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Congenital heart dsease is o.commeon condition found in children, impacting six fo eight out of every thousand new-boms
at different levels, Starting from bith, patlents need aongoing hospital vislts, surgerles, and freatments. As they grow,
patients and their families encounter a range of challenges encompassing medical, financial, psychological, ond secial

aspects,

In fhis lssue. we document the storias of bwo patients with congenital heart disease who recently underwent surgery again.
They share their surgical experiences and how they maintain o positive ouiook despite their prolonged medical joumney.
At the same fime, in the foce of the lifelong chalenges posed by this condition, we all look forword te advancementsin
rmedicine that can bring more hope 1o individuak with congenital hear! dsease. This newsletter aso featuras two cardiole-

gists who discuss how new medical technologies can improve the lives of patients.

——— Publicity and Publications Sub-committee
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Congenital heart disease is @ common congenital condition in
children, with six to eight out of every thousand new-borns
affected by varying degrees of the condition. It is o lifelong
disease, and patients require regular hospital check-ups,
surgeries, and treatments from birth onwards. Throughout their

journey of growth, patients and their families face varlous
challenges, Inciuding medical, financial, psychological, and
soclal development difficulties.

Mineteen-year-old Alex, has undergone mare than ten surgeries since
he wos bom, "The doclor discovered his congenital heart disease
during my pregnancy. and al thal fime: the doator said it wouldn't be
@ serious heart condition, But ofer birh, we didn't expect him fo have
Atrial Sepial Defect. Ventriculor Septal Defect, Pulmenary Atresia. and
Patent Ductus Arferiosus,” Alex's mother said. Alex needed to be frans-
ferred to the Grantham Hospliad for surgery the day after his birth and

slayed in the hosplial far s months.

Throughout his growth, Alex has spent a lot of fime in the hospital.
requiiing regulor check-ups ond freatments, including one Coronary
Artery Bypass Surgery, twe 1o three fimes of Open-Hearl Surgeries, and
numerouws Cardiac Catheterzation proceduras, The scars that mark on
hiz body have become a tesiament to his life. The most memorable
one was the surgery at the age of eight, Before the surgery, | often felt
physically exhausted. such as asthma when climbing stais. | remember
on the day of the surgery, | was extremely scored. | cried from the
moment | was pushed info the operafing room ot Quesn Mary Hospital

until I'was given anesthesia,” Alex said.
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Becouse Alex's mother needed to frequently visit the hosplfal to 1ake
care af him, the long distance was a significant burden. "He stayad
at Grantham Haspital, and | had to travel three hours back and forth
fram Tin Shui Wai, Sometimes, | had to stay unfil T or 12 af night fo
take care of him," his mether said. Therefare. through the hospital's
refarral, Alex's mother gof fo know the Children's Heart Feundation
and slayed at tha Foundation's "House aof Hearl” until the laler reloco-
tion of the Poediokic Cordiclogy Department and the "House of
Hearl" to the Queen Moy Hospital, where she stoyed again. Duing
the freatment process. they alo incured substonfiol expenses for
self-finonced medical ltems” and they benefited from the
Foundation's "Medical Sponsosship Program,” As Alex grew up, the
Foundation has baen with him, witnessing his joumey from an infant

to an adull, fram o beneficiary o an active young volunteer,
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Although alex is now an adult, he still requires ongoing freatment. In
Aprl, he faced anather "lest”, "Il was o cardioc catheferzallon proce-
dure, Compared to when | woas a child, | wasn't as afraid this time., Atker
5o mony surgeres, I've become acoustorned fo them" Alex said,
Facing an uncertain fture, he and his mother have transitioned from
Initial fear and wormy fo occeptance and adapiation. "We foka | as it
comeas. Now, | have a mindsel ol accepling his condilion. As lang as
he's here for another day, | consider it as goining an exfra day,” his

micther soid,

1 hope that by sharing my story, mare pecple will understand fhaf
chitdren and even adull patients with congenilal heart disease face

challenging lives.”
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Mascot Design Drawing Class

The children showcased their creativity by making
unigue fluld art dragon key chains and meney The professional mentors shared techniques. concepts, and sources of
poxes, using thelr favourite colour combinations. ) ' ] inspiration for moscot design, and together with o group of children with

congenital heart disease, they explored the crealive process of designing a

mascot, Everyone interpreted the moscot image in different ways, witnessing
each ofher's astonishing design talent and creative abilities.

¢ FEHRMERERIE
RERSRTAN=XN (BEHRHERR  —RETEEOARN
BESBEITIF -

5%@] =l ﬁ tr_l-]_" Upcoming Events

¢ Toddler Growth Exhibition

The Foundation participated in a 3-day foddler growth exhibition. The
volunteers actively promated the Foundation's wark fo the public,
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¢ 30th Anniversary Mascot Design Competition

As part of the "30th Anniversary of the Children’s Heart Foundation” event, We hope to showcase the craative falents
of children and exprass their support for other children who are suffering from congenital heart disease. This mascot
also has the oppartunity fo become a symbel of the Foundafion’s 30th anniversary and be used in various activities

AEERAMENNEESER B ERAEHE N ZRENSH and promations.

hitpidfwww.childheart.org hk/en/eventspoge . asp?eid=1808etype=rightcontent

This event marks the Foundalion's first activity for its 30th anniversary,

themed “Living Heart of Hope," symbolizing bringing hope to children,
The market waos filled with excitement and joy. offering various engaging

workshops and performances by different groups. The products at the P ¢ CHF X Roche Hong Kong
market are diverse and meficulously crotied. . F = ] |
i G Healthy Food Cooking Class
Speciol Ackniow ni: Special thanks o Force For Good Nu Skin SHEHSET SRNERERD - RA—RNEERET Rt QU SUC I A
Heng Kong Chapier and Lee Tung Avenue for supparting the event. BENE TBAXESTES « —EFTTASE - In this cooking class, o brand new healthy recipe hos been

prepared for the members and volunteers fo leam and enjoy
together, They will be making o "Pineapple and Shrimp Stuffed
Crust Pizza," exploring the joy of cooking.
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Stay tuned for more summer activities and maoke sure to keep an eye on fhe Foundation's member information group for updates,
If you have any inguiries, please feel free fo reach out fo the Foundation's staff memisers.
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THE INTRODUCTION OF TRANSCUTANEQUS PULMONARY

VALVE REPLACEMENT (TPVR) WITH SELF-EXPANDABLE VALVES
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Dysfunctional right ventricular outflow tract is a preva-
lent issue in the congenital heart community, particu-
larly in individuals who have undergone repair for
congenital heart diseases like tetralogy of Fallot.
Long-term complications arlsing from pulmenary regur-
gitation, where the valve guarding the arteries to the
lungs is leaky or absent, often affect adelescents and
young adults, Traditionally, open-heart surgery and
valve replacement have been the go-to management
options, despite their associated risks.

As o congenital inferventional cardiclogist, | am exciled to
share a significont development in the management of this
condition: the introduciion of transcutaneous pulmonary volve
replocement [tFVR| with self-expandable valves. available
right hera in Hong Kong. This technigue has revolutionized the
management of the condition and offers patients a viable
aliemative that potentially improves their long-term: care by
reducing the need for mulfiple open-heart surgeres

thraughout their lifefime.
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Thanks to the generous support from the Children's Heaort
Foundation. we have been able to offer this ground-breaking
altemative fo our pofients since December 2023, The tFVRE
procedure invalves placing a new valve in the heart without
resorfing to apen-hearf surgery. Insfead, these valves, being
sewed onfo a self-expandable nifinal stent o form of memery
metal], ore collopsible and can be delvered to the heaort
through a delivery device inseried vio veins either in the groin
or neck. Once comectly positioned, the valve i being released
and conforms toils olginal configuration with a fully functienal

valve in place.

The benefits of IPVRE are substanfial, Pafients experience
significantly less discomfort and enjoy o quicker recovery alter
the procedure. They con often resume their doiy octivities
sooner compared fo tradifional surgeny. Furthermore, the less
Invasive nature of the procedure reduces the risks associated
with  open-heart  surgedes.  including  Infections  and
complications from extended anesthesia exposure,

For aur young patients and their families, IPYR represents not
just o medical advancement but also a beacen of hope. It
offers the prospect of shorter hospital stays, less fime oway

from schoaol or work, and a faster retum fo normal life.

Our team, supported by the Children’s Heart Foundatian, is
dedicated to ensuring fhat this innovative treatment remains
occessible fo those in need, We firmiy believe that every
patient deserves a healthy heart and the freedom tolive fife fo

the fullest.

We extand our heartfell gratifude for your continued support,
which hos played a cnzcial role in bringing this ffe-changing
technology to owr commumity. Together, we are moking a

tangible difference in the lives of our patients.




~ e =
INVEE «» B aE5R voices Gt The Chidren with CHD

PR [EMEA R IR A B =H

A TOUGH JOURNEY IN MARCH

EUNICE'S MOTHER
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Iri the past, our family experenced a "lough journey” in March...

Cuwr doughter suddenly coflapsed at home. Upon admissicn to the
hospital, the doctor recommended thot she proceed the
Implantation surgery of an Implantoble Cardioverter-Defiorllator
{ICD) s soon as possible. f was really difficull to accept the sudden,
Upon hearing the doclor's advice, countless waories, doubts and

feelings of helplessness arose within cur family.

After o few days of reflection. cur doughter and we silenily accepted
the situation. We then rushed around, exhousted, fo understand
different manufacturers of Defibdlators and how le apply for financial
assistance. Throughout the process, we were grateful fo know the
“Children’s Heart Foundation™. Wiih the Foundation's assistance, we
met a tew fellow members who not only helped owr daughter
understand the polential situations she mighl encounier after the
surgery, but also kindly reminded her of many things fo poy otteniion
to during the recovery stoge. Moreover, the Foundofion successtully
aranged the finoncial ossstance for us two days bafore the surgeny in
wiew of our emergency needs.

Locking back. the care shown by everybody within the Foundafion
was indeed a great help during our difficult times.  Without
acquainted with the Foundation, our doughier might not have known
how to olleviate the pain affer the surgery and how to promote better

wound healing. Your assislance is highly appreciated!
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