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where the child and the family matter!
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* | remember him vividly
for he was a 16 year old boy
at the peak of his youth. He
was a kriown “mat rempit” in
his ‘neighborhood and | wés
just delving into paediatric pal-
liative care, my very first year.

He was diagnosed with osteo-

sarcoma, the most common
primary
tumour in children and young

malignant  bone

adults. Despite radiotherapy

and multiple lines of chemo-

therapy over the span of 1
year, the cancer remainéd
aggressive. It had spread to
his lungs and the primary tu-
mour at his left knee started
into a

growing fungating

wound, corroding into half of -

~his leg.

He was faced with the

most difficult decision in his
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life then. Doctors recommend-
ded amputation so that a pros-
thetic leg would allow him
more mobility -and indepen-

- dence for the remaining esti-
‘mated 6 months to live. But

that was exactly the dilemma,
wasn’t it? If he were to agree,

it would seem as though he

had “given up’] and “no longer
fighting the good fight” but if

he declined, did that signify

otherwise? Often unspoken
than not, his reality could only

be understood by himself and
his  family much later on. °

Seemingly nonchalant at the
time, he chose not to commit
to any decision. Preferring to
keep to himself, it seemed
hopelessness had takgh root.

. He no longer wanted to leave

home or see his friends.

When |
weeks later, | remembered

first met him

thinking to myself that he was
definitely a -young mah of
a few words. His family
welcomed me into their home.
They were hoping fdr practical

advice on how to care for him

as he was bedridden due to
the unfortunate size of the
tumour. | could see they were

trying very hard to portray
positivity through it all. We

worked out plans for pain

management, - wound = and
nursing care at home as well
as adaptation of mobility and
creative ways 6f facilitating his
indepen- dence around his
home environment. We made
progress thrdugh the months
as setting small, short-term
goals enabled him to achieve
them. This had allowed him to
realize that not all Was,lost. He

managed a few foodie outings

with his family and this, in turn,
attitude. He

changed his °
teased and joked often.

Perhaps by then, he also
viewed me ‘as a constant and
harmless enough being ta
allow ‘some moments of
vulnerability to sneak through.
They took me by surprise. He

knew he didn't have long to

live. Through his eyes, he
_ knew what that meant for him

and his family. Instead of
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' wvoicing out his feelings of ac-
ceptance, he saW that his fami-
ly relied on his defiance so that
they have the strength to cope
with the‘ same unspoken fu-
ture. No words were needed. It
was his way of protecting
them. He felt comforted as he
believed ‘his family would be
able to move on. At the sarﬁe
time, he needed to griéve for
the little thing.s in life and the

held on to all the mixed
thoughts, opinions and words |
had in mind during those mo-
ments and decided to just lis-
ten to him. | told myself, that
his needs to be heard were
more important tﬁan mine. His

request was to let him live his

life the way he saw fitting, no

matter how long that may be.
He was in full control despite

“how messy things might had

That much was the love
and sincerity he had for life
and those around him. Pallia-

' tive care believes in fostering

hope. Palliative care advocates
living and dying with dignity at

‘the end of life. Do we truly un-

derstand all its forms? | had
the privilege ; from a 16 year-
old boy who taught me more
than What words could define.

future he would not havé. | seemed at home.

|
|

5 Ways Td Communicate Better

Palliative Care Management:

Hope blossoms with:
¢ Presence of meaningful relationship

Ability to feel light-hearted/humour - Active Listening

.
.’ '° Be Alo'rt, listen with your whole \
n n . Don't interrupt. F:
¢ Clear aims/goals VR  sourmindonwhat heotherparsen am\
3 is saying.

¢ Courage, determination and . Iwg‘ifﬁz':fnmh Judgement/Bias

) v Z ) c::.cuyou el d'n'tglvo an N It's important to rid yourself of bias or

serenity (being in the present) A e IRoast yod ey b copaed the

oy ‘ WA : comes to you mind. Take a moment, person or the topic of conversation. Try

¢ Ability to recall positive memories construct an coherent, specific '""""P';;'mn:"'v"“"'

thought, and then respond.

9

[ ]

Questions Body Language
Asking relevant questions is vital as it Whether you're listening actively, or
e g shows that you were actively silently judging someone this will
¢ = Spiritual beliefs. ing, and if you misunderstood _ Show in the way you sit, your pos-

' s something you can clear it up before  ture. your weight distribution, so be
responding. aware of your stance.

(Adapted from K. Herth 1995; 2011) ‘ e

+ Having one’s individuality
~ accepted and respected

¢ Finishing unfinished business

¥

This article is contributed by Ms. Elaine Teo, Bachelor of Nursing (Hons)

Ms. Elaine Teo is a Palliative Care Practitioner (Nurse), graduated from the International Medical University
(IMU) with a Bachelor of Nursing (Hons). Her career in palliative care started back in 2013. Currently, she is
journeying with ASSISS Palliative Services (APS) under the umbrella of Assunta Integrated Social Services
(ASSISS). With their mission and vision of providing healthcare services to the poor, Elaine’s hope is to be able
to reach out to more patients living in the outskirts of the city and to continue promo-ting and providing palliative
care in the community.

While involved in clinical/operational tasks of APS as well as teaching/training in the Assunta College of Nursing
and MAPPAC, Elaine aspires to complete her Master of Counselling and looks forward to continued growth and
change in palliative care.
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A Difficult Conversation
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—

It was 3 in the morning,
when | performed CPR for the
third time on B. The parents
were sitting on a bench at a
faraway corner, stealing what
few glances they could
through the curtain to see
what was happening. Behind
the curtain all the frantic
actions and efforts were
happening, with the parents
separated and isolated from
the development.

B was a young 10
months old boy who had
severe aortic regurgitation.
About of sepsis worsened the
condition and he was thus
admitted to the Paediatrics
Cardiac ICU. In the morning,
the consultant cardiologist
and | did an echocardio-
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graphy to assess his heart
function. Staring at the
screen, we saw how little
blood was being pumped to
the body while the rest back-
flowed into the heart. We
knew that despite all the
inotropes given to make the
heart work harder, eventually

it would tire out.

With a heavy heart we
carried this news to the
parents. The usual discussion
ensued where we explained
to them that B’s prognosis
was grim. We asked them
whether they would want us
to perform active resuscita-
tion with CPR, and as ex-
pected their answer was yes.
None of us had the heart to
tell them the futility of it.

At 10 p.m. | was in-
formed that B’s heart had
stopped. CPR was started
immediately and Adrenaline
was given. His heart started
pumping again. The parents
saw a.glimmer of hope, while
| prepared myself for a long

hard night ahead. At 1 a.m.
as expected, the dreaded
code was called. This time,
the CPR was longer and the
Adrenaline dose was higher.
There were uncertainties in
the parents’ eyes. | remained
silent, not sure of what to tell
them at this point.

At 3.20 a.m. they were
still sitting at the bench
looking helpless and afraid.
| stared stared at the large
bruise in the middle of B’s
chest; center of the bruise
was a smaller area of skin
break, resulted from the
repeated chest compres-
sions. What had | achieved?
Was there any good out of
the harm that | had inflicted
on B? At this point, he need-
ed his parents to be with him
more than me. | went over to
the bench and brought the
hard truth to the parents.
| informed them that CPR
was not going to change the
inevitable outcome and that B
needed them to be by his

side, not me
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This time, | sat on the
bench while they sat by the
bed with B. The Mother was
crying while the Father was
holding her shoulder and silent
tears rolled down his cheeks.
The Mother started to apolo-
gize to B; for giving birth to him
with a heart defect and for not
being able to help 'him pull
through. | wanted so badly to
tell her that none of this was
her fault but | knew this was
their ~private moment. The
Mother gradually calmed down
and started to sing to B some
nursery rhymes. What an inti-
mate moment for the family,

while facing such a devastating
outcome! It must have be their
frequent sharing of such tender
moments together at home for
| saw the anguish melted away
from the parents’ eyes and re-
placed with acts of pure love.

At 4 am. B passed
away; ‘cuddled, loved and
carried to heaven with the
beautiful song of the Mother’s
voice. Dawn came when the

paper works' were done and

they were ready to leave the
ICU. Before leaving the
Mother told me that they had
picked a burial plot which was

large enough for 2 adults and
a child, so that one day the
family would be complete
again. It was a long road to
grieving and healing and
| knew it had begun at that

moment in time.

5 years have gone by
but | still think of him very
often. Equally memorable
was the heartbreaking con-
versation that we have
shared. | realised on that day
that it was a conversation
filled with compassion, empa-
thy and honesty that brought

about healing for the patient’s

NEWSLETTER_JUNE 2020_ISSUE 06/006
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Malaysian Paediatric Palliative Care
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I AM AN ANGEL CHILD

Calling for children and youths to hand

draw paintings and cards for:

1.Dying children

2.Parents of dying children

3.Doctors, nurses and medical staff who
care for children with life-limiting
diseases

rage them 1O
of care and

sale of

We aim to encou
continue their journey
1ove. ALl proceeds from the

and paintings will go

cards alaysia's first

towards setting up M
nospice care centres

For further details, contact us at
mappacmalaysia@gmail.com | 0162231357
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MALAYSIAN ASSOCIATION OF
PAEDIATRIC PALLIATIVE CARE

WALV WAV
ANGELYOUTH

HELP US MAKE PAINTINGS AND HAND-DRAWN
CARDS FOR CHIEDREN WITH LIFE-LIMITING
ILENESS, THEIR PARENTS, DOCTORS.AND
NURSES WHO TAKE CARE OF THEM.
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§ ‘.’I \‘ \
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WE AIMTO ENCOURAGE THEM TO CONTINUE
THEIR JOURNEY OF CARE AND LOVE.
ALL PROCEEDS WILL GO TOWARDS SETTING UP
MALAYSIA'S FIRST HOSPICE CARE CENTRE.

MAE\?AC For further enquiries, contact us at:

mappacmalaysiaegmail.com | 0162231357

MALAYSIAN PAEDIATRIC PALLIATIVE CARE
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Satu Peringatan

MALAYSIAN ASSOCIATION OF PAEDIATRIC PALLIATIVE CARE

JUN 2020

—

“Secara: jujurnya saya
masih_men‘g‘ingati dia sebagai
seorang yang berumur 16
tahun dan berada di puncak
zaman remaja beliau. Dia
dikenali sebagai “mat rempit”
di kawasan - perumahannya,

~dan saya Dberada di tahun

pertama dan ‘agak sibuk
dengan  bidang perawatén

paliatif kanak-kanak. Dia di -

diagnos mengidapi osteosar-
coma, iaitu - kanser tulang

yang paling agresif

_dikalangan kanak-kanak dan

muda-mudi. Walaupun radio;
terapi dan kemoterapi telah
diberikan délam‘jangka lmasa
setahu'n, kanser itu tetap

‘menjadi lebih agresif. la

merebak Ake dalam paru-
parunya dan ketumbuhan

~asal yang berada di sebelah
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lutut kirinya kini menjadi lebih
besar dan ‘menyebabkan luka
yang parah, menghakis sepa-

ruh kaki kirinya.

Dia berada di dalam
keadaan dimana dia terpaksa
mengambil keputusan yang

~ sukar dalam hidupnya. Doktor

menyarankan/ agar kakinya
dipotong dan memakai kaki

-prostetik supaya dapat mem-

bantunya untuk bergerak
tanpa kebergantungan pada
orang lain untuk jangka masa
kehidupaannya selama 6 bu-
lan’ lagi, tetapi itu bukannya
dilema yang dihadapinya. Ji-
ka « dia
seolah-olah bermaksud dia

bersetuju,. ianya

sudah mengalah dan tidak
mahu melawan, tetapi jika

menolak, adakah -itu bermak- .
- sud sebaliknya? ' Biasanya

perkara ini di tidak di bicara-

kan, realiti hanya boleh

difahami oleh dia dan keluar-

ganya. Dia seperti tidak

mempedulikan  masalahnya

pada masa ini, dan dia bertin- .
- dak tidak mahu memberikan
apa-apa keputusan lagi. Dia .

menyimpan rahsia di dalam
diriﬁya seolah-blah harapan
yang terputus telah berakar
dan dia lebih suka me-
nyendiri, telah  kehilangan
kehendak untuk keluar da-
ripada rumah dan tiada ke-
mahuan lagi untuk berjumpa
dengan rakan-rakannya. .

Sélepas beberapa ming-

~ gu, pertama kali saya ber-

jumpa dengannya, saya me-
rasakan ‘dia adalah seorang
remaja yang pendiam.
Keluarganya menyambut baik
kehadiran saya di rumah
mereka dengan harapan un-
tuk mendapatkan
yang praktikal ' tentang cara
penjagaan‘nya‘ kerana dia
tidak bergerak akibat saiz ke-
tumbuhan® dan saya dapat

melihat keluarganya meng-

inginkan keadaan yang lebih
positif. -Kami bekerjasama

untuk membantu dia meng-

awal kesakitannya, ‘menjaga

luka dan teknik penjagaan di
rumah - bersama dengan
adép,tasi untuk  pergerakan

dan mencari cara-cara yang
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kreatif untuk tidak bergantung
pada orang lain semasa di
rumahnya. Selepas beberapa
bulan, kami melalui fasa-fasa
tersebut

dengan jayanya,

dengan meletakkan - objekitif

‘jangka masa pendek untuk
membolehkan ianya dicapai
dan membantu dia menyedari
bahawa tidak semua ikhtiar
akan menrigalami jalan buntu.
Dia = bekesempatan ‘untuk

keluar -makan bersama
_keluarga, secara tidak lang-
sung“ mengubah  persepsi
'hidupnya. Dia menjadi
'seorang )}ang suka mengusik

dan membuat lawak.

Dia *merenung tepat

ke arah saya, mungkin

merasakan saya sebagai
seorang yang. tidak memba-

hayakannya dan membiarkan

dirinya diperiksa secara lebih .

mendalam. Saya . sangat
terkejuf dengan ’perubahan
ini. Dia tahu yang kehidupan
nya agak singkat. Pan-
_dangannya, dia menyedari
masalah yang tersirat dan
begitu juga keluarganya juga
telah maklum -akan dirinya.
Dia memberitahu
perasaannya, untuk meneri-
' ma hakikat sebenar, namun
keluarganya masih menafikan
keadéannya. dan . masih

menaruh harapan, agar

- mereka mempunyai kekuatan

NEWSLETTER_JUNE 2020_ISSUE 06/005

_perkara yang

tenfang'

untuk melalui

yang
Tiada per_kataan yang perlu

masa. depan
sukar  diperkatakan.
diucapkan. Hanya itu' saja
caranya untuk mence- gah
daripada kekecewaan. Dia
lebih merasa lebih séles_a

© dengan keadaanya, kerana

pada firasatnya, keluarganya
boleh meneruskan kehidupan
mereka tanpa dirinya. Pada
masa yang sama, dia memer-

lukan masa | kerana keser

sedihannya tentang perkara-

dilakukan dalam kehidupan

~ nya serta masa depan yang

dia tidak akan lalui. Pemikiran
saya bercampu rbaur, pan-
dangan dan’ perkataan yang
berm_ain dalam benak fikikan,
saat ini merasakan adalah
satu keperluan untuk -men-
dengar Iuahanny\a. Keperluan
nya Iebiﬁ_ penting dari keper-
luan saya, séya bisikkan
pada diri saya. Permintaan

nya - biarkan dia hidup

sebagaimana yang dia fikir-.
~ kan tanpa memikirkan jangka

waktu. Dia perlu merasakan

huntuk memptjnyai keupayaan

menetapkan hidupnya walau-
pun keadaan sekeliling agak
kucar kacir di rumah.

/

V‘Itu _adalah kecintaan ;

dan kebenaran yang ada

pada’ hidup dan sesiapa di
kelilingnya. - Rawatan paliatif *

tidak dapat® °

perlukan pengharapan. Rawa
tan paliatif menyokong kon-
sep kehidupan dan kematian
secara baik di akhir hayat.
Adakah * kita percaya ten-
tangnya? Remaja 16 tahun ini
telah 'r,n'engajar saya lebih
dari ucapan atau perkataan,
yang boleh memberi makna.

Rawatan paliafif

Usaha bermula:
e Dimulakan dengan
hubungan yang bermakna
o Kebolehan untuk
' ‘ berinteraksi secara baik.

. ¢ Mempunyai objektif yang

baik

o Keberanian, kehendak
dan keamanan.

o Kebolehan mengingati
memori yang positif

« Menerima seadanya dan
menghormati penerimaan
individu.

e Menyelesaikan permasa-
lah sendiri.

e Mempunyai pengetahuan

, spiritual |
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A A 5 cara untuk berkomunikasi dengan lebih

)

Mendengar secara Aktif

Berwaspada, mendengar dengan penuh
tumpuan. Jangan mengganggu ketika
seseorang itu sedang bercakap. Fokuskan <

\ fikiran anda pada apa diperkatakan.
+ Mo I 4
A S,
/ Maklum-balas Penilaian/Bias

o Saya nyatakan maklum-balas, dan Adalah penting anda menjauhi tabiat
bukannya tindak-balas kerana  anda ‘bias’ atau mempunyai  persepsi
5 tidak seharusnya memberikan jawapan terhadap orang atau topik perbualan.
atau menyatakan pandangan pertama, Cuba simpan emosi semasa

apabila terlintas di benak anda. mendengar.

Luangkan masa, pastikan pemikiran kita
jelas, kemudian beri maklum-balas.

? )
Soalan Bahasa Tubuh

Menanyakan soalan yang relevan adalah
penting kerana ia menunjukkan bahawa
anda mendengar dengan teliti dan aktif
dan jika anda salah faham tentang
sesuatu, kamu boleh menjelaskan
sebelum menjawab soalan tersebut.

Sama ada anda mendengar secara aktif,
atau menilai seseorang secara senyap,
ini akan ditunjuk dengan cara anda
duduk, postur badan, pembahagian berat
badan anda. Oleh itu, berhati-hatilah
dengan gerak-geri/sikap anda.

gk

This article is contributed by Ms. Elaine Teo, Bachelor of Nursing (Hons)

Ms. Elaine Teo is a Palliative Care Practitioner (Nurse), graduated from the International Medical University (IMU) with a
Bachelor of Nursing (Hons). Her career in palliative care started back in 2013. Currently, she is journeying with ASSISS
Palliative Services (APS) under the umbrella of Assunta Integrated Social Services (ASSISS). With their mission and vision of
providing healthcare services to the poor, Elaine’s hope is to be able to reach out to more patients living in the outskirts of the
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Satu Perbualan yang Sukar

MALAYSIAN ASSOCIATION OF PAEDIATRIC PALLIATIVE CARE

Jam menunjukkan pukul 3
pagi, ini kali ketiga saya terli-
bat dalam resusitasi ke atas
B. Ibubapanya duduk di atas
bangku di sudut yang tidak
berjauhan, cuba men-curi
pandang andai mereka dapat
melihat apa yang berlaku di
sebalik tabir. Di dalam tabir,
semua tindakan ke-cemasan
cuba di lakukan, dimana
ibubapa B berada di luar ta-

bir.

B merupakan seorang
kanak- kanak lelaki berumur
10 bulan, mempunyai masa-
lah jantung dikenali sebagai
aortic regurgitasi. Beberapa
episod jangkitan kuman me-
nyebabkan tahap kesihatann-
ya menurun, dan dia telah
dimasukkan ke Unit Rawatan

NEWSLETTER_JUNE 2020_ISSUE 06/006

Kecemasan Jantung bahagi-
an Paediatrik. Pagi itu, ketua
bahagian perubatan jantung

kanak-kanak  dan saya.
Bersama membuat echo-
kardiografi untuk  menilai

jantungnya. Melihat kepada
paparan skrin,
sedikit
dipam ke seluruh badan dan

kami dapati
betapa darahnya
selebihnya memasuki jan-
tung, kami mengetahui walau
apa pun usaha kami seperti
memberi  ‘inotrope’  akan
menyebabkan jantung beker-
ja lebih kuat tetapi selepas itu
ianya akan menjadi  terlalu

lemah.

Dengan berat hati kami

memberitahu  perkha-baran
yang tidak baik kepada
ibubapanya.  Perbincangan

berlaku, kami menerangkan
dimana prognosis B yang tid-
ak baik. Kami bertanyakan
ibubapanya jika mereka ma-
hukan resusitasi dengan CPR
jika jantungnya berhenti, dan
jawapan mereka adalah ‘ya’

seperti yang dijangkakan.
Tidak ada sesiapa antara kita
sampai hati untuk memberita-
hu mereka tentang tindakan

itu adalah tidak bermakna.

Jam 10 malam, saya
dikejutkan dengan panggilan
kecemasan dimana jantung B
sudah berhenti. Resusitasi
dimulakan, dan adrenalin
diberikan. Jantungnya kem-
bali berdenyut. Ibubapanya
melihat keadaan ini dengan
penuh harapan walaupun
pada hakikatnya peluangnya
amat tipis, saya sudah berse-
dia untuk menghadapi malam
yang panjang lagi sukar. Jam
1 pagi, seperti yang dijangka-
kan saya dikejutkan lagi
dengan panggilan kecema-
san lagi. Kali ni, resusitasi
menjadi lama, ubat adrenalin
diberikan dengan dos yang
lebih tinggi. Tidak ketentuan
dibenak fikiran ibubapanya
barangkali. Saya terdiam, tak
tahu apa yang patut saya

luahkan pada waktu ini.
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Jam 3.20 pagi. Ibubapa
B masih duduk di atas
bangku, kelihatan tidak ber-
maya dan suram. Saya me-
renung ke atas lebam di atas
dada B, di tengahnya ada
kesan Iluka, mungkin . da-
ripada resusitasi dan tekanan
CPR ke atas dada B seben-
tar tadi. Apa yang saya telah
capai? Adakah kebaikan da-
ripada apa yang saya buat
ke atas B? Dia hanya me-
merlukan ibubapanya untuk
bukan

bersamanya, saya.

Saya keluar menghampiri
ibubapa B dan memberitahu
apa yang wajar pada mere-
ka. Saya beritahu bahawa
resusitasi tidak akan mengu-
bah apa-apa yang lagi. Saya
menambah bahawa apa
yang perlu untuk B ialah
untuk ibubapa berada disisi

B, bukan saya.

Kali ini, saya duduk di
atas bangku sementara
ibubapa duduk disisi B. Ibu-
nya menangis, bapa pula
memegang bahu si ibu, sam-

bil air mata mengalir laju

dipipinya. Kemudian ibunya
memohon maaf pada B,
kerana melahirkannya den-
gan masalah jantung, dan
tidak dapat memberi per-
tolongan kepada B. Saya
mahu saja menyapa bahawa,
semua itu bukan salah ibu-
nya, tapi saya faham ini ada-
lah kepentingan masa untuk
bersama B. Secara perlahan,
ibunya menjadi tenang dan
menyanyikan beberapa lagu
kegemaran B. Ini merupakan
saat-saat yang penting bagi
keluarga, dalam menghadapi

dugaan yang besar! lanya
merupakan masa  yang
sangat berharga untuk
keluarga bersama, saya

dapat menyaksikan segala
penderitaan ibubapa hilang
daripada kenyataan, ini di-
ganti dengan cinta sejati.

Pada jam 4 pagi, B
meninggal dunia ini, dalam
kasih
dendangan lagu

pelukan sayang,
dengan
yang merdu dari
B ke

Subuh menjelang,

ibunya
mengiringi syurga

dengan.

semua kertas kerja telah siap
dan mereka sudah bersedia
meninggalkan ICU. Sebelum
pergi,
saya yang mereka

ibunya memberitahu
telah
memilih - tempat pengkebu-
mian, sesuai untuk 2 orang
dewasa dan seorang anak,
semoga satu hari nanti
mereka akan di satukan
kembali. Namun saya yakin,
pengalaman ini akan menjadi
satu perjalanan keluarga B
lalui dengan berkabung dan
selepas itu bersedia untuk
keluar daripada kesedihan

ini.

lanya berlaku 5 tahun lepas,
dan saya masih memikirkan
tentang B lagi. lanya adalah
satu perbualan yang sukar
tetapi pada hari tersebut
saya mengerti apa itu belas
kasihan, empati dan keju-

juran, ianya akan menjadi

yang
pada

perantaraan akan

membawa kesem-

buhan, untuk keluarga

pesakit dan juga doktor.
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The 1st National Conference of

Children’s Palliative Care Malaysia

Swiss Garden Hotel, Bukit Bintang, Kuala Lumpur
24" to 26™ March 2021

Supporting from the begin.

Children’s palliative care is about promoting the best possible quality of life and care for every child

with a life-limiting or life-threatening condition and their family. Giving families real choice has been

key to this approach: a choice of place of care; a choice of place of death; and a choice of emotional
and bereavement support.

Dr Chong Poh Heng ~ * Prognostication for children with life-
limiting conditions
Resources & funding for PPCservices

Medical Director

HCA Hospicecare Singapore
Dr Rever Li o~ 2-stepvs 3-step WHO
analgesicladder

Consultant paediatrician
* Managing symptoms of

Tuen Mun Hospital, Hong Kong

International children with cancer
speakers pa—
* Talkingtochildren aboutdeath
Ms Serene Wong & dying
Palliative nurse * Respite care programme
HCA Hospicecare Singapore
Ms Queenie Luk "« Childrenwith PPC needs from

Asst Professional Services Manager, underserved communities
Children’s Palliative Care Foundation, =, Wish fulfilment
Hong Kong

Dr Lee Chee Chan

Advance care plan Datuk Dr Kuan Geok Lan
Perinatal palliative care

Non-invasive ventilation in PPC SRl ST T

Dr Chong Lee Ai

A N Ms Elaine Teo
Pain refractory to opioids : : : e
Truth telling My journey in community palliative care

Research in PPC Use of syringe drivers

Dr Fahisham Taib Dr Yang Wai Wai

How | started PPC service in my hospital Siblings — never leave me out
The art of using opioids : Dealing with fear & anxiety in children

Symposiums covering symptom management,
expressive therapy, transition care, end of life
care, palliative nursing, voices of parents &

Dr Sujatha Doraimanickam

Creative drama intervention

patients

Organized by: Main sponsor:
For more details http://www.nccpcm2020.com

T
Contact us at: 016-223 1357 (Jacqueline, MAPPAC) MA(Q?A @ SUNWAY

Email: nccpecm2020@gmail.com SRS SR Ot MEDICAL CENTRE

SCAN ME
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The 1st Nafional Cnference of e
Children’s Palliative Care Malaysia *y

Swiss Garden Hotel, Bukit Bintang, Kuala Lumpur
24" to 26" March 2021
Supporting from the beginning




2018-2020 focuses on:

- Medical, Nursing and 1) Raising Public Awareness/Fund-Raising
Paramedical Management - Website (www.mappac.org)
- Care Pathway - Forums/Meetings
- Psychosocial Care - Speeches '
A E - Demographic Data Collection 2) Media - Radio interview/TV show /
AP YIS Or: - Collaboration with other Newspaper reports
Datuk Dr. Kuan Geok Lan Health Centres 3) Parental Information
- Leaflet / Booklet

Dr. Richard Lim

President:
Dr. Lee Chee Chan

Vice-President:
Dr. Fahisham bin Taib

Secretary:
Mr. Michael Tan

Assistant Secretary:
Dr. Felicia Chang
Treasurer:

Ms. Esther Leong

Committee Members:

Dr. Tan Mei See

Dr. Ng Su Fang

Dr. Tan Ru Wei

Dr. Janet Liew Huey Jing
Dr. Siti Sulhoon Mohamed

Editorial Members:
Mr. Michael Tan
Dr. Fahisham bin Taib

Ms. Juliana Tang

Malaysian Association of Paediatric ¢

Palliative Care o~ for Medical Professi
B-2, Jalan PJS 8/18 , Dataran Mentari, | ‘ - Training our Cargs
46150 Petaling Jaya, Selangor

0@ +6016-2231357
mappacmalaysia@gmail.com
mappac.org

MAPPAC



MAPPAC is formed based on the need of providing
a platform for health care providers, parents and
volunteers to actively involving themselves in provid-
ing total care to all children and family who are
facing the life-limiting* and life-threatening **iliness in
Malaysia, following the recommendation by the World
Health Organization (WHO) 1998 of the definition of
Paediatric Palliative Care (PPC) :

Palliative care for children is the active total care of
the child’s body, mind and spirit, and also involves
giving support to the family.

It begins when the iliness is diagnosed, and contin-
ues regardless of whether or not a child receives
treatment directed at the disease.

Health providers must evaluate and alleviate a child’s
physical, psychological and social distress.

Effective palliative care requires a broad multi-
disciplinary approach that includes the family and
makes use of available community resources; it can
be successfully implemented even if resources are
limited

It can be provided in tertiary care facilities, in commu-
nity health centers and even in children’s homes. :




PAEDIATRIC PALLIATIVE CARE (PPC)?

Palliative care for children is the active total care of the child’s body,
mind and spirit, and also involves giving support to the family.

* Defined by: World Health Organization (WHO)

PPC begins when illness is diagnosed
It begins when the illness is diagnosed,

and continues regardless of whether or

not a child received treatment directed

at the disease.

Evaluation and Alleviation Suffering
Health providers must evaluate and
alleviate a child’s physical, psychological
and social distress and suffering.

Multidisciplinary Approach

It begins when the illness is diagnosed,
and continues regardless of whether or not
a child receives treatment directed at the
disease.

Places of Care
PPC can be provided in tertiary care facilities
in community health centers and even in children’s homes

Children’s palliative care is about promoting the best possible quality of life and care for every child
with life-limiting or life-threatening condition and their family.

At MAPPAC, we aspire to build the first children hospice in Malaysia. For this, we need
RM 4 million to realize the vision. We also require a further RM500,000.00 yearly to run the
vital care services.

We can only do so with the support of people like you. The money you
donate will enable us to care for the children and to keep supporting the

4 »
‘ ’ ‘ families and the community.
d
v Help us to cherish the good deeds.
¢ Support Us ey p 3

« THAMNK JOu -

Malaysian Association of Paediatric Palliative Care

Contact us:




