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Rising to the

New Challenge

XLA is an acronym which most of us would have never come across. But
Geoffrey Yu learnt the actual meaning of these letters early, by life experience.
Geoff was diagnosed at 5 years of age with XLA (X-linked
Agammaglobulinemia) through genetic tests. Patients with XLA lack the
ability to produce antibodies. Geoff has fought and conquered recurrent
infections and endured frequent hospitalizations for the majority of his
childhood. He is currently in his final year of studies to become a medical
doctor.

XLA is a specific type of Primary Immunodeficiency “PID”. PIDs are generally
recognized as rare disorders, caused when some components of the immune
system do not work properly. Patients with PIDs are more prone than others
to infections and if they are not properly treated, the patients are exposed to
illness, disability, permanent organ damage or even death.

As they cannot produce antibodies, XLA patients may have infections that
involve the sinuses (sinusitis), the eyes (conjunctivitis), the ears (otitis), the
nose (rhinitis), the airways to the lung (bronchitis), or the lung itself
(pneumonia). Gastrointestinal infections can also be a problem, especially
with the parasite Giardia. Giardia may cause abdominal pain, diarrhea, poor
growth or loss of serum proteins like gamma globulin. Some patients with
XLA also have problems with skin infections.

Growing up suffering from repeated episodes of uncommon infections every
month, doctors were quick to detect Geoff as an anomaly. However, they
were unable to pinpoint his exact condition. At that time, Geoff’s physical and
psychosocial life deteriorated to the point that he lost the ability to enjoy his
childhood. Instead of interacting with other children at school or at the
playground, Geoff spent extended periods of time in hospital surrounded by
doctors, nurses and last but not least, his family. The severity of his condition
disrupted Geoff’s childhood and greatly impacted his loved ones. However,
they supported each other and worked through Geoff’'s difficult medical
obstacles with great fortitude.
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Fortunately, Geoff undertook a genetic test and was diagnosed at a young
age with XLA. Early detection and treatment is crucial for PID patients to
reduce the risk of infections, complications and to improve outcomes.
Currently there is no way to cure patients who have XLA. However, they can
be given some of the antibodies that they are lacking, directly into the
blood stream (intravenously) or under the skin (subcutaneously). Geoff has
been receiving monthly intravenous antibody infusion treatment (also
referred to as IVIG) at the hospital. Normally, each session takes about 5
hours for him but he has heard other patients spending 12 hours per
session. Since then, Geoff's susceptibility to infection has been greatly
reduced and his quality of life improved significantly. ‘Although XLA is a
potentially debilitating disease, appropriate management can make a huge
difference; and this truly emphasizes the importance of early diagnosis and
treatment’, Geoff explained. After receiving regular treatment, Geoff
regained his health and was able to shift his efforts onto his studies, enjoy
leisure time with family and friends, and step outside the bleak hospital
environment.

Geoff reflects on his personal experience with PID and noted, 'health is a
very important and irreplaceable thing. Without it, not only will one
individual’s life be affected, but also the lives of his/her family.” Inspired by
the unwavering support and love from his family, doctors and other medical
professionals, Geoff’s passion since childhood was to become a doctor.
Geoff expressed his gratitude to have fought this long battle alongside his
parents and Dr. YS Yau, his paediatrician. ‘It was Dr. Yau's passion,
combined with my childhood experience that fostered my fascination with
medicine which combines science with human interaction, as well as a
resolute admiration for the medical profession.’

Geoff re-immersed himself into the hospital environment; this time not only
as a patient but also as a medical student — and now he aims to influence
and encourage others. When asked what qualities he thinks are essential
for a doctor to possess, Geoff answered, ‘Empathy is extremely important,
Dr. Yau showed me the comfort that doctors can bring to a patient after a
long, hard struggle with diseases, as well as their impact on both the
patient’s life and their loved ones. | always remind myself not to forget
where | came from and why | have chosen to pursue this aspiration.’

In medical school, Geoff became a student of Professor YL Lau, a world
renowned expert in paediatric immunology and infectious disease. Over
the past decade, Prof Lau has worked with some 40 hospitals in the region
to help children suspected of PID. This strong alliance formed Asian PID
Network, to which SRDC has rendered funding for PID molecular testing
for numerous patients in the last six years.

In 2013 Geoff, Prof. Lau and Dr. Pamela Lee worked
collaboratively to initiate the “PID League”, Hong Kong's first
% and only PID patient group. The aim of PID League is to
: provide a platform to connect PID patients, their family
members, immunologists and other healthcare professionals,
and raise awareness locally. Through this platform, Geoff and
over 50 other patients have created a community to provide
mutual support, share their personal experiences and
exchange updated information, such as new research or treatment
methods. As Vice-President of the PID League since the group was
established two years ago, Geoff has witnessed the growth of the PID
community and the impact it can make collectively as a group. Geoff and
other patients can assist the newly diagnosed patients sharing their own
personal experience.

Geoff and the many other PID patients have pushed through numerous obstacles.
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As for the future, Geoff said, ‘1 aim to continue raising
awareness on PID among healthcare professionals, policy
makers and the general public; so that diagnoses can be
made as quickly as possible, and treatments can be
prescribed at an early stage in order to achieve the best
outcome for patients. And from a personal standpoint, | hope
to inspire and influence others with my experience and
medical skills to encourage those who are suffering from
ailments - this will be a new challenge but | am ready for this!’

With prompt diagnosis, patients with PIDs can still be
contributing members to society and live their lives to the full.
To make this happen, SRDC has pledged to support free
tests for children suspected of the disease. Would you like to
join us in shaping a bright future for patients like Geoff by
donating generously?
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Hospital Visits
Hospital tours enable visitors to better understand our work.

Mrs. Amanda Croucher Buckingham and Ms. Olivia Croucher
Buckingham the granddaughter and great-granddaughter of Mr. Noel
Croucher, visited DKCH on the 30th March. An influential but discreet
philanthropist, Mr. Croucher made generous donations to enable the
establishment of the convalescent home, later known as DKCH. The
foundation stone commemorating his contribution is still erected at the
old entrance of DKCH. Our chairman, Mr. Vivian Lee, past chairman, Mr.
Peter Wong and the representative of DKCH, Dr. SL Lee, welcomed our
guests and showed them around the hospital. They were very moved to
witness the development of the hospital and congratulated us on our
work.

On 24th May and 30th June, some students from The International
Montessori School and volunteers from Morgan Stanley also visited us.
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Free Tickets from Lifewire

Thanks to Lifewire, our patients were able to enjoy a charity musical on
the 4th of May and visit King Yin Lei on the 20th and the 21st of August.

The Crayon Society

The Crayon Society, in a thoughtful effort to help children with disabilities
by remoulding old crayons, initiated a fundraising campaign for SRDC.
They also visited our hospital with new crayons as gifts to our patients.
We thank The Crayon Society for their willingness to serve.

Summer Interns

This summer, we had four interns. Colin Mak from West Island School,
who patrticipated in our intern program last year, joined us again this year
with his classmate Philippe de Manny. With them is another high school
intern Florence Chan from the U.K. and Gwen Chan, a university intern
from The London School of Economics and Political Science. They were
all on board to assist our efforts in bettering the lives of children with
disabilities. They also injected youthful energy into our working
environment.

Disney Volunteering Gathering

On the 9th of July, SRDC took our volunteers on a free trip to Hong Kong
Disneyland under the 'Give a Day, Get a Disney Day' Scheme. On this
sunny and beautiful day, our volunteers had great fun. We would also like
to take this opportunity to thank our volunteers for their help and
dedication throughout the years.
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Charity Raffle 2016

Our Charity Raffle ended on a good note. The event wouldn’t have been
successful if not for the support of our generous donors, keen raffle
buyers and enthusiastic volunteers. Let’s share the happy moments of
the winners!

KOB Annual Gathering and Dinner

‘Kids on the Block’ is already in its 21st year. On
27th August, an annual gathering and dinner
was held for members to look back on their
work in promoting an inclusive community and
to share their unforgettable experiences in past
shows. Fresh puppeteer graduates had their
first performance. The lucky draw was the
climax of the evening, and all went home feeling
contented.
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Implants Sponsorship
MAGnetic Expansion Control Growing Rod

Wing Wing

Wing Wing is a 9-year-old girl with Arthrogryposis,
bilateral cavocrus feet with surgery done and scoliosis.
With our sponsorship, she can have MAGnetic Expansion
Control growing rod inserted, which is the best treatment
plan available under her medical circumstances to prevent
further deterioration and allow gradual lengthening
without frequent surgeries. Her surgery on 23rd June was
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successful.

Ah J/Hei Yi/Mok Ho-cheung/Little Pui Pui/Chun-chun

Ah J has distraction sessions after his rods implant on the 7th of March.
He has a total distraction of 2 mm on the left and 0.3 mm on the right.
Hei Yee continues her distraction after rod insertion. Her total distraction
on the left is 16.62 mm and 17.66 mm on the right. For Mok Ho-cheung,
the right side rod appeared pulled out and right T3 screw appeared to be
impinging against the right back subcutaneous region under CT scan.
He had his third rod implant on 6 June when 71% of his second rods was
used. Since then, he has a distraction of 2 mm on each side. Little Pui
Pui has a total distraction of 30.13 mm on the left and 31.67 mm on the
right.

Chun-chun continues his hospitalization
in Tuen Mun Hospital “TMH’ and relies
on ventilator. Both medical professionals
at TMH and DKCH have put in effort in
| offering him spinal care. He is recovering
well and expected to be discharged
from TMH in November.
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China Patient Project

Xin Xin

Our new China patient is a 13-year-old girl from Fujian. She is diagnosed
with Osterogenesis Imperfecta, aka ‘brittle bone disease’, and scoliosis.
She has multiple fractures since birth. We arranged surgery for Xin Xin on
the 4th of July to regulate an abnormal forward curvature of the spine. The
surgery was very successful and Xin Xin is now on the road to recovery.
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O A FEERIEEES X#F [EEBRREENE] -
| would like to make a donation of HK$ to “The Society for the Relief of Disabled Children.”
O AA FEESATHBEREES X¥F [BEEBRTEEDE] -
| would like to make monthly donation of HK$ to “The Society for the Relief of Disabled Children”.
EAFE | BFEERUIE | do / do not require an official receipt.
e WiEiasE
Name Name on receipt
ik
Address
o EE
Tel. No. E-mail

1837 7% DONATION METHODS:

O XE (XEREFE [EEBRREENE] )
Cheque (Please make payable to “The Society for the Relief of Disabled Children”)

O E#SAF (EZR{T 002 - 244416 - 002 =% fE44R1T 383 - 686516 — 001 » &M L A B4R &%)
Direct transfer (HSBC 002 — 244416 — 002 or HANG SENG BANK 383 - 686516 — 001, please enclose bank-in-slip)

O HE&E [ A2FHFHER270 o FRARERT (BTSNBENSHERE) ]
PPS [Our Merchant Code is 9270. Please state the bill number (which is 8-digit telephone number)]
BREE SR A BIll number:

O {EMAE Credit Card O VISA O MasterCard
E%1E 4R T Card Issuing Bank £ F8Amount
£0E A 34 % Cardholder’s Name e 0O & AEHEE donation on monthly basis

For 0O E)XRIBF a one-off donation

1= AL S5 #E Credit Card No. #0E A 22 Signature of Cardholder

(7B (E A 2B M FF Same as Credit Card)
1= A B M ZExpiry Date HE Date

(ZER =18 B AB 2% Should be valid for the next three months)

BEBENHERMNLEV SRR ZEE o
Please tick the appropriate box to indicate your preference.
O AABEREEHREAEEYEEARNER  BRUTTREMREBALTABENREENTY - EPBEN - EIRBRERWE -
| agree that The Society for the Relief of Disabled Children (SRDC) can use my personal data to keep me posted of the SRDC fund-raising events,
newsletters, volunteer services and surveys to collect donor opinions through various communication channels.
- EAAERERE  HE - BERE - EERE - S RERMBL o
My personal data include my name, telephone number, fax number, email and mailing address.
- ERANBARESR BE B BXEE - - SEREFEEAE -
Communication channels include direct mail, email, facsimile, telephone and sms.
O AATEZEEHEREEDSFEARANBAERELIAR -

| do not agree the SRDC to use my personal data for the above purposes.

%2 Signature : HHA Date :

fiiE BEBTAERZAENEEEESIBRINES  FUBTREBFARGEBHAE - FEESFELERBTER - MEZLLTHEM
BB R MMM E www.srdc.org.hk 33 !

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!

#55F Remarks:
1. BEXE - BT ABARYBERBERARKTO [FEEEMAORB12FEEFEAEEYS | K
Please complete the donation form and send it together with a crossed cheque, bank-in slip or
PPS bill number to “The Society for the Relief of Disabled Children, 12 Sandy Bay Road, Pokfulam, Hong Kong.”
2. —FRRBRTEBBS100H U LEFBABBIERFHRBN
Accumulated donations of HK$100 annually or above are tax deductible with a receipt in Hong Kong.
3. BARRERABBEREFNASTE  UWEBTRENRBR

For monthly donation, an annual receipt will be issued in April for tax deduction in Hong Kong. AUT/2016

ZHBTIHISZRF | THANK YOU FOR YOUR SUPPORT !
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The 35th Annual Sandy Bay Charity Fair at DKCH

The much loved Fair will be held very soon. Every year, the annual
Fair showcases nearly 100 stalls and all of the funds raised will be
used for purchase of medical equipment at DKCH. Don’t miss this
once-a-year activity!

Details of the event:
Time and date: Saturday 5 November 2016 at 10:00 -17:00
Location: The Duchess of Kent Children's Hospital at Sandy Bay

Greeting Cards

Lovely Christmas cards are available for sale. Don’t miss the
perfect chance to send the warmest greetings to your loved ones,
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at the most festive time of the year!
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This newsletter edition is kindly sponsored
in honor of the late Mrs. YOUNG CHAN Ching Sing.
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