| am no stranger to hospital wards.

Experiencing muscle weakness and limited motor development at a young
age, | was admitted to the Duchess of Kent Children’s Hospital at Sandy Bay
(DKCH) to help treat my condition when | was five years old.

Because of my muscle weakness, | could not walk or even stand. | also got
sick easily, constantly dealing with fevers and sore throat. My doctors initially
suspected | had spinal muscular atrophy (SMA), a genetic disorder affecting
the nervous system and voluntary muscle movement. There are several forms
of SMA, and patients can display a variety of symptoms, but it is generally
inherited in an autosomal recessive pattern and involves the loss of nerve
cells — known as motor neurons — in the spinal cord. Because of this, SMA
mostly affects the muscles closest to the centre of the body, and | was
prescribed treatments targeted towards this condition.

It was not until a genetic test performed six years ago that my doctors
discovered that | did not actually have SMA, but a rarer neuromuscular
disorder called myotubular myopathy. Like SMA, myotubular myopathy
causes muscle weakness that can range from mild to profound, but is
typically at a severe level. For me, this results in feeding and breathing
difficulties, as the muscles involved in swallowing and breathing are also
weakened.

Myotubular myopathy is caused by a mutation to the MTM1 gene and is
inherited as an X-linked recessive condition, thus predominantly affecting
males. MTM1 codes for a protein known as myotubularin, which is critical in
developing and maintaining normal function of muscle tissue. This condition
usually requires intensive medical intervention to treat the symptoms. | myself
need to use an electric wheelchair to move around and a ventilator to support
breathing.

Although | would have to stay in the hospital to do daily breathing exercises



and physical therapy to improve my muscle strength, | was still
i able to live a fairly regular life and could leave the ward during the
day to attend classes at my secondary school, where | met my
girlfriend, Gladys. We had similar interests and experiences, so |
did not feel any pressure when | was with her. We could talk freely
= about worries or concerns, and she always cheered me up,
sometimes visiting me in the ward too. Whenever it was a
weekend or a holiday, | could return home or go out for meals and
spend the day with Gladys and my friends.

This all changed after the COVID-19 pandemic began in early
2020.

To prevent the spread of the virus and protect the health and safety of
patients living in the wards, the Hospital Authority announced that all
in-patients were required to stay in our wards and were not allowed to
leave. As the pandemic worsened, visitation was also restricted, preventing
outside visitors from entering our ward. To help in-patients stay connected
to their loved ones, the staff at the DKCH arranged weekly video calls for
each patient to see their family and friends.

The world has collectively experienced the mental strain while living a life of
self-isolation and social distancing, especially at the beginning of the
pandemic. But can you imagine .. ’

the effects on the patients s
confined to the hospital ward? '

| could not return home because
it would take a toll on my parents
to monitor me continuously, and | Fas
needed the facilities in the _
hospital to properly manage the f=
myotubular myopathy. After years &
of being able to go to class and *=
freely spend time with my family, girlfriend and fnends my life completely
changed as | was effectively bed-bound, only being able to attend classes
and speak to loved ones over video calls.

Thinking back to the life | had before, where | only spent the mornings and
evenings at the ward, made me feel even more trapped in

my situation. Since the beginning of the pandemic, | have
lived the same life every day. Following the rhythm of the
hospital, | was unable to meet my girlfriend and family
members, nor could | go out. | felt that | was missing out
on normal life being stuck in the hospital for a year and a
half.

Through this bleak and lonely time in the ward, | was
especially thankful to our personal care assistant, Mr. Lee
(Z=HRF), who has worked in my ward since | was first
h admitted to DKCH. He has shown immeasurable

kindness to every patient and cares for us very much.
Everyone in the ward respects him a lot. He transferred to another hospital
earlier this year, so while we were all sad to see him leave, we wish him all
the best in his future endeavours.

Right now, | am pursuing a Bachelors of Business Administration in
Business Management with The Metropolitan University of Hong Kong. |
was accepted for an internship with the Society for the Relief of Disabled
Children (SRDC) this summer through Care in Education and Recruitment
(CareER), a charitable job matching platform to assist the career
development of people with disabilities and special education needs. In the
future, | plan to apply for public housing so that | can be more independent
and freely meet with my family, friends and girlfriend again.

To the supporters of SRDC, | hope that after reading this newsletter you
might understand the severe impact of COVID-19 on the lives and
well-being of in-patients during this time. | also hope that the Hospital
Authority can consider relaxing some restrictions in the near future, as this



past year and a half have been particularly mentally draining
for us stuck in the wards.

SRDC strives to help patients like Wind to improve their
quality of life and is glad to provide opportunities to aid their
career development. If you wish to support our work as we
campaign for better treatment, livelihoods, and wellbeing of
the in-patients in our care and at the DKCH, please consider
following our work and making a donation to SRDC today.

JEEE$T PROJECT UPDATES

ZREAGTE - Bt IR 44 ST B R lT Implants Sponsorship - Anterior vertebral body tethering
FEAER (VBT) System

ISR A R D= A B ERIR A4 ST R BRIL i (VBT) BBHES We are happy to share good news for our more implant sponsorship beneficia-
SEEHBE NS ERARSERE - +OEG/NEERTT ries. 14 year old Siu Ming had his anterior vertebral body tethering (VBT)
B=BEFIM - B SIEMT1-L33E 4 M a0 surgery on 3 June. Siu Ming’s cobb angle improved from 49.2° before surgery
49.2°P=F14° » Te-11AMER=H11° 0 +—EEMIrisiR T to 14°in T11-L3 and for T6-11, the cobb angle improved to 11°. Iris, aged 12
B+ =BT T E—RVBTH - BEERtE—+BET had her first VBT surgery on 13 July followed by the second surgery on 29
T E =R o IOHETE-123NE R FHIBIS6°ZF19° - i July. Cobb angle of her spine (T6-12) improved from 56° before surgery to 19°
RO RB NS T12-LAKE 43 L EF10° o + = RS ZR while for T12-L4, improved from 43° before surgery to 10°. QQ, aged 13 boy
NE= BT T VBTE - M SR TS-L1 AN S8 had his VBT surgery on 3 August. QQ’s cobb angle of his spine improved from
490&_%;:”13.70 . TR L1 -5 0 S A 25° B 2= 5 49° before surgery to 13.7° in T8-L1 and 25° before surgery to 14.5° in L1-5.

14.5° o
#fmj.'g‘ﬁ befe surgery iyt after surery
. Ia
s INFARERIS The Kids on the Block ‘KOB’

G\ ARIBEIIBERIE)2020-2021 B EFISIE The 2020-2021 academic year Kids Letter Coloring Contest, organized by The
BEENERETMIGER  2ENHEHRITIRE Kids on the Block was completed. We received a total of 351 entries from
35131Eq ~ NBEPIGER R B2 BIUREI352 Kindergarten, 352 entries from Primary School Chinese group and 475 entries

RATHDEG @ #E51E%R - BRBEEKEAT! from Primary School English group. After review, the results were released. Please
NEMBEREE R E TSR ! take a look at their beautiful work. Congratulations to the students and thanks to
the judges!
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sEENOIEE ACTIVITIES & NEWS
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Summer Intern

This summer, we had four university and one high school interns with us -
Joanna, Alana, Eunice, Shirley and Adeline. They were assigned different tasks
including administrative works, website content management and fundraising
marketing materials. Adeline immediately set off to UK after her internship to
prepare for her new school life there. We wish them all the best and happiness in
their future endeavours and hope that they continue to create positive impacts to
the community and the world.

Ehirleg

Eunice

Charity Dinner
HEEINRtE— BRERERN— B2 EMINESBRELS Mian Mian Ju Dao donated all the food proceeds of one of their
e o HBEBUHARIABBERESR - IFERGEEER opening nights 1 July to SRD@: The new restaurant.boasts the latest

trend of Chinese style Izakaya."Many thanks to Mian Mian Ju Dao for
your kind support and generosity.



MEEEE M EIEM Donations from Ji Chang Wook Hong Kong Wookies Club
SHERTBHENESEBRLHMENEH Ji Chang Wook Hong Kong Wookies Club again donated to SRDC in celebration of his
2ERBIGHEIEREBMMECERE birthday on 5 July. Larsen Syndrome patient Chelsey received the cheque on our behalf.
B4EB - WHERZE R HEREIChe | sey IR We thank Ji Chang Wook for his love and his fanclub for their kindness and support.

X - FERRHFNSENE VRSB
H—BEHEE05 !
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"The Road to COVID-19 Fighting the Pandemic: The
Mental Health Journey of Hong Kong Healthcare
Workers"

"Even though the pandemic has brought about the fear of the
unknown and the pain of losing lives, it has also awakened the
selfless love and perseverance hidden in our hearts. If we work
together, we will be able to overcome the difficulties."

"The Road to COVID-19 Fighting the Pandemic: The Mental Health
Journey of Hong Kong Healthcare Workers" was compiled by the
medical and nursing staff of the Hong Kong East Cluster. Our
representative went to the book fair on July 17 to support the book
signing event.

Personal Protective Equipment (PPE)

Giveaway

We are most grateful to all generous donors to allow us to provide
new rounds of PPE and back to school giveaways to our needy
patients over the summer. We thank again Phoenix Inc and Lions
Club of Hong Kong (Host) for their kind donations of PPE.



“EBCEERS SRDC Charity Raffle 2021

RINEH B ERE 2021 BE=EA500=FF - IR/\B=+8 We sincerely thank you all for your generous support towards SRDC
EXRORRBABRIARERRITHIREESRMBEEE Charity Raffle. The draw was officiated by our Chairman Mr Cheung
N B EEFEREE AL T ERFBIE o iZERRE Tat Tong, JP, and monitored by Dr Tang Kam-shing, HCE of DKCH on
BFA - BEERSEENREE - SEUERRESE 30 August. A big thank you again to donors, sponsors and
FTPNEMPALIRS - IRRESEXS - £8 participants for your supports towards children with genetic
HERA - BIFMRESERE! BAR—E2FHM conditions. Congratulations to all winners! Let us share the joy with
S IRIE! all of them!
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IBFI23%4E RED PACKET DONATION

O &~A FEERFEES X¥ [BEBEREENS] -
| would like to make a donation of HK$ to "The Society for the Relief of Disabled Children".
O XA FHEEEREHEHEES X¥ [BEBEREENS] -
| would like to make monthly donation of HK$ to “The Society for the Relief of Disabled Children”.
RALL BF /B35 /HBF WEWIE - | would like an e-receipt / paper receipt / no receipt.
G WEIRTR
Name Name on receipt
ik
Address
B3 S
Tel. No. E-mail

$8F 75 7% DONATION METHODS:

O Z Cheque O {SHIE Credit Card O VISA O MasterCard
TERBEFRE [EEEEREEND £0E A4 Cardholder’s Name

Please make payable to “The Society for the Relief of Disabled Children”

O i Direct t f -4 . .
%%%_?Eg%rﬁgBéans er 002 - 244416 — 002 = TS 5555 Credit Card No.

O {84 $R1T HANG SENG BANK 383 - 686516 — 001

O #HEEPPS EAEBEMEZE Expiry Date
RERFHTR270 o FHRAREREN (B T8 BENEEIR) BMM/ FYYYY
Our Merchant Code is 9270. Please state the bill number
(which is 8-digit contact number) %% Amount
BRES9ETE Bill number:
O HEHIRFPS %0E A 2528 Signature of Cardholder

B [t BABRAL B REBRRES

Please input your name and contact number in “Reference”
UL 3% F #8EHE Recipient’s Mobile No.: 68425612 H B Date
Ui Fh A £ %8 Recipient’s Name:

The Society for the Relief of Disabled Children

O AlipayHK

i QR code  B1E [ ABWERE ]
HERRAREREEER o

Scan QR code, please input your name and
contact number in “Enter your message”

M QR code
Scan QR code

X 5 "% Transaction No.:

REFREASMMEEESE (REARFERA)

Authorization for the Use of Personal Data for Direct Marketing (for New Donors Only)

AARAR/ TRAE BEBRAEEDSEANLEEER  EBTRAREBBAELA BENREIH BARERKE -
| agree / do not agree that The Society for the Relief of Disabled Children (SRDC) can use my above data to keep me posted of SRDC news,
events and surveys through various communication channels.

% Signature : B #f Date :

% BREAT MBI ENEEREREINES  FUBTREBHAREENLE  FEHSFLERABTER - 8L THIRM
BB R IR E www.srde.org.hk o 3 !

If you do not wish to receive any promotional and marketing materials or updates from the SRDC in future, upon receipt of your written request,
either by post or by email, the SRDC will cease to use your personal data for the above purposes. If you would like to know more about us,
you are welcome to visit www.srdc.org.hk. Thank you!

fisst Remarks:
1. FHXRE - RITAEM - HEBERHERApayHKR S FmIRERRETE [FEERMAORE12FHETEHERZEEDE |
B E: info@srdc.org.hk B Whatsapp : 6842 5612 #& e (ZZRRI) °
Please complete the donation form and send it together with the crossed cheque, bank-in-slip, PPS bill number or
AlipayHK transaction number to “The Society for the Relief of Disabled Children, Block H, 12 Sandy Bay Road, Pokfulam, Hong Kong.”
or email: info@srdc.org.hk or Whatsapp: 6842 5612 (except by cheque).
2. —FRNEBRHBEREBMES1005 L LEF B AURBUERBHIRBIR
Accumulated annual donations of HK$100 or above with a receipt are tax deductible in Hong Kong.
3. BABRRERNPBEHNEENASTE  MEBTRFNREBIN

For monthly donation, an annual receipt will be issued in April for tax deduction in Hong Kong.

WINTER/2021

ZHE T I | THANK YOU FOR:YOUR SUPPORT !
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