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Children's Heart Foundation was established in 1994 to support children and their families affected by congenital heart disease.
The CHF provides a wide range of services such as financial support; purchasing medical equipment; counselling, licising with

overseas surgeons; provides professional psychological counselling and therapies; and organizing regular educational and
developmental and supporting programmes.
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From the moment we were born, we need to go through many stages in our lives. Learning to walk and
speak, studies and work, etc. However, for those children with congenital heart disease, they may have

an additional challenge in their lives - heart surgeries. It may bring many life-changing situations to the
children who grow up with this congenital defects.

The title of this issue is "Milestones of Life", which tells us the story about how two of our members went
through the necessary stages of growing up, taking the public examinations and applying to secondary
schools during the COVID-19 epidemic. In the “Voice of Children with CHD”, parents and young children
share their stories of how they tackled their obstruction and gain inspiration from diaries, films or TV

dramas.

Much of what goes into growing up comes from the everyday details. For children, companionship from

parent is the most important thing, but parents can also be confused by the unknown possibilities. In the

column parts, two therapists from different disciplines share the advices for helping parents to learn how
to provide a better environment for their children to grow up in.

—— Publicity and Publications Sub-committee
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ATIME OF STRUGGLE,
ATIME OF PERSEVERANCE
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“Hong Kong Diploma of Secondary Education
Examination (DSE) is a matter of life and future", having
the public examination is a very important milestone in
our life. However, are the results really everything? This
year's public exams took place at a time when the
COVID-19 was spreading, our member Hei Tung was
one of the examination candidate, she and her
parents felt stressed by facing the uncertainty of the
exams.

Hei Tung suffer from Patent Ductus Arteriosus (PDA) since she
was born and had surgery at the age of one. As her condition
is stable, her school life in secondary school has not been
affected much. Due to the COVID-19, Hei Tung spent most of
her three years of high school on online courses. Start from
2022, the epidemic broke out in Hong Kong and unfortunately
the exams needed to be postponed, or maybe cancelled.
"The number of confimed cases was high and the
arrangement of the exam was kept changing. We are afraid
that she will miss the chance of having the exam, and need to
repeat for another year ." Hei Tung's mother said. At that time,
the family had been very anxious about if Hei Tung was
infected. Her physical discomfort would have affected her
performance in the exams. Therefore, they avoided going out

in order to reduce the risk of infection.

"The school had originally arranged for them to go back to
school for revision. But, at the end we had to stay at home due
to the epidemic. | felt helpless and alone." Hei Tung said . Due
to the stress from all sides, Hei Tung's body started to sound an
alarm and she felt little chest tightness. "As a parent of a child
with congenital heart disease, | worried that it might be a
physical problem, so | immediately encouraged her to do
some relaxation exercises to keep her mind calm. Fortunately,

the symptoms soon cleared up," said Hei Tung's mother.

After this unforgettable exam period, both Hei Tung and her mother
have deep feelings. For Hei Tung's mother, as a parent of a child
with congenital heart disease, nothingis more important than the
health and happiness of her child. Hei Tung thanked her family for
their support, which helped her ease her emotions. She also would
like to encourage other child with congenital heart disease : "If you

persevere, you can make your own way!"”
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THE PRICE OF GROWING UP
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When Heison was born, he had not been diagnosed with

any congenital heart diseases until they visited the
Maternal and Child Health Centre. Upon his visit, the
doctor heard a heart murmur and Heison was admitted
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“When | came back fo the hospital, | saw my son was put in the
incubator with a tube in his throat. | was in tears for many days,”
said Heison's mother. The doctors explained that Heison's
condition was stable enough to be discharged, but that he needs
to return to the hospital regularly to keep track of the size of the

septal defect.

Throughout Heison's growth, his heart problems did not affect his
daily life or school life as he was still under observation. However,
he was diagnosed with autistic spectrum disorder at the age of 2
and did not learn to speck in sentences until the age of 3, and
therefore was relatively less sociable with other children of his age.
Until Heison was 8, a critical juncture in his life occurred. The size of
his septal defect has been enlarging as he grows up. Hence the
doctors decided to arrange a surgery to repair the defect. Two
months after the surgery, Heison was able to return to school.
Although the operation did not affect his studies too much, his
social and school life changed drastically. The teacher arranged
Heison to take rest in the school office during break because they
may be anxious about his classmates would have bumped on him
in the classroom accidentally. His mother picks him up at the
school office after school and the teacher takes the lift with Heison
together, he could not participate in those school field trips. His
teachers were concerned about any uncertainties may happen
to him. As aresult of this, his interactions with his fellow classmates

inevitably decreased during his rehabilitation.

Heison's mother said that “in reality, | always treat and take care of
Heison as a normal, healthy child, and will not give him any special
treat because | do not want him to think of himself as a patient.”
Heison's mother says that he still feels as if the wound s still there
although his condiition is stable after the surgery, in which it creates
a lot of post-traumatic stress. As a parent of a child with heart
condition, there might be certain amount of stress to be suffered.
Heison's mother remarked that “Fortunately, the Children's Heart
Foundation offer us a helping hand. There are many parents
sharing their advices on taking care of post-operation child. Inthe
meantime, Heison was able to participate in the art therapy
programme and | also received psychological support, which

helped us both relieve a lot of pressure.”

Heison's assessments for secondary school places allocation amid
the epidemic, his mother hopes that he can overcome his

difficulties and be admitted to a suitable secondary school.
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¢ Journey Under The Epidemic

During the fifth wave of COVID-19 epidemic, the lives of the
families of children with congenital heart defects were
greatly affected. Many parents were caught off guard by

the cancellation of classes at school and the sudden
announcement of an early summer vacation. CHF is
concerned about the physical, mental and emotional
well-being of our children. We have organised a series of
online activities within the shortest time.

Disneyland Volunteer Team X CHF : Disney Drawing Class
Morgan Stanley X CHF: Interview Skills Training Class
Kalimba Class (Beginner & Advanced)

Punch Needle Embroidery Class

Fun Singing Class

¢ Journey Into Your Heart Activities

e Little Creator

® Parent's counselling group

® Parent-Child Play Therapy Seminar

e Linking with Music: Parent-Child Music Interaction &
Instrument Creation Group

Fun group for kids
Board Game Playing Group
Escape Room Playing Group

Online Challenges For Everyday !
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No questions asked
Except during roleplay,
parents should not ask
the child any questions,
allowing the child to
lead the entire special
playtime.

Non-teaching

Parents should not
teach their children
what to do, how to
play, allowing them to
be as creative as they
want to be.

No praise

Praising children during
play can lead to children
acting out to meet
parental expectations
in order to receive
praise, thus losing their
autonomy.
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Journey Into Your Heart —— Stepping into children's world: Skills
of parent-child play therapy. Parent-child play therapy is an
element of child-centered play therapy, hence its core values
are based around the core concept of “child-centeredness”:
the need to listen, understand, and accept each child's char-
acteristic. Compared to a therapist, a child's parents or guard-
ians are more important and the child is more receptive
towards them, during a play therapy session.

Parents can set up a "special playtime" with their children - through a
minimum of 30 minutes of playtime at a specific time and place each
week. The game should be driven by the child and parents can adopt
the three principles of "no questioning, no teaching, no praising" to
allow children to express their thoughts and emotions freely.

Parents can also use the following parent-child play therapy techniques:

1. Describe the child's behaviour and motivation

Parents can describe the child's actions, e.g. “You are playing with this ...”
without naming the toy. This indirectly conveys the message of your presence
for the child, allowing them to feel cared for, understood and accepted, thus
makin it easier for the child to share their thoughts with their parents.

2. Acknowledge and responds to the child's feelings

Parents can try to put themselves | the child's shoes by using different
emotional words to guess or specak on their behalf and help the child understand
their behaviour.

3.Encouragement

Instead of praising results or performance, parents can try to
encourage their children. For example, instead of offering help
immediately when a child fails to complete a task, parents can allow
the child to continue frying and use words of encouragement to
acknowledge the child’s effort. In doing so, this will help the child in
developing their sense of self-esteem and competence and reduce
dependency on the parent.

4.Therapeutic limitations

When a child is engaging in a dangerous act or being uncooperative,
parents should first acknowledge the child’s feelings and let the child
know that the parent understands how they are feeling, and from
thereon state the limitations of the session and propose alternatives. For
example, when a child is agitated and wants to hit someone, the
parents need to acknowledge the child's feeling of anger but also

the parent may suggest that the child can hit a
doll to vent their feelings.

emphasize that hitting is not allowed. From there, n

Although parents are unable to always relate to
their children’s thoughts, but with time and
patience and the  aforementioned @
techniques, they can gradually enter their ,
children’s world and become their most
important listeners and companions.
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YOYO YIU (SPEECH THERAPIST)

Service scope of speech therapy does not

limit to speech production, but covers a wide
range of areas such as language, feeding and
swallowing, voice, auditory rehabilitation, etc.
Children having difficulties in these areas may
need to see a speech therapist. A child with
congenital heart disease could be one of them.

Due to the heart condition, children may suffer from cardiac-respiratory
instability and hypoperfused intestine which may cause feeding
difficulties. They may sweat during feeding, fatigue quickly or vomit more
than often. Medical procedure or treatment including frequent fasting
and high-concentration energy feeds may further affect children's
interest in food, and lead to food selectivity or even oral aversion. As a
result, children would have poor weight gain and growth. Speech
therapists would advise on individualized techniques including adopting
breaks, small-frequent feeds, and posture modification for symptoms
control, while these problems may gradually subside when heart
condition improves.

Dysphagia (swallowing difficulty) is found in some children who could not
coordinate well among suck, swallow, and breathe during feeding. Their
swallow occurs at the same time as a breath, resulting in food going into
the airway (i.e., aspiration). Furthermore, children are more prone to
aspiration if they have neurological sequelae or other comorbid
syndromes, or have undergone cardiac surgery which the nerve that
controls the larynx is prone to injury. Speech therapists would arrange
instrumental assessment like Flexible Endoscopic Evaluation of Swallowing
and Videofluoroscopic Swallow Study, subsequent to identification of
aspiration risks in clinical swallow evaluation. With better understanding on
pathophysiology of dysphagia, speech therapists would make
recommendation on compensation (such as bolus control by consistency,
size and flow rate, as well as posture) and provide treatment to reduce, or
even eliminate, the risk.

Apart from feeding issues, many parents are concerned with their
children’s speech and language development. Unless there are
comorbidities such as Down syndrome or other developmental disorders
which may affect speech and language acquisition, evidence suggested
children with congenital heart diseases are able to communicate without
much problem despite limited expressive vocabularies at younger age. As
for speech production, there is no evidence suggesting correlation
between articulation problems and paediatric heart disease. All children
including typically developing ones may have developmental
articulation errors before 6 years old, that they would acquire the sounds
gradually with feedback and better control of articulators including their
lip, tongue and jaw.

Speech therapy is indicated if your child is having these common
problems found in patients with paediatric heart disease. Along with the
input by speech therapists, a close collaboration based on parents and
family's feedback is significant to the treatment outcomes as well

as the development of children with congenital heart disease. !
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THE WARRIOR FIGHTS AGAINST CONGENITAL HEART DISEASE
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Circle, my daughter, celebrates her first birthday on June 21, 2022!

On March 5, 2021, Circle was still in my womb. This was the first time for my
husband and | entered into Hong Kong-Children’s Hospital. We went there
with heavy heart and aimed to seeking help from Dr Barnabe Antonio Rocha
and Dr Chow Pak Cheong, the saviours of my daughter's life. Dr Chow told
us that Circle was suffering from Transposition of the Great Arteries (TGA), in
which the two major blood vessels of the heart were misaligned. If it was left
untreated, the two blood vessels would be reversed and the heart would not
be able to carry oxygenated blood to the rest of the body, possibly lead to
death. This message means we stil have hope. My husband and | felt
relieved. | can still remember that after listening to the professional advices,
all four of us were smiling as we stepped out the hospital.

Dr Cheng Kwun Yue's attentive care during my private obstetrics and
gynecology visits made me realise earlier that Circle was suffering from TGA,
16 weeks before delivery. | brought the referral letter to Queen Elizabeth
Hospital immediately for amniocentesis and further tests. At that moment, |
felt a dark cloud had surounded me. Later, the doctor also suspected that
not only did she have TGA, but also double right ventricular outlet. Dr Cheng
explained that this condition would reduce the chances.of success of the
surgery from 95% to 50%. | was very lost at that moment, as there was not
much information on the Internet. In the meantime, | could not find anyone
who could tell me what to do. Fortunately, | found the Children's Heart
Foundation. Ms. Cheung, the social worker, introduced me two parents of
children suffering from congenital heart diseases. They share with me their
experiences about taking care of congenital heart defects children and
recommend me to take the initiative to consult the doctors. Finally, on the 22
weeks and 6 days, [ was able to meet with Dr Barnabe Antonio Rocha and
Dr Chow Pak Cheong at the Children's Hospital.

I'would like to take this opportunity to thank Dr Chow for his dedication and
attentiveness to make proper diagnosis of the tiny heart of Circle during
every antenatal echocardiogram examination. | couldn't believe that he
spent one hour and fifteen minutes in observing the movement of the valves
of the heart on the screen. As lintended to take a look on the screen as Dr
Chow did, | felt dizzy after ten minutes. “Although many people may think
that the surgeon is the most important person in a surgery, | am sure that the
medical personnel .provide pre- and post-operation support, - emotional
support ‘and empathy are of utmost importance for the success. |
appreciated that Dr Chow always took the initiative to answer my questions
and even | kept repeating questions, he always reassured me with his
professional knowledge, experiences and affrmative tone.
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On Circle's seventh day from birth,

the seven-hour major vascular reversal operation

was completed successfully. We thank Dr Barnabe Antonio Rocha
for everything he did. Although my daughter's heart was slightly
swollen and slow heart beat after the surgery together with
complications of pneumothorax in the middle of the operation,
with all the might of the paediatric cardiologists,

doctors and nurses from the Paediatric Intensive Care A
Unit, my daughter was able to be transferred from >

the ICU to the 3S cardiac ward'in no time. Even

though the manpower of the cardiac ward

was tight and busy, all the doctors and

nurses and healthcare workers have been

working hard and taking care of this little

infant for almost two months.

A minor post-operative incident was the rejection of one of the steel
wires used in the surgery. At the time, her wound had been inflamed,
stitched up and cleaned up, but 13 days after being discharged from
the hospital, the wound opened up with pus again and we were
back in the cardiac ward. Once again, | would like to thank Dr
Barnabe Antonio Rocha for identifying the cause of the pus in her
wound. After identifying the cause, we were able to get back home

in time to celebrate my daughter’s two months celebration.

The infants with TGA are easily prone to pulmonary artery stenosis. It
was inevitable that we had to go back to the Children's Hospital for
all sorts of tests and follow-up treatments. At Circle's 10 months of
age, it was difficult to get a clear echocardiogram image of her
pulmonary artery. In her second echocardiogram, we were lucky to
have Dr Chow's good hand again. He helped us identify the

pulmonary artery on the echocardiogram, which relieved our worries.

| hope that Circle will learn to be thankful and remember Dr. Chow
has helped her going through difficulties. Psalms : ‘Yea, though | walk
through the valley of the shadow of death, I'will fear no evil: for thou
art with me; thy rod and thy staff they comfort me.'

| understand that doctors aren’t god. There are risks hidden in every
surgery. Yet, there are only two ways to go. No matter which one
would have a chance of success, we want to give it a try. No matter
what the outcome would be, just do it ‘without regret. | think the
reason of the children with congenital heart diseases choose us as
their parents because they trust our strength to take on the challenge.
I'am thankful for the experience | gained in these two months. It has
made my family love and cherish each other more. At the same time,
I would like to thank my husband for reminding me not to put too
much pressure on myself during my post-partum recovery and
video-calling me so that | could see my daughter while | stayed at
home.

Dr Barnabe Antonio Rocha and Dr Chow not only saved Circle's life,
but also saving our family of four. We are eternally thankful for their
immeasurable help. | hope that more and more young upcoming
doctors will consider joining the paediatric cardiology department to
save more children. In addition, | wish all the children with congenital
heart disease will grow up healthily and happily.
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Today | would like to share with you a TV drama | watched during
the COVID-19 epidemic - ' Kids' Lives Matter'. It is about the
children with chronic illnesses who spend most of their time in
hospitals. As | used to spend most of my time in and out of the
hospitals when | was a little boy, this TV drama reminded me the
experience of living in the hospital and felt the pain of those
children as every time | watched it. In particular, there was one
episode about a new-born baby with congenital heart disease
that projected the parents' horror and remorse when they found
out that their child had a congenital heart disease.

The reason | wanted fo introduce this TV drama was to make more
people aware of the situation of the children with chronic ilinesses.
The way that the kids tried to survive and fought every battle as
well as to let others know that the children with chronic illnesses still
can play with others like normal children.

Finally, | hope that all of you who suffer from congenital heart
disease like me can persevere and live a different life, just like the
children in the TV drama, and cherish the life you have.
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| would like to share with you a film that | watched during the
COVID-19 which called “Forrest Gump™. When | first watched it, |
found it quite boring. But after watched it for a while, | could
relate to the situation of the leading role in the story. Despite of his
lack of intelligence and limited mobility, he still worked hard on
everything he could and leaded to many good results and lived a
wonderful life.

The reason | want to recommend it is that my experience can
relate to the whole film. | was born with a congenital heart
disease, which imposes more limitations than the average person,
especially on sports. After the doctor said | can play sports, | was
invited to join the school team by the teachers. Due to this iliness,
| am different from others on physical strength, therefore, the
coach was often “attentive” to me. However, | didn't give up and
continued to work harder on training. | just wanted to keep up
with my teammates, and eventually | went to competitions with
them and won the game. Even though | quit the sports team
today for my studies, | won't regret. Just like the leading role in the
movie, | did everything | could to bring about many good results.

"Life is like a box of chocolates, you never know which one you're
going to get.” So here's hoping that people with congenital heart

disease can face life positively and live in the moment.
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