( E/BIAELIAZEENNEIE )
Familial Amyloid Polyneuropathy ( ZERMEBHI BN 2 2 AR 4 )
Fibrodysplasia Ossificans Progressiva ( 4TI AB(LEE )
Floating-Harbor Syndrome

Fragile X Syndrome (X L2 82ME 59 %E )

Glutamate Receptor, lonotropic, N-Methyl D-Aspartate 1 (GRIN 1)
Glycogen Storage Disease -Type 1 » G6PC variants ( fTEEEEESE 1 B » G6PC jmEE )
Glycogen Storage Disease - Type 2 ( fFEERFETEES 2 AY ) / Pompe Disease ( [5&g B FCiE )
Glycogen Storage Disease - Type 6 ( fFEERFETEES 6 AY)

Hereditary Angiodema ( 3& 4 M MK E )

Hereditary Spastic Paraplegia ( B84 &4 T B e )

Huntington's Disease ( & T 1BEEISiE )

Ichthyosis ( BT & & kg )

|diopathic Intracranial Hypertension ( 452 4 BB RN EIL S )

Idiopathic Pulmonary Fibrosis ( 45284 4841t )

Idiopathic thrombocytopenic purpura (ITP) ( B2 M4 /MR ERZ KDEAE )
lgG4-Related Chronic Sclerosing Sialadenitis

Invdupdel (8p) (genetic disorder)

Jacobsen Syndrome (11q fRIEE(REE )

Kallmann Syndrome ( £ 2 K4S E )

KCNB1 (genetic disorder)

KCNQ2 (genetic disorder)

Kennedy Disease ( H 738 FCfE )

KIF5C (genetic disorder)

Klippel-Trénaunay Syndrome ( B IKBET B B R AR SE )

Langerhans Cell Histiocytosis ( BE#SZE 40 Mo 48 44 BRI A iE )

Larsen Syndrome ( 382 - S KM B ADGE (& EE )

Leigh Syndrome ( %& FCiiE )

Leopard Syndrome ( Leopard fE{&=EF )

Linear Scleroderma ( 45478 f7 i )

Lipid Storage Myopathy ( J8& )1 14EH7% )

Lissencephaly ( SEJSEE )

Maple Syrup Urine Disease ( #@EFRfE )

McCune Albright Syndrome ( ##E1EB B iE )

Medulloblastoma ( S&&-40fEEE )

Methylmalonic Acidemia ( FRELR — B2 IMJE )

Mitochondrial Cardiomyopathy ( Zf &2/ 052 )

Mitochondrial Disease ( 258255 )

Monoclonal Gammopathies ( 88 &4 B E [T )

Motor Neuron Disease ( 3B &AL TTI% )

Mowat-Wilson Syndrome

Mucopolysaccharidoses Type 2 ( 425 lERESE 2 #Y )
Mucopolysaccharidoses Type 3 ( §1 22 EEfES 3 AU )
Mucopolysaccharidoses Type 4A ( 425 lERESs 4A AU )
Mucopolysaccharidoses Type 6 ( §5 22 EEfES 6 AU )

Multiple Epiphyseal Dysplasia ( 234 EaREBEBEAD)

Multiple Pituitary Hormone Deficiency Anterior Pituitary Hypoplasia ( J§ T EREZEE AL )
Multiple Sclerosis ( 2248 {LE )

Multiple System Atrophy-Parkinsonian Subtype ( % & Z &RV - IEBRA P SHRE )
Myasthenia Gravis ( EfE}| & IE )

Nemaline Myopathy ( #21X8SA1 PYJHE )

Neurofibromatosis Type 1 ( fRAK 4B 4EREE 1 1Y)

Neurofibromatosis Type 2 ( fRLK B4R 2 1Y)

Neuromyelitis Optica ( AL FE X )

Nicolaides-Baraitser Syndrome

Non-infectious non-anterior (NINA) uveitis ( JERE M IERIERE B IEA )
Olfactory Neuroblastoma ( IR3#4& G 4HAEE )

Osteogenesis Imperfecta ( fXBAZEE )

Paroxysmal Nocturnal Hemoglobinuria ( e 2477 [ M AT X FRAE )
Pemphigus Vulgaris ( KEEE )

2021 &5 Annual Report
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Peutz-Jeghers Syndrome ( 225 5 NGE(REE )

Phakomatosis Pigmentovacularis (BERMEMESIE)
Phenylketonuria ( XA B[ KAE )

Phosphatase and tensin homolog (Pten) (genetic disorder) (BfEABSES Ed2R HE M FEY) ) R fiRE
Pierre Robin Syndrome ( Z 8§ 8 & FCIiE )

Prader Willi Syndrome ( /J)\J¥ & FII%E )

Primary amyloidosis ( R 2§ R 55 Bk ) (TS E )

Primary Ciliary Dyskinesia ( 5o K S48 F = =T )

Primary Immunodeficiency ( R 214 & HR 3% )

Primary Pulmonary Arterial Hypertension ( i@k = B )
Progressive Pseudorheumatoid Dysplasia ( T4 BREEREZMEERBE AR )
Propionic Acidemia ( AL MME )

Pulmonary Alveolar Proteinosis ( fli/8&E &) & AE )

Pyruvate Dehydrogenase Deficiency ( WE é% i & B =B AiE )
Relapsing Polychondritis ( {34228 &

Retinitis Pigmentosa ( & 4%t E it )

Rett Syndrome ( E 45K )

Rhabdomyosarcoma ( &4/l A )

Rubinstein-Tabyi Syndrome (Rubinstein-Tabyi ECAE{&EE )
Russell-Silver Syndrome ( Z&£= - E%EE{“

Schaaf-Yang Syndrome (Schaaf-Yang 4z & )

SCN1A (genetic disorder)

SCN2A (genetic disorder)

SCNB8A (genetic disorder)

Smith-Magenis Syndrome ( 2228 - EE A KARSIE )

Spina Bifida ( 4ER4EEHESY )

Spinal Muscular Atrophy Type 1 ( 8Bl AZEAEIES 1 8 )

Spinal Muscular Atrophy Type 2 ( 8B AZEAEIESS 2 F'J

Spinal Muscular Atrophy Type 3 ( ﬁg}fﬂﬂ?ﬂ;iﬁf‘ F'J
Spinalcerebellar Ataxia Type 2 ( /\JSZE4EESE 2 V)
Spinalcerebellar Ataxia Type 3 (/\JSZE=4EaESE 3 &Y 9*”
Spondyloepiphyseal Dysplasia Congenita ( 45K/ Iiﬁﬁ%‘é)ﬁé’éﬁxf{\)
Stiff Person Syndrome ( & AEZEE )

Succinic Semialdehyde Dehydrogenase Deficiency (SSADH = jiF )
Supernumerary Chromosome 8

Takayasu Arteritis ( &% EJiE )

TRIOBP (genetic disorder) FZER ) ( ERRmE )

Tuberous Sclerosis Complex ( #5514 B IE )

Usher Syndrome ( LZEKiFSAE )

Vitamin D Resistant Rickets ( #i#4 = D M A)1E5% )
Waardenburg Syndrome ( BL&{HE (&R )

WalkerWarburg Syndrome

WDR45 (genetic disorder)

Wells Syndrome

West Syndrome-Infantile Spasms ( & i (#EE )

Williams Syndrome ( & B& FCRE (R EE )

Wilson's Disease ( & ##x FiiE )

Wolfram Syndrome (Wolfram ECiEI&ET )

WWOX gene deletion (genetic disorder)

Xeroderma Pigmentosum ( &4 85 7 iE )

X-linked Agammagluolinmia ( X- EEMREIRE L M )
X-linked Hypophosphatemic Rickets ( MBS EEERFRMAIEE )
X-linked Retinoschisis (genetic disorder)

X-linked Thrombocytopenia (genetic disorder)

XLMTM Myotubular Myopathy ( Bll/\N&wE )

* M DR ESHRARERBRETAGRIEM -
*The above types of diseases were provided by patients or
their families at the time of membership registration.
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Appendix Il - Members of the Council
Chairman: Mr TSANG Kin Ping (Patient, retired business executive)

Vice-Chairman (Internal Affairs): Ms Rebecca YUEN (Patient’s family, product agent)

Vice-Chairman (External Affairs): Mr Ken TO (Patient, Communication Manager)

Honorary Secretary: Ms Maria WONG (Patient, retired school principal)
Honorary Treasurer: Mr Jackie LEUNG (Patient, freelancer)
*: Professor Danny CHAN (Scientist)

Mr CHOW Kuen Tai (Patient’s family, nurse practitioner)

Council Members

Mr FUNG Pun (Patient, former computer engineer)
Doctor Byron SHIU (Patient, medical practitioner)
Ms Helen TSUI (Patient’s family, Financial Advisor)
Ms WONG Man Yee (Registered social worker)

* In alphabetic order by surname

Appendix Il — Staff of the Secretariat

Ms May HO (Director of Operations)

Mr Terry LAl (Business Development Officer)
Ms Amy CHAN (Nursing Advisor)

Ms Pat WONG (Programme Assistant)

Appendix IV — Advisors

(In alphabetical order by surname)
Professor CHAIR Sek Ying
Professor Cecilia CHAN, JP
Doctor Joannie HUI

Doctor Che-chung LUK, JP

Doctor Bun SHENG
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