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Children's Heart Foundalion was established in 1994 to support children and their families offected by congenital hear! disease.

The CHF provides a wide range of services such as financial support: purchasing medical equipment; counseliing. liaising with ﬁg e mg

overseqas surgeons; provides professional psychological counseling and therapies: and organizing regular educational and S S, - —

developmental and supporting programmes. Cover Story - t D ij ﬁ}]
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“The most beautiful gift in life is to have you in it, no matter the peaks or valleys in life, you are always there

forme.”

The process of growing up is full of challienges and uncertainties. and for young children, it moy be diffi-
cult for them te fully understand what it means to be il As parents. the emotions they must deal with are
beyond comprehension and the psychological pressure they must endure is beyond comparison.

In this issue of Heartbeat, we explore the theme of the peaks and valleys in [ife through a personal stony:
A parent of a heart child recounts the process of her child growing up and their companionship and
interactions as they experenced difficult situafions. Al the some fime, another heart child shares their
story of brecking boundaries 1o represent Hong Kong to take part in sports competition ond attained the
fitle of the best in the World.

Life inevitably has its highs and lows. In the highs, we have fun toegether: in the lows, we encourage each
other! Let us embrace the fulure togetherl
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There is a saying that “the best gift in this world is not
materialistic objects, bul companionship”. Parental
companionship is crucial fo a child's development, but
it Is only through having a strong heart that one can

withstand the obstacles in this process.

It was enly when Michael was iwo years old that the dociors
heard a murmur in his heart and referred him to Queen Mary
Hospital, evenfually diognosing him with congenifal heart
disegse, When this diagnosis was confirmed, Michoel's mother
was not mentally prepared to receive this news and was
overwhelmed becouse she hod dlready undergone three
scans during her pregnancy and there were no findings of
apprecioble defects. Also, knowing little obout congenital

heart diseases, she was womed it might be a very serious disease,

“The doctors said that Michael's condition was very stable, bul
as a parent, It was easy lo wormy and have a lof of guestions in
my mind. At the fime, | blomed myself for my son’s liness and
questicned myself whether | had done a good job in my
pregnoncy.” In order to toke core of Michael, his mother
became a ful-time mother. At the fime, fthe COVID-1%

pondemic had just begun and the worrles piled on top of each

other and the negative emations started accumulating slawly,
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"At one point, | felt emofionally, financially and socially stressed
out and sometimes | would noi be able fo control my anger at my
family over trivial matters, But when | calmed down, | blomed
myself for treafing them in such o way that affected my
relationships with family and my husband.” Besides this, Michael's
condilion wos stable, hence there was no confiernalion on his
surgery yet, resulting in endless waiting. “In the first year when |
found out that Michosl was scheduled for swigery, | was
undoubtedly nervous, waiting for the phene coll all day and
fearing that | would miss the call from the hospital. | was also
incredibly womed obout whether Michoel's health condition
might worsen, As the days went by ond each follow-up
appeintment became more stoble, we gradually got used to the

waiting period”.

Faced with immense emofional burden, Michoel's mother knew
that she hod to foce the problem ond decided fo join an
emoficnal counsefing progromme ofter being refemed by
Chiledren's Heart Foundation’s social wiorkers. “In this programme,
Dr Yeung gave me a lot of relief and reminders during the process,
which allowed me to express my emotions and reflect on the
source of my stress.” At the saome fime, after Michael’s art therapy,
his mother also learnt from his demeanor thal her son would
unknowingly kearn from her behavior, hence mofivating her to

improve her own situation,

Michael's mother is now not onty a volunteer for the Foundation,
but she is also very happy to thare her feelings with others. Michael
finally underwent heart surgery last year, There are always peaks
and valleys in fife and having experenced the highs and lows with
her son, she believes that itis crucial fo have the courage to ask for
help when problems begin to arse. "As a parent of a 'heart child’,
your emotions can fluctuate a kot daily, similar 1o o rollercoaster
ride, The key fo withstand obstacles in fhe way & to have a strong

mind with the support ond encourogement of companions”,

If we say that children are brave wamiors in life, then their parents
are fheir guardians, the greater protectors who spend their lives
with them as they fight their struggles in life. Although each child's
condifion is different and each parent experences different
emotion, we can be there for each ofher and to care for each
other, experience difficulies together and see our children grow

up together,
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# \Virtual Tour - France

A group of children "travelled” to France onling and were faken on o guided
four af the Musée du Louvre, the Arc de tfiomphe de Elaile and the Eiffel
Tower. After the tour, we had a French macaroon and made hand-knitted
French hand-repe together,
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Parents listened carefully to the nuiritionist's talk on the problem of unbulanced diets in children,
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Moare than 40 porents attended the Child CFR Certificote Course [CHCFPR) jointly organised by CHF
and 5t John Ambulance in Hong Kong fo leam the principles and practise the skills of Child CPR.
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Families and the children find their own dreams through watching the courageous

characters of the mavie “Fireheart,

B CE kI NE AT R E R R ERBIERZT
IVE— AR e B BRI -

Upcoming Events
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Cecember is o festive fime and every year the Children’s Heart Foundafion crgonises o
Christmas party to celebrate with the families of children with congenital heart disease, Please
remember to keep eyes on our sociol media plafform for the latest event registration
infarmation!
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SHARING BEGINS WITH OPENING YOUR HEART
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Fram meeting to falling in love, choosing fo go
together and building o life together os a
couple is a beaufiful part of life's journey.
However, the various pressures in life affect
how we express and receive each other's
messages. leaving us with negative emotions
in our heads and hearts.

Virginia Saf, o pioneer in fomity theropy uses the
metaphor of an iceberg fo describe the discrepancy
between o person's outward actions and inner
feefings. What is seen and heard is often like the tip
of the iceberg on the surface of the sea, while what
is not expressed is like the bottom of the iceberg
below the sea, Often, when ane does not open the
window in his heart to discover the depths, cne may
say something or do something thal one realizes
later on that they cannet take bock and feel

remarseful about.

From o couple to becoming o marmied couple, and
then becoming parents; each new identity and role
brings new challenges, When one is overwhelmed
and exhausted, it is only nafural to expect one's
ather half fo share the burden or to recelve a littie
care and compassicn. Yet, the rapid poces of our
lives create difficulfies in communications, and it
begs the question of when was the last time we sat
down with each ofher and falked if through.

Safir reminds and blesses us to seek “peace
within" ourselves, such that we can express
ourselves more clearly and help those around us
to understand us, resulting in the formation of o
harmonicus relofiorship and "peace between”
each other. Let us be more aware of how we
truly feel in cur hearts and what thoughts and
expectations we have in cur heads and what
inner needs are hidden within. Listening and
understanding curselves is self-love and the best
give we can gift ourselves.
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DIETARY ADVICE FOR INFANTS WITH
CONGENITAL HEART DISEASE

| X&F R (FEM#EELN) MR. ANTHONY CHEUNG (REGISTERED DIETITIAN)
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Do you know whal problems
babies with heart disease are likely to have before they eat?

Some Infants with congenital heart disease may have problems such as stow leeding,
difficulty in breathing during feeding. increased sweafing, and vamiting. Breathing
difficulties cause the infant to use more cxygen and energy to keep breathing, resutting
in less energy to eal and hence. requiring longer feeding fimes than other infants,

What nufrition does your baby need?

Newbom to six months

@ Bobies need mik for the first three maonihs of life. Breost mik 5 prefered because
It Is easy te digest, has sufficient nutrents ond anfibodies. and enhances the
mother-child relationship.

@ At 4 monins of age. iry adding small omounts of diluted juice, rice, wheat or baby
food, efe, Initially, babies may notl accept i, so parents need to be persistent
and keep frying.

& months fo 1 year old

#® Meat poridge can be started for infants aged six fo aight months, with the meat
shredded or cooked.

@ Starl with just one lype and very small porfians os o baseling.
@ Observe it Ihe baby has any problems with the new lood, such as alergic reactions.

‘ I the baby won'! eal, by again in a few wesks,

Cne year old or above

@ After the age of one, childeen maoy eat mashed rice with chopped vegetables
and minced meat, Children's diet is simidar to that of adults, do not force ar wormy
too much aboul the amaunt of faed your child eals.

Do you know what to eat after surgery?

Chidran with heart dsease who have undergone surgery need fo pay close attention
to their dist, Seme children may hove a temporary less of appetite due to wound pain
or fatigue after surgery. Parents may fry 1o affer more easity digestible foods such as
nutifious pormidge, macaroni or minced meat pomdge. Avoid eafing o diet with foo
much salt, such s instant noodies and French fres.

if the baby k too short of breath to sip milk, spoon feed or give the baby in smaller
porfions several fimes. Parents shoukd nel be discouraged by the fact that some
children are smaller than-ather children, and if needed, wil be refered to a diefician
for advice on how to improve nufrition if necessary.

Finally, in the early post-operalive perod, the surgeon will restict the amount of water
the baby con drink to reduce the chonce of fiuid accurmulation in the heart and ungs.
Ifa five-month-old baloy s unable fo consume enough milk due fo water restriction, he
may be given rice paste as o supplement,

Children with congenital heart diseose need protein, carbohydrates, fols and vilamins
ta help them grow and develop. Porents must be pafient and learn how o respond to
the problem so that they con improve their baby's nutrition and diet.

Trivia - Why Is water restriction required?

(¢ When heaor failure & coused by o heart defect, the heart does not function
adeqguately and cannot pump encugh blood to perfuse crgans. leading 1o the
retenfion of woter in the body. This may increase the strain on the heart and
affect the pre-exisfing condition, hence the necessity for water resticfion,

& Most cardiae surgery requires the use of extracorpereal cireulation machines.
These machines may femporarily impair thelir heart and kidneys functions.
‘Wwaoter infake will be restricted for o few days post-operation and then
gradually increased depending on the condition,
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I am Cheung Sze Chai and | am tuming 18 years old this year. While
| am still a "little kid", | would like to share my story.

l'was born with o congenital heart condificn called Patent Cuctus Arteriosus,
in which a small blocd vessel thot is supposed ta close of birth, did not close
propeily in my case.

Having a congenilal haort diseate may sound daunfing and may cause a
lot of inconvenience in many ospects of life, However, my childhood was no
different from any ofher gi's, if net more rewarding! Not only did | not shy
away from different activities and foods, bul | was in love with things like
aymnostics, ice skating, the park and ice cream,

My parents regularly brought me fo follow-up appointments fo menitar my
condition. Loter on, dus to an abnormal pressure difference in my heart
vessel, | underwent an operalion at the age of five af Guesen Mary Hospital
for a patent ductus arferiosus acciusion surgesy, under the arangement of Dr
Adaolphus Chau Kai Tung. Fortunately, the surgery was very successiul and left
no sequelaes, With this success, | wos then oble to embroce my primary
schoollife as happily as other children around me and confinue to be alivety
and energefic child.

When | was in Pimary 3, | was infroduced to the sporf of rope skipping
through my school's exfro-cumcular activity classes. The péethora of rope
skipping styles were sa fascinating that | joined this exire-cunicular activity. |
gradually fell in love with the spert, joined the scheal team and representad
the school for the fist fime in the interschool rope skipping competition
organsed by the Hong Kong College of Cordiclogy, where | won the
championship. After that, | tollowed the coaches fo undergo mors rigorous
haining outside of school ond paricipated in various local rope skipping
competitions. In 2015, | was invited o the Hong Kong Rope Skipping Team,
and at the oge of 10, | officiclly represented Hong Kong for the first time in the
Ath Asion Rope Skipping Championships i Malaysio,
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In the following years, my four teammates and | confinued to
represent Hong Kong at the Asion Rope Skipping Championships and
World Rope Skipping Championships in Sweden. Korea and Shanghai
in 2014, 2017 and 2018. With the experence of lraining and
competing together over the years, we have goiten betler and
better in team competitions, and in 2018, we wen the first ploce for
Hong Kong in the FISAC-IRSF World Rope Skipping Championships for
the first time in the gils’ age group of 14 or below,

Although the COVID-19 epidemic affected many aspects of our fives
inchuding our training, it did nat destroy cur love for rope skipping. In
2021, my teammates and | switched to the girls' 14 and above division
and, after many changes in teammates and the competition system,
we participated in fhe Infernational Jump Rope Union (URU| Virtual
World Championships ond successfully attained first placel

Af times when | lock ot my personal experiences, | find myself o be
especially lucky. Apart from my own hard work, | am very grateful to
my parents for the education | received and ther perpetual suppor
of my dream o be an athleie, and never stopping ma from trying
different stranuaus sparts.

This year, | will be studying physictherapy in the UK. Although | may not
be able to continue my dream of representing the Hong Kong Rope
Skipping Team for the time being, | hope | will continue to be lucky
and successful in my aspiration of becoming o physictherapist!

| hope you will all work together fo follow your dreams and five your
own exciting chapters|
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Today | would like to share with you a TV series that aired in 2018 - "Life
on the Line". This is o medical drama serdes based on ambulancemen
which delves into the working life of o group of ambulancemen. This
included showing how ambulancemen carry out their duty fo roce
against time while saving lives, os well s some touching stories of
family and friendships,

The reason why | would like to recommend this series is becaouse we
do not know much about ambulancemen, we anly know thal their
job & to save lives. Throwgh this series, we leam more about the work
routine of ambulancemen, as well as seeing the training process of
ombulance students,

I recall o quete from the series: Even if certain things turn bod, there is
a chance il will revert to being good. | am a child with a congenital
heart disease and the dociors think o major operation s required to
improve my condifion as it hos deterioroted. Regardiess, | fimly
believe that if | om strong ond persist in this fight, this operation wil
improve my condition much more.

It has been said in episode of 16 of "Life on the Ling” that “every
person has an angel who appears in your life in many forms and will
come fo your aid in times of need, o help you through your struggles
and fo give you a fighfing chance ot life. In fact, there can be more
than one angel. twe. three, wishing. guarding. giving their undying
support to you. Hence, no matter how bad the creumstances are, no
matter how difficult the fimes are, no matter how rough the road 1s, no
one is ever clone!" This monclogue encouraged me immensely
throughout my fimes of difficulty.

| believe that o child with congenital heart diseose will always have
an angel by their side, who will always be there during every surgery
of freatment. Durng my time in hospifal, the doctors, nurses, and
medical staff would make every effort fo treat me and take care of
me, especially dwring the epidemic when my father and mother
could net visit me In hospital after undergeing two surgeries, In
addition, my family members were behind ma pempeatually. as well as
the support and comfort of my fiends and classmates. Their presence
was o beacon of faith and suppaort to help me fight the boftles during
this difficult time.

Life i unpredictable and we cannot dictale what happens in the naxt
moment. Therefare, the mast important thing in life & ta live in the
mament, ta cherish e and fo spand fime wilh family and friends.
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