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Children's Heart Foundation was established in 1974 1o support children and their families affected by congenital heart disease.
The CHF provides a wide range of services such as financiol support: purchasing medicol eguipment; counselling. ligising with
overseas surgeons; provides professionaol psychological counseling and therapies; and organizing regular educational and
devetlopmenial and supporting programmes
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For children with congenital heart disease, starling frem the moment of diognasis, their entire lives are fied up with the
condition. Even os adulis, they need to think more about themselves than the ofher nomnal perscn in terms of career
and life planning. While others are worrying about finding o favourite job, adulls with congenital hearl deease need to
worry about whether their future job will allow them to take frequent fime off for follow-up appointments or treatment,
While cthers are considering the fime of hoving baby, edulls with congenital heart disease need to wory cbout the pos-
sibiility of genetic inherifance and the capacity of their bodies situation which need to be able 1o cope with the prag-

nancy process.

In this lssue, the wories and concerns of different adults with congenital heart disease are shared, including the physical
and psychological ups and downs of one odult with congenital heart deease during their pregnancy, Af the same time,
members of the pafient group share their thowghts ond reasens to be the vetunteer in this group.

The kids with congenital heart disease need o lace differant challenges continuously. We hope that 2ach family can
support and encowage each other fo cvercome difficulies ond welcome the rainbow ofter the rain together,

Publicity and Publications Sub-committee
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The birth of a new life s never easy. A baby is the
pledge of love of a couple as well as the mother
nourished this litle bud with her fife. The process of
pregnancy and childbirth is offected by many different
factors, for adults with congenital heard disease, the
wories and concerns are ten times or hundred fimes
greater than the others.

Kit Ying went to the Tsan Yuk Hospital shorly after she was
bom due fo breathing problems.  Later she was refered fo
Gueen Mary Hospital and Grantham Hospital.  She was
diagnosed with congenital heart sepial defect ond an
immediate surgery was acguired affer fhe thorough
check-up, When she was one-yeor-old, she underwent

another bypass surgery with the sponser of the Foundation,

Affter the operafion, she dees not need further surgery or
medication, but only needs regular follow-ups, "Although my
condifion i stable, | can sl clearly feel the difference
between myself and others in terms of my physical ability, as
I get asthma and dizzy easily.” Due to her physical condifion,
she was restricted frem many extracumicular activities by her
primary and secondary schools. As she grew older, she
began fo think about dating and establish a family. "My
husband knew that | had to go to the hospital regularly and
noticed the scars on my body when we were dafing.
Fortunately he was wiling fo understand and even joined mea

to the voluntary works in the Foundation."

“When | fist started planning fo have children with my
husband, | had a lot of wories about whether | was suitable
for pregnancy, What is the chance of defects inheritance i

have o boby?" According fo the report, the doctor said Kit
Ying could fry fo conceive and the hereditary rate was
obout 0.3-0.5%. Just when she had o successful natural preg-
nancy and thought everything was going well, the doctor
discovered that her baby was not developing fully. "l am not
sure if it is reloted to my congenital heart defects, such as my
low bloed pressure or the failure to provide adequate nuin-
tion to the foetus.” She had four miscamoges before.  She

avan started fo have o thought of giving up.
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"My mather obandoned me because of my congenital heart
disease, and there are many children in the community who
suffer from the same thing. My husband and | thought that if
we couldn't have a baby. we could adopt one. The maost

important thing is to take care of my healtn.”

‘With Kit Ying's optimisfic persanality, and her hard work in regu-
lafing her body's situafion, she had another successful preg-
nancy in 2021, and this time her baby was born safely and
heaithily. "The preanancy was not smaoth as | had preanancy
bleeding in the early stage. Thersfore, | had to take tocaolysis
dnugs and stay in bed for a long fime. Even if the sifuation
becaome stable in the middle of the pregnancy. | dared not to
go out as | was prane o diziness and asthma." Apart from her
physical condition, Kit Ying said that the maost difficult thing was
how fo deal with the invisible pressure. On the ofher hand, she
was womied gbout whether there would be any genefic
problems with her baby's heart, so she needed fo have regular
ultrasound examinations, and on the cther hand, she was

warried about the risk of her dellvery.

The pressure that adults with cengenital heart disease face in
planning their lives is often only understood by those who are
there, Kil Ying hopes to share her concerns with other mothers
in the same situation. "l know that some maothers may stop
taking their blood pressure medication due to the fostus's
development, despite of their doctor’s advice. They may
probakbly suffer from antepartum or postpartum deprassion due
lo excessive warry, | hope that as a lellow traveller, | can help

sharing some of their emations.

The birth of o new baby represents the selfless of o mother. With
the advancement of medical fechnology, the congenital
heart disease patients are possible fo have heaolihy offspring.

Although life would Be full of frustrations, hope ond happiness

are around us.
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FEATURE STORY— INTRODUCTION OF SUB-COMMITTEE OF
THE PATIENT GROUP, CONCERN ABOUT THE NEEDS OF ADULTS WITH

CONGENITAL HEART DISEASE
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The Foundation provides services to children
with congenital heart disease and their families by
understanding their needs in various ways and pro-
viding appropriate support. Many children with con-
genital heart disease are discovered at an early age
and are monitored regularly after surgery. Good
self-care skills from birth to adulthood also helps
them to maintain a healthy heart.

The Foundaiion has zet up a sub-committee of the palient
group, with the gim of understanding the wvoice: from young
congenital heart disease members and focusing on the condi-
fion of adults with cengenital heart disease, so that the
Foundotion's services can be expanded fo cover the needs of
different age groups and resources can be used effectively, The
sub-commifiee members come from different age groups,
including secondary school students, terdiory students ond
waorking adults, allowing for a more comprehensive discussion.

In recent activifies, the social workers led the members to get fo
know each other threugh games and worksheps, o share their
experiences with the disease and to think about the challenges
that adults with congenital heart disease may encounter.
Members mentioned that the heart is a key argan in maintaining
the normal functioning of the human body and it the heart is
offected, other ergans may dlsa be affected over the years.
Some members also shared that they have limitations in their
studies or work., Sometimes they would like fo paricipate in
physical activities, but the other parties or themselves would be
worried about their own condifions, which would limit their par-
ticipafion. At present, members of the patient group are aclively
thinking and discussing about this issue, hoping that it will help
the Foundafion fo develop and provide appropriate services fo

Qur members.
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Ambrose Yip

B
Emily Ng

Eggrice Ho

In the past, | always thought why | was so unlucky with my iliness,
but as | grew vp and encountered with more people, | realized
that there were many children with more sefous illnesses, which

made me realized that | was already lucky.

| have heard that many children doubt about their ability to do
the things they want becouse of their iliness. But | always say fo
myself, “Ewven though | am sick; | sfill can de what other people
can de, sa | am befter than ordinary pecple.” Therefore, | hope

all of you will net give up and do what you want to dol

Emily Ng

When | wos a child, | didn't worry too much about my lliness,
However, as | grew up, | realized that my congenital heaort
disease might have significant impact on me. As a resulf, | start
to warry about different aspects of my life, such as social, wark
and even family relationships. Although it is common to have
many obstacles during grow up, combined with the disease,

made it harder for me.

By joining the patlent group, we can share our experiences and
discuss our concerns and needs with each other, so that the
Foundation can provide appropriate help to children whe have
reached adulthood, and serve as a channel fo exchange ideas,
so that we can all feel mere secure and have the cowage o fry

ta solve the problems that come in our ways.

Ambrose Yip

I am a patient with congenital heart disease and have parfici-
pated in the Foundation's activities since | was a child. Along the
way, | have participated in various volunteer acfivities to reach
aut ta the children around me and have come fa realize that the
disease affects different people to different degrees. | hope that
we can share the problems encountered and ta encourage
each other. Let us to have the courage to foce the difficulties

brought about by the disease,
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Beverly Chan

PR
Janice Chan

{TERR
Audrey Ho H

Sony So

Ihave known and beeni ith the Foundaticn for over 25
years! The Foundation has witnessed my growth and | know the
Foundation's put a lot of efierts 1o make difference sarvices ta
the congenital heart disease children. It is hoped that the group
will be able to gaofher more voices and create more new

services.

Beverly Chan

When | was a child, | was helged by the Foundation. During the
various activities organized by the Foundation, | found oul that
many parents of the children had different difficulties and
pressure in faking care of their children, ond they hod a lot of
waorres about their children’s daily diet, their mancgement and
aftention, oz well as their future physical and mental develop-

ment,

It is hoped that the establishment of this group will provide a
bridge for communication and sharing of our own experences,
5o that the children can receive more suppert, identify thelr awn
values and let parents and children know that you and | ars nof

alene in our journey.

Janice Chan

I didn't know | had o congenital heart condition as a child, | just
knew that | was in and out of hospital a lol. But as | grew up, |
became more aware of my condifion. Because of my physical
limitations, | began to have problems with social interaction, so |
became active in the Foundation's activities, which helped me

to rebuild my confidence in relafionships,

As | grew up, | began fo face the problems of being an adult,
social and work both became o burden in my reality life, no
matter on dating, mamy, or family planning. After joining the
aroup, | found that | was not the only one facing these problems.
We can discuss these issues togeiher. | hope that the group can
help ather teens fo understand that they are not the only ones.

Audrey Ho

| have been o regular participant in the Foundation’s activities
and volunteer services since | was a child, heping to help more
children with congenital heart disecse. As | grew up, my heart
condition hod stabilised, but | found that the children arcund me
taced a lot of problems and difficulties along the way, With the
establishment of the group, we hope to provide services to

adults with congenital heart disease and accompany them

through their new challenges and difficulties.
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# Lucky Money Wishes 2023 & Fortune Blessings Journey

The: Chinese Mew Year was full of blessings for everyane, and through the denation
of red packets, we are abla to send blessings fo maore children with congenital hearis
disease. The Foundation ako orgonised o Chinese New Year evenl, where families
gathered aof the Holiday Farm fo play games, feed the animals. barbecue, make
bread and wind chimes, and share their New Year fun with each otherl
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# Youth Programme: Expressive Drama Workshop & Escape Room Activity

The teenagers with congenital heart disecse shared thelr experiences offliness n the
form of expressive arts activity. Everyone joins in the escape room activities o frain
probbem solving and cooperation skills,
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# Obstacle Run Class

This Easter, the professionaol coaches taught everyone the skills of obstacke run, and
they alsc played the Easter ego hunt around the absiocles with the children| Let's
see how fast the kids can runl

o EEDHEHRERARX CHF . DiGEREA(CPR) B
SEEM DS S B (AED) BEREFE
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# 5t John Ambulance X CHF: CPR & AED Classes

Parents have been learning and prochising CPR and AED from the instructor os a
precautionory measure.
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# Youth Programme: DSE Party

After the public exams, all teen members gathered and celebrated the next stage
of their lives.,
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JOURNEY INTO YOUR HEART-
PARENT-CHILD LOVING TOUCH MASSAGE
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Touch is the first sense we develop long before the
baby's birth. Inside the mother body, the embryo gels
nourishment in order to keep leaming. to perceive the
world and other's Teelings. It will form a close bond
between the mother and the baby and so the baby
conlinuously builds self-canfidence and a serse of
security during the growth.

Parent-child massoge s to help sirengthen our tactile stimu-
lation through the process of massage and touching. With
skin-to-skin contact [skin is the lorgest orgon in our body), it
transmits different messages to sensory nerves, including

stimulation, soothingness, comfart and love expressing.

When we hit the body (such as an elbow...), ocur immediate
reaction is to knead the poinful area to relieve the sensation
of pain. This represents the most direct need and desire of
body s touch,

Massage therapy can also regulate our hormones at the
same fime. When we massage, the levels of the stress
hormone corfisel drop, making us feel decompressed and
relaxed; meanwhile, dopamine and serofonin are boosted,
making us feel hoppy and safisfied.

Therefore, parent-child massage hos many benefits, for
parents and children:

# Encourage pasitive Interactions and
build quality parent-child relationship

# Stimulate growth

# Increase appefite, help digestion

& FPromote stomaoch fo wriggle, soothe infantiie cofic
* Improve sleep quality

# improve concenfration and immunity ﬂ
# Calm emotions and reduce stress . 25
Soothe discomfort

a sense of security
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It's baen over o yeor since Luca “graduated”, but his name, shiny
eyas and sweet smile still pops up in my mind from time to fime.

During these two years, from the time when Lluca could not find
the cause of his health problems, untl he was dicgnesed with o
congenital heart dissase, the Foundation provided a lot of love
and support to our family, giving us o little support when we ware
at aur most helpless and lost. Even though the social workers did
not really experence these kinds of issues, they were in the shoss
of the parents very much, feels ke they were there with us fo
experience the difficulties.

After Luca's death, the Foundation confinued to help us and
Luca's sister [Luna) through the gref. Even though our fime
together with Luca was short, Luna would occasionally menfion:
& Luca now in the sky or in the sea [os we chose a sed bural as a
farewell ceremony) % | miss him so much." When my doughter had
a lot of guestions. | didn't know how to explain where her brother
had gone, and | was afraid that explaining the wrong thing would
affect her psychologically. We are grateful fo the Foundation for
helping us to deal with this situation and providing many activities
far Luma, making our family feel ike part of the Foundation and ke
we sfill have a connection with Luca,

Last but not leost, | weuld like to take this opportunity to
encowage all parents of children in their siruggle to believe that

life is full of hope!

?ﬁ ﬁ o i*ﬁ' Donation Form

R

HENSEE L « Pleose find the return address at the bock.

BRER

Donation Form

port
EABER Iwishto [[] SAEHEREE Donate on g monthly basls [0 —2et4@E make a one-off donation of
[ wksioo [ Hkssoo [ Hegsoo [ Hk$1000 [0 Others: Hes

RAMEEF Donor's Informatior
YEE Name; [MAr./Mrs. s )

W48 Comporate:
ittt Addiress:
i el EEREmai:

[] W= IEIE (BERIEET HK$100 =L E) Donation receipt is required (For donations of HK$100 or above.)
ESHERIENETE  FRiEH Please state if receipt fitle is different with denor:

75 3% Donatio
[ Payme
FRRARIPAYMESHMERRAZTY ML T RIS TE SIS 28y
(#1F : Donation, Chan Tal Man, Tel : 25530331) + {5 «
Please scan the below Qr Code through your mobile PAYME app.

Input @ message remarks {e.g: Donation, Chan Tal Man, Tel : 2553 - 0331). e
O LeEEmiEs  HEER REVEESE ] - By a crossed cheque made payable to “Children's Heart Foundation”.
HERYE Cheque No.:

O =E#Emn/ SARENESSNSHSIEESTRT (58 BRAE IREVRESSE ) 2ifEE0-
Direct depasit / theough " Jetca” or "ATM" transfer to CHF bank account at Standard Chiartered Bank (HK|

RS E0GE Account no.: 447-1-034943-5

[0 #s#ik Faster Payment System (FPS)
AR TRISHI T B FEED « WA RERSHI MBI (FPS D) ¢ 150893608 -
FUESZ : CHILDREN'S HEART FOUNDATION » TS SR A 258
(FIF : Donation, Chan Tai Man, Tel ; 25530331) + IR -
Please insert FPS registered ID: 160893408 through your mobile bonking opp.
Transier to: CHILDREN'S HEART FOUNDATION. Input a messoge remarks (e.g: Donation, Chan Tai Man, Tel : 2553 - 0331).

-

[ $REFFEO&EEEEEER Bonk account monthly autopay

EFRESEOEESES - [ http:/ fwww.childheart.org.hk/TR/Doc/DDAF. POF |
Please download the Bank Direct Debit Authorzation Form.,

O = @ @3 Make donation at 7-Eleven EEE

AEEN RS T HBELE A7 -Beven » LESEDET (SRENSESLARY—ST) - 'ﬁm
Present below donation QR Code to any 7-Beven stores in HK when making a cash donation to CHF. E
The minimum donafion amaount is HK$100 per fransaction,

(] ZB&fEM-FEM By CreditCard [ hifpi//www.childneart.org.hk/TR/adf.asp |

* RELEEEREEE (REEN) EeeREERNREAIH EEn e - BiEn—SRmi CTm R -
EF TREEMNE - 6RE AR E - i FAE AT
Children's Heorf Foundation |s o charltable institution of a public charocter exempt fram fox under Section 828 of the
Inland Revenue Ordinance. Receipts will be lssued for donafios of HEK$100 or above.
If you need an official receipt, please send fhe crossed chegue aleng with your nams, address and contact telephone number.

* EERWIHE DI ST R - B EESW SRR e - TR - BnmE .
Data collected will be freated stictly confidential and will be used for issuing receipt and sending information on
CHF's activities only.
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