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They need to learn that there is another way

Issue No: 05/003 MALAYSIAN ASSOCIATION OF PAEDIATRIC PALLIATIVE MAY 2020

“l wish someone could’ve told me _that there was another:way, so that my child did
not have to suffer,” said a mother who had been taking care of her son with severe cerebral
palsy. : ‘

Her 26-y_ear-o|d son suffered from severe cerebral palsy since infancy, due to birth
asbhyxia. He was bed-bound and fed through a nasogastric tube for the past two decades.
Curled up, he was only the size of a 12-year-old boy. Over the last two years, he was admitted
several times due to episodes of coffee-ground vomiting. Endoscopy was attempted but failed
due to his rigid body habitus, as a result of his contractures.

. Would things have been different if he was managed with a palliative care apprbach
when he was younger? N

/
J

-

What could havé,been done for him?

¢ Child : Changing from nasogastric tube to Qastrostomy tube when dysphagia
LS deemed'permanent ’
- Botulinum toxin injections to manage spasticity

¢ Mother - Caregiver training :

: S - Emotional and informational support
- Advance care plan to guide the mother and relevant healthcare
teams to manage the child during serious deterioration

¢ Coordination of care - Home healthcare team for home nursing and caregiver ed.ubation
- Medical social worker‘ for equipment and financial aid
-. Rehabilitation \_team for home modification, physiotherapy
- Dietician to review feeding regime '
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How can healthcare professionals provide palliative care for children. if they have
never been taught or exposed'to it during their training? Awareness about paediatric
palliative care (PPC) is still poor among healthcare professionals. Many myths and misconcep-
tions regarding PPC result in missed opportunities to ensure a better quality of life for children
with life- I|m|t|ng illnesses. . :

Unfortunately, Malaysia has no structured currlculum for PPC in medlcal schools or other
healthcare professions education. Postgraduate training .for healthcare workers places slightly
more emphasis on children’s palliative care, but again, implementation is not standardized
across different institutions. Clinical teachers find it difficult to complete teaching the ‘must-
knows’ to their students with the available curriculum time. PPC ends up as a ‘nice-to-know’ topic

~ which is taught sporadically. This results in a future generation of healthcare workers who. miss
the importance of PPC and fail to offer PPC as an option for children who need |t PPC needs to
be made an essential part of healthcare professmns education.

!

PPC can benefit life-limiting illnesses including cancer, end-stage organ failure, genetic
diseases.and severe neurological conditions such as cerebral palsy. Much of the current teach-
ing focuses on clinical management. Clinical teachers should 'also highlight the importance of
comprehensive assessment and management, communication skills; inter-professional manage-
ment, transition care and advance care plans. Healthcare students should be guided to reflect on
these cases. Role plays to teach communication skills are also greatly beneficial by providing an
immersive learning environment without potentlally harming real patlents during the learning pro-
cess.

So, how do we respond if parents ask, “Why didn’t anyone tell me about palliative care?”
The actual question is: ‘Are our healthcare professionals trained to consider PPC in managing
children with life-limiting illnesses? It 'is time to incorporate PPC as an essential topic in
healthcare professions education.

Article contributed by: Dr. Tan Chai Eng, Department of Family Medicine, Faculty of Medicine, University Kebangsaan Malaysia

Dr Tan Chai Eng is a Family Medicine Specialist and senior lecturer with UKM since 2011. Currently, she is advisor to the Home Care
Unit of, UKM teaching Hospital, Hospital Canselor Tuanku Muhriz, which provides domiciliary nursing services to patients with restricted
mobility.

Dr Tan teaches palliative care to UKM undergraduate medical students, actively using team-based learning approaches to deliver her
sessions. Her area of interest is in home care, caregiver training and palliative care. She is one of the editors and a contributor for the
National Handbook of Children’s Palliative Care. She is also actively contributing to MAPPAC Home Companion Training Programme.

She will be pursuing her PhD in Health Education and Communication soon. She hopes that she can inspire her students to learn about
palliative care and to empower caregivers to provide care for their children.
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When a Child tells you he will soon die

Issue No: 05/004  MALAYSIAN ASSOCIATION OF PAEDIATRIC PALLIATIVE CARE MAY 2020

As | entered into the house, | realized it was a shop-house. Mom asked if | could go into his
room and wait while she finished the last part of sewing a baju raya. Both dad and mom were.tailors
and they were rushing to complete the Hari Raya’s order. | opened the door and saw a 9-year-old boy
concentrating on PS-1. | said hi and he grunted. | waited until he finished and when he did, he looked at
me intensely and suspiciously. “Kamu doctor (Are you a doctor)?” he asked. | nodded. He continued
with his game. Mom explained he had a congenital heart disease and his doctor told mom that he was
entering into the terminal phase. They just wanted him to be comfortable towards the end. Observing
him, the signs and symptoms of heart failure were obvious. | did not examine him that day. Just sat next
to him, watching him played his games.

A week later | went back to see him again. He was not playing games because he literally
‘burnt’ the TV with his intense gaming. As | sat there, he asked, “Doktor, kamu nak tanya apa (Doctor,
what do you want to ask)?” | asked him if he knew about his illness. He nodded. | asked if he knew: it
was serious, he nodded. “Saya akan mati tak lama lagi (I will soon die),” he said in a soft voice. | nod-
ded. “Takut (Are you afraid)? ” He replied, “Tak. Tapi sayang nak tinggalkan mak dan ayah (No, but
hard for me to part with my mom and dad)” | felt a pinch in my heart. At such a young age, he had such
understanding and love for his parents.

Weeks went by and we grew close. | learned why he loved his video games. He could
longer able to go to school or his mengaji (prayer) class.That was how he passed his time. | once asked
why he loved violent games. He said it was his way of releasing his anger. When he could beat the
monster, he felt a sense of relief and the anger felt better. :

It would be many more daring adventures that we had before he finally succumbed to his
illness. Even towards the end, | was amazed by this child’s tenacity. How he knew his time was short
and yet tried to enjoy and have fun as much as he could before he went back to meet his Maker. Rest
in peace my child because you had fought a good fight.

What have | learned from this young man? We should not dismiss
how deep a child’s understanding of their illness and miss the opportunity to
talk to them about it. | learned that children have different ways of dealing with
their emotions and we must be ready to learn from them. We must not be
judgmental of the choices they made, so that our heart and mind are open to
accept them just as they are and walk with them as their doctor and their friend.

This tiger toy belongs to my patient who was in hospital for treatment. He only
felt better when his mom put ‘bandages’ to the paws. He could identified with
the tiger’s pain and felt better when he hugged it.
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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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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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Mereka perlu belajar bahawa terdapat

Isu No: 05/003 MALAYSIAN ASSOCIATION OF PAEDIATRIC PALLIATIVE MEI 2020

—

“Kalaulah saya diberitahu bahawa ada jalan lain, supaya anak sayé tidak perlu
sengsara,” keluhan seorang ibu kepada seorang anak yang menghidap cerebral palsy yang teruk.

Anaknya yang kini berumur 26 tahun, disahkan menghidap cerebral palsy yang teruk
.sejak lahir, akibat kekurangan oksigen semasa lahir. Beliau terlantar dan diberikan. makanan me-
lalui tiub nasogastrik dalam lebih dua dekad sebelum ini. Badannya meringkuk dan menyerupai
budak berumur 12 tahun. Dalam dua tahun kebelakangan ini, beliau telah masuk wad beberapa
kali kerana muntah darah. Endoskopi perut telah dicuba tetapl gagal disebabkan oleh postur ba-
dan merlngkuk akibat otot-otot yang telah mengeras.

‘Adakah keadaan beliau sekarang mungkin berbeza sekiranya dia d|uruskan dengan
pendekatan jagaan paliatif semasa zaman kanak-kanak?

|
|
o

Apakah yang mungkin boleh dilakukan untuk beliau?

¢ Anak . - Menggantlkan tiub nasogastric kepada tiub gastrotoml

| apabila didapati adalah berkenaan
., - Suntikan toksin Botulinum bagi mengurangkan spastisiti
(otot yang keras) :

¢ lbu S - Latihan penjaga

- Sokongan emosi dan maklumat
- Pelan jagaan awal (advance care plan) bagi memblmblng
ibu dan pasukan

perubatan untuk mengurus anak sekiranya berlaku
. kemerosotan kesihatan yang teruk. :

b

¢ Penyelarasan

Pasukan jagarawatah dirumah bagi prosedur jagarawatan
atau koordinasi dlrumah dan pendidikan penjaga ;
: - Pegawai kerja social perubatan bagi bantuan peralatan dan
kewangan,
- Pasukan pegaWai ré'l‘habiflitasi bagi pengubahsuaian rumah,
fisioterapi : v : '
- Peg_awai dietetic -bagi memantau rejin pemakanan"
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Bagaimanakah kakitangan kesihatan boleh memberikan jagaaﬁ paliatif bagi kanak-kanak
sekiranya mereka belum pernah diajar atau didedahkan kepada konsep ini semasa latihan?
Kesedaran berkenaan jagaan paliatif kanak- kanak (PPC) masih lemah di kalangan kakitangan
kesihatan. Banyak mitos dan tanggapan salah berkenaan PPC mengakibatkan peluang-peluang
terlepas untuk menambahbaikkan kualiti kehidupan kanak-kanak dengan penyakit-penyakit yang
menghadkan nyawa : :

Malangnya, belum ada kurikulum berstruktur bagn PPC dalam pend|d|kan kakltangan
kesihatan mahupun sekolah perubatan di Malaysia. Latihan pascasiswazah bagi kakitangan
kesihatan memberikan sedikit penekanan pada PPC, tetapi, pelaksanaan kurikulum adalah tidak
_seragam bag| institusi-institusi berlainan. Pengajar-pengajar klinikal menghadapl kesukaran untuk
mengajar semua topik-topik “wajib tahu” kepada para pelajar dalam tempoh kurikulum yang terse-
dia. Oleh.itu, PPC telah dijadikan topik “bagus untuk tahu” dan diajar secara oportunistik. Aki-
batnya, generési kakitangan kesihatan masa depan mungkin tidak menyedari kepentingan PPC,
justeru gagal untuk menawarkan PPC sebagai opsyen atau Jalan lain bagi kanak-kanak yang me-
‘merlukannya. PPC perlu dijadikan sebahagian wajib dalam pendldlkan kakitangan kesihatan.

PPC boleh memanfaatkan pelbagai penyakit yang menghadkan nyawa, termasuk barah,
‘kegagalan organ tahap akhir, penyakit genetik dan penyakit neurologi yang teruk seperti cerebral
palsy. Kebanyakan kandungan pengajaran sekarang menekankan pengurusan klinikal sahaja.
Pengajar-pengajar klinikal perlu menonjolkan kepentingan penilaian dan pengurusan pesakit yang
komprehensif, kemahiran komunikasi, pengurusan inter-profesional, jagaan transisi dan pelan
jagaan awal. Pelatih kesihatan juga perlu dibimbing untuk merenungkan kes-kes tersebut.
Péngajaran kemahiran komunikasi menerusi lakonan (role. play) amatlah bermanfaat sebagai
pembelajaran imersif tanpa menimbulkan risiko kemudaratan kepada pesakit sebenar semasa
proses pembelajaran. : : s

1+

+ Akhirnya, bagaimanakah kita menjawab sekiranya ibu bapa bertanya, “Kenapakah saya
tidak diberitahu berkenaan jaéaan paliatif?” Persoalan sebenarnya adalah: Adakah kakitangan
kesihatan dilatih untuk mempertimbangkan PPC sebagai opsyen pengurusan kanak-kanak
dengan penyakit yang menghadkan nyawa? Adalah tiba masanya bagi PPC untuk diterapkan se-
bagai topik wajib dalam pendidikan kakitangan kesihatan.

ik

X
v

Artikel ini disumbangkan oleh Dr. Tan Chai Eng, Jabatan Perubatan Keluarga, Fakulti Perubatan, Universiti Kebangsaan Malaysia.

Dr. Tan Chai Eng merupakan pakar perubatan keluarga dan pensyarah kanan dan telah bersama UKM sejak 2011. Pada masa kini, beliau
merupakan penasihat kepada Unit Rawatan di Rumah untuk Hospital Pengajaran UKM, Hospital Canselor Tuanku Muhriz yang menyediakan
l servis domisiliari kepada pesakit yang mempunyai masalah pergerakan.

’ Dr Tan mengajar subjek rawatan paliatf kepada pelajar sarjana muda perubatan, secara aktif menggunakan pembelajaran secara pasukan dalam
i sesi beliau. Minat beliau adalah dalam penjagaan dan perawatan di rumah, melatih penjaga pesakit dan rawatan paliatif. Beliau merupakan
W 1 sal?.h seorang pengarang dan penyumbgng kepada Buku Perawatan Kanak kanak di Malaysia. Beliau terlibat secara aktif dengan Program
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Di saat si kecil menyatakan dia akan pergi
meninggalkan mu

Isu No: 05/004 MALAYSIAN ASSOCIATION OF PAEDIATRIC PALLIATIVE CARE MAY 2020

Semasa memasuki rumahnya, aku tersedar ianya hanya sebuah rumah kedai. Ibunya
meminta aku untuk ke bilik anaknya, kerana ketika itu dia sedang menyiapkan baju raya. Kedua
ibubapanya merupakan tukang jahit dan mereka sedang bertungkus lumus menyiapkan tempahan
hari raya. Aku membuka pintu dan melihat seorang budak lelaki berumur 9 tahun bermain PS-1.
Aku menyapa ‘Hi’ dan sapaanku dijawab dengan dengusan. Aku menunggu sehingga dia habis
bermain dan ketika itu dia melihat dengan renungan yang tajam dan mencurigakan. “Kamu
doktor?” Dia bertanya. Aku mengangguk. Dia meneruskan permainan tersebut. Ibunya memberit-
ahu bhawa dia mempunyai masalah jantung kongenital dan doktornya berkata bahawa keadaanya
sekarang berada di fasa akhir. Ibubapanya berhasrat agar anaknya selesa di penghujung
hayatnya. Daeipda pemerhatian, tanda tanda dan simtom kegagalan jantung itu agak jelas. Aku
tidak memeriksanya pada hari tersebut. Hanya duduk bersebelahan dan melihat dia bermain per-
mainannya.

Seminggu selepas itu, aku kembali menemuinya. Dia sudah tidak bermain permainannya
kerana jemu dengan permainan TV yang berlebihan. Aku mendekatinya, dia menyapa, “ Doktor,
kamu nak tanya apa?”.- Aku menyeloroh, adakah dia mengetahui tentang penyakitnya. Dia
mengangguk. Aku menyambung, apakah dia mengetahui penyakit yang dihadapinya ini serius, dia
mengangguk. “ Saya akan mati tak lama lagi,” dia menjawab dengan nada yang lembut. Aku
mengangguk lagi. “Takut?”. Dia menjawab, “Tak. Tapi sayang nak tinggalkan mak dan ayah”. Hati
ku bagai dicubit. Pada umur yang begitu muda, dia sudah berupaya memahami keadaan dirinya
dan kecintaannya kepada kedua ibubapanya.

Beberapa minggu berlalu dan kami menjadi semakin rapat. Aku mula belajar sebab kena-
pa dia menyukai permainannya. Dia sudah tidak dapat ke sekolah atau kelas mengaji. Itu adalah
caranya untuk mengisi masa lapangnya. Aku pernah bertanya mengapa dia meminati permainan
yang ganas. Katanya, itulah cara untuk melepaskan kemarahannya. Bila dia dapat menewaskan
‘gergasi’ dalam perminannya, dia berasa lega dan kemarahannya berkurangan.

Ini merupakan pengembaraan yang sukar bersama sebelum dia kalah pada penyakitnya.
Di saat akhir, saya kagum dengan ketabahannya. Dia mengetahui masa yang ada adalah singkat
tetapi masih cuba untuk bergembira dan bersuka sukaan sebanyak yang boleh sebelum kembali
menemui Penciptanya. Berehatlah dengan aman wahai anakku kerana kau telah berjuang dengan
semangat yang tinggi.
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Di saat si kecil menyatakan dia akan pergi
meninggalkan mu

Isu No: 05/004 MALAYSIAN ASSOCIATION OF PAEDIATRIC PALLIATIVE CARE MAY 2020
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Apa yang boleh aku pelajari dari anak kecil ini? Kita tidak boleh mengetepikan kefahaman
anak kecil tentang penyakit mereka kerana kita akan terlepas peluang untuk berbincang mengenainya.
Aku melihat dari lensa ku yang kanak-kanak mempunyai cara pemikiran yang berbeza bila mendepani
emosi dan kita perlu bersedia untuk belajar dengan mereka. Kita tidak perlu menghakimi apa kehendak
mereka, harapannya hati dan pemikiran kita terbuka untuk menerima mereka seperti mana mereka itu
dan mengembara bersama sebagai doktor dan kawan mereka.

Patung harimau ini adalah kepunyaan pesakit yang telah berada dihos-
pital untuk rawatan lanjut. Dia secara psikologi merasa lebih baik apabila
ibunya meletakkan balutan pada badannya. Dia dapat merasakan
kesakitan pada harimau dan merasakan lebih baik secara psikologinya
apabila beliau mendakapo nya.
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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 )
Contact us at: 016- 223 1357 (Pat Chin, MAPPAC) [V A(Q? P\ @ T

Email: nccpem2020@gmail.com LR MEDICAL CENTRE

SCAN ME
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Malaysian Association of Paediatric
Palliative Care

B-2, Jalan PJS 8/18 , Dataran Mentari,
46150 Petaling Jaya, Selangor

0@ +6016-2231357

mappacmalaysia@gmail.com

mappac.org

MAPPAC

focuses on:
- Medical, Nursing and
Paramedical Management
- Care Pathway
- Psychosocial Care
- Demographic Data Collection
- Collaboration with other
Health Centres

1) Raising Public Awareness/Fund-Raising
- Website (www.mappac.org)
- Forums/Meetings
- Speeches

2) Media - Radio interview/TV show /
Newspaper reports

3) Parental Information
- Leaflet / Booklet

encopasses:

- Workshop / Medica
for Medical Professi

- Training our Careg



MAPPAC is formed based on the need of providing a
platform for health care providers, parents and volun-
teers to actively involving themselves in providing to-
tal care to all children and family who are facing the
life-limiting* and life-threatening **illness in Malaysia,
following the recommendation by the World Health
Organization (WHO) 1998 of the definition of Paedi-
atric 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 multidiscipli-
nary approach that includes the family and makes
use of available community resources; it can be suc-
cessfully 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.




What is
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 di-
rected at the disease.

+ Evaluation and Alleviation Suffering
Health providers must evaluate and
alleviate a child’s physical, psycho-
logical and social distress and suffer-
ing.

¢ Multidisciplinary Approach

PPC can be provided in tertiary care ,
facilities in community health y
centers and even in children’s

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.
L > The money you donate will enable us to care for the children
‘ ' ‘ and to keep supporting the families and the community.
| v Help us to cherish the good deeds.

4 Support Ug
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Malaysian Association of Paediatric Palliative Care
Contact us:
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