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Corporate Governance HB &8

Vision, Mission and Values
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Families of SMA (Spinal Muscular Atrophy) Charitable Trust
(“FSMA”) was established 22 years ago in 1998 to provide
innovative and direct assistance, medical and para-medical
equipment, as well as related genetical therapies to relieve
hardship of patients suffering from SMA and their families.
SMA is a form of neuromuscular disease. Many victims are
young children who are severely disabled / medically fragile
and require specialized medical care and advanced medical
equipment.

Our Mission is in the “relief of hardship and suffering of
patients afflicted with Spinal Muscular Atrophy (SMA)
and their family members”

Objectives:

i) To provide practical and emotional support to patients
with SMA and their family members in order to facilitate
proactive health management as well as aggressive
medical intervention to save lives;

ii) To provide support services, donation and/or free loan of
medical equipment and other para-medical items to
needy SMA patients and their families so that they can
continue to seek proper medical help and be able to face
challenges associated with SMA;

iii) To manage a Central Registry in Hong Kong of SMA
patients for the enhancement of co-operation with health
sectors and to serve as a research base to find further
treatment strategies and cure;

iv) To promote public awareness, understanding and educa-
tion of SMA and the plight of afflicted patients & families.
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Report from Chairperson
and/or Head of Organization

FRER/BRBEET RS

A Pandemic-stricken 2020 was indeed a difficult year for everyone.
Those of us, lucky to still be considered somewhat healthy,
nevertheless woke up to the sobering thought of our own human
fragility and mortality. Imagine those who need to live with a life-threat-
ening  condition called Spinal Muscular Atrophy (SMA) and who are
severely disabled and immune-compromised, especially children.
They live in constant fear of imminent infection which, in their case,
can easily prove fatal. Patients and their caregivers face untold stress
and isolation.

Globally, businesses stopped, shops & restaurants closed, airplanes
grounded and for a period, the world stood eerily still. With social
distancing, plummeting profits and looming uncertainties, corporate
CSR initiatives were curtailed, fund-raising activities cancelled and
individual donors slashed their charity budgets. Small charities such
as Families of SMA felt the brunt at a time when our patients need the
most help. It was quite ironic.




However, every cloud has a silver lining and we found that reputable
Hong Kong family charitable foundations proactively tried to help. We
were lucky to have receive a grant from The Kadoorie Charitable
Foundation to enable us to operate all our modest services for a year
without disruption. In the following pages, you will see the different
categories of direct assistance accorded to those in need.

Going forward, we hope 2021 will present a more optimistic future for
all of us. | look forward to my next report, which | hope will be rosier
than this one. Meanwhile, my sincerest thanks and gratitude to all
donors, sponsors, volunteers and supporters who also contributed in
a myriad of ways to ensure we continue to contribute to society’s
weakest and underprivileged.

Mei Ling Fok, PhD
Founder & Chairman

Businesses & Activities

Report from Chairperson
and/or Head of Organization

ERR/AHRBEETFRS



Events and Projects

Brief Description on Major Service, Events and Projects = ER75 « 7 &I RSN IR

List of Activities (including
donations made for charitable
services) Year ended 31
December 2020

Medical Equipment, Wheelchair
& Special Baby Buggies

For those unable to breathe independently,
we donate all necessary respiratory-related
medical machinery. With little or no
muscles, proper seating is important to
prevent severe scoliosis and pain. We
donate specially designed baby buggies
and wheelchairs.

Home-based Rehabilitation Program

With no movement and muscles
gradually weakened, it is important
to prevent painful contractures and
calcification of joints. We provide
free home-based physiotherapy in
home-based rehabilitation program
and benefits patients with serious
disabilities.
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Music Therapy & Social & Educational Support
Ensuring that quality of life and educational standards are
maintained for these sick children, we provide home-based
Music/Play/Art Therapies and Home Tuition to enable these
sick children to catch up with their education.

High Nutritional Supplements
With poor or no swallowing abilities,
maintaining proper nutrition and good
immunity poses a big challenge and
often leads to malnutrition and poor
immunity. High nutrition supplements
recommended by dietitian and doctors
are expensive and some families may
not afford. We provide free high

nutrition  supplements to ensure
patients remain healthy.
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Emergency Home-help
Understanding that, without help, it is
impossible for a mother to look after a
chronically ill child who needs 24/7
care, we sponsor domestic &
emergency part-time home help.

Wheelchair Taxi Transportation

To ensure safe passage and transportation of
these medically fragile children and patients
for their medical appointments, we provide
free wheelchair taxi transportation.

1
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Seminars, Workshops, Medical Conferences, Free Outdoor & Social Activities

For proper medical updates and collaboration with
medical professionals, we organize medical seminars,
conferences and parents’ workshops. To prevent
loneliness and isolation, sharing notes and meeting
peers with like-minded are important. We organize free
outings and social events. However, difficulties brought
on by months of continued social unrest culminating in
the emergence of life-threatening Covid-19, most
social activities were cancelled. Instead, we organized
a medical treatment webinar online for patients with
updates from medical doctors as our guest speakers.

Mercy Medical Management (“MMM”) Program
In response to pandemic and to relief some burden on the
hospital system, this new and innovative project called MMM
Programme seeks to deliver multi-disciplinary professional
medical teams of ventilator technicians, physiotherapists,
nurses and doctors. Their services target on both online
telemedicine and on-site home visits, depending on patients’
needs. The project not only directly benefits SMA patients but
also relieves some stress on the part of the carers. Further we
assist in ensuring that preventable medical problems can be
identified.
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Home Visits
Where possible, our volunteers and staff visit the homes of patients and their family members
to show concern and extend help, where necessary.

et g g

Picture Book Campaigns

During difficult times, especially in a pandemic, loneliness abound and many,
especially the sick and disabled, feel like giving-up. We started a campaign to
raise awareness of “The Power of Perseverance” in the face of challenges.
Through sponsorship by a large pharmaceutical company, we created a specially
commissioned and beautifully painted picture book set. It consists of 4 separate
booklets depicting the lives of 4 young and multiply disabled patients suffering
from SMA who, to everyone’s amazement and admiration, managed to navigate
life’s toughest obstacles and beat all the odds. In so doing, they not only help to
raise awareness of this SMA disease but are happy individuals. We distributed
about 1000 sets of Picture books to primary schools, special schools, child devel-
opment centres, children with rare diseases, certain NGOs, sponsors, SMA
patients and also on social media.

Conclusion

We shall continue to strive our best to achieve
our mission “To help in the relief of hardship
and suffering of those afflicted with Spinal
Muscular Atrophy (SMA) and their families”
especially in such a difficult world today.
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Future Plans and Development g 158

Our charity does not have any government subvention
nor subsidies and relies entirely on fund-raising and
donations.

Therefore, where a programme significantly confers benefit
to our patients, we will continue to raise funds and expand
our fund donors base to support the programme. Moreover,
we would promote public awareness of this disease and the
difficulties of SMA patients and their families via social
media. We find that we can help the patients more by explor-
ing their needs by organizing more social gatherings, events
and patient activities. Our donors will then be more willing to
continue to fund our charity on humanitarian and compas-
sionate grounds.
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Financial Situation

Financial Situation’(Referta the latest availables
audited Annual Accounts orfFinancial Statements)
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® FEERHE————— 745
& WARERY ana
® ERERRES 5%
® RAERIEEE %
* BREHTS 4%
o EEEEHSE 1%
. WRNTES %
® ARAFLMERAHE 1%
o HERALRNBSRE 0%
® HERIBARENME — 5
o HAERTH — &%
® FERANS — 5%

® All Patiant 0 4%
® Patient Support Services 1%
® AMedical Equipment and Wheslohair 15%

. Hame Help %
® High Nurritional Supglements L)
o H d Ae-hab Program 13%

® Wheelchsir Transpartation T
® Social and Educational Suppant Services — 1%
& Pubc gwEreness eXpenses. 10%
® General fund raising expenses 5%
® OfMce & %
® Salares SMPF ————— &%

Above figures are based on financial statements for year ended 31 December 2020,
audited by external certified accountant Messrs. Albert S. C. Young & Company.
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